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I Love My Life, Swimming, and Texas Longhorns!

By Alberto Gonzales, Austin, TX

Editor s Note: Alberto, a keynote speaker at the Deafblind Symposium held February 7-8, 2003 in Austin,

wanted to share some ofhis thoughts with SEE/HEAR readers as well.

My name is Alberto Gonzales. I was born in San Antonio Texas in 1973. I was born deafblind due to

^ Congenital Rubella Syndrome, but had some useful vision as a child. I can remember seeing leaves falling

U-< from trees, grass, and cars going by. I used to love swinging at the playground and running around my
mother's yard. By the time I was nineteen, I lost all usable vision.

I attended Japhet Elementary where I began learning sign language, Grade I Braille, and how to use a cane.

In the sixth grade, I attended Martin Luther King Middle School and began learning Grade II Braille. As a

mainstreamed student at Sam Houston High School, I studied English, RE., Biology, Homemaking, Health,

Math, Computer Skills, and Government. I also benefited from "Vision Class." My teacher, Gail, helped me
develop my mobility skills, learn to cook, and oriented me to fun activities that I could participate in. We
played Scrabble, Poker, Dominoes, and Uno.

After I graduated from high school in 1995, 1 came to Austin to get training at the Criss Cole Rehabilitation

Center. I continued Orientation and Mobility training to improve and maintain my skills, as well as become

familiar with a new city. In addition, I received technology training, career guidance, and worked on commu-
nication skills. I participated in CCRC's apartment experience to help me with my transition to the Deafblind

Apartment Program. I attended training for eight months, then moved to the Deafblind Apartment Program. I

was 2 1 when I moved into my first apartment. My family was scared about me living alone at first, but now
they know that I can be independent and safe. My mother still wants to hear from me every week, though.

I really enjoy Austin, living in my own apartment, and all my friends at the Deafblind Apartment Program.

In the summer time, I love to go swimming with my friends in the apartment pool. Sometimes we barbecue,

too. I know the UT Longhorns are a very good football team. They beat the Aggies 50 to 20. The Aggies are

not good, thumbs down.

I can do many things myself. My personal alert system lets me know when someone is at my door, when

the telephone rings, or even ifmy fire alarm sounds. I arrange my own transportation to work, church, and to

visit my friends. I can call anyone I want by using my braille-TTY and Relay Texas. Staff is there to assist me
with things like reading mail, budgeting, doctor appointments, and employment.

I attended classes at Austin Community College and currently work at Chuy's Mexican Restaurant. It was

necessary to continue with O&M training at ACC to become oriented to the campus and at Chuy's so I could

find my way around the restaurant with minimal assistance.

I know it is important to maintain good mobility skills to continue an independent life-style. In July, 2001,

I flew to Michigan and stayed at the Leader Dog School for one month. My leader dog's name is Kersey. She

is a female black lab and is three years old. She knows sign language like sit, laying down, right, left, etc.

I am a very experienced traveler. I have traveled to Dallas, San Antonio, and Seattle by myself. My
mobility and communication skills allow me the freedom to take the bus or fly anywhere I want. In the

summer of 2000, I went to Mexico with my family. I love deafblind camps like the Deafblind Retreat at

Seabeck in Washington and Pineville Louisiana. Also, I am trying to save money for the nextAADB (Ameri-



can Association of the Deaf-Blind) Conference in San Diego this July. I have also heard there will be a TBDA
(Texas Deaf-Blind Association) meeting soon.

I have a new church. My church is Westover Hills Church of Christ. I was baptized on November 1 7 and

became a new member November 24. It is a very, very pretty church. I go to church every Wednesday and

Sunday. I read the Bible and have a deaf interpreter there.

My girlfriend Mary Ellen lives here. We have been together for 4 1/2 years. Mary Ellen is blind. Now she

knows sign language, which I taught her a long time ago. Mary Ellen and I went to the Holiday Inn for her

prom on May 9, 1998. My dream for the future is to be married, live in a nice house, and to have a good job.

5!
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Journeys Through the Land of Oz:

Parents' Top Twenty Strategies for Managing Life

By Kate Scorgie, Ph.D., Associate Professor of Graduate Education, Azusa Pacific Univ.

and Lorraine Wilgosh, Ph.D., Dept. of Educational Psychology, University ofAlberta

Reprinted with permission from Exceptional Parent, November 2002

In her book When the Heart Waits, Sue Monk Kidd portrays Dorothy's journey in The Wizard ofOz as an

allegory for overcoming life crises. Until the tornado came, all Dorothy had ever known was her simple life in

Kansas with Toto, Aunt Em and Uncle Henry. When the devastating event occurred, Dorothy was catapulted

from her familiar surroundings to the often-bewildering Land of Oz.

The remainder of the book was the story of Dorothy's profound longing for her home and her subsequent

wanderings through Oz in order to find it. Dorothy was told that the way home would involve a very long

journey, "through a country that is sometimes pleasant and sometimes dark and terrible." Kidd reminds us that

at some time in our lives, each of us will encounter a "tornado" experience and, like Dorothy, we may find

ourselves in a strange land with no road map and a few recognizable landmarks, longing for our former famil-

iar lives.

I

Dorothy navigated her way through Oz with the assistance of three new friends she met along the way: a

Scarecrow who needed a brain, a Tin Man looking for his heart and a Lion seeking courage. Kidd claims that

these characters are sent to remind us that in the midst of any life crisis, what each of us needs for safe

navigation "home" is a new way of thinking, a new way of feeling and a resolve to persevere.

For the past several years we have been talking to parents about their journeys in parenting a child with a

disability. We began by conducting extensive interviews with 15 parents whose children have a variety of

conditions. As they narrated their journey from the initial diagnosis to the present, we asked them to share

specific strategies they found effective for managing their personal and family lives. We then developed a

survey instrument that we sent to two larger groups of parents. We asked them to indicate how important each

of the strategies mentioned by the first group of parents had been to them as they parented their children. In

particular, we were interested in documenting life management strategies that were deemed effective by the

large majority of parents, regardless of child age and disability.

We have collected information from more than 200 parents. They described how the diagnosis of disability

catapulted them into a bewildering new world. They shared the things that both helped and hindered them

along the way. And they spoke powerfully of how, though the years, they have developed new ways of

thinking, new ways of feeling and a determination to stay the course.

3
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After analyzing these stories, we were able to document a number of strategies that parents held in com-

mon. We call these the Top Twenty Strategies for Effective Life Management, and would like to share them

with you through the words of parents.

CELEBRATE YOUR CHILD

"My advice to a parent of a child newly diagnosed is, first of all, just to celebrate the birth of this child. Just

to enjoy the child... because everyone else will try to give him a label." [mother of a nine-year-old son with

severe multiple disabilities]

CHOOSE TO FOCUS ON WHAT'S GOING RIGHT

"I dwell so much on the positive that you would think Ryan was actually pretty high functioning {though}

he's very, very limited in what he can do. But I don't look at those things. I think it's much easier to celebrate

the little successes and sometimes they're minuscule. You have to look at the positives and the little successes

and dwell on those." [mother of a nine-year-old son with autism]

GET BEYOND THE "WHY?" TO THE "HOW?"

"If we could all just accept our kids and teach them they're pretty great just the way they are. . .the sooner

you do it the better it is. Pretending like they're gonna get well later - oh, I went through that phase. It was

always some miracle that was going to happen. But that's all dead time, all 'no growth' time for you and your

child. So the sooner you can say 'This is how it is. Let's go forward from here,' the better it is for everyone!"

[mother of an adult son with profound hearing impairment]

APPRECIATE WHAT YOUR CHILD CONTRIBUTES TO OTHERS

"Last year one of Jana's friends wouldn't go to Brownie camp unless Jana went. This friend's mother

phoned me, desperate, weeks before camp: 'Jana's not getting sick, is she? She's still going to go, isn't she?

Because my daughter will not go without Jana.' And so we learned that Jana is a support to her friends, she

does contribute. And those are the things we need to start looking at." [mother of a nine-year-old daughter with

Down syndrome]

TRUST YOUR INSTINCTS

"After two years [of preschool] I felt very frustrated. I used to leave there crying, thinking, 'Why are you

letting them do that to him and treat him like that and talk to him like that?' But slowly I developed the

confidence to decide I don't have to be this way any more! Now I think there's nothing that I couldn't do if I

set my mind to it." [mother of a nine-year-old son with autism]

DON'T GO IT ALONE: ASK FOR HELP

"I needed to take my daughter to another city for treatment and we didn't have the money to pay for the

airline tickets. I was moved to phone our minister - I'd never ever asked for help from this church before, but

I called and explained our situation. They were able to give us some financial help. And the minister phoned

down to some families in that city and asked if someone could meet us. So a couple met us at the airport. They

put their arms around us and kept them around us six whole weeks. And when we came home I realized that it

wasn't Mandy who had had the healing, it was me. And it sort ofturned my thinking around: I learned that you

don't get help unless you ask for it. As long as people think you're okay, they leave you alone." [mother of a

1 7-year-old daughter with moderate developmental delay]

REASSESS SUCCESS

"You have to learn to come up with your own definition of what a successful child is, and not bow to the

theory that the successful child is going to grow up, get married, have a good job and do this and that. You have

4
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to say, 'Well, for our child, it will be different. For him success might be something else.' You have to throw

out the old definitions. As long as he's happy at what he's doing, why should we define [what] happiness [is]?"

[father of an eight-year-old son with pervasive developmental delay]

UTILIZE PLANNED PERSEVERANCE

"I spoke with a resource person and she said, 'Every year you're going to have to address these same issues:

Who's going to be the teacher? What kind of support is there going to be and will that be sufficient for my
child? Every year you're going to have to address this. Just put it on the calendar.'" [mother of a six-year-old

son with an undiagnosed genetic condition]

BE A PARENT FIRST

"There's one thing I'd do differently now. When we found out Jeremy was hearing impaired, I signed up for

a course, 'How to work with your hearing-impaired child.' And all of a sudden I turned into his teacher instead

of his mother. But finally, a few years ago, I just woke up and said, 'I'm sorry. I'm not doing this. I'm not

going to sit across from the table and force him to do this. I'm just going to practice being his mother.' And
I'm much happier. I feel it was like a weight lifted off me." [mother of an 1 1 -year-old son with cerebral palsy

and profound hearing impairment]

KEEP YOUR SENSE OF HUMOR
"The stories about Nathan have become family tradition. Lots of families have stories that they tell and

retell. But the Nathan stories in our family are the funniest - he's just hilarious. Oh, there have been lots of

stressful times. For every funny story there are probably 10 or 20 difficult stories - stories of challenges and

trials. But it's the funny stories that keep you going." [mother of an 1 1 -year-old son with Down syndrome]

BE FLEXIBLE DAY TO DAY

"Because of her illness, how Laura feels fluctuates a great deal. So I wrote a list called White Days, Gray

Days and Black Days. On 'white days' [the good days] I might go to the park, go out, cook dinner, make the

most of a day when Laura's feeling well and has some energy. 'Gray days' [in-between days] I still put things

on my list, like cook supper-but it's more like sit and watch a video with Laura, read books, or go to work, as

she can still go to the babysitter on gray days. On 'black days' when she's really ill, we might order pizza or,

if there are plans, change them." [mother of a seven-year-old daughter with degenerative metabolic disorder]

GIVE YOURSELF A "TIME OUT"

"I have one night a week and it's mine. I need it. I always have something to look forward to and that's

what gets me by. I forget about everything for an evening and go out with my girlfriends. I know none ofthem

can relate to what I go through. They have stress and they have so-called 'normal' kids. If they need one night

out a week, I probably need three. But, yes, I just go out and try not to worry about it that night, and somehow

the next day it doesn't seem that bad." [mother of seven-year-old triplets with moderate to severe developmen-

tal disabilities]

ALLOW YOURSELF "UPS" AND "DOWNS"

"Even though I say I have accepted everything that has happened with Jason—yes, I have accepted it. But

there are always times when I will hear a song on the radio and all of a sudden it will hit me, 'he's never going

to hear that exactly like I do.' I will go through the grieving process again, and I will cry. And then away I go

and I'm okay. I think this is just a life-long thing. He's going to be my baby even when I'm 80 years old. And
I think it's okay to give yourself permission to keep feeling." [mother of an 1

1 -year-old son with cerebral palsy

and profound hearing impairment]
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REMEMBER TO NURTURE YOUR MARRIAGE

"Court your wife. You know she's gong to be stressed out, and so will you, and you will need each other.

Do what you need to find time to be with each other. Go to dinner - go to a movie - do whatever you want to.

|/^ Find time when you can be away from the demands and just be together." [father of a 12-year-old daughter

M with severe developmental delay]

BE A FAMILY

^ "As a parent, you have to set an expectation to make things happen. One thing we do is go to a lodge in the

W mountains. The whole family goes, and you think, 'Yes, we can still do things as a family.' And we've always

insisted that we eat breakfast as a family. Sometimes our kids complain, but I think it's important to be together

as a family." [mother of a nine-year-old son with severe multiple disabilities]

BALANCE TIME TOGETHER WITH EACH OF YOUR CHILDREN

"My son once said, 'You really do like Tommy much better than us, don't you?' I asked why, and he said,

'You're always spending time with him and you're always holding him.' Well, one thing a experience like this

does to you is make you think consciously about a lot of things you never thought about before, like spending

time with your other children. And I guess it's not being afraid to talk to your kids about the situation, either."

[mother of a nine-year-old son with multiple disabilities]

KNOW WHAT YOU WANT AND GO FOR IT

"I think the ability to problem-solve is very valuable. Don't take 'no' as a final answer; take it as a definite

'maybe' and go from there. A lot of times they say 'no' because they think you're going to go away. What you

need to do is try to analyze the situation. If you do your homework, are well prepared, and make a legitimate

argument, oftentimes people will listen." [mother of a 25-year-old son with Coffin-Lowry syndrome]

BE RESOURCEFUL: FIND WAYS TO BE UNDERSTOOD

"A neighbor came in one morning and we spent a morning taping Rachel in spasm, just to show the work

that was involved in caring for her. We did it for the medical profession, because they couldn't understand my
story. So I have it on video. I have shown it to social workers, too, and I think it would be a good tool for group

homes so they can be prepared for the kind of help needed." [mother of a 17-year-old daughter with moderate

developmental delay]

CONNECT WITH OTHER PARENTS

"I feel it is extremely important that parents of children with disabilities make contact with each other,

because there's nothing like speaking with somebody who's in the same boat. There's something that draws us

all together. IfI'm having difficulty with something, I will not call the professionals. Other parents are the first

people that I will call. I will ask another parent, 'Did you have to deal with this? How did you handle it?"
1

[mother of 1 1 -year old son with cerebral palsy and profound hearing impairment]

VALUE THE JOURNEY

"When I look back I realize my son has been a wonderful teacher to me. He's had an impact on so many

lives - that's the wonderful part. When Chris was young I used to think I had to know [right now] everything

he'd need to know. In time I learned that as Chris grows, I will grow. And I will have the knowledge needed

to meet his challenges. It was very important for me to recognize that." [mother of a 15-year-old boy with

Down syndrome]

6
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These are twenty of the life-management strategies most often mentioned by parents in our studies. Every

family that participated in our study was diverse, complex and unique, and each employed the strategies in a

way that was unique to their family situation. It seems that there are many paths through the Land of Oz and

through working together parents can create useful roadmaps and identify familiar landmarks.

5

Gifts from my Sister

By Susannah Kenley, age 19, San Francisco

Reprinted with permission from reSources, Vol. 10, No. 14 (California Deaf-Blind Services).

Growing up as Laura's older sister hasn't always been easy, and without laughter I hardly think I could

make it through. Tears and laughter, pain and happiness, embarrassment and pride, and thousands of other

emotions have all been a part of the adventure of being an older sister to a sibling born with CHARGE Syn-

drome. Being born with CHARGE, Laura does not hear, is extremely vision impaired, and has heart defects.

But besides all of that, Laura is a goofy teenager with lots of personality, strong likes and dislikes, a very smart

and pranky sense of humor, and a little attitude to go along with her age of seventeen. Laura is an extremely

complex girl. And living with her has been no less if not more complex than Laura herself. Laura has made me
feel thousands of different ways. She has made me want to crawl under the table at a restaurant and hide from

people staring, scream out in frustration, punch a wall, slam doors and cry. But Laura can also make me laugh

like no one else can.

Just like any other relationship between family members, Laura and my relationship has gone through

many phases, both good and bad. The one thing I can say for sure is that over the years, being Laura's sister has

become a lot easier. I can't ever remember a time in my life when Laura was not my little sister; she was born

when I was only two years old so she is a part of nearly all my childhood memories. I even went to preschool

with Laura at the San Francisco Hearing and Speech center for a few years. I loved going to school there

because I could not only hang out with my baby sister, but I learned how to sing kids' songs using sign

language and hang out with kids like myself and like my sister. Although I was not aware of it then, being in an

environment like that let me know that I was not alone and that there were other kids like me who were siblings

of deaf children. Trips to PAAVI—an early intervention family training project—and Easter Seals to play were

also wonderful experiences for the same reasons. Going to summer camps that focused on families of children

with disabilities were always exciting places to play, relax, and also to spend time with people who were

dealing with the same life experiences that I was. I will always be thankful for the opportunities my parents

gave me to get involved in the deaf-blind community at such an early age. Spending lots of time with Laura

when I was very young is probably the reason why the two of us have stayed so close over the years. Having

fun with Laura when I was young set the tone for the type of relationship I have with her now. Laura's life is

full of doctors, teachers, therapists and caretakers. Being involved in Laura's social life from the start has let

me know that I do not have to be another doctor or teacher of Laura's, and it is okay for me to just be her sister

and friend.

5

It is easy to feel responsible for a sibling with disabilities, especially if you are older than they are. My
parents have helped me work through that by explaining that I am not now and never will be the only one

responsible for Laura. Although I know I do need to help out with her, I also know that my parents are doing

the best that they can to support Laura, even in case something should happen to either of them. Wills and

future living situations and dreams for Laura have all been explained to me, so I have never been left worrying

whether or not I will be spending my time as an adult caring for Laura. Communication about these real-life.
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real-world issues has made me feel comfortable about being Laura's sister in the future. Having Laura as my
little sister has undoubtedly changed the way I look at myself and at the rest of the world. It has taught me how
not to get embarrassed so easily, how to deal with the unexpected, and how to appreciate the little things in life

^ (like the fact that dinner has not been thrown all over the kitchen for once, or that no one threw a fit in the

J middle of the shopping mall). But more than that, Laura has taught me that lots of people out there need help

(myself often included). Because of Laura I have chosen Sociology as my area of study in college, and have

spent spare time volunteering in California and Louisiana. But most importantly, because of Laura I am able to

look at life in an extremely positive way and with a sense ofhumor, and although that may sound cliche it is the

truth. Not many people can or ever will be able to appreciate life and its blessings the way that I can and my
sister Laura is the person I have to thank for those gifts.

Brothers and Sisters: Strategies for Supporting

Siblings of Children who are Deaf-Blind

by Jackie Kenley and Myrna Medina, CDBS Family Specialists

Reprinted with permission from reSources, Vol. 10, No. 14 (California Deaf-Blind Services).

Brothers and sisters who have siblings with combined hearing and vision problems are first of all people

and important members of the family. Siblings will probably want to know why this happened to their brother

or sister and how it will affect them personally. This is especially important at the time the family is dealing

with a new diagnosis; siblings need to be remembered at these times and have their questions answered and

their concerns addressed. It will be helpful for siblings to understand exactly what and how much their sibling

may see and hear, and about additional disabilities the sibling may have. Being open and actively listening to

siblings may be tough for parents as they deal with a child who is deaf-blind, but these conversations are likely

to be as healing for the parents as they are for the siblings.

THINGS TO CONSIDER:

Emotional Stages. Learning to live with a child who is deaf-blind requires going through all kinds of emo-

tional stages—anger, grief, sadness, hope and acceptance. To help deal with these emotions, it's a good idea to

meet other parents of children with disabilities, share stories with them, and attend family support groups.

Many times these various emotions come up at different times for individual family members. Birthdays and

holidays are often tough on families, and this should be remembered and worked through as a family. For

birthdays, sometimes it is very nice to celebrate each member of the family separately, if financially possible;

if not, do not feel guilty about celebrating the siblings in a special way, or siblings might think there is a

preference for the child who is deaf-blind.

Take a break! Giving the family a break from the responsibilities of caring for a child who is deaf-blind

may be helpful, and provides family members the time to concentrate on other relationships in the family.

Respite care or camps are a good idea for parents and siblings. Each child in the family has a need for indi-

vidual care and attention, and giving this attention may require special effort and energy from parents. It is

important for professionals working with the child who is deaf-blind to let the family know that it is okay for

them to say we are tired, or we need help, and also emphasize that they are there to serve the entire family, not

only the child who is deaf-blind.

There are positives as well as negatives. Having a sibling who is deaf-blind can have both positive and

negative effects on the family. Different "behaviors", surgeries, and illnesses are tough on all family.

8
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Becoming Your Child's Best Advocate

By Mary Zabelski, President, National Association for Parents

of Children with Visual Impairments (NAPVI)
Reprinted with permission from Awareness, 2002 Special Double Issue.

Editor's Note: Awareness is published quarterly by The National Association for Parents of Children with

Visual Impairments, Inc. To become a member or to order any ofNAP VI's publications, contact them at P.O.

Box 317, Watertown, MA, 02471-0317, 1-800-562-6265, <www.napvi.org> or <napvi@perkins.org>.

As your child passes through the educational system, you will need to acquire knowledge and information

about the educational issues facing him or her. As a matter of fact, you will need to become your child's "best"

advocate. You will find yourselfworking on behalf of your child, to make sure that the specialized educational

services, guaranteed in the federal laws, are actually available in your state or local school district. We want

our children to reach their full potential. To do this, they much have equal access to the classroom materials

like their sighted peers. In a perfect world, all of the specialized services that the educational and civil rights

laws entitle our children to receive, would always be available and easily obtainable. In this real world of ours,

the full range of necessary services may not be available unless you actively work on acquiring them or

"advocating" for them.

As your child's advocate, you may have to deal or bargain with your child's school district or local school

to acquire the necessary services. Services mean the specialized teaching from the special education teacher,

vision teacher, orientation and mobility instructor, and other related therapies (e.g., occupational therapy,

physical therapy, speech therapy). You may find that you need to arrange for or "negotiate" for services

through discussion and settlement of terms with the local educational personnel. Sometimes the services are

not readily available and you will have to present your request in writing or through meetings with the educa-

tional staff, special education administrator of the district or the principal. The parents' role becomes critical to

the success and positive educational experiences that can occur. More importantly, your involvement in deci-

sion-making is the key to developing a positive and meaningful educational program for your child.

You may think that the professionally trained teaching staff automatically knows what is best for your child.

This is not necessarily the case. Remember, most pre-school, elementary and high school teachers have no

training that helps them to understand what modifications and accommodations students who are blind or

visually impaired, deaf-blind or multi-disabled, might need to properly access their textbooks and materials

like their classmates. Remember that you have more information about your child's medical issues and the

visual/medical diagnosis than the school personnel do.

It is important to recognize that the regular classroom teacher may not be familiar with your child's visual

disability and how to provide the specialized services your child needs. When discussing the need for special-

ized services, the regular classroom teacher and the special education or vision teacher should be present. You

may want to ask for a meeting to discuss these issues before the formal IEP meeting.

If your child has problems in school because of the lack of specialized services or a need for a change in

services, you will need to speak up and negotiate for them. IEPs should be developed jointly, between school

personnel, service providers and parents.
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When my blind daughter was in the lower grades, I wanted her to develop the skills that would help her to

be independent as she got older. I knew that she had to learn how to travel independently, learn to take care of

her belongings, dress appropriately and develop friendships with the other students. I wondered what kind of

^ job she could hold as an adult, considering she was "blind". You as the parent, may be thinking about these

J issues, but the regular classroom teacher is generally not trained to look ahead. Many skills that are necessary

will not be taught in the school your child attends. You should discuss these skills with the special education

teacher and other therapy staff, so that you can work toward these objectives in school and at home. Each one

of our children has a different area of strength and need. We can help them if we think about what skills they

need to develop for future success in the real world, and advocate for the services to help them attain these

skills.

Leading the Way to Success

By Will Conrad, Student, Rice University, Houston, TX
With forward by Ann Adkins, TSBVI Outreach Consultant and Will's former TVI

Forward: Will Conrad, a sophomore at Rice University, is often asked about his experiences as a visually

impaired student. Will was one often Rice freshmen featured in the spring, 2002 edition of The Sallyport, the

Rice alumni magazine, and will be followed by the publication for the next four years. A former TAER
Student of the Year Award winner and member of theTexas Commission for the Blind LITE (Leadership in

Transition with Excellence) Committee, Will's extracurricular activities are as extensive in college as they

were as a student at Westlake High School in Austin (Class of 2001). They now include more activities to help

prepare him for a career in law. For two summers, he has served as an intern with the State Office of Risk

Management (SORM), General Council Division, and he plans to study in Scotland next fall. We have also

included some excerpts from a personal letter he wrote for a scholarship application that tell a lot about this

young man.

While these articles show some of Will's accomplishments and his "academic side," they can't convey his

personality and sense of humor. For example, when he walked off the stage into the orchestra pit after being

inducted into the National Junior Honor Society, seventh-grade Will responded to the gasps from the audience

with, "Guess I should have used a cane, huh." He refers to his fall off the stage as "his swan dive." As his TVI

for five years, I enjoy sharing "Will stories" with my colleagues and other students and parents. One year, on

a mission trip to Mexico, he helped the youth group of his church build a fence. Unfortunately, he hammered

the arm of the girl working next to him instead of the fence. When I learned that he was taking a girl from his

church to the prom, I couldn't resist asking him if he used a hammer to convince her to be his date. It wasn't

the same girl, but Will was prepared for my questions, just as he continues to prepare himself for his studies at

Rice and his life as a young adult who is visually impaired. His challenges include making the transition from

print to Braille, using a cane, mastering complex technology, and learning to be his own advocate-the same

challenges faced by many visually impaired students. Being visually impaired is only one aspect ofWill's life,

however, and only one component of his success. He moves ahead with a sense ofhumor, as well as excellent

skills, and is truly "leading the way to success."

Excerpt from The Sallyport article, "All Roads Lead to Texas":

Will Conrad is truly Texas proud. When anotherfreshman was asked why he decided to come to

Texasfrom the East Coast to attend college, Willpiped up, "Because everybody comes to Texas.

It 's the greatest state. You can 't deny it—you 're all here! " And Texas isn 't the only thing Will s
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crazy about. "Myfirst semester has been a blast, and I 'm really excited about my major, politi-

cal science.
"

Will s enthusiasm, confidence, and determination don 't necessarily set him apart at Rice - most

Rice students are very involved and passionate about their education and their futures. But

Will, who is legally blind, has to workjust a little bit harder at everything he does, which is what

makes his accomplishments - and genuine zeal - so remarkable. From navigating the Rice

campus to making sure he gets his books on tape well before each semester begins, Will s got

his hands full. But it's not his visual impairment that is posing a challenge this semester -he's

been dealing with that since birth - instead, it's the 15 credit hours, 35-page papers, and busy

extracurricular schedule.

t

£

Will is involved in the Rice College Republican, Reform University Fellowship, the BakerAsso-

ciate Committee, Campus Crusadefor Christ, and the Intervarsity Christian Fellowship - ac-

tivities that reflect the strong influence hisfaith has on his life. He credits a high school mission

trip to Juarez, Mexico, with shaping the person he s become. The trip, which included running

a vacation Bible school, put hisfaith into action and established an identity that, he says, "has

carried into my groups andfriends at Rice."

Will also hasput his interest in practicing law into action by serving on University Court, which

he says "allows me to get some experience with law while learning about the Rice judicial

system and helping the university with discipline. " Sounds perfectfor someone whose enthusi-

asm forjustice is as big as the state ofTexas.

Will wrote the following as a response to a question on a scholarship application:

With my first year at Rice University just completed, I have experienced and learned many new things.

Navigating the campus proved no challenge after my first week when I became lost once. Using the knowl-

edge that the cars travel one-way around the intercampus loop, I was able to resolve the situation quickly and

return to my dorm. After this experience I had the confidence to not only travel around campus myself, but to

provide visitors with directions. The rigorous academics at Rice challenged and stimulated me to seek new

knowledge. I have chosen to study the field ofpolitical science stemming from courses in high school, and my
passion for the subject has only expanded. This excitement about my studies results from the professors and

their willingness to spend time with all students. The professors not only invite students to their offices during

office hours; they will usually eat lunch in a college where any student may join them. I have had lunch with

several professors and we discussed everything from college life to politics. This relationship with my profes-

sors promotes self-advocacy for necessary adaptations.

Even though I have made A's at Rice, I have really learned more outside the classroom through participation

in extracurricular service activities. Rice University Court represents an activity that I have particularly en-

joyed. The Rice U-Court assesses punishment for violations of the code of student conduct, the alcohol policy,

and criminal law. We use community service as a means of constructive sentencing. I serve on the court as the

vice chair who investigates the different cases. I have worked with the chair of the court to purchase a com-

puter with scanning features so that I can independently read the police reports. I have also served the Rice

community by my involvement in the variety of campus ministries. One Tuesday each month I accompany

other members of Intervarsity Christian Fellowship to the Palmer Way Station to serve breakfast to the home-

less. With Reformed University Fellowship, I plan to take a wceklong mission trip to Prague in the Czech

Republic. While on this trip, I will serve not only the Rice community, but also the international community.
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I have experienced three major benefits from helping others: it makes me feel good, it accomplishes something

for the other person, and it helps me grow in my relationship with God.

I have tried to prove to professors, fellow students, and particularly to other handicapped persons, that a

blind student can be a leader in academics, school service work, and other community services activities. I

believe that I have succeeded. (Editor s Note: We believe you have too, Will!)

Key Elements for Effective Assessment of Children who are Deafblind

Prepared by Evelyn P. Kelso, M.A., Educational Consultant,

ATECH/ASSETT, New Hampshire

Reprinted with permission from in touch, Summer 2002,

rh the Newsletter of the New England Center Deafblind Project

Children with deafblindness or multiple disabilities tend to experience the world as it exists within their

immediate reach (Miles, 2000). Many of these children may have some residual vision and/or hearing. How-
ever, the combination of this dual sensory impairment limits the extent of interaction they have with people,

^ access to information about events and objects at a distance, incidental learning acquired just by seeing and

0n hearing, and development of meaningful concepts about home, school, and community. School teams must

w assess these children differently from other students to effectively address their unique learning needs.

#1: FAMILY PARTICIPATION

• Incorporate active family involvement throughout the assessment process.

• Interview the family regarding their priorities, immediate goals, and long term dreams.

• Include family input in planning assessment activities.

• Use family members to facilitate some assessment activities, as they are familiar and trusted by the

child.

• Give attention to any family concerns that remain following assessment.

#2: TRANSDISCIPLINARY ASSESSMENT GUIDELINES

Assessment of the child across natural settings (i.e. home, classroom).

Selection of a variety of familiar, everyday activities where different skills can be assessed.

Use of a transdisciplinary team approach in which educational team members share knowledge from

their areas of expertise for other team members to incorporate in their practice.

Follow-up team assessment by using information to plan the educational program.

Focus IEP goals and short-term objectives on behavioral skills to be developed or expanded.

Conduct ongoing assessment throughout the school year, with changes to the IEP made as the child

masters critical skills (short-term objectives).
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#3: ASSESSMENT STRATEGIES

Base interactions on data in most recent vision and hearing reports. Select toys or other objects that

use the child's preferred colors, textures, and sounds. Present the objects in the positions where the

child has the best vision and hearing. After the child is engaged, move the toys to varying positions

to assess any response.

• Use the child's current communication program if one exists. Interpret the child's changes in behav-

ior as communication, and prolong the exchange to learn more about how the child communicates.

Select a single team member to act as activity facilitator to decrease the number of people with

whom the child will interact.

Choose activities based on family routines.

• Include components that apply to classroom instruction and appropriate age level activities.

• Ask the child to make choices, follow steps in a routine, or indicate what comes next in an activity.

Embed critical skills within activities to assess the child's level of understanding and response. Does

the child initiate activity? What level of support or prompts are needed? What is the child's response

if the routine is changed or sabotaged? What kind of choice-making is shown?

Create a report in which team members contribute to one comprehensive final document based on

areas assessed. The report should include ideas for planning and educational programming.

#4: ESSENTIAL ASSESSMENT DOMAINS

Social/Communication: (Vocalizations, gestures, eye gaze, changes in movement, alertness, verbal-

izations, signing.) What methods does the child use for receptive and/or expressive communication?

How does the child use these? How does the child respond to the assessment facilitator, parent, peer?

i.e. cues, verbal requests, pauses for turn-taking.

• Sensory/Motor. What are the child's likes/dislikes? tolerance for different types of sensory input?

willingness to explore new, unfamiliar sensory input? How does muscle tone affect the child's

ability to participate in activities? (Motor planning? Stamina? Reach and grasp?) What supports and

physical modifications are used and what are the results of each? What positioning works best for

stabilization, comfort and greatest range of motion?

• Functional Vision: Does the child appear to have useful remaining vision? What focusing and

tracking patterns are present? How does the child use near vision? distance vision? What is observed

about the visual field—use of central or peripheral viewing? Do visual fields appear to be intact?

Does the child look at an object while interacting with it or look away, and then act? Does the child

show color preferences? preference for movement rather than still objects? Are eyeglasses or low

vision aids recommended? tolerated? in use? What is the child's preferred learning mode: visual,

auditory, or tactual?

• Functional Hearing: Is the child aware of sound? Does s/he alert to sound, orient to sound, localize

sound, isolate a specific sound in the presence of other sounds? Does the child respond to a selected

sound among other sounds? Does the child appear to use hearing to respond during the assessment—

to voice? music? speech? Are hearing aids recommended? tolerated? in use?
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All ofthese areas need to be assessed because they are interrelated in their influence on the child's ability to

make sense of the world. Accurate functional data on vision and hearing is particularly critical since it is the

combined effect of the dual sensory impairment that requires instructional approaches differing from either

vision or hearing strategies. Only when the child is assessed in settings where s/he is familiar with the facilita-

tors, routines, and materials will s/he have the opportunity to respond in a way that gives a true indication of

developmental/cognitive level. The child will demonstrate competencies and areas where skills are emerging

or as yet undeveloped. The more accurate the assessment of the child, the more effective will be the next steps

toward greater meaning and participation at home, school and in the community.

Miles, B. (2000) Overview ofDeaf-Blindness, DBLink, Revised July 2000.

This article was prepared as a partial requirement of the New England Center Deafblind Project/Summer

Institute 2001. The information compiled here represents an outline of the information presented by Dr. Jen-

nifer Grisham-Brown (University of Kentucky), Patty Mason (South Shore Educational Collaborative),

Debbie Gleason (Perkins School for the Blind), Vicki Wilson (Perkins), and Darick Wright (Perkins).

0.

Planning Your Child's Individualized Education Program (IEP):

Some Suggestions to Consider

Reprinted with permission from Families and Advocates Partnership for Education (FAPE)

Coordinating Office: PACER Center, Inc., September, 2001

BEFORE THE IEP TEAM MEETING:

Consider the vision you have for your child for the future as well as for the next school year.

List your child's strengths, needs, and interests and your major concerns about his or her education.

Consider how your child's disability affects his or her education.

Think about your child's educational progress. What has been working and what has not?

Request a written copy of your child's evaluation results or a meeting with school staff to discuss the

evaluation before the IEP meeting. This gives you an opportunity to understand the evaluation

before the IEP team meeting for your child.

Consider the evaluation results. Do these results fit with what you know about your child? Is the

evaluation complete and accurate? If you disagree with the school's evaluation, you may request, in

writing, an independent educational evaluation (IEE) at no cost to you. The school must pay for the

evaluation or show the due process hearing officer that its evaluation is appropriate. The results of

an IEE must be considered by the IEP team in planning your child's IEP.

Consider a variety of ways to involve your child in developing his or her IEP, starting at a young age

if appropriate. Self-advocacy skills are important to develop.

If needed, plan to bring someone with you to the meeting with knowledge or special expertise

regarding the child, such as a spouse, relative, friend, related service personnel, or representative

from a local disability organization.
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AT THE IEP TEAM MEETING:

The IEP meeting is very important. You, the school personnel, and other IEP team members attending the

meeting will review and discuss information about your child to develop the IEP. It provides an excellent

opportunity to ask questions and share important insights about your child, whom you know better than any-

one else does. The school needs to know what your child is like at home and in the community, as well as what

your child's interests and activities are.

• Make sure others at the IEP meeting never forget that the meeting is about a real child - your child.

Share your visions for your child, both short-term and long term.

• Discuss your child's strengths and needs and any concerns about your child's education.

Remember that diagnostic tests and assessments do not present the total picture.

When you believe that the teacher and school personnel are doing a good job, tell them so. Praise,

when deserved, is a great thing.

Be a good listener. Ask questions.

• Make sure you understand. If you don't understand something, ask to have it explained in a way that

you can understand.

Expect that what you know about your child will be used in making decisions.

• Use school data, your child's progress reports, and other information you know about your child to

make decisions.

• You may not want to agree to a proposed IEP at the end of the meeting. Review the proposed IEP

document at home. If you disagree with what is being proposed in the IEP document, you must

notify the school as soon as possible to resolve the disagreement.

AFTER THE IEP TEAM MEETING:

Your child's IEP must be reviewed at least once a year to determine whether the annual goals have

been achieved and to revise the IEP if necessary.

Your child's school must inform you regularly about your child's progress, at least as often as par-

ents who have children without disabilities are informed about the progress their children are mak-

ing. Schools can do this by providing periodic report cards. You will be informed about whether

your child is making progress toward meeting the annual IEP goals, and whether the progress is

enough to reach the goals. If your child is not making adequate progress, an IEP meeting should be

held to review the IEP and make needed changes.

• You may request an IEP meeting at any time during the year if you believe it is important to consider

changes in your child's IEP.

The information above is a product of the PACER Center, Inc., the coordinating office for Families and

Advocates Partnership for Education (RAPE)

8161 Normandale Blvd., Minneapolis, MN 55437

952-838-9000 voice - 952-838- 1 090 TTY - 1 -888-248-0822 toll-free

Website: www.fape.org
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Notice: New Special Education Documents from TEA
By Jenny Lace, Education Specialist, Texas Deafblind Outreach

The Texas Education Agency has released two new special education documents which can be found on the

TEA website at <wwwtea.state.tx.us/special.ed>.

A GUIDE TO THE ADMISSION, REVIEW,AND DISMISSAL PROCESS

This document contains information a parent needs to effectively participate in the ART) committee meet-

ing for their child. This guide was produced with the expert guidance of a stakeholder group of parents,

educators, other professional service providers, advocates, and information compiled from statewide public

meetings. The table of contents includes:

Timelines in the Child-Centered Educational Process

Special Education Introduction

Terms and Definitions

Special Education Process (referral, evaluation, eligibility, individualized education program, annual

review)

Parent Rights and Responsibilities in the Process

Additional Issues Related to the ART) Process (behavior intervention plans, discipline, early child-

hood intervention, extended school year services, graduation, state assessment, transition)

Eligibility Categories for Special Education

Texas Special Education Resources

All parents of students with disabilities currently receiving special education services should receive a copy

of the guide from their school district by February 28, 2003. This guide will be updated as changes to federal

regulations, state law and or Commissioner's rules occur. The hard copy version of the document will always

denote a print date. The most current version of the guide will reside on the TEA website at: <http://

www.tea.state.tx.us/special.ed/.> The guide is available in English, Spanish, and Braille.

NOTICE OF PROCEDURAL SAFEGUARDS: RIGHTS OF PARENTS OF STUDENTS WITH
DISABILITIES

The Procedural Safeguards document explains the specific rights and responsibilities of the parent in the

special education process. The table of contents includes:

Nc

What Are Your Rights Related to Identification and Referral?

What Are Your Rights Related to Evaluation and Reevaluation?

What Are Your Rights Related to ARE) Committee Meetings?

What Are Your Rights Related to Discipline?

What Are Your Rights Related to Accessing Your Child's Records?

WT

hat Are Your Rights ifYou Choose to Send Your Child to a Private School?

What Are Your Rights for Public Reimbursement ifYou Choose to Send Your Child to a Private

School?
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What Are Your Rights When Your Child Turns 18?

What Are Your Rights if You Are a Surrogate Parent?

Resolving Disagreements

Contact Information

Public schools, which include district and charter schools, must provide parents of students with disabilities

and adult students with disabilities a copy of the procedural safeguards, at a minimum, upon:

1

.

Initial referral for evaluation;

2. Each notification of an ARE) committee meeting;

3. Reevaluation of the child; and

4. Receipt of a request for due process hearing under 34 CFR Section 300.507.

Schools must no longer distribute the outdated 1997 version of the notice, and immediately begin to issue

the new edition on the occasions listed above. Each school is responsible for downloading, printing, and

distributing the Notice of Procedural Safeguards: Rights ofParents of Students with Disabilities, available

online at: < http://www.tea.state.tx.us/special.ed/>. Each school must ensure that the notice is provided in the

native language of the parent, or other mode of communication, unless clearly not feasible to do so. English,

Spanish, and Braille versions are available from the TEA website. If the native language or other mode of

communication is not a written language, the school must translate the notice orally or by other means so that

it is understood by the parent.
2

Assistive Listening Devices

By Jim Durkel, Coordinator of Statewide Staff Development, TSBVI Outreach

Noise and distance make listening hard for anyone. The more background noise there is, the harder it is to

hear. The farther away a speaker is, the harder it is to hear. For people with auditory impairments, noise and

distance are additional problems on top of the impaired hearing.

Hearing aids don't amplify just speech, they amplify everything. This includes the background noise.

Ideally, what you want to hear (called the signal) should be louder than background noise. This relationship is

called the signal-to-noise ratio. A good signal-to-noise ratio is 20 dB. That is, the signal is 20 decibels louder

than any noise. A more usual listening situation is a signal-to-noise ratio of 10 or 0. That is, the signal may be

only 10 decibels louder than the noise or the signal and noise may be of equal loudness. In many classrooms,

the signal-to-noise ratio can be 10 or 0. Rustling papers, children moving in their seats, the air conditioner

running - all of these normal background noises can overwhelm a teacher's voice.

In many classrooms, the teacher does not stay within 3 feet of the child. Sometimes the teacher may turn his

or her back to the child (as when talking while writing on the blackboard). These actions decrease the intensity

of the signal, making it harder for the child to understand what is being said.
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A group of devices, called assistive listening devices (ALD), were designed to help a person with a hearing

impairment better cope with the problems of noise and distance. AnALD works by having the speaker wear a

microphone connected to a receiver, worn by the listener. The speaker's voice is then sent directly to the

listener's ear. No matter where the speaker is in the room, his or her voice is as far from the listener as the

microphone is from his or her lips. Background noise is not picked up by the microphone and so its effects are

decreased.

ALD's vary in how the microphone and receiver are connected to each other. In schools, the most common
type ofALD is the FM unit. The microphone broadcasts the speaker's voice on an FM radio channel. The

listener's receiver is tuned to that special frequency and picks up the radio signal. Many movie theaters, large

churches, and public auditoriums use an ALD that sends the speaker's voice to the receiver by way of infrared

light (kind of like your TV remote control). Some very inexpensive units connect the microphone to the

receiver with a wire (these are called "hardwired"). This type of device is fine when the speaker and listener

are not going to be very far apart, such as when they are sitting at a table together. Ifyou have used headphones

w to listen to a stereo, you have used a hardwired ALD. There are infrared and hardwired devices for use at home
for watching TV or listening to music without driving everyone in the house nuts with fights over the volume

control!

<
ALD's also vary in how the receiver is hooked up to the listener's ear. The receiver may be connected to a

set of headphones. There may be a wire running from the receiver to a "button" that snaps into a special

7h earmold. The receiver may be connected by a special wire plugged into the listener's hearing aid. This is

q called a "boot". Finally, the listener may use a "loop". In this set up, the hearing aid on/off switch is set to "T".

V "T" stands for telecoil. This is a setting for the hearing aid to use electromagnetic energy instead of sound

P^ energy coming through the air. The listener has a special loop of wire, connected to the ALD receiver, that he

or she wears around his or her neck. The receiver transforms the sound energy into electromagnetic impulses

that the hearing aid picks up. Sometimes, auditoriums have giant loops running around their walls. Anything

a speaker says through the microphone on stage can then be picked up through a hearing aid without the

listener needing to wear any other type of receiver. There are new behind-the-ear hearing aids with small FM
receivers built into the hearing aid. With this device, the speaker wears a microphone and the signal is sent

directly to the hearing aid. This is the wave of the future and may soon become the most common ALD. When
an ALD can be connected to a listener's hearing aid, there is less fuss, more consistent hearing aid use, and the

sound will be amplified in a way that is most appropriate for that listener.

There is research showing that all children, with and without auditory impairments, benefit from good

signal-to-noise ratios. As a result, there is another type ofALD starting to be used in some classrooms. With

this device, the teacher wears a microphone. However, his or her voice is sent through speakers located around

the classroom. This works like a small PA system. Now, the teacher's voice is louder than the classroom noise

and his or her voice stays constantly loud, regardless of how far away the teacher is from the child.

Children with central auditory processing disorders and children with hearing loss only in one ear may have

more troubles with noise and distance than listeners with no impairments. These people may not wear hearing

aids or need amplification but may benefit from the use of an ALD.

There are some problems with ALD's. Ifthey are set so that all background noise is blocked and only sound

from the microphone is received, comments from fellow classmates may not be heard by the ALD user. The

teacher needs to be sensitive to this and either repeat all comments made by classmates, or pass the microphone

to the classmate before allowing him or her to speak. This can be cumbersome. ALD's can be set to allow

some background sound in. This allows for hearing comments from speakers without a microphone, but
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decreases the effectiveness of the ALD in providing the best signal-to-noise ratio. Many adolescents do not

like to wearALD 's because they make them stand out from their peers. Some teachers feel uncomfortable with

wearing a microphone. Some ALD's require a belt to hook the microphone on, limiting a teacher's wardrobe.

Some teachers complain that the cords get in the way of movement. The microphone may fall in a water

fountain and cords get tangled around hands while trying to cook. Wearing a microphone takes some getting

used to and once you forget you are wearing it is right when you leave it turned on while taking a restroom

break! ALD's need to be recharged every night and checked at the beginning of every day. There needs to be

a process for handling repairs and maintenance in a timely fashion. Finally there is the issue ofwho will pay.

An FM unit typically used in the schools can easily cost $1,000.

If you feel your child may benefit from an ALD, contact your district's teacher for students with auditory

impairments, your district's assistive technology team, or visit an audiologist. If you can show that your child

is in situations where his or her ability to listen is adversely affected by noise and distance, you would have a

good case for the use of an ALD. The ALD may not be needed all day. For example, if reading instruction

occurs in a very small group in the library, an ALD may not be needed then. However, for your child to hear

instructions from the coach during PE in a large, noisy gym, an ALD may be quite helpful. Visit the various

settings your child is in during the day. Think about how much background noise was present. How far away

from the student is the teacher? Are there times when an ALD would improve the student's safety? An ALD
can keep a child in touch with the teacher's voice out in the community and on job sites. This may increase the

likelihood that the child would hear the teacher's voice giving an alarm. However, a student wearing an ALD
set to block background noise may not hear traffic sounds. You can see there is no simple answer to whether

and when a child should wear an ALD. This why a team approach usually yields the best results. If possible,

include the child on that team to get a commitment to care for and use the ALD. Once everyone understands

the benefit of using these devices, any problems will seem worth the effort.

Teaching a Blind Student How to Graph on a Coordinate Plane:

No Tech, Low Tech, and High Tech Tools

Susan Osterhaus, Secondary Mathematics Teacher, TSBVI

i

Editor's Note: In the author's words, "Although graphing calculators are mainstays of most secondary

math classrooms, it is importantfor all students to understand the concept ofgraphing on a coordinate plane

before they move to the graphing calculator. " This is especially important for visually impaired students, and

Susan Osterhaus, math teacher at TSBVI, ensures that her students learn to do so manually - they must

physically plot points, graph lines, andfind slope. Below are her answers to questions about how to teach this

skill, and her suggestionsfor students, teachers, and parents.

1. HOW CAN BLIND STUDENTS GRAPH LINEAR EQUATIONS, INEQUALITIES, AND SYS-

TEMS OF INEQUALITIES INDEPENDENTLY AND EFFICIENTLY? OR IS THIS THE TIME
WHEN THE VI STUDENT DOESN'T PARTICIPATE BECAUSE OF THE VISUAL NATURE OF
THE TASK?

Most academic blind students, even those with spatial orientation problems, are quite capable ofgraph-

ing, and as one ofmy students exclaimed, "Not only can we do it, it's fun!'
1

There are several tools they can use

to do so:

The Graphic Aid for Mathematics, from the American Printing House for the Blind (APH), is excel-

lent for graphing algebraic equations. It can also be used in geometry, trigonometry, etc. It consists of a cork
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composition board mounted with a rubber mat. which has been embossed with a grid of 1 2-inch squares. Two
perpendicular rubber bands, held down by thumbtacks, can create the x- and y-axes. Points are plotted with

pushpins at the appropriate coordinates. Points are connected with rubber bands | for lines), flat spring wires

( for conic sections ). or string | for polynomial functions i. I like for my students to graph extensively, and they

can do so incredibly fast on the APH Graphic Aid. In fact, many print students also like using it because it is

fast. fun. and allows them to learn graphing skills in another modality. You can make your own graph board by

affixing a piece of raised line graph paper (also available from APH) to a cork board and proceeding as

described for the Graphic Aid.

If a student needs to turn in copies of graphs for homework, he can use Wikki Stix and High Dots on

APH graph paper. This method can be quite expensive, however, and is very time consuming. It also tends

to be more of a test of artistic ability than a demonstration of understanding of graphing concepts.

The ORION TI-34 talking scientific calculator (from Orbit Research) and the Accessible Graphing

Calculator | from YiewPlus Technologies) are examples of more high tech solutions for graphing activities. I

described them in a previous See Hear article | Winter, 2002 ). but strongly recommend that students be able to

graph manually as well. It is important for visually impaired students to be able to use a variety of tools, and

know when to use each ofthem. For example, a former student decided to graph a quadratic function manually

because it was "too easy to bother with the computer." Yet. he will use the AGC to graph an exponential

function.

2. HOW DO STUDENTS REPRESENT INEQUALITIES THAT REQUIRE A SOLID LINE OR A
DOTTED LINE ON THE GRAPH?

The APH Graphic Aid described above works well. Plot the points with pushpins and connect them

with a rubber band when the boundary line is to be included in the solution | a solid line in print ). Leave off the

rubber band when the boundary line is not included in the solution | dotted or dashed line in print).

3. HOW CANM STUDENTS SHOW SHADED PARTS ON A GRAPH?

\\ nen graphing one inequality in two variables. I simply have my students place their hand on the

shaded side. I check each graph as my students complete them. When graphing a system of two inequalities,

the student places one hand on the shaded side of the first inequality. Then they place the other hand on the

shaded side of the second inequality. Where the two hands overlap (including the boundary lines where

applicable) is the solution. Pretty
- soon most of my students are able to handle three or more inequalities

without multiple overlapping of hands. We even progress to linear programming problems involving four or

more inequalities. In these problems, a bounded area with vertices is often found, and it is pretty obvious

where the shaded portion (the solution) is located.

4. IS THERE A WAY FOR THEM TO DO MULTIPLE PROBLEMS ON A PIECE OF PAPER?
WHAT IF THEY NEED TO BE TURNED IN TO ANOTHER TEACHER. OR YOU CANT CHECK
EACH GRAPH AS ITS COMPLETED?

If a student-made, manually produced paper copy is required the student could use APH graph paper

attached to a corkboard. She could plot her points using stick-on high dots, puff paint, etc. and could form

solid lines using Wikki Stix. She could actually use a colored pen. pencil, or crayon to color the shaded area of

the solution. This would take much longer, however, and would be very labor intensive. It will be important

to know the purpose of the assignment and the concept(s) being taught. A paper copy of a single function can

be created on the AGC | it can't graph multiple functions on the same graph ). Often, it is possible for a sighted
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person (teacher, peer, parent, teaching assistant) to make a print copy of the student's graph - the visually

impaired student graphs on the Graphic Aid and someone copies it exactly onto a piece of paper to turn in. You
can also divide the Graphic Aid into 4 to 6 small, separate coordinate planes for multiple problems. Ifyou have

a digital camera, you could even e-mail or print a picture of the student's graphs. Better yet, have the student

take her own photos!

Please be sure that visually impaired students are allowed to participate in all kinds of graphing activi-

ties and that they are supplied with the proper tools. I would rather see them become proficient using a rubber

graph board because they will learn so much more with this method, and they can do so independently. Cre-

ative exploration should begin in the early grades and allowed to blossom. Remember, the beauty of a tactile

graphic is found in the fingertips of the beholder. And there can be no more beautiful and meaningful graphic

than one created by those very same fingertips.

SOURCES FOR MATERIALS DESCRIBED IN THIS ARTICLE:

APH Graphic Aid for Mathematics and APH Graph Paper: www.aph.org

Wikki Stix: www.wikkistix.com

High Dots: www.exceptionalteaching.com

ORION TI-34 Talking Scientific Calculator: www.orbitresearch.com

Accessible Graphing Calculator (AGC): www.ViewPlusSoft.com

Distance Education

Holly Cooper, Ph.D., Technology Consultant, TSBVI Outreach

In Outreach, we do a lot of training for teachers, parents, and others who spend time with students with

visual impairments. We do the big conferences like Texas Focus and the Texas Deaf/Blind Symposium, as

well as smaller sessions at Education Service Centers, and individual training when we do consultation visits.

In spite of that, we often get requests for training from people who couldn't get to, or didn't know about, the

sessions we offered. We can only be in one place at a time. Or can we? Well, through the magic of technology,

we can and routinely are, in many places at once!

Last year, Outreach math and technology consultants, as well as others, did training over an interactive

video system. Some vision teachers are familiar with this training medium since they took vision teacher

certification courses this way. While it's not as engaging as real live face-to-face interaction and communica-

tion with colleagues, it's a good way to get information to people who need it.

GETTING CONNECTED

Do you want to find out what is scheduled for the remainder of this year? Math and Tech Outreach staff are

both doing presentations once a month on Wednesday afternoons. You can see the list of topics and dates at:

<www.tsbvi.edu/technology/de-pres-out.htm> for technology, and <www.tsbvi.edu/Outreach/math-de.htm>

for math. To view the presentation, contact your local Education Service Center. Currently, about half of the

ESC's are connecting and participating. Many local school districts also have the capability of connecting. In

the Dallas area, Region 10 has researched and found a variety of sites in high schools and other local campuses

that have connected and viewed our presentations live.
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Audiences have included teachers, parents, and students, all ofwhom have had questions and needed infor-

mation about how to use a specific device, or how to make the device more useful in the educational environ-

ment. If your ESC is not making this service available, contact them, and ask others to contact them and

request these distance education sessions.

BE PREPARED

To get the most out of a distance education session, it is crucial to come prepared. If the training is on a

particular device, such as a notetaker, bring the device with you to the training. If it is on a computer applica-

tion such as JAWS, bring a computer with JAWS installed on it. Many computer applications for people with

visual impairments are available as downloadable demo versions from the manufacturer's websites. A demo

version is great way to familiarize yourselfwith a product. So bring your computer with the software installed

on it to the training session. Bring along user's manuals and other materials that you have on the device.

If your student or child is mature enough to participate, try to arrange to have them come with you. Two

heads are better than one. It's a lot of information at one time, and impossible to remember it all when you get

back in the classroom. Ifyou can have another vision teacher or paraprofessional come along with you to take

notes, that can be a great help. Before coming to the session, spend a little time trying to use the device or

software and exploring its features. Make a list of the questions you have, and features you would like to ask

about. The strength of interactive video conferencing is in the interactivity, so come prepared to ask, and don't

be afraid to speak up during the session.

As presenters, we really appreciate questions and comments from the audience, especially feedback sharing

Ph ideas about how others have used a device or software application. If you have a question, chances are the

other people do also. If you plan to come to a session, you can send us an email to ask us in advance to spend

time really explaining a particular aspect of the topic. We want to give our viewers the information they need!

We send the preliminary version of the handouts to the ESC's by the Friday prior to the session. Typically

we email them, and the local people furnish print copies. Often we will have a list of web resources that will

help you with tutorials, lesson plans, user's guides, and other supporting material. We are doing training both

on specific devices and computer applications as well as about instructional strategies and general overviews

of topics. In the spring we will be planning for next year, so send us an email about training sessions you

would like to have in the 2003-2004 school year. Tell us what you want; we aim to please!

WHY COME TO A DISTANCE EDUCATION BROADCAST?

Save travel time and expense; stay in your area and learn in a statewide workshop.

Use the opportunity to ask questions and troubleshoot the device.

Watch as we plug cords and flip switches to make devices work together.

Work along with us and make sure you can use the devices and understand the instructions.

Hear about on-line lesson plans, tutorials, web sites and other resources.

Talk to the trainers and other teachers of students with visual impairments, and sometimes parents

and students, about issues and questions of concern to you.

CU
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The Early Braille Readers Project

Holly Cooper, Ph.D., Technology Consultant, TSBVI Outreach

We in Outreach Technology are pleased to announce the launching of a new project: the Written Communi-

cation Technology for Early Braille Readers Project. This project will provide electronic braille equipment for

a limited number of students who apply and are selected as participants. For more information about the

project and how to apply, parents should contact their child's vision teacher. Teachers can contact the regional

Education Service Center specialist for students with visual impairments.

WHAT'S IT ALL ABOUT?

The Early Braille Readers Project was designed to explore the potential of electronic braillewriter technol-

ogy for very young students. We believe putting braille technology into the hands of students and their teach-

ers in the primary grades will give students access to a virtually unlimited supply of written material. With

such expanded access to materials, students will have more opportunities to learn literacy skills in a variety of

contexts, increasing their learning opportunities. They will be able to participate in classroom activities more

fully because the technology can receive input from a standard computer keyboard and output it in braille!

General education classroom teachers and students can enter information in print, and the braillewriter can

immediately emboss it into braille. No longer will all printed matter have to go to the vision teacher for the

braille reading student to have access. The braille reading student also will be able to write in braille and

output materials in print with a computer printer.

So what is this braille technology, and why haven't we been using it already? We have! It's a new version

of a device that is familiar to many who work with visually impaired students: the Mountbatten Pro

braillewriter! The exciting thing about the Mountbatten that led us to choose it for this project is it's ability to

interface with a computer. Pulse Data has released a new version of the Mountbatten with a multitude of ports

and connectivity features. They have revised some of the function keys, so students will be much less likely to

access the internal menus of the device, and unintentionally store or delete files.

NOT JUST GADGETS!

Equipment is great, but practical use of equipment in classrooms with children is another matter. We in

Outreach Technology know that just having a piece of equipment doesn't necessarily help the student. We
believe in support! An important feature of our project is training and support for the vision teacher, other

teachers, support staff, and interested people who will be assisting the student, or using the electronic

braillewriter themselves to produce accessible materials. We will do a series of initial face-to-face trainings,

and scheduled trainings and trouble shooting sessions on interactive video or web-based interactive video. We
will have a supporting listserv for users to ask questions and share ideas. Our project will have the capacity to

add other supports as participants have needs.

WE'RE LOOKING FOR A FEW GOOD KIDS

To take part in this project, the vision teacher must complete an application, and the student must fall within

the parameters we defined in our grant application. Included in these requirements are the following:
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The student must be an early or emerging braille reader who already is learning to read and write

some braille letters (standard size braille);

The student must be in kindergarten or first grade in the first year in which they participate in the

project;
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• The student must be educated in the general education environment for the majority of the school

day;

• The vision teacher and classroom teacher must be willing to take part in training and the use of the

equipment.

We realize there are many other students who would benefit from the use of equipment like this who are

older or who are educated in other class settings. Our project only includes young students who are ready to

read. Probably most will not have other disabilities. We plan to collect information on students' progress in

reading and writing, and feedback from teachers about how increased access to braille has made a difference in

skill acquisition, social interactions with peers, and other aspect of the educational experience. With this

project as a source of information, we will write and do presentations about (what we expect will be) the

benefits of having access to braille through the use of technology. In this way, we hope to give teachers and

parents the information they need to advocate for the use of technology and increased availability of materials

in braille for younger students, and students who are early braille readers regardless of their age.

Do you think you know a student who would be a good prospect for participation in the Early Braille

Literacy Project? We want to know about them. Contact your vision teacher or ESC vision specialist to start

the process.
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FDA Public Health Web Notification:

Cochlear Implant Recipients May Be at Greater Risk for Meningitis

Reprinted with permission from the U. S. Food and Drug Administration

Center for Devices and Radiological Health

Originally issued July 24, 2002 - Updated: October 17, 2002

The Food and Drug Administration (FDA) has become aware of a possible association between cochlear

implants and the occurrence of bacterial meningitis. Worldwide, we know of 91 reports of meningitis in pa-

tients implanted with the three FDA-approved cochlear implant devices: Advanced Bionics Corporation de-

vices (56 cases), Cochlear Limited devices (33 cases) and MED-EL Corporation devices ( 1 case). A total of 17

deaths have resulted from these meningitis cases.

Within the U.S., the FDA is aware of 52 cases of post-implant meningitis: Advanced Bionics Corporation

devices (29 cases), Cochlear Limited devices (22 cases), and MED-EL Corporation device (1). Five cases

resulted in death. Cochlear Limited, Advanced Bionics, and MED-EL devices were approved in 1985, 1996,

and 2001, respectively. All cases are currently being investigated. According to information supplied by the

manufacturers, the one MED-EL Corporation case and the majority of the Cochlear Limited cases had predis-

posing factors for meningitis unrelated to the implant (e.g., Mondini inner ear deformity, pre-implantation

history of meningitis—see Predisposing Factors section below).

CASE INFORMATION

The ages of the U.S. meningitis patients ranged from 18 months to 84 years but most (33) of the patients

were under 7 years of age at the time they developed meningitis.

Patients in the U.S. had onset of meningitis symptoms from less than 24 hours to greater than 6 years after

implant. Thirty-two U.S. patients developed meningitis within one year post implantation, many within the

first few weeks of surgery.
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We have received cerebrospinal fluid (CSF) culture results in 23 cases in the United States. The organisms

identified are: Streptococcus pneumoniae (pneumococcus) (16), Haemophilus influenzae (4), Streptococcus

viridans (2), and Escherichia coli (1). Although vaccination is usually protective against both pneumococcus

and H. influenzae, 2 cases ofpneumococcal meningitis and 2 cases of H. influenza meningitis developed after

the patient had received the appropriate vaccine.

PREDISPOSING FACTORS

The cause of meningitis in the cochlear implant recipients has not been established. Some deaf people may
have congenital abnormalities of the cochlea which predispose them to meningitis even prior to implantation.

People who become deaf as a result of meningitis are also at increased risk of subsequent episodes of meningi-

tis compared to the general population. Other predisposing factors may include young age (< 5 years), otitis

media, immunodeficiency, and surgical technique. The cochlear implant, because it is a foreign body, may act

as a nidus for infection when patients have bacterial illnesses.

Design of the electrode is also being considered as a possible predisposing factor. Advanced Bionics elec-

trodes with positioners (HiFocus I and HiFocus II) have been withdrawn from the market. The HighFocus I

without positioner has been approved for use in the U.S. No Cochlear Limited or MedEl Corporation elec-

trodes have a positioner.

SIGNIFICANT EVENTS AND GOVERNMENT ACTIONS TO DATE

In early July, European and U.S. cochlear implant surgeons and experts met to discuss the incidence of

meningitis occurring after cochlear implantation. That group concluded that there were more cases of menin-

gitis with the CLARION device with the electrode positioner than with other cochlear implants. The organiz-

ers of that meeting recommended discontinuing use of the positioner, and the regulatory authorities of several

European countries (e.g., France, Germany, and Spain) accepted those recommendations. Consequently, Ad-

vanced Bionics agreed to discontinue use of the positioner in those countries and is marketing one of their

current electrode systems (HiFocus I) without the positioner. The company also initiated a voluntary recall of

any unimplanted CLARION devices in the United States, but subsequently has received FDA approval for

marketing the HiFocus I electrode without the positioner.

Drs. Noel Cohen (New York University) and Thomas Balkany (University of Miami) conducted a survey to

ascertain additional cases of meningitis in cochlear implant recipients. They surveyed all North American

implant centers. Their survey helped FDA identify cases of meningitis during the early course of this investi-

gation.

The Centers for Disease Control and Prevention (CDC) and the FDA, in partnership with State Health

Departments, are presently conducting a formal, comprehensive investigation into the apparent association

between meningitis and cochlear implantation. The purpose of this investigation is to gather information that

may help determine risk factors that lead to meningitis in this implant population and help to develop strategies

to prevent meningitis in cochlear implant patients. This investigation focuses on implant recipients who were

under the age of six at the time of implant.
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MENINGITIS

Meningitis is an infection of the lining of the surface of the brain. Early symptoms of meningitis include

fever, irritability, lethargy and loss of appetite in infants and young children. Older children and adults may

also manifest headache, stiff neck, nausea and vomiting, and confusion or alteration in consciousness. Physi-
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cians are encouraged to consider a diagnosis of meningitis in cochlear implant patients when such symptoms

exist and to begin appropriate diagnostic testing and treatment as soon as possible.

The younger patient population (< 5 yr) and the elderly are most vulnerable to meningitis.

COCHLEAR IMPLANTS AND OTITIS MEDIA

In some of the reported cases of meningitis in cochlear implant recipients, patients may have had overt or

sub-clinical otitis media prior to surgery or before the meningitis developed. Physicians are encouraged to

consider appropriate prophylactic perioperative antibiotic treatment, and to diagnose and treat otitis media

promptly in patients with cochlear implants.

USE OF PNEUMOCOCCAL VACCINATIONS FOR COCHLEAR IMPLANT RECIPIENTS

Persons less than 2 years with cochlear implants should receive the pneumococcal conjugate vaccine

according to the high risk pneumococcal conjugate vaccination schedule. This schedule is the same as the pre-

shortage routine immunization schedule used for children less than age 2 years. For high risk infants who start

the series before age 6 months, this means they would get four doses, given at 2 months, 4 months, 6 months

and 12-15 months.

Persons who are age 2 years and older with cochlear implants should receive pneumococcal vaccines,

according to the following schedule:

• High risk children age 2 years and older who have completed the pneumococcal conjugate vaccine

(Prevnar®) series should receive one dose of the pneumococcal polysaccharide vaccine

(Pneumovax® 23 or Pnu-Imune® 23). If they have recently received pneumococcal conjugate

vaccine, they should wait at least two months after completing the pneumococcal conjugate vaccine

series before receiving pneumococcal polysaccharide vaccine.

O • High risk children between the ages of 24 and 59 months, who have never received either pneumo-

coccal conjugate vaccine or pneumococcal polysaccharide vaccine, should receive two doses of

Q pneumococcal conjugate vaccine two or more months apart and then receive one dose of pneumo-

q coccal polysaccharide vaccine at least two months later.

U
t/5 • High risk persons age 5 years and older should receive one dose of pneumococcal polysaccharide

^ vaccine. Pneumococcal conjugate vaccine in not routinely recommended for persons age 5 years and

O older. If pneumococcal conjugate vaccine has recently been given, then polysaccharide vaccine

q should be administered 2 or more months after pneumococcal conjugate vaccine.

Z

USE OF HIB VACCINATION IN COCHLEAR IMPLANT RECIPIENTS

Most children born after 1990 will have received the Hib vaccine when they were infants. <http://

www.cdc.gov/mmwr/preview/mmwrhtml/00041736.htm> Those who did not receive Hib vaccine and who
are younger than five years should receive the vaccine. For those age 5 years and older, Hib vaccine is not

routinely recommended.

The CDC National Immunization Program (NIP) has set up a hotline that will advise persons with cochlear

implants to receive age-appropriate high-risk pneumococcal vaccinations. In addition, they will be able to

answer questions related to immunization issues or refer calls to immunization experts at NIP if needed.
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The Hotline numbers are:

English 1-800-232-2522 (M-F, 8a -1 lp)

Spanish 1-800-232-0233 (M-F, 8a- lip)

TTY 1-800-243-7889 (M-F lOa-lOp)

The hotline is closed on weekends and federal holidays.

REPORTING CASES OF MENINGITIS IN COCHLEAR IMPLANT RECIPIENTS

We encourage you to report cases of meningitis in cochlear implant recipients. Please call 1-877-CDC-

HEAR to report cases so that they can be included in the CDC-FDA study. You can also report cases directly to

the device manufacturer or you can report them to MedWatch, the FDA's voluntary reporting program. You

may submit reports to MedWatch one of four ways: online at <http://www.accessdata.fda.gov/scripts/

medwatch/> by telephone at 1-800-FDA-1088; by FAX at 1-800-FDA-0178; or by mail to MedWatch, Food

and Drug Administration, HF-2, 5600 Fishers Lane, Rockville, MD 20857.

FDA Contact: Nancy Pressly

Office of Surveillance and Biometrics (HFZ-510)

1350 Piccard Drive, Rockville, Maryland, 20850

Fax at 301-594-2968, or by e-mail at <phann@cdrh.fda.gov>

Additionally, a voice mail message may be left at 301-594-0650 and your call will be returned as soon as

possible.

Meningitis

By Kate Moss, Family Specialist, TSBVI, Texas Deafblind Outreach

Originally printed in the Spring 2001 SEE/HEAR

The 2001 Texas Deafblind Census data indicates that meningitis is one of the leading causes of

deafblindness in our state. Recently in Texas, there have been several scares related to outbreaks of meningitis.

What is this disease and what are some of the concerns associated with it?

First of all, meningitis is not the same condition as encephalitis, although they both occur in the brain.

Meningitis is the inflammation of the tissue lining of the brain and spinal cord, the meninges. Encephalitis is

the inflammation of the brain itself. There are two broad categories of meningitis, viral and bacterial.

Bacterial meningitis is more uncommon, but it can be extremely serious. Often it is fatal, especially if not

treated immediately. Those who survive this type of meningitis often have a severe disability as a result. Brain

injury and deafness are two common results of this type of meningitis. Babies in the USA are typically vacci-

nated for one type of bacteria that causes meningitis, the haempohilus influenzae type b (Hib) strain. Because

of this vaccination program, this type of meningitis has practically disappeared in this country. The other two

types of meningitis are meningococcal and pneumococcal. Both of these bacteria are very common. In fact,

this bacteria is carried at any one time by around 10-25% of the population. It lives on the back of the throat

and nose. Usually these bacteria do not cause any real problems.
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A person who becomes sick with bacterial meningitis needs immediate medical treatment. Antibiotics are

used to treat bacterial meningitis. According to the Centers for Disease Control, high fever, headache, and stiff

neck are common symptoms of meningitis in anyone over the age of 2 years. "Symptoms can develop over

several hours, or they may take 1 to 2 days. Other symptoms may include nausea, vomiting, discomfort look-
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ing into bright lights, confusion, and sleepiness. In newborns and small infants, the classic symptoms of fever,

headache, and neck stiffness may be absent or difficult to detect, and the infant may only appear slow or

inactive, or be irritable, have vomiting, or be feeding poorly. As the disease progresses, patients of any age may
have seizures." (CDC Website, 2001.) A diagnosis is usually made with a spinal tap.

Viral meningitis is usually not as dangerous as bacterial meningitis, although the symptoms often appear to

be the same. About 90% of cases of viral meningitis are caused by a group of viruses known as enteroviruses.

Herpes viruses and the mumps virus can also cause viral meningitis. There is no treatment for viral meningitis.

People usually get well on their own if they get plenty of bed rest. They are simply given plenty of fluids and

also medicine to treat the fever and headaches. Viral meningitis usually does not result in other disabling

conditions and is rarely fatal.

A person may have meningitis more than one time, although this is rare. There are vaccines for some types

of meningitis. Someone showing any symptoms of meningitis should immediately see a doctor who can deter-

mine the type of meningitis present and begin treatment. Even with viral meningitis, severe problems can

result from dehydration, especially in children and babies.

Both types of meningitis are spread through contact with respiratory and bodily secretions. That is why one

of the best preventions for meningitis is regular and thorough hand washing. It is usually not spread through

casual contact like sneezing or coughing.

When a person has meningitis, there is usually a long-term recovery period. There are also some problems

that can be expected immediately following hospitalization for this illness and may disappear in time. In

children we see many behavioral changes that may be due, in part, to the trauma of being in the hospital. These

include babyish or clingy behavior, bed-wetting, temper tantrums, problems sleeping at night, and forgetting recently

learned skills. There are other symptoms, however, that may last longer, or even remain permanently. These include

general fatigue, recurring headaches, problems concentrating, short-term memory loss, clumsiness, giddiness, balance

O problems, depression, violent temper outbursts, mood swings, bouts of aggression, learning difficulties, tinnitus (ringing

j_j in the ears), joint soreness or stiffness, visual problems such as double vision and cortical visual impairment, and

S the possibility of deafness, brain damage, or seizures as mentioned earlier. "It cannot be emphasized enough

O that some patients may not experience any of these complications and will make a fast and problem free

ja recovery. However, it must be recognized that meningitis can cause many after effects which MAY affect

S some sufferers." (Meningitis Foundation of American, 2001.)

O
g REFERENCES/RESOURCES
Q
S Meningitis Foundation ofAmerica Inc.

7155 Shadeland Station, Suite 190

Indianapolis, Indiana 46256-3922

Telephone: (800) 668-1 129

Outside North America: (317) 595-6383

Web: http://www.musa.org/

The National Institute of Neurological Disorders and Stroke

NIH Neurological Institute

P.O. Box 5801

Bethesda, MD 20824

Phone: (800) 352-9424

Web: http://www.ninds.nih.gov/health_and_medical/disorders/encmenin_doc.htm
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The Centers for Disease Control and Prevention

1600 Clifton Rd.

Atlanta, GA 30333

Telephone: (800) 31 1-3435

General Web: http://www.cdc.gov/

Bacterial meningitis information: http://www.cdc.gov/ncidod/dbmd/diseaseinfo/meningococcal_g.htm

Viral meningitis information: http://www.cdc.gov/ncidod/dvrd/revb/enterovirus/viral_meningitis.htm

TCB and Other State Agencies Await 2004-2005 Budget

By Terry Murphy, Executive Director, Texas Commission for the Blind

The 78th Texas Legislature is underway. Predictions of a tight budget and potential cutbacks are now hard

facts, and the Texas Commission for the Blind and other state agencies are busy providing information to the

state's decision-makers about our budget requests. The Commission's legislative appropriations request for

the 2004-2005 biennium reflects the agency's dual responsibility of putting together a budget that recognizes

the state's limited financial resources yet honestly speaks to the cost and benefits of the vital services we

provide. We asked for a technical change in TCB's method of finance to ensure that Texas receives and

maintains its full share of federal dollars allotted to the Vocational Rehabilitation Program; a conservative

increase in general revenue for the Blind Children's Vocational Discovery and Development Program; and a

small but essential increase in the number of authorized employees for the Children's and Independent Living

Programs.

We've been busy explaining to legislators that the state's program for children with visual disabilities is still

a critically needed resource. No other program in Texas works with children who are blind and their families

like we do on a one-to-one basis to help parents understand blindness and explore how it relates to their child's

individual capabilities now and in the future. The number of children with severe visual impairments is

expected to increase through the next budget cycle, and based on population data and the Texas Education

Agency Registration Report for students receiving special education services because of a visual impairment,

more than 650 additional children could benefit from comprehensive vocational discovery and development

services this coming year.

It will be difficult for the agency to serve more children without the four additional blind children's special-

ists we've included in the budget. At this point, it appears that adding more personnel to state government for

increased services is not a legislative priority, but we are hopeful that the benefits of being able to serve more

children who are blind will become clear to legislators as we move forward in the session.

At the time the last See/Hear newsletter was written, we had not yet completed the 2002 fiscal year. The

Commission once again achieved all its major goals. We provided transition services to 1,167 blind students

out of our vocational rehabilitation budget, and provided habilitation services to 7,294 children with state

funds during the year. Our Vocational Rehabilitation Program served 9,985 individuals, and we provided

independent living services to 4,523 individuals, most of whom were senior citizens. In round numbers, we
were directly involved with approximately 23,000 Texans last year in various ways as they moved with our

assistance, toward more fulfilling and independent lives. This number doesn't include the more than 17,000

people who received screening services and 21 1 people who received treatment services for potentially blind-

ing eye conditions with funds allocated to the agency for its Blindness Education, Screening, and Treatment

Program from donations to the Texas Department of Transportation during drivers license renewals.
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Although these statistics are a regular and necessary part of our reporting responsibilities every year, the

actual results ofour services are far more exciting and meaningful to talk about than numbers. I'm still smiling

about some of the comments made during a recent "graduation" ceremony at Criss Cole Rehabilitation Center.

One young woman thanked the staff for their constant encouragement at a time when she lacked confidence in

herself that she could read braille. Another thanked the staff for the adaptive office skills she had learned,

which had already landed her a new job. These and thousands of others just like them are the real stories

behind our budget request.

It will be a while before we know what resources we will have for the next two years to provide services. I

can promise you right now, however, that we'll spend wisely every penny we do receive in our mission to work

in partnership with blind and visually impaired Texans to reach their goals.

The National Agenda
(Continued from Fall, 2002 SEE/HEAR)

Introduction by Phil Hatlen, Superintendent,

Texas School for the Blind and Visually Impaired

One of the wonderful blessings of my chosen career has been the opportunity to work as a partner with

parents of blind or visually impaired children. When I first began as a teacher, it took me several years and

some difficult experiences before I came to realize that, without parents as partners, my efforts with their

children were not very effective. But when I came to realize that no one knows children better than their

parents, that their experiences and knowledge bring an invaluable component to the process of children's

learning and growing—only then was I able to embrace the concept of partnerships with parents.

The National Agenda (NA) originated with the concept that parents and professionals must work together to

improve educational opportunities for blind or visually impaired students. And thus did Donna Stryker (a very

wise and gifted parent) and I become co-chairs of the National Agenda.

As the NA gained momentum, as its impact began to be felt throughout the country, as Donna and I found

ourselves working closely together on many occasions, my commitment to the partnership of professionals

and parents was significantly strengthened. Together, Donna and I accomplished much more than we might

have been able to do individually. I found myself learning something new from her on every occasion we were

together, and Donna's passion for the role of parents in education was (and is) a powerful thing to behold.

Please read on as Donna Stryker describes her role and commitment to the National Agenda.

The National Agenda - A Parent's Perspective

U By Donna Stryker, Parent, Las Cruces, NM
M
>
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For the past 8 years or so since Phil Hatlen asked me to co-chair the National Agenda I have had the

Og opportunity to watch miracles happen.

Miracles are not always fishes and loaves, or the parting of a large body of water. Miracles occur when

everyday folks work on great plans and bring them to a reality.
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The miracles I have seen as a parent are a set of goals that a group of dedicated people actually agreed upon

that would affect forever the way a child who is visually impaired or blind, including those with multiple

impairments, would be able to learn.

The miracle of a number of states across this county that embraced the notion that students with visual

impairments learn differently and need "equal yet different" services in order to learn to the best of their

ability.

The miracle of parents and professionals operating as true partners within the National Agenda to such a

degree that many of the existing projects within AFB (American Foundation for the Blind), AER (Association

for Education and Rehabilitation of the Blind & Visually Impaired), APH (American Printing House for the

Blind) are as a result of the belief that the National Agenda is the change agent in educating children with

visual impairments. Goals that address training teachers of the visually impaired, ensuring the right of full

participation and partnership of parents, early referral, on-going professional development, full array of place-

ment options, access to materials (The Instructional Materials Accessibility Act is a direct result of the Na-

tional Agenda), expanded core curricula, etc., are all miracles in progress as the impact of the National Agenda

results in dramatic changes.

As a parent of a college student, I have seen my son benefit from the "miracle" of the National Agenda.

When the National Association of State Directors of Special Education collaborated with parents, profession-

als, and consumers to produce a set of guidelines for administors who may or may not have had experience

with a blind or visually impaired student I had the document I needed to help my local district understand the

differences in the way my son learned.

There are many more pages of examples I could share about how the National Agenda is a miracle to me,

but suffice it to say that in this time of fear from outside sources, in this time of rethinking of our personal and

professional priorities, in this time of getting back to basics within our families, whether that be our sons and

daughters or extended families of friends, teachers, professionals that touch our lives daily and the lives of our

children...The National Agenda has made a difference, is a miracle of people working together toward a

common goal that they believe in their heart of hearts to be of great importance. And is of great importance-

just ask a parent who is able to help a teacher understand why a book in their child's hands at the same time as

their sighted peers is important. That is the miracle of the National Agenda.

What's Looming Ahead? A Legislative Update

By Colleen Horton, Texas Center for Disability Studies

Reprinted with permission from Texas Parent to Parent Newsletter,

Fall, 2002 (Vol. 1, Issue 1).

It's hard to believe, but in a few short months, Texas legislators will be meeting in Austin to contemplate

again the myriad of issues that come before them. Included in that massive bundle will be issues that directly

affect the lives of our children with disabilities. Some of the legislation that will be proposed will be good and

could help to improve the lives of our children. Other legislation could further reduce a family's ability to

access services. All of the legislation that involves our children requires our attention.
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Adequate funding for community services is the critical component in supporting families, yet many legis-

lators do not consider this a priority. This isn't necessarily due to a lack of concern, but is often due to a lack

of awareness. Think of our lives before we had children with disabilities. Funding Medicaid waiver services

was not something that kept us awake at night. . .1 would venture to guess that most of us never knew Medicaid

waivers existed.

Legislators often don't know the reality and the urgency of the need to support families caring for children

with disabilities. Most have never had any personal experience that would make them aware. It is our respon-

sibility - yours and mine - to invest time and energy to make them understand our strong commitment to care

for our children at home and the challenges that commitment often presents. It is our responsibility to talk to

them about our lives and the lives of our children. It is up to us to make sure they understand that not support-

ing children in families only costs the state more when families are forced to institutionalize their children

because they can't get the help they need.

Legislators will make many decisions that will affect the course of the lives of our kids. They have a lot to

learn and we are the experts that must teach them. Now is the time to start gearing up to do your part to

improve the way our state supports children and families. Here are some things that you can do:

Connect with other parents in your local community - advocacy work is always easier when not

done alone.

Get connected with disability organizations that can keep you up-to-date on the issues.

Get some advocacy training for your local network to help alleviate some of the discomfort that

often accompanies new adventures.

Find out who your representative and senator are and contact their staff.

Make an appointment to visit them and let them know that you will be keeping in touch throughout

the legislative session. Remember, they work for you.

w
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When action alerts are sent out requesting that families contact legislators on an issue, the need is very real.

Make a commitment that you will respond. Every letter, every phone call, every email, and every fax is

counted when legislators make their decisions. If they don't hear from us, we have no right to complain about

their decisions.

Announcing SibKids and SibNet Listservs

The Sibling Support Project of the Arc of the US is pleased to announce SibNet and SibKids. SibNet and

SibKids are the Internet's only listservs for and about brothers and sisters of people with special health, devel-

opmental, and emotional needs.

Both SibKids (for younger brothers and sisters) and SibNet (for older siblings) allow brothers and sisters an

opportunity to connect with their peers from around the world. Both listservs have members from the US,

Canada, Australia, England, Japan and elsewhere. SibNet (started in 1996) and SibKids (started in 1997) are

remarkably warm, thoughtful, and informative communities where young and adult brothers and sisters share

information and discuss issues of common interest.
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Anyone who has email can subscribe to SibKids and SibNet. For a no-cost subscription and to learn more

about SibKids and SibNet, please visit the Sibling Support Project's Web Page: <http://www.thearc.org/

siblingsupport/>.

Finally, if you have further questions about SibKids, SibNet, and our Sibshops or the work of the Sibling

Support Project, please contact:

Don Meyer, Director

Sibling Support Project of the Arc of the US
6512 23 rd Ave. NW, #213

Seattle, WA 98117

206-297-6368

Providing Hope and Encouragement

for Parents of Child with Disability Goal of New Book
Press Release reprinted with permission by Kensington Publishing Corp. and Dr. Klein

From the time a pregnancy is identified, most parents begin building hopes, dreams, and expectations for

their new baby. These dreams can be suddenly shattered when a child is diagnosed with a disability or special

health care need, noted Stanley D. Klein, Ph.D., co-editor with Kim Schive, of You Will Dream New Dreams:

Inspiring personal stories by parents ofchildren with disabilities (Kensington, $13.00).

"Although compassionate physicians, nurses, social workers, and other health care professionals may try to

provide emotional support and useful information," Klein said, "most parents describe feeling terribly alone

with feelings they can find hard to put into words. Many parents and professionals have suggested that the

diagnosis of a child's disability initiates a mourning process in parents, much like the grief felt when a child

dies. Yet the child is alive and parenting must proceed."

"Our book," stated Klein, "is all about human connections - 'veteran' parents reaching out to parents who have

recently learned that their child has a disability or a special health care need. The compassion and caring of these

very special connections can be healing at a critical time in the life of a family."

"To create this book, we asked 'veteran' parents ofchildren with disabilities to tell the stories they wish they could

have heard at that emotionally difficult time, to share words ofvalidation, affirmation, support, and encouragement.

Although the authors of these essays have had very different experiences—differences that are reflected in the

stories they tell — similar messages of hope and encouragement come through in each essay," Klein stated. The

basic messages of the essays include:

You are not alone.

• The wide range of difficult feelings you are experiencing are a normal part of the human experience. We,

too, have been there when everything seemed hopeless; yet we have survived, and our lives have contin-

ued. You can go on and grow.

• Although there are no easy answers, you will find ways to cope. You are likely to discover inner resources

you did not know existed.

• There is sadness; some dreams are lost. You will mourn, but you can heal. You will be happy again; you

will dream new dreams.
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FROM THE FOREWORD OF YOU WILL DREAMNEWDREAMS
You are not alone. My wife and I have been there and we have learned to dream new dreams. On July 1,

1960, our son, Peter, then an infant onlyfour months old, was involved in a terrible automobile accident which

took the life ofhis mother, myfirst wife. For a considerable period oftime, his very survival was in doubt. He
had multiple skullfractures and serious brain injuries which resulted in his having mental retardation.

... While in the hospital with tubes running in and out ofhis tiny body, he was baptized. He returned home

just before Christmas and ourfamily life began anew...After spending three years as a single parent to Peter

and his two older brothers, God sent me Ginny Judson, a schoolteacher who I met and married in 1963. In

1966, Ginny and I added afourth son to ourfamily.

...it has always been very special for us to meet and talk with other parents who have shared similar

experiences. We have been comforted and nourished by other parents; we have wept together and we have

laughed together. We never perceived one another as superstars or martyrs; we were mothers and fathers

discovering our gifts while trying to be the best parents we could be.

I have also been uniquely blessed with opportunities to apply the lessons I have learned as a parent in

public life. In 1978, Iran successfullyfor governor ofPennsylvania and served twofour-year terms. Peter was

afine campaigner, a popular subjectfor campaign photos and afrequentparticipant in official activities after

I was elected. Ourfeeling was one ofpride in Peter 's accomplishments, not reluctance to share his shortcom-

ings. Everyone in Pennsylvania knew that the governor had a son with a serious disability...

Later when I served in Washington, D.C., as Attorney General of the United States, one of my principal

tasks for President Bush was to spearhead the effort to obtain congressional passage of the Americans With

Disabilities Act (ADA), the civil rights law designed to end discrimination against persons with disabilities

and remove barriers to their participation in all aspects ofcommunity life. Once again, it was parents, parent

organizations and organizations ofpeople with disabilities who helped develop bipartisan support for this

legislation.

When I served at the United Nations, I had an opportunity to observe how the needs ofsome 500 million

persons with disabilities around the world are beginning to be met— through the UN's own program ofaction

and in many nations that are using ourADA as a model. Today determined advocates throughout the world,

including many parents, are stimulating new thinking about how persons with disabilities can best serve and

be served in their societies. .

.

In this book, more than 60 parents who have "been there " reach out to new parents by sharing their stories

and their wisdom. They describe their deepest emotions and reflect on how they have become seasoned, vet-

eran parents. Because of their sons and daughters, their lives and their values changed. They have become

Ifl informed experts about their children and have found new ways to grow and serve. As veteran parents our-

^ selves, Ginny and I know firsthand that parents' strongest allies will always be other parents and we count

M ourselvesfortunate to have been able to share our experiences with others.

M
r To new parents, grandparents and other family members reading these fine essays, we say with special

0^ feelings ofrespect: "Welcome to a wonderful worldwide communityI Keep this book nearby and share it with

,* yourfamily andfriends. You are not alone."

u
Z

DickThornburgh

Washington, DC
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Applicants Wanted for Weeklong

Youth Leadership Program Next Summer
Press Release from Children's Association for Maximum Potential (C.A.M.R)

The Children's Association for Maximum Potential (CA.M. P.) is looking for future community leaders to

participate in an exciting leadership training program - the 2003 C.A.M.P. Youth Leadership Forum (YLF) for

students with disabilities. The YLF, which will be held at a Hill Country Conference Center in Center Point,

Texas, is a fun, educational, vocational awareness program that enables young people to learn from each other

and from successful adults with disabilities who are recognized leaders and role models. The leadership

forum, which is being developed under a Council grant, is free for individuals who are selected to participate.

Applications for the YLF are due April 1, 2003.

Modeled after a national youth leadership program that originated in California 12 years ago, the YLF will

target 30 young people with disabilities from across Texas. Forum participants are selected by C.A.M.P.

through an application and interview process and include applicants that want to be leaders in the community

who have demonstrated academic success, community involvement, leadership potential, and an ability to

interact effectively with other students.

The weeklong summer program for youth from across the state will be held Sunday - Friday, July 27 to

August 1, 2003. During this forum, participants will develop a "personal leadership plan." This plan will help

them identify and deal with barriers to personal and professional success. Participants will also collaborate

with other young people who have leadership qualities, learn more about assistive technology, work on build-

ing self-esteem, and learn about the history of disability as a culture.

WHAT WILL HAPPEN AT THE FORUM?

The forum will:

Bring together young people with disabilities (ages 16 to 22) who demonstrate potential leadership

qualities and provide an opportunity for them to share information with each other.

• Offer educational programs including the history of disability as a culture, assistive technology,

developing leadership/self-esteem and other areas. Presenters will include leaders with disabilities.

• Identify existing barriers to personal and professional success, and develop plans to deal with those

barriers.

Assist each participant in developing a "Personal Leadership Plan," which will include specific

actions plans to implement in their communities.

Include a day at the Texas State Capitol and an opportunity to get to know some of our state

lawmakers. ^
M

If you know a young person with disabilities who would benefit from this program, please encourage him/ ^
her to call for an application. For more information or to request an application, call Jennifer Murphy or GW

Sandie Gonzalez at (210) 292-3566 or (210) 292-3574, or email at: <jenniferm@c-a-m-p.org>. ©o

Financial Support for CAMP Youth Leadership is provided by the Texas Council for Developmental Dis- J
abilities, with Federal funds made available by the United States Department of Health and Human Services, p
Administration on Developmental Disabilities. ^J

O)
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

March 5, 2003

Literacy for the Student Who Is Deafblind

Location: Region VIII ESC, Mount Pleasant , Texas

Presenter: Barbara Miles

Contact: Donna Clopton at (903) 572-8551 or dclopton@reg8net

Note: This workshop is from 9:00 A.M. - 3:00 P.M.

March 7, 2003

Auditory Learning Series:

Hand-On Strategies to Encourage Listening Development

Across the Curriculum for Students who are Deaf and Hard of Hearing

Location: TETN network broadcast available at all ESCs

Contact: John Bond at (210) 370-5418

March 7-9 2003

California Transcribers and Educators

of the Visually Handicapped's (CTEVH) Annual Conference

Location: San Francisco Marriott Hotel in Burlingame, CA.

Contact for packet and information: Christy Cutting 206-417-4945 or cecquilter@attbi.com.

GO
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March 17-22, 2003

CSUN's 18th Annual International Conference:

Technology and Persons with Disablities

Location: Los Angeles, CA
Contact: Center on Disabilities at (818) 677-2578 or www.csun.edu/cod/

April 3-5, 2003

Texas Speech and Hearing Association (TSHA) Conference

Location: Adams Mark Hotel, Dallas, TX
Contact: http://www.txsha.org/
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Texas Association for the Education and Rehabilitation

for the Blind and Visually Impaired (TAER):

Shared Visions-United Voice

April 24-26, 2003

Featuring keynote speakers:

Don Meyer, senior author of "Sibshops: Workshops for Brothers and Sisters of

Children with Special Needs," "The Fathers Progam," and "Grandparent

Workshops."

Elaine Sveen, mother of a child with visual impairments, teacher of students

with visual impairments, superintendent of the Minnesota State Academy for

the Blind and current president for AER.

Location: Omni Hotel, Austin, TX
Contact: Edgenie Bellah at edgeniebellah@tsbvi.edu

May 1-3 2003

National Braille Association's

27th National Conference and Workshops
Location: Middleburg Heights, OH

Contact: National Braille Association3 Townline Circle, Rochester, NY 14623;

Phone: 585-427-8260; Fax: 585-427-0263;

Email: nbaoffice@compuserve.com

May 9, 2003

Auditory Learning Series:

Auditory Learning-It's More Than Listening!

Location: TETN network broadcast

available at all ESCs
Contact: John Bond at (210) 370-5418

June 8-11, 2003

Early Childhood Intervention (ECI) Conference

Location: Hotel Intercontinental, Dallas, TX
Contact: Kristen Hamlett at (5 1 2) 424-679

1

or Kristen. Hamlett(c/)eci. state. tx.us
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Texas Focus 2003: Focus on Tactile

Learning

June 12 & 13,2003

Featured Keynote Speaker: Dr. Sally Mangold

Location: Gunter Hotel, San Antonio, TX
Contact: Jim Durkel at JimDurkel@tsbvi.edu or

(512)206-9270

Students With Visual and Multiple

Disabilities, Including Autism

July 9-10, 2003

Location: Region IV ESC, Houston, TX.

Presenter: Marilyn and Jay Gense, Oregon

Contact: Karen Crone, kcrone@esc4.net

Cost: $60.00, Open to 200 people and we would

love to have people from around the state.
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Assessment of Students With Visual and

Multiple Impairments

June 24-25, 2003

Location: Region IV ESC, Houston, TX.

Presenter: Millie Smith

Contact: Karen Crone, kcrone@esc4.net

National Federation of the Blind's 2003

National Convention

June 28-July 4

Location: Louisville, KY
Contact: National Federation of the Blind

1800 Johnson Street, Baltimore, MD 21230

Phone: 410-659-9314

American Council of the Blind's 2003

National Convention

July 5-12 2003

Location: Pittsburgh, PA
Contact: American Council of the Blind

1155 15th Street NW, Suite 1004

Washington, DC 20005

Phone: 800-424-8666 or 202-467-5081

Web site: www.abc.org

O&M for Students with Deafblindness

July 11, 2003

Location: Region IV ESC, Houston, TX.

Presenter: Marilyn and Jay Gense

Contact: Karen Crone, kcrone@esc4.net

Cost: $30.00

2003 American Association

of the Deaf-Blind Convention

July 12-18, 2003

Location: San Diego State University,

San Diego, CA
Contact: American Association of the Deaf-Blind

814 Thayer Ave., Suite 302, Silver Spring, MD
20910; Phone: 800-735-2258;

email: info@aadb.org

6th International CHARGE Syndrome

Conference

July 25-27, 2003

Location: Cleveland, Ohio

Contact: Dennis O'Toole at

conference@chargesyndrome.org

Advocacy-Everyone's Responsibility:

A fieldwide conference

in the nation's capital,

sponsored by AER
July 25-29, 2003

Location: Wyndham Hotel, Washington DC
Contact: www.aerbvi.org
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The American Society of Deaf Children

(ASDC) 18th Conference

July 26-30, 2003

Campference: part camp and part conference, there's

something for everyone! While children take part in

camp-like activties, parents attend educational

workshops. Evening events bring everyone back

together for family-focused activities.

Location: Texas School for the Deaf

Contact: TSD Educational Resource Center

on Deafness

1 1 02 South Congress Avenue,

Austin, Texas 78764

Email: ERCOD@tsd.state.tx.us or

Phone:(512)462-5329

13th Dbl:

World Conference on Deafhlindness

August 5-10, 2003

Location: The Delta Conference Centre,

Mississauga, Ontario, Canada

Contact: www.dbiconferencecanada.com

Math
Distance Ed Presentations

for 2002-2003

2/26: Preparing Nemeth with the Scientific

Notebook

3/26: Using tangibles in middle school math

All broadcasts will be held

from 1:30-3:30 PM Central Time.

Questions? Karen Scanlon at (512) 206-9314 or

Karenscanlon@tsbvi .edu

TSBVI Short-Term Programs

Spring 2003

Special Programs were developed to serve academic

students from Texas who can benefit from a short

period of intensive instruction in some area of the

expanded core curriculum for visually impaired

students. Referrals must come from the local school

district (usually the VI teacher). Interested parents

should confer with their school district about objectives

for their child, and work together to make a referral.

Technology

Distance Ed Presentations

for 2002-2003

By Sharon Nichols and Holly Cooper

3/5 Integrating Note Takers Into the

General Ed Curriculum

4/16 Routines and Technology: Activities

to Make it Work

5/7 Matching Technology to the Student
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Mar.23-28 Secondary IEP #2 (same as

above)

*Apr. 5-8 A Capitol Experience (visit &
learn about legislature)

Apr. 13- 17 Elementary IEP #2 (same as

above) z
*May 1-4 Elementary Austin Experience

*(social enrichment)

w
* Asterisks mark Thursday - Sunday events.
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To Begin With...

we would like to mention the 2003 Texas Symposium on Deafblindness that took place February, 7-8 in

Austin. It was a learning and networking experience for over 400 family members and professionals who have

an interest in deafblindness. It is always a pleasure to be surrounded by that community of people. Those who
contributed to the success of the symposium are too numerous to mention, but we would like to acknowledge

those who were selected by a committee of their peers to receive awards at this year's luncheon. In recognition

of outstanding contributions by a family member, Norman McCallum of Dallas received the Trailblazer

Award. Recognized with the Intervener Award was Mercedes Brown of Killeen. Peggy Tarver, of TSD in

Austin, was recognized for Excellence in Education. The Ann Silverrain Award, for a significant and long-

term commitment to Texans who deafblind, was presented to Gay Bellamy of San Antonio.

As for SEE/HEAR, in the Winter edition we regrettably omitted a portion of the article, "Brothers & Sisters:

Strategies for Supporting Siblings of Children who are Deaf-Blind." We apologize to our readers and Califor-

nia Deaf-Blind Services for the error. The web version of the Winter SEE/HEAR has been revised to include

the complete article. You may access it at <http://www.tsbvi.edu/Outreach/seehear/winter03/index.htm>. We
think we have some good articles for you this time. Hopefully they are all 100% here!
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Mountains to Climb: Blind Dillon Teen Conquers Baldy Mountain
by Maryanne Davis Silve and Marty Greiser

Reprinted with permission from Future Reflections, the National Federation of the Blind Magazine for

Parents and Teachers of Blind Children, Summer/Fall 2002.

M (Originally published in the Montana Standard, Tuesday, January 8, 2002.)

Future Reflections Editor's Note: Cody was just a baby when his father, Marty Greiser, joined the National

^ Federation of the Blind (NFB). Today, as a Vice-President in the National Organization of Parents of Blind

bj Children, Marty is respected by parents nationwide for his consistent, and thoughtful application of a positive

philosophy about blindness in his relationship with his son. Here is Marty's account of a climb he and his son, Cody,

recently completed together:

Some of us climb hills and think they are mountains. Others climb mountains and consider them molehills.

Fifteen-year-old Cody Greiser is a mountain climber, but says, "What is so special about me climbing a moun-

tain?" Cody is blind.

"Even before Erik Weihenmayer, the first blind man to climb to the top of Mount Everest, was in the news,

my then 12-year-old son, Cody, was talking about climbing mountains," remembers Cody's father, Marty

Greiser. "He was asking if there were mountains nearby, what were their names, and which ones could be

climbed and when could we do it? In western Montana where we live, a mountain is always nearby and they

can all be climbed, weather permitting."

So why was Marty reluctant to take his son mountain climbing? After all, he has been to the top of many a

mountain in the area over the years and thoroughly enjoys hiking and climbing in the mountains.

"I know what it takes to prepare and I am aware of the risks and hazards involved, some of which can be

very serious, Marty said. "As I considered taking Cody up a mountain, worrisome thoughts pounded my mind.

What if something happened? What would his grandparents think, or his mother? What would the neighbors

say? I had visions of it.

"That careless, reckless father, what was he thinking? Doesn't he know better than to take a blind kid

mountain climbing? That's just asking for trouble."

But Cody had been raised with a "can do" philosophy, Marty said. "Plus, I had always preached that the

broad umbrella of overprotectivism has bad consequences. I knew this was something Cody really wanted to

do, not because he was blind and not to prove anything to anybody. He just wanted to climb a mountain, just

like any other teenage boy might want to do."

Marty remembers the interest and excitement that came after hearing about Weihenmayer's adventure to

the summit of Mount Everest. "When he heard Weihenmayer had made it to the top and back, he was excited,"

said Greiser. "When he learned that Weihenmayer was going to talk about his climb up Mount Everest at the

National Federation of the Blind Convention in Philadelphia, there was no way Cody was going to miss that.

At the convention, an hour before Weihenmayer spoke, Cody was right up front with his own" tape recorder."

Cody's goal to climb a mountain was fueled with another burst of enthusiasm after listening to

Weihenmayer's talk. Weihenmayer's determination to achieve his dreams and his refusal to let blindness stand

in his way provided a powerful message that blind people can compete and can be adventurers in everything



they undertake, Marty said. After Weihenmayer's talk, Cody, now 14, turned to me and said, 'OK, Dad, when

can we climb Baldy Mountain?'" Greiser said.

Greiser knew that Baldy 's 10,568-foot elevation was no Mount Everest. But still, he considered it a real

wild mountain with no gentle, groomed trail leading to the top. We knew when anyone climbed it, they were on

their own and responsible for their own safety. The moment of decision had come. Greiser swallowed hard and

answered his son, "As soon as we get home, and the weather looks good, we'll climb Baldy."

It was August 10, 2001. Temperature was in the mid-30's. "We started out at daylight," Cody said, still

feeling the excitement of the that day, "It was chilly and I remember when we got to the top of the mountain,

it had that feeling of winter even though the temperature had warmed up quite a bit."

Greiser described the terrain. "We had to walk sharply up through standing timber and over and around

downfall to reach the upper tree line," said Greiser." Then it was rock and wide-open spaces. We had to

negotiate boulder fields, rock slide rubble and slope so steep in places you could reach out in front of yourself

and touch it.
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"We made the top in just over three hours. As we went, Cody usually grasped my right arm, just above the

elbow with his left hand. He had his cane in his right hand. On a few occasions of rock hopping, we clasped

hands for safety. While on top we ate lunch, enjoyed the mountain, and took pictures. I then began to notice

clouds gathering on the horizon and above other nearby peaks. It was time to start down. I knew that a bare,

open mountainside was no place to be caught by lightning, hail, or rain."

The pair made much better time going down, Greiser remembered. "Cody's ability to walk on broken

ground just kept getting better, and I focused more on our route and speed. If I had known we were going to get

down so quickly, we would have spent more time on top."

The adventure ended safely as Cody and Marty reached their truck with a tired but triumphant feeling. The

sun was still shining and the temperature had climbed into the 70s. No storm ever materialized.

Recalling the trip made Greiser reflective. Their trip had been a success and they were safe. "But what if we,

or Erik Weihenmayer, had not been successful or safe? What then? Would Erik's effort be seen as folly?

Would I be seen as a reckless father? Would Cody and other blind kids be seen as deserving more protection?

Could we not, in fact, be perpetuating the very negative stereotypes we are trying to eliminate? To answer my

own questions: perhaps, but most likely not. I have to think that allowing blindness to prevent our trying some-

thing new has far more negative connotations than the consequences of trying and failing at any particular

task."

Cody echoed Marty's thoughts. "If we hadn't made it, we'd just have tried again, until we did," he smiled.

"Cody never had any doubt that he could make the climb," Greiser said, "I was the reluctant one. I just did

not believe or understand how a blind person could walk on such heaved and broken rock as exists on the top

of mountains. I still don't know how Cody managed the terrain. But I nearly let blindness stop us from having

a good time. After all, we didn't climb it to prove blind people can climb mountains. Weihenmayer did that.

and did it royally. Cody and I climbed Baldy Mountain just for the fun of it.

"My desire is to encourage other parents of blind children to think out of the box," he said.

Cody says, "We plan to do it again. Maybe not Baldy, but Dad and I have other mountains to climb."
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The Brothers Prouty

By Bill Prouty with Introduction by Sally Prouty, Proud Mother of Bill, Andrew and Liz

Reprinted with permission from CHARGE Accounts, Winter 2002, and Sally Prouty .

INTRODUCTION

Bill is 23 years old. He went to London for a "study abroad" experience in September 2001 where he

finished his business degree. To celebrate, Bill bought a motorcycle and traveled for several months ending in

Morocco, then worked at the Cannes Film Festival in France. He was then given a two-year visa to work full

time at Dan Films in London where he is now. (Bill wants Andy to be his roommate when he moves to

Hollywood next year!)

Andy is 21 years old. He lives at home with his parents, Sally and Mike, sister Liz, and their dogs and cat.

Andy is working three days a week at the Army Corps of Engineers office in downtown St. Paul. Two days a

week, Andy attends classes at Hennepin Technical college where he is finishing his IEP related goals. Through

the IEP process Andy receives orientation and mobility training on a weekly basis to increase his independent

traveling skills on public transportation in the metro area. Additionally, his school district also provides a Job

Coach, a certified interpreter, who joins him at his office a couple hours a week to work on vocational goals.

My name is Bill, I'm 23, and I have a Deafblind brother who is two years my junior. When my mom asked

me to write about the experience of having Andrew as a sibling I wasn't sure what she wanted... and I'm still a

bit confused. If my attendance at Children Linking Families Weekends [Editor's note: This is the Minnesota

DeafBlind Project's annual family enrichment weekend] over the last decade has taught me anything, it's that

all deafblind kids are extremely unique... especially my brother. So with that caveat in mind, hopefully my
thoughts aren't too rambling and may be of some use to your family.

COMMUNICATION

The biggest issue for me growing up with Andrew was communication. Being two years older, I learned to

sign just as he did, and during our early years I don't think we had many problems. In fact, looking back on a

video of us when I was about six, I can't believe how well we got on... although my mom may have stories to

the contrary. For reasons I don't recall, at some point around the age of ten my signing skills began to lag

behind the rest of the family. Looking back I probably understood that I should continue learning new signs,

but because I was either stubborn, resentful of the extra work, disinterested or it was just too difficult, my sign

language vocabulary hit a plateau. I wanted a brother like my friends, who I could play with without using

extra energy and concentration simply to tell him what Lego piece I wanted.

I think our communication was poorest when I was at the "cuddly age of fourteen" and didn't have patience

for anyone, especially Andrew. This was aggravated by Andrew giggling when he either didn't understand my
substandard signing, was nervous, or simply thought what I said was funny. Unfortunately, struggling to talk with a

little brother who is constantly laughing at you is incredibly frustrating... which is why I often gave up and wrote him an

angry note or just asked my parents to interpret for me. I can remember vividly one incident when Andrew broke one of

my many prized possessions, and not being able to shout at him like a normal brother, I just slugged him one.

This may have been one of the reasons that my parents thought it was worth going to see a family counselor.

Although I can't blame them, they should know the ferocity of my stubbornness better than to try to get me to

talk to someone I considered a "worthless shrink." The session lasted less than an hour... and was never re-

peated. In all honesty, I really don't think Andrew and I ever had any deep-rooted psychological problems, but

we were simply embodying our communication frustrations... as brothers do.



To Andrew's credit, over the last 21 years he has adapted to my unique sign language "accent" which I

doubt many other deaf people would understand. As my patience increased with maturity, I learned to finger

spell words that slipped my mind and asked Andrew to teach me the correct hand sign. Even as my interest in

Andrew increased, my opportunities to use new vocabulary diminished as I became caught up in my own busy

life and eventually moved away from home for college.

Living in London and not using sign language in over a year has actually allowed me to get to know my
brother better than ever before. Through email and AOL Instant Messenger I have had some amazing conver-

sations with Andrew, unencumbered by hand signs or the large time investment normally required to convey a

simple idea. I look forward to traveling home over Christmas to see if our positive digital relationship will

translate into better face-to-face communication.
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MATURITY

Although I doubt I will ever consider myself as an adult, the maturity level between Andrew and I is far

greater than the two years that separate us physically. Because of the difference in social development, Andrew

and I have completely different interests that can make our conversations quite extraordinary. Last week we

discussed terrorism and President Bush's foreign policy in the same breath as Wonder Woman comic books

and the latest Super Mario game... although I must admit many of my buddies can still be found behind game

consoles from time to time.

Because Andrew takes everything extremely literally and his information is so restricted, sometimes I feel

like I am talking to a fundamentalist revolutionary leader. He is very literal. When I was younger I simply

didn't grasp how isolated he was and the reasons he in turn couldn't understand where I was coming from.

Recently I have begun to get him to challenge his own beliefs and forced him to question the information he

gets from the media.

By my estimates, although Andrew is as intelligent as his peers, he is caught in a social time-warp of

between 6 to 8 years. Fortunately, he seems to continue to grow and mature in the same ways I did, only at a

slower rate. In the last few years he has reached a point where we increasingly share common interests, which

partially explains why we got on so much better at the end of our teenage years.

COMPETITION

Until I was old enough to understand Andrew's unique situation at the age of about twelve, I may have

unwittingly competed with him for attention. Because Andrew's world is so much smaller than my own, when

we were younger he looked to me as someone to emulate and learn from. Often times this led to outright

imitation, which as any older brother will tell you, is one of the most annoying things any little brother can do.

This was probably most acute at extended family gatherings when my little brother upstaged my "far superior"

show-off demonstrations. I couldn't understand why my daring acrobatics garnered less attention than my

little brother's awkward stumbles. I don't remember ever competing outright with Andrew, but the constant

visits by specialists, teachers, interpreters, doctors and programs administrators may have affected me subcon-

sciously when I was young... although in truth, I have no idea.

Once I recognized the real reasons for the extra attention given to my brother I didn't feel any need to

compete. My only occasional frustration was the amount of time he required of my parents when it dug into

things I wanted them to do with me. Fortunately, I think they were extremely conscious of this and made every

possible attempt to spread their time equally.



PHYSICAL

Andrew's physical limitations have occasionally been a challenge. At the most egotistic level, when I was

younger I just wanted someone to play baseball with. More broadly, any time our family planned an activity we

(^ budgeted twice the necessary amount of time so Andrew could participate and actually enjoy the experience without being

M too rushed. His balance and vision negated outright some activities such as family mountain biking trips or visits to a dude

ranch. Fortunately, this was never really an issue because my parents would either select a trip that everyone could

enjoy, or split up, one taking Liz and me while the other stayed back with Andrew. Disney World was an

^ excellent exception, where we all enjoyed "front of the line" passes thanks to Andrew.

Es.

Other points of contention while growing up were the numerous special accommodations that took root in

our house. I'm sure many of you have already experienced a TTY screech cutting off your voice conversation on

the telephone line mid sentence... but if not, you may. Closed captioning seemed novel at first, but can be extremely

annoying when it covers the subtitles of a film... or your little brother's head blocks half the screen while he attempts to

follow the story. I often got so frustrated when Andrew paused a video halfway through to ask a question or reread the

captions that I gave up and left. It simply wasn't fair that everyone should suffer just for Andrew's benefit. Fortunately, the

clunky accommodations of the past are being replaced by slicker solutions. Now when we watch movies Andrew

plugs in a separate monitor that he can press his face up against until he's tan. The TTY is also on a separate

line so our sister Liz can talk to all her suitors without getting into a fight with Andrew.

Most of the epic battles I had with Andrew when we were younger ignited after he either played with my
things without asking or broke some delicate toy that I had invested a lot of time to get just right. It didn't help

that I was fairly anal about my stuff, but even had I been a slob, Andrew's sticky "honey hands" would still

have led to conflict. Early on I was conditioned to guard my belongings to keep them safe and clean, and only

after motorcycling through Morocco have I overcome this minor OCD complex. Whether my petty issue was

attributable to Andrew or not, to this day our family still has to remind Andrew to be gentle with the cat and

make sure all the honey or jam is cleaned off his hands before he moves to the computer.

ADVICE

My suggestions are fairly straightforward and intuitive. In fact, I'm probably just regurgitating the tech-

niques my parents employed when they raised Andrew and me.

• Make communication as easy as possible. Ask your hearing child if he and his friends would like to

take sign language classes together. Demonstrate how hearing people outside of your immediate

family think sign language is an extremely interesting skill. The more unique and dare I say "cool"

signing appears, the more your child and his friends will want to do it. Present sign language not

simply as an obligation, but something that will benefit both siblings equally.

• Fairness is important to avoiding resentment. Don't force activities and accommodations on every-

one in the family just for your deaf child's benefit. Make sure the same rules apply to everyone.

• Don't worry too much if your kids fight. Just because they hate each other now doesn't mean they

won't appreciate each other later. I think thrs has less to do with DeafBlindness, and more to do with

just growing up.

• Seize on pastimes your Deaf Blind and hearing children can enjoy together. In my family many

nonverbal activities such as Legos, video games, and a parade of cats, dogs, rats, lizards, hamsters,

fish and birds formed the strongest links I still share with Andrew. The more time siblings spend

together of their own volition, the more they will communicate and be able to relate.



CONCLUSION

Looking back, I regret that many of Andrew's memories of me involve conflict, but I hope to make up for

lost time in the future. When I was five, Andrew was my best friend. I didn't know or care if he was

DeafBlind... he was simply my brother. Although we had some rough times in the subsequent decade, the

longer I've spent getting to know him the more I have grown in appreciation. Communication and patience on

both our parts has played a major role, but increased maturity has been the main factor helping us relate. With

time in our favor, I look forward to learning more about my brother and reestablishing the relationship we had

when we were five

Using Assistive Technology For a Student with Multiple Disabilities

Holly Cooper, Ph.D., Technology Consultant, TSBVI Outreach

In this article, I will introduce you to a young lady I have had the pleasure of working with for several years,

a student named Alyssa, and her mother Sarah and father Jim. Originally I worked with Alyssa as her itinerant

vision teacher, and as a team member on our school district's assistive technology team. Now I have continued

my relationship with Alyssa, her family and educational staff as a technology consultant at TSBVI Outreach.

This is one student's story, but assistive technology is about the people. For us to make better use of technol-

ogy, we must know the people with disabilities who use it, the families and educational staff who must support

it, and the people who interact with the student with disabilities through or with the aid of the technology.
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Readers may think of technology for students with visual impairments as screen reading applications

(JAWS and the like), computer screen magnification software, computer braille translation, braille note takers

and video magnifiers (CCTV's). This type of technology is widely used with students with visual impairments

across Texas and other areas. However, there are many more students who are visually impaired who have

additional disabilities and do not benefit from access to all the amazing braille and low vision technology.

There are currently a number of computer programs that teach switch use with simple cause and effect activi-

ties, but for blind and visually impaired users who are more advanced, finding useful software and devices can

be a real challenge.

Alyssa is 1 8 years old and attends high school in a suburban school district in the Dallas-Fort Worth area.

Her mother works as a school librarian for the same school district and her father works as a systems analyst.

Alyssa spends part of her day in a class for students with multiple disabilities, and part in a class for students

with mild and moderate developmental disabilities. She attends an adaptive physical education class, and

some semesters is able to attend a general education class such as Spanish or Home Economics.

Alyssa is legally blind, and her vision is complicated by cortical visual impairment and visual field losses.

We have not had success with enlarging icons on the computer or using picture symbols for communication or

pre-literacy because of her vision loss. She can recognize letters of the alphabet and numbers if they are large

enough, and can sight read a few words, but forgets them if she doesn't use them often.

Alyssa has cerebral palsy and uses a motorized wheelchair with switches built in to the headrest to control

the forward, left and right turn functions. She has a switch behind her elbow that changes the direction to

reverse. The switches can be disconnected from the motor and used to operate the computer with a switch

interface, or electrical appliances with a transformer. Alyssa is able to travel independently indoors in her

wheelchair, and knows how to travel to familiar locations around her school. She has some difficulty with

depth perception relating to travel and requires supervision.



Alyssa's cerebral palsy also effects her speech articulation. She is able to communicate verbally, and

familiar people can understand much of what she says if they know the context or topic about which she is

talking. However, she does have significant difficulty getting her point across when the listener does not know

S^ something about what she is trying to say.

J

fa

Alyssa's parents have been energetic advocates for appropriate educational interventions for her, and being

knowledgeable computer users, have taken the initiative to try many things with her, and seek out specialists

and evaluations outside of the school district as well as in.

Remember that this is one student's story. Each student has different abilities in cognition, vision, motor

control, and the support of the family and school environment. This article was compiled and paraphrased

from email exchanges and discussions over several months' time.

Holly: What are the types of technology that Alyssa has used in her life both at school and at home?

Sarah: Alyssa uses a switch activated remote control for the TV from Ablenet. We program in the channels

that Alyssa is likely to want to see; six channels at this time. Alyssa scrolls through them to decide what she

wants to watch. She uses this totally independently. She uses a cordless big red switch with an X-10 system.

This controls the mixer and the blender. That is Alyssa's part of cooking. This can control lights and other

small appliances. Her power chair is controlled with head switches. These can be unplugged to control the big

red or the computer.

Her computer is used everyday (at home). Alyssa does e-mail with friends and family, keeps a diary, scans

her recipes for her cookbooks, and listens to her textbooks when they have been typed in. She also has a switch

activated telephone. It has 5 numbers stored in it, so she can call these people and hang up by herself.

Her computer hasn't been adequately used at school. There are several reasons. One reason I think is that

the teachers she has had haven't been particularly computer literate. There has been a high turn over in teachers

and aides every year, so as soon as someone gets comfortable with her computer they are gone. I think one of

the major problems is that the teachers haven't actually ever seen a computer integrated in the classroom. One

of the teachers liked having Alyssa's computer read the chapters to the whole class. Alyssa enjoyed that also.

Unfortunately, this teacher didn't come back this year. Alyssa has used CCTVs since third grade. She isn't

using one now. They have tried using communication devices with Alyssa. I think the main problem with them

is that Alyssa has a good vocabulary, and likes to talk. She would rather wait and talk to people who understand

her.

Holly: How do you find out about the technology that you have used with Alyssa? How do you find out

about the technology assessments that you have had done at C-CAD (The Center for Computer Assistance for

the Disabled) and UCP (United Cerebral Palsy)?
t

Sarah: I think there were several ways that we found out about technology. It wasn't in our local school

district yet. In 15 years Alyssa has never had a computer literate teacher in her Developmental

(multihandicapped) classes. Exceptional Parent had articles on children and technology for years. We began

getting catalogs from companies that sold technology. The rehab center Alyssa went to spent years trying to set

up a lab, and since I worked for a school district I knew that the Regional Education Service Center had

software to lend and an assessment team. I went to meetings for parent groups that talked about technology. I

had looked at the Dallas UCP web site, and saw they did computer evaluations. The problem is that they

weren't equipped for a child with vision problems. The optometrist at the low vision clinic for children told us

to go to C-CAD.
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Holly: How do you get the tech Alyssa uses?

Sarah: Alyssa's first laptop was from TSBVI (Outreach Technology Loan Program). She now has one from

the vision department of our school district. A laptop works much better for a child with CP than a regular

computer. I can position the laptop and switch on her tray or the table to accommodate how she is comfortable

sitting at the moment. If she wants to stretch out, she gets on a mat and still use her laptop. And it can go back

and forth to school, vacation, etc.
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The district supplied the Clicker 4 and Zoomtext. We have supplied Juno (email), and (mass market) screen L^
readers and a version of Clicker 4. We have bought the switch activated TV remote and the cordless Big Red ^
(switch) and X-10 (cordless environmental control) system, switches (from Ablenet) and an improved switch

interface for the laptops. Insurance has paid for the power wheelchairs. A state program that provides phones

for the disabled supplied the telephone.

Holly: What were some of the first things you tried with her, how did they work?

Sarah: Alyssa tried some communication devices at school and we would practice at home. The speech

therapist in high school decided that it was too frustrating for her. I think the problem is that she would rather

talk, and she has a great vocabulary. I would like her to be able to use a communication device with strangers

who don't understand her. They will try using a simple communication device to use on field trips next year.

Alyssa doesn't like to talk to strangers, so this might help.

The teachers in grade school and middle school did not use computers in the classroom with her. I don't

think they had the knowledge and had not ever seen computers used in a Special Ed classroom. We purchased

an Apple computer when Alyssa started Early Childhood, since we were told there would be one in the class-

room. The computer in Alyssa's classroom did not ever get out of the box. The teacher didn't have any

knowledge of computers, so she didn't push it. At that time, I think the technology department was setting up

the computers in the district, and they were overworked and things sometimes got overlooked. I borrowed

switch accessible software from the Regional Education Service Center. Alyssa liked it, and was good at the

simple programs that didn't require reading.

This worked for a couple of years. The problem was that the programs became boring for her. Alyssa

mastered cause and effect and the bigger than/smaller than type of software—I guess I mean basic concepts

types of programs. This took awhile. It then seemed like she had mastered nonverbal programs, and the

school began to work on communication devices. The more complicated programs were either too busy

visually so she couldn't handle them, or required reading, which Alyssa couldn't do. So Alyssa's computer use

was put on hold for awhile. I tried to find out about programs that might work for her.

When we moved here e-mail and good screen readers made computers useful for Alyssa again. If Clicker 4

had been available when Alyssa was in grade school it would have been great. The computers available then

probably couldn't have run programs like that. Alyssa never really liked the simple switch toys. After operat-

ing them once or twice, they seemed to bore her.

Holly: Tell me about technology and applications on the computer that have been used with Alyssa for

communication over the years. How has that worked out? What are some of the problems?
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Sarah: There are problems finding computer software for a child that needs switches and is low vision.

Most of the commercial software for children seems to be very busy with small pictures. So they may work

with switches but they don't work with a child with low vision.

When we moved here, Alyssa needed a way to communicate with her relatives. We began to use e-mail. At

first, Alyssa would dictate a couple of sentences (I would type them); I would read them back, and she would

be done. Then we discovered free screen readers, like ReadPlease. This made a world of difference. When
Alyssa could hear back what she had written, the whole process became more relevant to her. She then began

sending a page instead of a couple of sentences. E-mail became very important to her, and she began writing

friends as well as relatives. She still dictates. We did dictate into Click4, using a one-cell grid with a "read all"

command as a screen reader. We have tried setting up scanning grids, but she likes to say so much and the grids

would be too complicated.

We now use ZoomText (document reader function) while using Juno to read back what Alyssa has written.

We also used JAWS the same way. Alyssa loves to e-mail. She does this as soon as she gets home from school,

and again after dinner.

Alyssa then began dictating a diary on Clicker 4. She enjoys hearing back what she had done. Alyssa's

class was making a cookbook of the scrambled eggs and toast kind of recipes. The physical therapist told

Alyssa she could make her own cookbook. Alyssa told me, so we did. Alyssa picks out the recipes, we try

them out, she runs the mixer. I type the recipe into grids, which Alyssa scans into the correct order (she uses

auditory scanning to select the steps of the recipe and put them into the correct sequence). Alyssa gave them

out as Christmas presents. The ARC contracted with the job coach at school to make 25 copies of the

cookbook, which they will sell at a meeting, where Alyssa will autograph them. Alyssa has listened to chapters

in short textbooks after they were typed into Clicker 4. We are now using ZoomText with chapters scanned

into (Microsoft) Word (by the vision teacher or braillist who uses an optical scanner), which will work better.

I have made worksheet type activities on Clicker 4 to go along with Alyssa's schoolwork. The teachers have

liked them, but not made any of their own.

Holly: Talk about the different settings of her life now, and how the computer, JAWS and ZoomText (or

similar things) Clicker 4, switches, communication strategies are used now?

Sarah: We were using JAWS with Juno, but the district took off JAWS and put on ZoomText. I have had

trouble with ZoomText reading web pages. The next time Alyssa cooks in her home economics class she will have the

recipe in Word, and use ZoomText and a switch to read it. The teacher didn't like the recipe in Clicker 4, because if you

stop, the program always begins reading from the top. Alyssa will continue to use Clicker 4 at home for making

cookbooks and her diary. I will also try to get the teachers to use worksheets on it, instead of doing them orally

next year.

Alyssa uses her power chair controls as a switch if she is in that chair. I purchased a head switch on a

gooseneck with a c-clamp that fastens to her manual wheelchair to use if she is in that chair. She uses a Jelly

Bean switch (from Ablenet) if she is lying on the floor. We just purchased a Don Johnson switch interface that

plugs into the USB port, so the computer can still use the mouse.

Alyssa's IEP calls for some low-tech communication devices to be used next year because Alyssa doesn't

like to talk to strangers, even though she talks continually to people who understand her. So she will use

prerecorded messages in simple switches on community outings and while picking up and delivering things at

school to try to get her to initiate communication.
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Holly: What are your dreams for how Alyssa could use tech in her adult life: work, recreation, participation

in community settings, and other purposes?

Sarah: Alyssa wants to go to the special ed. program at (a local junior college). She loves her job, working

at the special education office of her school district, shredding and doing things like that. She understands that

it is a real job that needs to be done. A job like that in the community would be great.

5

I think she will always love to e-mail. Recreation is hard, because she doesn't like the Special Olympic

activities. She loves to hang around with (her regular ed. friend) and go out to eat or shop. Her friend will go

to college next year. I hope that Alyssa will make friends at (the junior college) who like to do the kinds of

activities she enjoys. Alyssa plans to live at home. I had talked to someone at an ARC meeting who was in

charge of group homes in our County. She felt that Alyssa would not be a candidate for the homes because of

her physical disabilities. So there is a real worry of where Alyssa will live when Jim and I can't take care of her

due to our age.

5

Technology has made great strides since Alyssa was born. It has made a real impact in Alyssa's life. I

expect that there will be similar improvements. One thing that will be a big help for Alyssa will be when

speech recognition programs get to the point where they can recognize speech that is as inconsistent as

Alyssa's. She would no longer have to dictate, and could control the computer with her voice. I think there

will be improvements in technology that I can't even imagine that will greatly improve Alyssa's life.

References

The best place to learn more about technology that is currently available and how is it used, is on the

internet. If you don't have internet access, check with your local public library for availability of computers

with internet access. Below are web and postal addresses for the resources mentioned in this article.

Ablenet, Inc: 1081 Tenth Avenue SE, Minneapolis, MN 55414, web address:

<http://www.ablenetinc.com/home.html>

The Arc of the United States, (formerly known as the Association for Retarded Citizens), 1010

Wayne Avenue, Suite 650 Silver Spring, MD 20910, web address: <http://www.thearc.org/>

The Center for Computer Assistance for the Disabled Inc. (C-CAD): 1950 Stemmons Freeway -

Suite 2019 Dallas, Texas 75207, web address: <http://www.c-cad.org/>

Clicker 4, available from Crick Software: 50 1 16th Ave SE, Suite 211, Bellevue, WA 98004: web

address: <http://www.cricksoft.com/us/>

Don Johnston Incorporated 26799 West Commerce Drive Volo, IL 60073, web address:

<http://www.donjohnston.com/>

Exceptional Parent Magazine: 65 East Route 4, River Edge, NJ 07661, web address:

<http://www.eparent.com/>

ReadPlease Corporation, 121 Cherry Ridge Road, Thunder Bay, ON, Canada, P7G 1 A7. web

address: <http://www.readplease.com/>

United Cerebral Palsy (UCP), 1660 L Street, NW, Suite 700, Washington, DC 20036, web address:

<http://www.ucpa.org/>
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Frustrated Student at an IEP
by Erin Byrne

Reprinted with permission from Future Reflections, Summer/Fall 2002

I sit for an infinite age,

Wondering just how loquacious a person can be.

Seems even stranger when a stranger is talking;

«^j After all,

[in They're discussing me.

I sit for an infinite age,

In a room of seven or eight,

Wondering when, or if, I'll ever get my say,

Or is it too late.

Indignantly, I think,

"How can a goal ever be set, if not by oneself,

By other persons in a team of two or three?"

Strange, it seems,

Not right,

After all,

They're discussing me.

I sit for an infinite age,

Restlessly, shifting my feet under the table,

Anticipating the onset of freedom,

When the pen is passed to me.

"Sign, sign." they say,

"Everything is done."

And, as I touch the pen to paper,

I wonder if my presence in the room,

Is really known.

Suddenly, I realize with a start,

I've lost track of much of what was said.

Signing my name,

I wonder, in my heart,

What is in store for me in the year ahead.

I sit for an infinite age,

A frustrated student at my IEP.

How unusual the meeting is;

I think, next time,

I will speak!

After all,

They're discussing me.

Erin Byrne is a 19-year-old entering freshman at Miami University in Oxford, Ohio, where she will major

in Music Education and Spanish. Among her many accomplishments, Erin is one of the youngest members to

be inducted in the Stark County, Ohio, Women's Hall of Fame. She is a lifetime member of Girl Scouts, and a

NFB of Ohio Scholarship winner. Blind from birth from a type of osteoporosis (she has used a wheelchair

since 5th grade), Erin wrote this poem when she was a 17-year-old student at Glen Oak High School in

Canton, Ohio. Theresa Byrne, Erin's mother, reports that Erin was a full and effective participant in all her IEP
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meetings throughout her middle and high school years. Evidently, Erin did learn to speak up! Erin reports that

she still likes to dabble in creative writing regarding disability issues. Hopefully, we will see more of her

thoughts in future issues.

Braille/Print Literacy Issues and the Learning Media Assessment

By Eva Lavigne and Ann Adkins, TSBVI Outreach

Parents and teachers of students with visual impairments often have questions about how the choice is made

regarding a student's literacy medium. They express concerns about whether a student should be primarily a

print reader or a Braille reader, and want to know how and when decisions about reading media are made. Dr.

Phil Hatlen, Superintendent of the Texas School for the Blind and Visually Impaired, addressed this issue in a

previous See/Hear article (Winter, 2001), and stressed the importance of the Learning Media Assessment

(LMA) and the role of the teacher of the visually impaired. While the definition and purpose of the LMA are
jg

clearly defined by State Board of Education (SBOE) rules and the Individuals with Disabilities Act (IDEA), a Q
definition of literacy is not always easily understood, especially for visually impaired students. £}

WHAT IS THE LEARNING MEDIA ASSESSMENT (LMA)?

hd

s
A learning media assessment is mandated in the State Board of Education Rules for each student who is

referred for an initial evaluation to determine eligibility as visually impaired. It is also required every three

years as part of the reevaluation process to maintain eligibility. Best practices indicate that the learning media ^
assessment should be an ongoing process and it should be updated as often as needed, sometimes annually for r^

very young students or those whose needs and abilities change.

All students who are referred for evaluation or reevaluation to determine eligibility as visually impaired

must receive a learning media assessment conducted by a certified teacher of students with visual impair-

ments. It must include:

• Recommendations for the use of visual, tactual, and auditory learning media.

• A recommendation for ongoing assessment when it is needed.

• A determination of the student's primary learning medium to decide whether the student is function-

ally blind.

The LMA gathers three types of information on each student:

1. The efficiency with which the student gathers information from various sensory channels:

visual, tactual, and auditory

2. The types of general learning media the student uses, or will use, to accomplish learning

tasks

3. The literacy media the student will use for reading and writing

The LMA focuses on two phases:

1 . The selection of the initial literacy medium (this phase begins at infancy and continues

through the beginning of formal literacy instruction).

2. The continuing assessment of literacy media (this continues throughout the student's school

years).
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The learning media assessment is "an objective process of systematically selecting learning and literacy

media" (Koenig and Holbrook). This includes the total range of instructional media needed to facilitate learn-

ing, and is understandably different for each student. It consists of general learning media (instructional

materials and methods) and literacy media (the tools for reading and writing). Instructional materials can

include a range of options, such as pictures, real objects, tactile symbols, videos, worksheets, tapes, and aug-

mentative communication devices. Methods can involve modeling, demonstrating, prompting, questioning,

pointing, and lecturing. The wide range of possible materials and methods provides for students at all ability

levels. The scope and definition of literacy media is more complicated, however. The "tools for reading and writing"

generate concerns about print and Braille, prompting many questions about literacy for visually impaired students.

WHAT IS "LITERACY"? WHAT DOES LITERACY MEAN FOR A VISUALLY IMPAIRED STU-
DENT?

Most people acknowledge that literacy has something to do with reading and writing. Many recognize the im-

portance of literacy in order to be "an educated person" and realize that success in school and employment are funda-

mentally linked to the attainment of literacy skills. Braille literacy is directly addressed in the 1997 amendment to the

Individuals with Disabilities Act (IDEA). In developing the IEP (Individual Education Plan), the ARD committee must:

. . . in the case ofa child who is blind or visually impaired, providefor instruction in Braille and

the use ofBraille unless the IEP team determines, after an evaluation ofthe child's reading and

writing skills, needs, and appropriate reading and writing media (including an evaluation of

the child's future needs for instruction in Braille or the use of Braille), that instruction in

Braille or the use ofBraille is not appropriatefor the child. [IDEA Section 1414(d)(3)(B)(iii)]

Literacy, however, is more than just legal terminology and involves more than the ability to read and write

in Braille. The following definition reveals the role literacy plays in everyday life:

"Literacy is the ability to read and write at a level that would enable an individual to meet daily

living needs. Literacy is a continuum from basic reading and writing skills all the way up to

various technical literacies. It is different for different people, in distinct times and various

places." (Marjorie Troughton. One is Fun, 1992)

This definition indicates the importance of looking at the student individually along a literacy continuum

and the value of re-examining literacy needs and skills as the student progresses. Many VI students need an

array of literacy tools and perhaps several literacy fnedia to be successful in school. For example, a student

might use Braille for note taking, speech output for the computer, audiotapes or a scanner for reading novels,

and print for math. Students learn and develop as individuals, not as a group. Their needs may
change as they become older and as they approach tasks beyond the school environment. It is impor-

tant to identify the medium/media which most benefits each student. For example:

• Some students may benefit most from using print.

• Some students may benefit from using uncontracted Braille.

• Some students may benefit from using contracted Braille.

• Some students may benefit from using both print and Braille.

• Some students may not be able to benefit from either Braille or print, and may primarily use an

auditory medium, tactile symbols, real objects, or other tactual media.

The degree to which a given student uses a specific medium will be influenced by many factors:

age, general ability, visual and tactual functioning, visual prognosis, motivation, academic/nonaca-
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demic demands, environmental conditions, personal and interpersonal factors (such as an acceptance

of one's blindness), reaction to societal attitudes about blindness, and/or a lack of exposure to Braille

(Caton, APH, 1991). Each student with a visual impairment has a unique personal journey to literacy

that should include all the necessary literacy tools and media to meet school and daily living needs. It

may take an extended period of time for a visually impaired student to master the multimedia he or

she will be required to use. Planning and preparing for a student's literacy needs throughout his life

is a challenging yet important task.

HOW ARE THESE DECISIONS ABOUT LITERACY MADE? HOW DOES THE LMA INDICATE
WHICH STUDENTS MIGHT BENEFIT FROM USING PRINT AND WHICH MIGHT BENEFIT
FROM USING BRAILLE?

It is clear that decisions about literacy media are to be made based on the assessed needs of the student and

not on other factors such as the availability of a teacher of the visually impaired, financial considerations,

convenience, or any other outside factor. The learning media assessment is a process of gathering objective

information to provide a basis for selecting appropriate learning and literacy media for blind and visually W
impaired students. Objective data is collected from many different observations and is used to make decisions Q
about the student's learning and literacy needs. Parents are key members of the educational team, and parent Q
observations and parent interviews provide valuable information to include in the decision-making process. It

is important for teachers and parents to work together to gather information, increasing the accuracy and

effectiveness of the LMA. Results of the LMA guide instructional planning and programming to insure that

each student gains literacy skills in a medium or media (print and/or Braille) and develops an array of literacy

tools to meet school and daily living needs.

A valuable reference to help with making these decisions is a publication entitled Learning Media Assess-

ment ofStudents with Visual Impairments: A Resource Guide for Teachers, by Alan Koenig and Cay Holbrook

(1995). It provides a process and rationale for conducting learning media assessments, and has a variety of

forms for gathering objective data. This text also reveals the characteristics of students who might be likely

candidates for a print or a Braille reading program (page 43):

Characteristics of a Student Who Might Be a Candidate for a Print Reading Program:

• Uses vision efficiently to complete tasks at near distances (reaches for object on visual cue, explores

toy or object visually, discriminates likenesses and differences in object or toy visually, identifies

object visually, etc.)

• Shows interest in pictures and demonstrates the ability to identify pictures and/or elements within

pictures.

• Identifies name in print and/or understands that print has meaning.

• Uses print to accomplish other prerequisite reading skills.

• Has a stable eye condition.

• Has an intact central visual field.

• Shows steady progress in learning to use her vision as necessary to assure efficient print

reading.

• Is free of additional disabilities that would interfere with progress in a conventional reading

program.
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Characteristics of a Student Who Might be a Candidate for a Braille Reading Program:

z

Shows preference for exploring the environment tactually (explores object or toy tactually, uses

tactual means to travel and explore the environment, etc.).

Efficiently uses the tactual sense to identify small objects.

Identifies her name in Braille and/or understands that Braille has meaning.

Uses Braille to accomplish other prerequisite reading skills.

Has an unstable eye condition or poor prognosis for retaining current level of vision in the near

future.

Has a reduced or nonfunctional central field to the extent that print reading is expected to be ineffi-

cient.

Shows steady progress in developing tactual skills necessary for efficient Braille reading.

Is free of additional disabilities that would interfere with progress in a conventional reading program

in Braille.

a.

Other Factors to Consider in Determining a Student's Literacy Medium/Media:

Debra Sewell, of TSBVI, lists these considerations:

1

.

School requirements:

Can the student "keep up" with peers?

How much time is spent completing homework?

How much energy is spent completing work?

Is the workload being reduced?

Is there enough practice with meaningful text? (extended reading, not just line by line

reading, such as on worksheets)

Are the skills adequate for the future?

2. Are there (diagnosed or undiagnosed) reading problems?

3. Are there neurological issues? (such as reduced fine motor skills, etc).

4. What is the availability and use of optical devices?

5. What is the portability of optical devices?

6. Is the student motivated to learn?

WHAT IS THE CONTINUING ASSESSMENT PHASE OF THE LMA?

In the continuing assessment phase of the LMA, the educational team will consider the appropriateness of

the initial decisions and examine the student's need to develop new literacy skills. The continuing assessment

phase annually collects and examines:

• The results of any new medical information to determine if there has been a change in visual func-

tioning since the last review
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• Reading rates and reading grade levels, to determine whether the student reads with sufficient effi-

ciency to perform academic tasks successfully

• Academic achievement, to determine whether or not the student is making academic progress in the

current medium

• Handwriting skills, to determine whether or not the student is able to read his or her own handwrit-

ing and whether or not the handwriting is legible to others

• The effectiveness of the student's existing array of literacy tools, to determine whether instruction is

needed in additional literacy tools to meet current or future literacy needs

• Diagnostic teaching allows for ongoing assessment of the appropriateness of the initial decision

about literacy. If a student is not making adequate progress, the educational team might consider

adding supplementary literacy tools or changing the primary literacy medium. Additional instruction

may be needed in new methods or the use of new materials. Diagnostic teaching will continue to

evaluate the student's efficiency with literacy tasks.

CONCLUSION

It should be evident that the determination of a student's literacy medium/media is not an "either/or" deci-

sion. Nor is it a final one. Students change, as do their needs for different types of information. More
and more visually impaired students are realizing the benefits of using both print and Braille, and

many supplement their reading with auditory information. Supplementary literacy tools, such as E-

books and materials on CD-ROM, are helpful as students approach tasks requiring increased reading

and writing skills in higher education. All students need access to a variety of literacy tools. This is

no less true for visually impaired students. Future See/Hear articles will not only address the increasing

variety of literacy methods and materials available for VI students, but also the use of dual or multiple media

and the importance of ongoing, continued assessment.

z
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Creating and Using Tactile Experience Books

for Young Children With Visual Impairments

By Sandra Lewis, Associate Professor and Coordinator, Program in Visual Impairment,

College of Education. Florida State University, and

Joan Tolla. Orientation and Mobility Specialist, Tift and Irwin County Schools, Georgia.

Reprinted from Teaching Exceptional Children, vol. 35, No. 3, pp. 22-28. Jan/Feb 2003.

with permission from the Council for Exceptional Children, <www.cec.sped.org>.

SEE/HEAR Editor's notes: The boxes referenced in the text are located at the conclusion of the article.

Some graphic elements of the original article were not reproduced.

Dr. Sandra Lewis will discuss this topic in more detail at Texas Focus 2003, June 12-13 in San Antonio.

Information on Texas Focus can befound in the "Classified" section o/SEE/HEAi?. Address correspondence

to Sandra Le}\is, Associate Professor, Department of Special Education and Rehabilitation Counseling Ser-

vices, Florida State University, 205 Stone Building, Tallahassee, FL 32306-4459 (e-mail: lewis@coe.fsu.edu).

•^J What do very young children learn about reading? According to many studies on developmental learning

(see Box 1 . "What Does the Literature Say?"), young children develop an appreciation that "reading" activities

in which they engage are related to the words they speak and hear, and are further connected to the written

symbols of our language. They observe others reading and writing within functional contexts and meaningful

activities. Further, they develop important basic concepts about reading materials (see Box 2. "Book Con-

cepts").

But what about children whose vision is limited, or children who are blind? How do they participate in early

reading activities? This article explores ways that educators, parents, and caregivers can ensure that all young

children have a chance to learn to read.

LITERACY NEEDS OF CHILDREN WITH VISUAL IMPAIRMENTS

Obtaining access to the written symbols of language and observing adults and peers modeling reading and

writing are not easily achieved for children with significant visual impairments. Visual impairment can di-

rectly interfere with the observation of symbols and events that are key to the development of early literacy

skills. Many educators and researchers have discussed ways to purposefully introduce these young children to

Braille and print and to inform them of reading and writing activities of others (Harley et al.. 1997; Swenson.

1999: Wormsley. 1997).

An even more significant issue related to emergent literacy for young children with visual impairments is

the development of meaningful concepts through essential life experiences (Finello. Hanson. & Kekelis.

1992). Because children with visual impairments are restricted in their frequent, spontaneous, incidental ac-

cess to the things and events in their world, their information about these items is limited, inconsistent, or

fragmented (Ferrell. 1997).

In addition, a key learning characteristic of children with visual impairments is learning from part to whole.

Because their perception is limited to what can be felt by the hand or seen within a limited visual field, children

with visual impairments often have difficulty understanding the "gestalt" of an experience (Ferrell. 2000). A
sighted child can frequently observe from a distance all of the objects that are stored in the desk drawer, are
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pulled out of the cabinet to wash the car, or are associated with a bath; but the child with visual impairment

may not have had the same experiences or understanding. As a result, many children with visual impairments

do not bring to the emergent literacy process the same kind and quality of information that young children with

good vision do. Children with visual impairments may not understand what others read to them and what they

are expected to read themselves (Koenig & Farrenkopf, 1997).

ILLUSTRATIONS IN BOOKS FOR YOUNG READERS

Children with typical vision have an added advantage in the process of learning to read over young children

who are blind or who have significant visual impairment. Sighted children can learn about things even if they

have had no direct contact with them—animals, events, people, and objects—except through the illustrations

in their books. The thousands of books published for emergent readers almost always include illustrations or

pictures. These illustrations not only introduce children to information with which they may be unfamiliar, but

these pictures facilitate understanding of the text. "Illustrations play a major role in enriching the story line,

adding humor and intrigue, giving instant clues to what the story is about and enabling the reader to reconstruct

the story line (often without reference to the text)" (Lamb, 1995, p. 7).

Illustrations also provide the bridge between listening and early reading behaviors (see Box 3, "Early Read-

ing Behaviors"). Children only gradually become aware of the text. At first, they use the illustrations as

prompts to recall the meaning and words of the story.

TACTILE ILLUSTRATIONS

For young children who are blind or who have severe visual impairments, the visual aspects of books

written for emergent readers present a significant problem. The obvious solution to this accessibility issue is

the use of raised line drawings in con-

junction with Braille text. Interpreta-

tion of raised line drawings, however, is

a far more difficult task than is recogni-

tion and identification of pictures.

Raised line drawings attempt to present

the 3-dimensional world in two dimen-

sions. Although we can visually see the

relationship, a circle is really very un-

like the way a ball feels; the outline of a

birthday cake bears no resemblance to

its tactile reality. Similarly, the outline

of the "Cat in the Hat" holding a fish

cannot be easily related to the outline of

the Cat sitting in a chair. The details and

constancy that make even abstract il-

lustrations so identifiable visually

cannot be reproduced in a tactile form.

z

A teacher helps as student "reads her tactile experience book

Another solution that frequently has been recommended is to create "story boxes" (Newbold. 2000). or

"book bags" (Miller, 1985; Stratton & Wright, 1991 ; Wormsley, 1997). These items are similar in that objects

related to either a published or unpublished story are used as illustrative props to bring meaning to the story.

Miller, the mother of a child who is blind, first described her creative use of book bags, in which she stored

objects mentioned in commercially published books. Miller and her children dramatized events in the stories
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they read using these objects. Others have recommended keeping the objects in a bag or a box, to stimulate

recognition and discussion as they are handled and explored by the young child with visual impairment as the

adult reads (Stratton & Wright, 1 99 1 ; Wormsley, 1997).

Newbold's (2000) story boxes were designed to address the problems young children with visual impair-

ments often have in relating their experiences to the act of reading. She recommended that simple stories about

a child's experiences be written on note cards and included in a box with mementos from the event. The adult

and child examine the objects together as the adult reads the story, which incorporates people and events that

are familiar to the child.

Neither book bags nor story boxes address the need, for children who are blind, to be exposed to books on

which the text and the objects or activities described by that text are presented on the same page. "Tactile

experience books
,,

can meet this need. In tactile experience books, artifacts from an event experienced by the

child are actually incorporated onto the pages of a simple, sturdy book. Each page also includes Braille and

print text. Adults using these books with young children can encourage the association of words that are read

with Braille and the use of appropriate hand movements during story reading. Children can use these books

independently; they can turn to a page, tactually explore the artifact attached to the page, and pretend to read

the story aloud. Children with more experiences with these types of books can begin to recognize specific

words based on their length, position in the text, or the letters with which they start or end.

MAKING TACTILE EXPERIENCE BOOKS

Selecting topics for tactile experience books is as easy as examining the objects that are part of the environ-

ments in which students with visual impairments spend time. Events can be planned specifically to collect

artifacts for a book, or artifacts can be collected as part of a naturally occurring event, such as a trip to a

baseball game or an investigation of the school grounds. Ideally, the child participates in these collection

activities, collecting and putting aside the objects to be used later in the book.

Regardless of the child's involvement in his or her collection, artifacts must be items with which the child

has come in contact tactually. Using car keys to represent going for a ride will not be appropriate unless the

child has in some way used the keys, perhaps to unlock the car door. Using objects that the adult associates

with an event, but which are unTamiliar to the child, is a common mistake of inexperienced bookmakers. In

addition, artifacts used in the book must be real—not miniature representations of an object. Miniatures do not

provide the same detail for the tactual learner that they provide to the visual learner. Thinking again of repre-

senting a ride in a car, a toy car would not be an appropriate artifact, unless perhaps, the child played with the

toy car during the ride. In general, a toy car is very different from the car experience of a child who is blind or

who has low vision. A better representative object might be a swatch of fabric from the child's car seat or the

seat belt buckle that the child has helped to fasten.

Preferred books are those that are easily handled by the child. Heavy cardboard should be used for the cover

and pages, which should be securely fastened. We have found that metal rings are more durable than ribbon or

string used to bind the pages. It is best for only one object (or category of object) to be placed on the page.

Because an object that has been glued to the page creates a different experience than the same object held in the

hand, we recommend that artifacts be affixed to the pages using loop fasteners (Velcro©) whenever possible,

so that the child can experience them in three dimensions. Another way to assure that objects can be fully

accessed by the child is to store them in Zip-lock bags that have been glued or stapled to the page. Large

objects, which can add bulk to the book and make it unmanageable by small hands, can be attached by a string

to a particular page and stored outside of the pages, to be pulled nearer by the child when that page is read.

20



Another method of incorporating a large object, such as the big bow from a birthday present, is to place the

item on the cover. The child can use this artifact to identify the book and distinguish it from others in his or her

collection. Covers don't need to be fancy. Although it is visually meaningful to have a book about Jim's trip on

the city bus cut out in the shape of a bus, this shape doesn't provide the same stimulus for the student with

visual impairment. Keeping the transfer pass that the driver handed to the child as he or she boarded the bus

and gluing it to the cover would be a more meaningful reminder of the trip.

Sighted children can easily identify the location of the text on the page, so its placement is not critical. The

young reader who is blind is helped if the text can be found at a predictable location on the page. The Braille

text should be created on heavy Braille paper in one continuous line. Words should not be cut apart and placed

on the page as single units or phrases. The page of text should not be pasted to the page, since the adhesive can

reduce the sharpness of the Braille dots. We recommend stapling the text to the page, using Brailleables®, or

gluing only the edges and corners of the page on which the text is Brailled. Note: For many young children

with visual impairments, the decision regarding use of Braille or print for instruction has not been made.

Therefore, it makes sense to include high-quality print versions of the text as well. The print can be created

with a word processor on the page before the Braille is affixed. Even for children who are blind, print included

on the page will help parents, peers, and others share in reading the story.

Determination of whether the Braille text should be created in alphabetic Braille (where the Braille matches

the print exactly) or in Grade II Braille (the format of Braille used in commercially published materials, includ-

ing schoolbooks) is based on many factors. The parents, early interventionist, and teacher of students with

visual impairments, if one has been assigned, should make this decision jointly.

Books published for young children with vision feature text that is simple and often repetitive. This repeti-

tion helps the emerging reader to memorize the text, so that attention can be placed on correspondence be-

tween the text and spoken words. This same practice can be used in tactile experience books published for

children with visual impairments. Though it is tempting to write long descriptive passages, young children

benefit when there are few words on the page. They also benefit when phrases are repeated, such as "In my
bathroom, there is a ," or "When we fixed the doorknob, we used ."

c

MARY'S TACTILE EXPERIENCE BOOK

Mary, who is totally deaf and blind, is in kindergarten in her local school district. A team of educators,

including the second author, Joan, who is an orientation and mobility (O&M) specialist, provide support ser-

vices to Mary. O&M specialists generally work on development of skills associated with travel, including use

of the cane, body image, spatial concepts, sensory perception, and environmental-recognition skills. Joan

decided that an "experience book" would be an ideal vehicle for reinforcing concepts of travel with Mary and

approached the speech-language pathologist serving this student about working together on the project.

The two adults met with Mary and her interpreter in the school's courtyard garden and explored the area,

which included flowers, trees, a gazebo, and even rabbits. Since Mary was unfamiliar with any garden, ques-

tions such as "What do you think might be in a garden?" were not helpful. Therefore, the adults asked Mary to

move around the garden and look for items to the left or right, on the ground, or up high. As they explored, they

discovered various natural items that were appropriate for an experience book; Mary picked these up and

placed them in a large bag.

Joan then prepared the simple lines of the story in Braille and print. During their next meeting, Mary

assisted Joan in the assembly of the book. The process went slowly as Mary explored each garden item, used

sign language to identify it, and helped position it on the page. Mary affixed the items with tape; later. Joan
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prepared more permanent mountings. Joan arranged short Braille sentences at the bottom of each page. The

last page was left for Mary and Joan to work on together (see Box 4, "My Garden Walk" by Mary). Mary not

only chose the words for this page, but also assisted in writing the sentences on the Braillewriter.

At first, the book was kept in a resource room and left on a bookshelf so that Mary could easily retrieve it

independently. Mary loved her book and read and explored the pages often, fingering the artifacts. Later, the

general education classroom teacher asked to keep the book in her classroom, so that Mary could read it during

the class's independent reading time. Not surprisingly, the other kindergarten students also found the tactile

experience book to be interesting; and they enjoyed sharing reading time with Mary and her book. The class-

room teacher soon requested more books. Peers and adults have been encouraged to read the books aloud only

when Mary is moving one hand across the Braille while her interpreter signs the words into her other hand.

OTHER TACTILE EXPERIENCE BOOKS

Peers have also been involved in the tactile experience books enjoyed by other students on Joan's caseload.

One of the favorites is a book titled, "Things for My Hair" (see Box 5). This book consists of 10 pages with

large items attached with Velcro for easy removal and replacement and small items placed in Zip-lock bags.

Even though the young students with visual impairments did not participate in making this book, they have

enjoyed putting bobby pins, bows, clips, and scrunchies in their own hair, as well as into the hair of their peers

and teachers.

2
Another creative teacher, Alysa Crooke of Pensacola, Florida, also used a hair theme to describe a field trip

taken by one of her students to a local beauty parlor (see Box 6, "Chloe's Makeover"). The following are two

Ph other books we have seen:

• My Bathroom—Repeated at the bottom of each page of this book is the text, "In my bathroom there

is...." The artifacts included were soap, toothbrush, dental floss, trial size toothpaste, Q-tips, comb,

ponytail holder, and a small piece of washcloth.

• Things in Mommy's Purse—This book was stored in a large straw purse. It consisted of 7 pages, and

all items were removable for easy exploration and manipulation. Objects included compact case,

comb, small spiral notepad, credit card, pen, lipstick, and Velcro-closed wallet in which coins and a

dollar bill had been placed. The text on each page read, "I looked in Mommy's purse and found. ..."

BENEFITS

Tactile experience books offer a host of benefits to students with visual impairments. Because they describe

personal experiences, children request that they be read, memorize their content with ease, and are eager to

pretend to read them aloud to listening adults. Early book skills are mastered, grapheme-phoneme connections

are initiated, and the pleasure of reading with adults and peers is reinforced.

Tactile experience books also can be used to present children with visual impairments opportunities to

practice other important skills, including those in the motor domain. One 2-year-old who is totally blind

learned the difficult skill of opening a paper bag and placing an item in it on a windy day. Almost all of the

young students with whom we have used tactile experience books have learned how to open and close Zip-

lock bags, skills to which they previously had not been introduced. For many others, further fine motor prac-

tice has been provided in removing items from strong Velcro, from fastening barrettes in the hair of their

friends, and from turning open the cap on a tube of toothpaste. Although seemingly very rudimentary, these are

exactly the kinds of skills that adults assume young children with visual impairments are learning, and are

surprised that they do not have when they enter school.
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Similarly, tactile experience books can be used to reinforce spatial, temporal, and number concepts. They

can facilitate meaningful expansion of language, social skills, and tactual perception.

As we described the creation and use of tactile experience books to parents of children with significant

visual impairments, we found that many parents are surprised to think that their children might be unfamiliar

with common items found in their home, how these items are used, and how they compare with one another.

We have used these discussions as opportunities to help parents better understand the impact of visual impair-

ment on development and learning, and consequently, to appreciate the critical importance of actively involv-

ing children in the simple events that occur around them.

CAUTIONS

Although tactile experience books seem simple to make, their creation requires both time and careful plan-

ning, especially if the child is involved in the collection of the artifacts and the making of the book. Breaking

the task into several components is recommended to maintain the interest of the young child.

The parents and general education teachers who have worked with us have not been enthusiastic about

including artifacts that can cause a mess, such as shampoo, toothpaste, or lipstick. Although we tend to favor

these kinds of artifacts because students with visual impairments have such few opportunities to experience

them in other contexts, we recognize the potential problem. In the purse story described previously, it was

decided to substitute clear lip-gloss for the lipstick after a teacher complained of the messy students. Putting

only small portions of liquid in containers is one solution to the problem, so that any spill that is created is small

enough to easily clean (by the student, we would hope).

Finally, the objects included in books for very young readers must not present a choking hazard should they

be put in the child's mouth. For infants and very young children, adult supervision when independently reading

some tactile experience books may be necessary.

z

FINAL THOUGHTS

Tactile experience books can support the emergent literacy development of young children with visual

impairments in a variety of ways. When tactile experience books are made available to early readers, these

students practice

• Turning pages.

• Orienting books.

• Exploring objects.

• Using the hand movements associated with Braille.

• Experiencing independent pleasure reading.

At the same time, these children have the opportunity to see the connection between words that describe the

activities in which they engage and the stories that they read—a key prerequisite for reading. They also gain

experiences with writing and the symbols of the written language that they will be using in school.

We have also seen how tactile experience books support the social inclusion of preschool children with

visual impairments in their general education classrooms. Children with visual impairments have meaningful

stories from which to choose during reading time, and can share these stories with others, both as a competent

"reader" and as a listener.
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Lamb (1995) observed that students with visual impairment do not experience the same immersion in

literature that children with vision do. Swenson (1999) agreed, noting that "because of the scarcity of Braille

materials, children who are blind or have very low vision...do not automatically participate in... [early] lit-

eracy learning. Instead, their 'Braille immersion' must be deliberately orchestrated by teachers and parents"

(p. 11). The addition of tactile experience books to the bookshelves of young children with visual impairments

is an important "instrument" of that orchestration.

Boxl
What Does the Literature Say About Learning to Read?

Developmental Reading Process. Learning to read is a developmental process that begins at birth

(Lamb, 1995; Rex, Koenig, Wormsley, & Baker, 1994; Snow, Burns, & Griffin, 1998), one that can

be positively influenced by the involvement of parents and other caretakers.

Recommendations for facilitating the early literacy experiences of young children include the

following:

• Providing a print-rich environment (Clay, 1991; Handel, 1999; Purcell-Gates, 2000; Sawyer

& Comer, 1996).

• Modeling reading behavior (Handel, 1999; Purcell-Gates, 2000; Sawyer & Comer, 1996).

• Reading aloud to even the youngest infants and toddlers (Anderson, Hiebert, Scott, &
Wilkinson, 1985; Purcell-Gates, 2000; Sawyer & Comer, 1996).

In fact, being read to may be the most important factor in preparing a child to become a good

reader (Anderson et al., 1985).

Emergent Literacy. The phase of reading development during which infants and toddlers begin to

become familiar with written language and the process of learning to read and write is known as

emergent literacy (Harley, Truan, & Sanford, 1997; Wormsley, 1997).

Box 2

Book Concepts

1

.

Books are generally made of paper, but may also be made of other materials such as cloth or plastic.

2. Books contain pages to be turned one at a time; pages are numbered.

3. Books may have pictures and words written on the pages.

4. Pictures resemble familiar objects.

5. Pictures and books have a top and bottom, front and back.

6. Books give information and pleasure.

7. Language is constant on each page.

8. Language can be remembered and related to specific pages or pictures.

9. Information presented in books stimulates the child's own related ideas.

10. Printed symbols tell the reader what to say.

1 1

.

Printed symbols are read from left to right and from top to bottom.

Source: Adapted from Communication skills for visually impaired learners (2nd ed.), by R. K.

Harley, M. B. Truan, & L. D. Sanford, Springfield, IL: Charles C Thomas, 1997.

24

II



Box 3

Early Reading Behaviors

Child enjoys listening to story.

Child talks about the pictures.

Child completes familiar lines in story

based on memory.

Child uses physical and visual cues

surrounding print to make up story.

• Child pretends to "read" storybooks;

may run finger along printed text.

• Child associates some letters with

their representative sounds.

• Child recognizes key words in famil-

iar stories

Box 4

"My Garden Walk" by Mary

Title cover: "My Garden Walk" by Mary: Glued to the center of the cover

page were several pebblesfrom the path on which Mary had walked.

Page 1 : Brailled sentence at the bottom of the page read. "I went for a walk

in the school garden. I found 1 piece of tree bark." Glued to the center of the

page was a large piece of tree bark.

Page 2: Brailled sentence "On the ground were 3 stones. Count them with

me." 3 stones, one small, medium, and large, were glued onto this page.

Page 3: Braille sentence, "I have 4 limbs from a tree." Arranged in

increasing size were 4 limbsfrom various trees.

Page 4: Brailled sentence, "I picked 3 leaves, one large, one medium, and

one small." In descending size, three different leaves were glued onto the

center of the page.

Page 5: Brailled sentence, "I petted one bunny rabbit." In a plastic Zip-lock

bag glued to the center of the page was bunny furfound on the ground near

the bunny 's cage.

Page 6: Brailled sentence, "I picked a flower." Oneflowerfrom a bush was

attached to the center of the page.

Page 7: Brailled sentence, "I had fun walking with Ms. Joan." Stapled to

this page was the elastic from the handle ofa discarded cane like the one

used by Mary.

z

25



z

2

Box 5

Things for My Hair

Title Cover: "Things for My Hair" A hairbrush was attached to cover with Velcro.

Page 1: "Shampoo to clean my hair. Conditioner to make it soft." Small travel-size containers

filled with a little shampoo/conditioner attached at the center of the page with Velcro.

Page 2: "A brush and combs for my hair." Two combs and one small brush were attached to the

page with Velcro. A large brush was attached to a string and hung outside of the book.

Page 3: "Hair rollers to help curl my hair." Various sizes and makes of rollers were placed into

a small plastic bag. The bag was fastened at the top of the page with Velcro.

Page 4: "Large and small barrettes hold my hair in place." Various sizes and types ofbarrettes

were placed in a bag, and the bag was fastened at the top of the page with Velcro.

Page 5: "Bobby pins hold my hair in place." Large, small, and medium-size bobby pins were

placed in a bag that was attached to the page.

Page 6: "Ponytail holders keep my hair in a ponytail." Same as pages 4 and 5.

Page 7: "Clincher combs keep my hair back." Same as pages 4 and 5.

Page 8: "Headbands keep my hair out of my face." Same as pages 4 and 5.

Box 6

Chloe's Makeover

Ms. Margaret called Chloe and said, "Please come over, I have time today to give you a

makeover."

Chloe was excited. She started to squirm. She had to wait on a lady getting a perm.

"Let's use a comb to comb your hair nice. Let's use a pick. We'll comb your hair twice."

Ms. Margaret said, "I know. Let's give your hair curls. This hairstyle looks wonderful on

little girls."

"Which barrettes would you like to wear? You have good taste. They look great in your hair."

Next, Chloe got her nails painted and filed. Ms. Margaret said, "Beautiful." Chloe just smiled.

Chloe was good, so she got a treat . . .A butter rum sucker, she was happy to eat.

Ms. Margaret said, "You're done. It's time to pay."

"Thank you, Ms. Margaret. I had such fun today."
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A Word About Prematurity

By Virginia Bishop, Ph. D., Consultant, Austin , TX

Editor's Note: Prematurity is a leading cause ofvision loss, hearing loss, and deafblindness. Thefollowing

is a section of an article, "Infants and Toddlers with Visual Impairments" by Virginia E. Bishop, Ph.D. The

entire article can befound on the TSBVI website at <http://www.tsbvi.edu/Education/infant/index.htm>. Ad-

ditional information about prematurity can be found on the DB-LINK website at <http://www.tr.wou.edu/

dblink/etiologies.htm#c3>.

Babies who are born "too soon" or "too small" are at risk for many complications. Those who are born "too

soon" are called premature; they are born before the 36th week of gestation (i.e., at least a month early). An
infant (who may be full-term - 40 weeks or more) who weighs less than 5 1/2 pounds is "too small," or

dysmature. The implications for disabilities are somewhat different for these two groups.

In a premature infant, body systems or physical characteristics may not be fully developed, and the more

premature the less developed. There is less muscle tone (the infant is more likely to lie in an extended position

than in a flexed position), the respiratory system (ability to breathe) is not fully developed, the brain may not be

ready to control breathing yet, and an immature nervous system may inhibit the feeding process (sucking). The

baby may also experience jaundice (a yellowing of tissue because the liver is not yet able to regulate the

secretion of bilirubin), hypoglycemia (not enough glucose in the blood), and hypothermia (an inability to

maintain body temperature because there is not enough insulating fatty tissue). Advanced medical procedures

are able to manage these factors in many premature infants, but careful monitoring (usually in a neonatal

intensive care unit, or NICU) is necessary until the child's body systems mature enough to function indepen-

dently.
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In a dysmature infant, the chances of respiratory distress are less, but the baby may still experience hypo-

thermia, hypocalcemia (not enough calcium in their blood), and hypoglycemia. The incidence of developmen-

tal disabilities is higher in low birth-weight babies. Dysmaturity is more likely in babies whose mothers had

poor nutrition during pregnancy, or were chronically ill, and adolescent mothers are at particularly high risk for

low birth-weight babies.

Current neonatal intensive care units try to duplicate womb conditions for premature and/or low birth-

weight infants. The lighting may be reduced with blankets over the incubator or crib, or gauze over the infant's

eyes. Noise is controlled (kept under 50 db). Infants may be ' swaddled" (wrapped, to maintain skin contact).

Indirect and continuous contact with the child's natural mother may be maintained by placing a bandanna worn

by the mother (and saturated with her unique odor) lightly over the infant's face or eyes. The baby's own states

may be monitored so that treatment occurs at the most receptive times (usually the "alert" stage). (The "states"

are: deep sleep, REM sleep, drowsiness, alertness, fussiness, crying.) Self-regulation on the part of the baby is

the desired goal. ("Neurobehavioral stability" is the term used to describe this self-regulation.)

Caregivers are taught to watch for signs of distress or agitation in the infant (changes in skin color or

breathing patterns; "visceral" signs such as drooling, limpness, hyperextension, arching, stiffening, flailing of

arms or legs, startle reflex) Caregivers are also taught how to alleviate the stress or agitation, by speaking

quietly, moving slowly, supporting the infant's shoulders, giving the infant's feet something to push against,

and swaddling.

Among infants who have experienced respiratory distress and required ventilation, a number will develop

an eye condition with the potential for severe visual impairment. Retinopathy of prematurity (formerly called
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retrolental fibroplasia) occurs primarily in premature infants born at 23-28 weeks gestation, or in those weigh-

ing less than 1000 grams (about 2 pounds 3 ounces), although it has also occurred in some full -term infants.

The condition is related to retinal blood vessels, which are not fully developed in premature infants. Although

oxygen was long believed to be the culprit in causing the disease, it is not a sole factor; the exact cause (and

best treatment) of ROP has yet to be discovered (even after over 50 years of study). Current guidelines for

perinatal care recommend that all infants born at less than 30 weeks of gestation, or who weigh less than 1300

grams at birth, should be checked for ROP before leaving the hospital, regardless of whether they were

exposed to oxygen.

ROP has a wide range of impact. In as many as 90% of infants who develop the disease, it resolves itself

with no treatment. In the infant whose ROP does not spontaneously resolve, cryotherapy may help prevent its

progression, but hundreds of children still end up severely visually impaired (many of them blind). Whenever

low birth-weight or prematurity are mentioned in medical records, the possibility of ROP should be investi-

gated, to be sure it was either ruled out or identified. IfROP is listed as a visual diagnosis, a careful analysis of

the eye report should reveal the extent of the disease (i.e., which stage). Since functional vision can range from

useful to useless, a diagnosis of ROP should always be cause for referral to the VI teacher.

Syndromes Associated with Progressive or Degenerative

Vision or Hearing Loss

By Kate Moss, Education Specialist, Texas Deafblind Outreach

We should never assume that any child's vision or hearing is stable since there are many reasons additional

vision or hearing loss may occur. There may be the onset of additional eye conditions through injury or

disease. Just because someone has cortical visual impairment, doesn't mean that they are immune to vision

loss related to juvenile diabetes or Usher Syndrome. A person with a conductive hearing loss may acquire

additional sensorineural hearing loss as a result of exposure to ototoxic drugs or an injury to the head. Some
conditions such as Congenital Rubella Syndrome have high risk for late onset of cataracts and glaucoma. This

is why regular and periodic screening of vision and hearing are mandated throughout the child's time in public

school. However, when a child has been diagnosed with certain syndromes or conditions, we know that there

is a greater possibility (or in some cases a certainty) that there will be additional loss of vision and hearing at

some point.

There are a number of syndromes associated with deafblindness that have either progressive or degenera-

tive problems with hearing and/or vision. It is important for both parents and professionals to be aware of the

possible changes in vision and hearing for children with these syndromes so we can make sure we are always

making appropriate accommodations and modifications necessary for the child in the educational setting.
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Below is a list of some syndromes that have either a progressive or degenerative vision or hearing loss.

• Alstrom (Hallgren) Syndrome - Vision: Progressive (Retinitis Pigmentosa).

• Bardet-Biedl Syndrome (Lawrence-Moon-Bardet-Biedl) - Vision: Progressive (Retinitis

Pigmentosa).

• Batten - Hearing: Degenerative; Vision: Degenerative.

• Cockayne Syndrome - Vision: Retinal degeneration.
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• Hunter Syndrome (MPS II) - Vision: Retinal degeneration in some types.

• Kearns-Sayre Syndrome - Vision: Progressive paralysis of certain eye muscles (chronic progressive

external ophthalmoplegia [CPEO]); abnormal accumulation of colored (pigmented) material on the

nerve-rich membrane lining the eyes (atypical retinitis pigmentosa), leading to chronic inflammation,

progressive degeneration, and wearing away of certain eye structures (pigmentary degeneration of the

retina).

Kneist Dysplasia - Vision: Vitreoretinal degeneration and retinal detachment.

Leber's Congential Amaurosis - Vision: Progressive.

Leigh's Disease - Hearing: Degenerative; Vision: Degenerative.

Neurofibromatosis 2 - Hearing: Progressive; Vision: Progressive.

Marshall Syndrome - Hearing: Occasionally progressive, high frequency loss; Vision: Occasionally

can progress to detached retina.

Norrie Syndrome - Hearing: Progressive; Vision: Progressive.

Refsum's Syndrome - Hearing: Progressive; Vision: Progressive.

Stickler Syndrome - Hearing: Progressive high frequency loss; Vision: Can progress to a detached

retina.

Usher I & II - Vision: Progressive (Retinitis Pigmentosa).

Usher III - Hearing: Progressive; Vision: Progressive (Retinitis Pigmentosa).

Cytomegalovirus - Hearing: Progressive; Vision: Progressive.

If your child has been diagnosed with any of these syndromes or conditions, talk to your doctor about the

possibility of a progression or degeneration of vision or hearing. Make sure you understand what changes may
occur and how often vision or hearing needs to be checked to make sure changes have not occurred.

As parents, if you notice new problems with the way your child is using his vision or hearing, you may want

to request new assessments through your ARD committee. When your child or student has been identified

with one of these conditions, the need for both medical and educational assessment or reassessment should be

considered annually. This may mean that a child needs to go to the ophthalmologist or otologist more fre-

quently. There may be a need to update the Functional Vision Evaluation and Learning Media Assessment or

the Communication Assessment each year.

Vision and hearing are critical to accessing information in an educational setting. We must make every

effort to make sure we know about any changes in the status of the child's vision and hearing so we can provide

the support he or she will need to succeed in school.

RESOURCES AND REFERENCES

Boystown Research Hospital Website <http://www.boystownhospital.org>

Family Village website <http://www.familyvillage.wisc.edu>

Foundation Fighting Blindness website <http://www.jwen.com/rp/wffb/ffbl.html>

The Kniest Syndrome Info Center <http://www.angelfire.com/va/btfarrell/articals.html>
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Lawrence-Moon-Bardet-Biedl Syndrome Home Page <http://www.isgrd.umds.ac.uk/laurence/>

OMIM™Online Mendelian Inheritance in Man <http://www3.ncbi.nlm.nih.gov/Omim/>

Pediatric Database website <http://www.icondata.com/health/pedbase/index.htm/>

Texas School for the Blind & Visually Impaired website

<http://www.tsbvi.edu/Outreach/seehear/spring01/lebers.htm>

Learning from History

Part One
by Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

I was recently interviewed by a woman who is writing her doctoral dissertation on the history of schools for

the blind. The experience brought back many memories, and reminded me that these schools do, indeed, have a

rich and illustrious history. I'm going to select some of what I consider turning points in the history of schools for

the blind and share some thoughts with you. In the next See/Hear I'll provide an illustration of the current status of

the Texas School for the Blind and Visually Impaired. There is a history, a present, and a future for all persons

and organizations. Knowing about history helps us understand the present and guides us into the future.

1832

The first students are accepted at the Perkins School for the Blind in Boston and the New York Institution for

the Blind. While there continues to be some discussion as to what school was the first in the U.S., it appears that

these two schools accepted students at the same time. At Perkins, Samuel Gridley Howe is the first Director. He is

very clear in his philosophy that he believes that all children should be educated in their home communities, in local

schools, while living with their families. However, Dr. Howe recognizes the necessity of schools for the blind for

geographic reasons, not for philosophic reasons. He knows that blind students require the special skills of highly

trained teachers, and he realizes that this will not happen often in local communities due to the low prevalence of

blindness.

1900

A class for blind children is begun in an elementary school in Chicago. This early success in "integration"

is widely publicized, and in subsequent years other urban cities begin their own educational programs for blind

students. This small intrusion into the monopoly held by schools for the blind doesn't seem to bother them, for

residential schools continue to have more applicants than they can admit.

1903

I insert this particular year because soon the New Mexico School for the Visually Handicapped will be

celebrating its 100th anniversary. Almost concurrently, the Maryland School for the Blind is having its 150*

birthday. I have invitations to events honoring both of these occasions on my desk right now, and they remind

me of the long and honorable history of our schools for the blind.

1930s

Through the first 30 to 40 years of the 20" 1 century, there is not much change regarding education of blind

children in the U.S. By about 1915, around 1 5 cities have day classes for blind students. These hardly cause

a ripple within schools for the blind. In the 1 930s, several schools for the blind begin placing their senior high school
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students in local high schools. Two reasons are given for this move. First, the local high schools have the population

and the resources to offer a much richer curriculum, with multiple choices for courses. Schools for the blind, with

their small enrollment, cannot even come close to providing the curriculum choices of local comprehensive high

schools. The second reason is that some of the leadership at schools for the blind begin to realize that, by senior high

school, some of their students have mastered the use of curricular adaptations, methods, and materials so that the

playing field has been leveled in most areas of academic courses. Blind students sit in classes with sighted

peers and study the same curriculum, with little disadvantage. It should be emphasized that this expansion of

mainstreaming is initiated by schools for the blind.

1950s - 1960s

This period, without a doubt, contains the most profound changes in education of blind children in our

history. Until this time, schools for the blind carefully selected their students, and seldom admitted children with

multiple disabilities or complex learning needs. They were the "only game in town", and had complete control of

how they functioned and whom they served. Then, suddenly, retrolental fibroplasia (RLF) changes everything. The

dramatic result of this cause of blindness is to change forever the educational systems in this country. If any of you

would like a more detailed accounting of this period, I would be pleased to write it for another publication, but suffice

it to say that neither local schools nor schools for the blind will ever be the same again.

Local school programs become the primary education placement for blind students who do not have addi-

tional disabilities. Schools for the blind begin to experience a reduction in enrollment as the population they

are accustomed to serving are now attending their local schools. As their students decrease in number, it

becomes apparent to many schools for the blind that they will have to change their admission policies and

serve students with additional disabilities—such a change is a matter of survival, not necessarily choice.

Of course, the teaching staff at schools for the blind have to either adjust or leave, and in most cases, about

half choose each alternative. Income cases (Western Pennsylvania School for the Blind, for example), a

decision is made to convert the school for the blind into a school that serves exclusively students with visual

impairment and additional disabilities. Other schools for the blind diversify their enrollment, and begin serv-

ing students with other disabilities (New York Institute for Special Education). And other schools become

primarily service centers (North Dakota School for the Blind). All of these are remarkable and appropriate

transitions, and these schools continue to thrive in their changed roles.

Most schools for the blind accept children with multiple disabilities and continue to serve children who are

visually impaired only. These schools have, over the years, struggled to provide outstanding services to two

very diverse populations on one campus.
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These profound changes happen quickly, and often neither service delivery system is quite prepared when

the change occurs. And the transition does not always find all parties in agreement. Sometimes local schools only

grudgingly open their doors to visually impaired students, and passively resist efforts to make the change healthy and

successful. But even more often, residential schools resent the change and seriously question the ability of local

schools to meet the needs of blind children. Unfortunately, these differences tend to make the transition a smooth,

positive experience for children and parents. I can only imagine how the 1950s and 1960s might have been if schools

for the blind had led the way in mainstreaming and given the movement both solid support and its expertise.

Instead, local school programs develop without much help from most schools for the blind.

By the end of this period, local school programs are experiencing good success in their efforts to replicate

the education of sighted children for their blind students. And, sometimes much to their amazement, schools
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for the blind become excellent at providing an appropriate, useful education for children with multiple disabili-

ties.

1980s

I often refer to this decade as a time when schools for the blind begin to assertively take charge of their own

destiny. Instead of viewing their role exclusively as supplementing the programs offered in local schools, and

serving only those children whom local schools didn't want to serve, our residential schools begin carving out

a new image for themselves. This new image says that sometimes academic students need time at schools for

the blind, that a "revolving door" process, resulting in students moving back and forth between local schools

and schools for the blind, can indeed work, that in some areas of academic instruction, mathematics and

science, for example, schools for the blind can actually provide a better instructional program than local schools,

that self-esteem and self-confidence can often grow and thrive in a residential school, that it is healthy for blind

children to know and play with other blind children, that time spent in a school for the blind need not result in

loosening family ties, that time spent in a residential school does not make it more difficult for a young adult to

assimilate into her home community.

In other words, we begin to learn that there is no hierarchy of desirability between the two educational

systems—that both have strong qualities from which students can benefit. Placement should not be based on

philosophic principles, but on the individual needs of children. Staff at the school for the blind and in the local

schools, together with parents, can really sit down together and discuss the individual needs of a child without

having a bias for one system or the other before the meeting even begins.

My friends, we live in the most wonderful era in our profession's history. We have learned how to respect

and honor the assets and liabilities of various placement options, and we can make decisions that truly repre-

sent the best interests of each individual child.

Part Two will discuss the school for the blind in the 21 st century.

No Crystal Ball Available Into Legislative Session Results

Terrell I. Murphy, Executive Director

Writing deadlines aren't usually problematic for me. It's common for state agencies to write information

well in advance of publication dates; so keeping in touch with See/Hear readers each quarter with timely news

is normally uncomplicated. Every two years, however, I know that what I write today about the outlook for

Texas Commission for the Blind services may be accurate today and nowhere in the ballpark one day later,

much less three months from now when this issue of See/Hear will be published. That's the nature of state

government when the Texas Legislature convenes. This session is proving to be the most complicated of my
30 years with the state.

Last issue I shared with you information about the Commission's legislative appropriations request and

plans for the 2004-2005 biennium. I wrote the article shortly before every state agency's original LAR became
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extinct after revenue forecasts came out in January. Because of the limited availability of general revenue

funds for the upcoming biennium. agencies were subsequently instructed to present new budgets in terms of

core functions and essential agency services, how the services can be provided more efficiently, and what the

services cost. The legislature will examine essential services in relation to each other, and budgets will need

to be "built" up. in priority order, to the estimated $54. 1 billion available for the 2004-05 biennium. beginning

with the most essential service "blocks." This new process promises to be extremely complicated for agencies

and decision-makers. Every program in Texas is vulnerable at this point.

Five days before we received new budget instructions. Gov. Rick Perry, joined by Lt. Gov. David Dewhurst

and House Speaker Tom Craddick. directed state agencies to immediately cut this year's general revenue

spending. The agency responded by cutting 5A9c of its general revenue budget. This will mean cutting back

planned travel, delaying needed capital purchases, freezing hiring, and reducing some service contracts imme-

diately.

To make planning even more challenging. Comptroller Strayhorn issued her e-Texas report, Limited Gov-

ernment, Unlimited Opportunity, in the same month. The Comptroller recommended the consolidation of all

health and human service programs into five large agencies:

an expanded Health and Human Services Commission (HHSC). which would have control over:

a newly formed Department for Children and Families,

a newly formed Department for Persons with Disabilities,

a newly formed Department for Health and Mental Health, and

an expanded Department on Aging.

The deadline for providing articles for See/Hear is this week, which coincided with the deadline for filing

bills. So far. three bills have been introduced that follow along the lines of the Comptroller's recommenda-

tions. In each of the bills, the Texas Commission for the Blind is abolished as a state agency. All of the

current policy and rule-making boards would be eliminated. The authority to adopt all rules and policies

governing the deliver}' of services to persons who are served by each department and the rights and duties of

persons who are served or regulated by each department is moved from citizen boards appointed by the

Governor to the HHSC Commissioner.
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H.B. 1 814. filed by Representative Jim Pitts of Waxahachie and its companion bill. S.B. 1421, by Senator

Kyle Janek of Houston, consolidate all human service programs into four departments under HHSC:

• the Department for Children and Families:

• the Department on Aging:

• the Department for Persons with Disabilities; and

• the Department for Health and Mental Health.

The Department for Persons with Disabilities would be formed from the mental retardation portion of

MHMR services and services of the Texas Rehabilitation Commission, the Texas Commission for the Blind.

the Commission for the Deaf and Hard of Hearing, the Council on Early Childhood Intervention Services, and

the DHS Office of Services to Persons with Disabilities.
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H.B. 2850, filed by Representative Wohlgemuth of Burleson, consolidates all service programs into three

new agencies under HHSC:
• the Department of Community and Long-Term Care Services;

• the Department of Health and Mental Health Services; and

• the Department of Rehabilitative Services.

The Department of Rehabilitation Services would be comprised of the former rehabilitation programs of

the Texas Commission for the Blind, the Texas Rehabilitation Commission, and the Texas Commission for the

Deaf and Hard of Hearing. TCB's independent living program and part ofTRC's services would be transferred

into the Department of Community and Long-Term Care Services.

H.B. 3006, filed by Representative Swinford, abolishes all the current health and human service agencies

and transfers their programs to HHSC. The HHSC Commissioner is then authorized to organize the operations

of HHSC so that health and human services are provided in this state through divisions created within the

commission, as determined by the commissioner.

As you can see, at the time I'm writing this, there is no way to predict the reaction of legislators to these

particular bills. We can expect lots of discussion on the issue of consolidation in the media and among advo-

cacy groups throughout the health and human services arena. What the future holds will have taken greater

shape by the time this article is published. If you want to keep abreast of legislative actions that affect you and

your children, stay informed through the news, your local and state advocacy groups, and your local represen-

tatives. Visit Texas Legislature Online to look up a bill by author, subject, or committee. The address is

<www.capitol. state.tx.us/tlo/legislation/bill_status.htm>.

I've told our staff that the last thing we want to happen is for us to be distracted from our mission during the

ensuing debate over service models and budgets. TCB will keep on doing the best we can with what we have

to provide quality services to Texans who are blind. The Texas Commission for the Blind already knows how

to do this better than any agency in the country, and we plan to stay the course as long as we exist.

Interesting Facts from the Year 2003 Annual Registration

of Students with Visual Impairments

By Nick Necaise, APH Materials and VI Registration Coordinator, TSBVI Outreach

The Annual Registration of Students who are Visually Impaired (VI) is the count of eligible students who

are visually impaired in each school district of Texas as of the first Monday in January. The "as of date for this

year's Annual Registration was January 6, 2003. This count is done for a number of reasons.

1) It determines the amount of funding the state receives to get materials from the American Printing

House for the Blind.

2) Each region's State Supplemental Visually Impaired (SSVI) funds are portioned out according to

the number of VI students they have. These SSVI funds can help pay for things like Vision

Specialists at the Education Service Centers, salaries of VI teachers and O&M Specialists, training

workshops, family support and other Vl-unique needs as determined by plans within each region.
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3) It is a tool for statewide and regional planning.

4) It is a federal requirement.

Here are some interesting facts from the 2003 registry that give us a picture of students in Texas with visual

impairments.

M
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Total number of students registered - 7104, plus 4 students who are enrolled in non-public schools

Number of students who were on the 2002 registration but not on the 2003 registration - 1006

Number of new students (not previously on 2002 registration) added to the 2003 registration - 1 165

Braille readers - 366

Large print readers - 1417

Regular print readers - 1526

Auditory readers - 407

Pre-Braille readers - 144

Pre-readers - 1438

Non readers - 2857

Number of legally blind students - 4649

Number of infants - 602

Number of preschoolers - 76

1

Number of kindergartners - 398

Number of districts with 1 or more VI students - 737

Number of districts with only 1 VI student - 207

Number of districts with 3 or less VI students - 395

Number of students whose primary handicapping condition is visually impaired (VI) - 4128.

(The first handicapping condition listed is VI. The students may or may not have additional

handicapping conditions listed.)

Number of students whose secondary handicapping condition is VI - 1675

(The primary handicapping condition listed is other than VI.)

Number of students whose third handicapping condition is VI - 1032

(The first two handicapping conditions listed are other than VI.)

Number of students who are VI only - 2387

(No other handicapping conditions are listed.)

Number of students with 2 or more handicapping conditions - 4717

Number of students with AI/VI (Auditorially Impaired/Visually Impaired) or DB (Deafblind) - 427

The region with the most VI students on the Annual Registration (Region 4 / Houston area) - 1420

The region with the least VI students on the Annual Registration (Region 9 / Wichita Falls area) - 97
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• There are 50 Braille reading students at the Texas School for the Blind and Visually Impaired.

• 1 805 or 25.94% of the students on the 2003 Annual Registration receive instruction in Orientation

and Mobility.

Distribution of VI students in Texas based on the 2003 Annual Registration:

1 VI student - 207 districts or 28%

2-3 VI students - 188 districts or 26%

4-7 VI students - 161 districts or 22%

8-1 1 VI students - 49 districts or 7%

12-15 VI students - 33 districts or 4%

16-19 VI students - 18 districts or 2%

20-29 VI students - 19 districts or 3%

30+ VI students - 62 districts or 8%

U.S. & Canada Adopt New Braille Terminology

BANA Press Release

The Braille Authority of North America (BANA) announces a change in terminology to what has been tradi-

tionally known as "grade 1" and "grade 2" braille. These categories will now be referred to as "uncontracted"

and "contracted" braille respectively.

The change is being made at the request of many in the blindness field. People often confuse grades of braille

with first and second grades in elementary school. BANA believes that the change to more accurately descrip-

tive language will increase awareness and improve the overall understanding of how braille is learned, read,

written and transcribed.

BANA urges all organizations, agencies, teacher training programs, braille production facilities, soft-

ware developers, professionals in the field of blindness, and braille readers to incorporate this terminology

into writing, publications, presentations and general practice.

The ultimate goal is to enhance understanding and more accurately reflect what braille truly is—

a

versatile and effective reading and writing system for people of all ages who are blind and visually impaired.

Z
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

INSITE Training

A Home-Based Model For Infants, Toddlers, and Preschoolers

Who Are Multiply Disabled Sensory Impaired

A 6-day training for school and ECI professionals working with families who have children (birth to 5)

with multiple impairments, including sensory impairment. Topics include information on vision loss,

hearing loss, communication development, motor development, active learning, and working with

families.

Austin, Texas - May 12-17

Contact: Gigi Newton at <giginewton@tsbvi.edu> Phone: (512) 206-9272

Fort Worth, Texas

(ESC Region XI, Holiday Inn North) - 9:00 a.m. - 3:30 p.m.

June 24-25 - Part I

July 8-9 - Part II

July 29-30 - Part III

Your may register for all training opportunities either via our website at www.escl l.net

or use our catalog paper registration forms

Contact: Olga Uriegas at <ouriegas@escll.net>

or 817-740-756
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Motor, Vision, & Travel: Working Together As A Team, To Address The Motor & O&M Issues

Of The Young Child With A Visual Impairment

This workshop will cover information about the importance of movement, development of motor skills, and

exploration of the environment and the possible impact of vision loss on motor development. This includes

information on the inter-relationships of vision, reflexes, posture and motor control, object exploration, sen-

sorimotor development, concept development, fine motor skills, and body awareness. Participants will learn

about fun O&M, fine motor, and sensory games and activities and the importance of teamwork between the

O&M, PT and OT.

This workshop is being sponsored by the following Regional Education Service Centers:

Region XX: San Antonio, June 2, 2003 Region VI: San Angelo, June 6, 2003

Region I: Edinburg, TX, June 4, 2003

Contact: Karen Scanlon at 512-206-9314 for more information.
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BART: Bonding and Relaxation

Techniques Training

(Massage for Special Needs Children)

Evelyn Guyer, who developed the BART Program,

will be conducting both days of training. She is a

nurse educator, Certified Instructor Trainer, and

author. Evelyn has worked with families for over 35

years.

BART Certification Training

This one-day training will certify participants to

teach BART Techniques to parents.

June 2, 2003-Dallas, TX
June 5, 2003-Austin, TX

BART Trainer Course

This course will allow participants to teach other

professionals BART Techniques.

(This one-day training of trainers is open ONLY to

people who have been BART certified for at least one

year.)

June 3, 2003-Dallas, TX, June 6, 2003-Austin, TX

Dallas training will be held at

Country Inn and Suites, DFW Airport South,

2000 Hardrock Road, Irving, TX 75061

(972) 399-9874

Austin training will be held at

Four Points Sheraton Hotel,

7800 N. IH-35 (NW corner of Hwy. 1 83 & 1H-35)

Austin, TX 78753

(512)836-8520 or (866) 223-9330

For more information please contact: Evelyn Guyer

S. 1 140 Lyndale Lane, Elma, NY 14059

<eguy4families@cs.com>

6th International CHARGE Syndrome

Conference

July 25-27, 2003

Keynote speaker: Dr. Jan van Dijk

Location: Independence, Ohio

For information about this event go to

<http://www.chargesyndrome.org/cleveland.htm>

or email to <conference@chargesyndrome.org>

or call

Phone: (800) 442-7604 or (573) 499-4694.

Late fee of $50 per registration

if registered after June 15, 2003.

Students With Visual and Multiple Disabilities,

Including Autism

July 9-10, 2003

Location: Region IV ESC, Houston, TX
Presenters: Marilyn and Jay Gense, Oregon

Contact: Karen Crone, <kcrone@esc4.net>

Cost: $60.00

Open to 200 people. We would love to

have people from around the state.

O&M for Students with Deafblindness

July 11,2003

Location: Region IV ESC, Houston, TX.

Presenter: Marilyn and Jay Gense

Contact: Karen Crone, <kcrone@esc4.net>

Cost: $30.00

Texas Focus 2003: Focus on Tactile

Learning

June 12 & 13,2003

Featured Keynote Speaker: Dr. Sally Mangold

Location: Gunter Hotel, San Antonio, TX
Contact: Jim Durkel at JimDurkel@tsbvi.edu or

(512)206-9270

2003 American Association of the Deaf-Blind

(AADB) Convention

July 12-18,2003

Location: San Diego State University,

San Diego, CA
Contact: American Association of the Deaf-Blind

814 Thayer Ave., Suite 302
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To Begin With...

we have often grappled with whether to have themes for our issues of SEE/HEAR. Sometimes it is hard to

include everything we would like, and still follow a theme. Other times a theme just seems to come together.

A theme of sorts has developed for this issue, and it has to do with food. It seems appropriate for these summer

days, when people are out cooking on their patios, maybe trying new recipes, or perhaps heading out to favor-

ite restaurants.

There are other informative articles as well. And you will also find an insert, which is our annual reader

survey. Filling out the survey will help us know what you think ofSEE/HEAR, and help us make it more useful

and relevant to all our readers. There are also questions about services that may benefit children and families.

Please take a few minutes to fill out the survey, and mail it back to us. The address is already on there, and we

would love to hear from you.
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About The CHARGE Foundation

By Jennifer Holweger, Parent, Pflugerville, TX

My husband and I live in Pflugerville, Texas with our three year old son, Cameron Scott Holweger.

Cameron was diagnosed with CHARGE Syndrome around his first birthday. Cameron is deafblind, has a heart

defect, and cerebral palsy, along with other characteristics ofCHARGE. Despite his disabilities and constant

medical care, he is a very happy three-year-old. We are members of the CHARGE Syndrome Foundation

located in Columbia, Missouri. The CHARGE Syndrome Foundation is a nonprofit charitable organization

that provides information and referrals on CHARGE Syndrome to individuals, families, and professionals

worldwide. Membership includes a quarterly newsletter, biennial conferences for families and professionals,

parent-to-parent information, and publications.

CHARGE Syndrome refers to individuals born with a specific set of birth defects which include anomalies

of the eyes, ears, face, heart, nasal passages, cranial nerves, lungs, gastrointestinal tract, genitals, urinary tract

and kidneys. The acronym CHARGE stands for:

C = Coloboma and/or Cranial nerve abnormalities

H = Heart malformations

A = Atresia of the choanae

R = Retardation of growth and/or development

G = Genital and/or urinary abnormalities

E = Ear abnormalities/hearing loss

Due to hearing and vision anomalies, many of these individuals will be diagnosed as deafblind. Some
individuals with CHARGE Syndrome will be unable to swallow, smell or taste. In addition to these anomalies,

there can be other malformations seen in individuals having CHARGE Syndrome, including cleft lip and

palate, trachea-esophageal fistula, poor muscle tone and/or poor immune response.

There is an overwhelming need to raise public awareness of CHARGE Syndrome in the medical, educa-

tional and general public, as this condition remains under-diagnosed. As a parent of a child with CHARGE, I

strongly encourage those families with a CHARGE individual to become members of the foundation. They

have been an excellent resource. They publish a management manual for parents, which is full of information.

I'm still in the process ofreading ours and have already learned a lot. A conference is held every two years with

rotating geographic locations. We are fortunate to attend our first conference in July 2003 in Cleveland, Ohio.

I've been told these conferences are a must to attend if you are a parent of a CHARGE child. I'm really

looking forward to it! [Editor s note: Jennifer wrote this before heading off to the conference. Perhaps in a

future edition she will let us know about her experiences there.]

I encourage you to become members of the foundation if you haven't already. Here's how to get in touch

with them:

CHARGE SYNDROME FOUNDATION, INC.

2004 Parkade Blvd.

Columbia, MO 65202-3121

800/442-7604 for families only

email: marion@chargesyndrome.org

http: //www.chargesyndrome.org

I wish you all the best of luck!



Post Secondary Program

TSBVI/TCB
By Sofia Bocanegra, Crystal Davenport, Whitney Lawson and William Sparks

Editor s Note: The Post Secondary Program began in the fall of 2002. The focus of the program is to

provide training for students who are blind or visually impaired and have graduated from high school or

achieved equivalent certificate. Students seeking this post-secondary experience are in need ofremedial aca-

demic, independent living and work related skills training. They will cultivate the skills, attitudes and oppor-

tunities necessary to meet the demands ofcompetitive employment and adult living. For more information,

visit <www.tsbvi.edu/school/psp/> or contact Sherry Hayes at (512) 374-1664 or e-mail:

< sherryhayes@tsbvi.edu>

.

If you know a young person who is graduating from high school soon and is eager to experience indepen-

dence, we have a new program to consider. We have been the first to pilot the Post Secondary Program (PSP),

which is a collaborative effort between the Texas School for the Blind and Visually Impaired (TSBVI) and the

Texas Commission for the Blind (TCB). Our quadriplex is located directly across the street from Criss Cole

Rehab Center (CCRC) and slightly north of the main TSBVI campus. Both campuses are within walking

distance. We are all very enthusiastic as we are about to complete the first year of the program, and would like

to tell you about it. We are Sofia Bocanegra from Garden City, Crystal Davenport, of Houston, Whitney

Lawson, from Blanco, and William Sparks, who hails from San Antonio. Two of us entered the program in

September, 2002 and the other two joined us in late October. The program is to last approximately one year.

When we arrived, we were nervous but eager to get started. In the beginning it was very hectic! We had to

move into brand new apartments, do our first grocery shopping trip and get oriented to the new surroundings.

We also had to attend lots of orientation meetings, both at CCRC and the Post-Secondary complex. The com-

plex contains four apartments surrounding a central common room that holds the laundry facilities and the

office for the coordinator and assistant. The apartments are small and efficient for single living. All units are

accessible, but one is specifically designed with an adapted kitchen and bath for wheelchair use. The apart-

ments are furnished and the kitchens are fully equipped. An important part of our training takes place in our

own apartments. During the evenings and on weekends, we receive instruction from the PSP coordinator and

residential assistant in the skills needed to live independently, such as cooking, cleaning, budgeting, paying

rent, learning about deposits and setting up our own utilities, as well as figuring out how to access leisure

activities of interest to us in the community.

We attend classes at CCRC and TSBVI. We have taken courses at CCRC in basic blindness skills including

Kitchen, Braille, Keyboarding, O&M, Personal Finance and Organization, Technology, and Career Guidance.

These classes are self-paced and the students are required to wear blindfolds while in training at Criss Cole

Rehab Center. In classes at TSBVI or while in our apartments, blindfolds are optional. "Wearing a blindfold

can be a real pain, especially in the summer when it's hot," says Crystal "but it has helped me to use my other

senses more, instead of relying entirely on my vision."

In kitchen class, we started off with learning how to use talking calculators, clocks, and watches. We also

learned to organize money and shop without using vision. Then, it was on to cooking. "When I first started the

program I didn't know how to do much of anything," says William. "The microwave and Hilbert's Hamburg-

ers were my best friends." We all helped our families prepare Thanksgiving dinners in November after being

in the program for just a few months. Cooking skills are practiced and reinforced in our apartments as we are

responsible for preparing food for ourselves and required to have at least one dinner party with guests.

>
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What any student works on in Braille class depends on what he she already knows. Beginners like Crystal

and Sofia start by learning the alphabet. After that, we proceed into contractions, while advanced braille stu-

dents like William and Whitney have practiced reading and writing to build up speed and accuracy.

Keyboarding is the first computer class we take. We are required to use earphones and follow instructions

on a tape to practice typing. At first, this was very hard to do. Before we complete this class, we must be

typing at least 20 words per minute. Then, we have the choice to go into a Windows class or an internet or

Microsoft word class.

Says Sofia. "O & M is a very challenging class where you really have to concentrate on what you are

doing." During O & M training, we work indoors as well as outdoors. We learn how to use a cane, cross busy

and quiet streets, ask for information, and use the Capital Metro bus system. We are required to use a cane at all

times even if we have some vision.

Our Career Guidance class covers everything from jobs to owning a home. "I like the class because I always

leave there thinking about things that I never thought about until now." says Crystal. The course is tailored to

fit each individual's needs and interests. Since Sofia is interested in pursuing a career in the office clerical

field, her Career Guidance class has included some valuable on-the-job training on the switchboard at CCRC.

Another required class is Personal Finance and Organization (PF&O). The class begins with learning to

label different items in Braille. Once this is completed, we move on to making an address book. Then, we
begin more advanced training which consists of setting up a file box for storing important documents and

learning to keep a check register. Our academic tutorials provide extra practice in these skills and include,

among other things, learning to pay bills on-line.

i

During academic tutorials which we attend daily, we are not required to wear blindfolds. In the very begin-

ning, we were assessed, using the ACT Work Keys assessment. It covers a variety of skills such as Math.

Writing. Reading Comprehension, and Tistening. Once the assessment was completed, we identified areas of

need based on industry standards for jobs in which we were interested. We work each day to improve on those

skills that fit our personal goals. Whitney says. "One of my goals is to prepare for the TASP so I can go to

college in the fall. I'm doing this in the academic tutorial class. I've also gotten to fill out an admission

application for Austin Community" College and work closely with their Office for Students with Disabilities."

Sofia is working on listening and taking notes so that she will have stronger skills as she seeks a job in the

office clerical field.

"I have learned a lot ofthings in this program." says Crystal. "I have learned all ofuncontracted braille, how

to write checks, and how to ride the buses. I am also cooking much more than I used to."

Sofia adds. "I believe that this program has really helped me learn new things, have more confidence and be

able to ask questions. I have also learned to be away from my family and to be independent."

"I didn't know how to pay bills or give myself shots. Thanks to the Post-Secondary Program. I now have the

confidence, competence, and independence I need for higher learning." says William.

All of us agree that the Post-Secondary Program is a very beneficial program for anyone who is college

bound or seeking work after high school. It offers the right amount of independent living experience as well as

training based on individual future goals. We are unanimous in saying that being on our own in an apartment is

truly awesome! We have really enjoyed the time spent in the program, and we have even adopted a motto based

on our new competencies and skills: "Post-Secondary lead the way! All the way!"
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Planting Seeds in Fertile Soil

By Craig Axelrod, Teacher Trainer, TSBVI, Texas Deafblind Outreach

In December 2000, 1 noticed Mary Chris Knorr's name on a list of special education advisory board mem-
bers. Twenty years earlier, while pursuing an elementary education degree at The University of Texas at

Austin, I had been placed in Mary Chris' second grade class at Eanes Elementary School, teaching students to

read under her supervision. (I also taught them the fingerspelling alphabet and some sign language.) I reintro-

duced myselfby e-mail, not sure if she'd remember me. Being a teacher, of course she did! When I told Mary

Chris that I was working with Deafblind Outreach at TSBVI, she mentioned that a few times in years past,

Linda Hagood, who was then with Outreach, brought a student with deafblindness to meet her students during

their unit about Helen Keller. She wondered if I might arrange a similar visit.

I contacted Randy Feille, supervisor of Deaf-Blind Services at Texas Commission for the Blind, who intro-

duced me to Alberto Gonzales, a deafblind man who lives at the Deaf-Blind Community-Based Apartment

Program in Austin. (Alberto is becoming very well-known in Texas. He presented on the topic of indepen-

dence at the 2001 Symposium on Deafblindness, was a keynote speaker at the 2003 Symposium, and wrote an

article in the Winter 2003 issue ofSEE/HEAR, entitled "I Love My Life, Swimming and Texas Longhorns!")

Alberto, who had some experience speaking about deafblindness to young students at other schools, agreed to

visit the third grade classes at Eanes Elementary School, where Mary Chris was now a special education

partner doing collaborative and resource teaching with second and third graders. He left a lasting impression

on over 100 students and their teachers.

Since then, Alberto's presentation at Eanes has become an annual event, and more elaborate each year.

Before this year's visit, Chrissy Cowan, Consultant for the Visually Impaired and Deafblind Specialist at

Region 13 Education Service Center, suggested that it might be useful to describe the learning goals and

activities that were developed for the Helen Keller unit, so other teachers who would like their students to

know more about deafblindness can replicate or modify the process.

LEARNING ABOUT HELEN KELLER AND DEAFBLINDNESS

Mary Chris identified four learning goals for the third grade students:

1

.

Study the genre of biography, which includes reading an additional biography and making a book

report presentation to the class;

2. Summarize, by writing a "condensed" biography of Helen Keller's childhood years;

3. Answer inferential comprehension questions;

4. Become more aware of what it means to be deaf and blind.

>
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Before meeting Alberto, their awareness of deafblindness was increased by:

1

.

Taking an audiotaped "unfair spelling test," to experience various types of hearing loss;

2. Guiding and being guided under blindfold on a walk around campus;

3. Watching a Reading Rainbow video about a deaf child, entitled "Silent Lotus;"

4. Referring to information about guide dogs (including a video) that was learned in an earlier unit;

5. Exploring brailled paper, looking for braille in the community and reporting back to class;

6. Wearing distortion glasses that simulate the experience of a visual impairment.
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THE PRESENTATION

Alberto visited the Eanes cafetorium on an afternoon in April. I accompanied him. along with Jim Durkel

(Statewide Staff Development Coordinator with the Outreach Program at TSBVI), diane barnes, Alie Greene

<" and Nancy Kimbro (Orientation and Mobility Specialists; diane with Region 13 ESC, Alie with Round Rock
mJ ISD and Nancy, an independent contract provider), Josh Belury (Eanes ISD Teacher of Students with Visual

Impairments) and Brandy Wojcik (a young adult who is visually impaired).

^ Alberto, Jim and I began by speaking to the entire group. Alberto answered questions that Jim and I asked

hr about his life, such as where he's from, how he became deafblind. what he can see and hear, what he learned in

school, what he did after graduating from high school, what he's doing now and what his plans are for the

future. We knew the students would be curious about Kersey (Alberto's guide dog who was with us on stage),

so Alberto described how she helps him travel safely and independently. He also explained why it is important

to not touch or distract a working guide dog. Because Alberto is a tactile signer, we signed our questions into

his hands, then voice interpreted his signed responses.

After our opening conversation, the students divided into their five classes. Each class went to an activity

station in a different area of the room, hosted by either Alberto, Jim, Josh and Brandy, or diane, Alie and Nancy.

AVCR was at the fifth station. Each station focused on a unique aspect of deafblindness. The classes rotated

every 15 minutes.

At the vision station, Josh showed students low vision tools used to look at very small print, regular print

books compared to large print books and books written in braille, tactile maps, globes, puzzles and diagrams,

and tactile games such as dominoes and playing cards. Brandy brailled all of the students' names and wrote

each of them a secret braille message to take home and decode, using an NFB braille decoding card.

At diane, Alie and Nancy's orientation and mobility station, students took turns putting on blindfolds or

other low vision simulators, and earplugs to simulate a hearing loss. They were also shown how to walk safely

using a cane. An obstacle course was created with freestanding "stop," ""yield," '"school," and '"bicycle" signs.

The students walked with the canes while wearing simulators, located and identified the signs, then walked

between and around them.

At the hearina station, Jim used a three-dimensional ear model to review ear anatomv and physiology

("What is the name of this part?"), identify the cause ofAlberto's hearing loss ("Here is the part in Alberto's ear

that doesn't work.") and reinforce ear safety ("Is it OK to stick a pencil in your ear?"). Then he introduced the

fmgerspelling alphabet, and fmgerspelled familiar words for the students to interpret. Jim concluded by dem-

onstrating some common signs (especially animals and foods), "My name is " and '"Thank you," as well as

special requests.

At the VCR station, a videotape was shown ofAlberto doing everyday activities in his home and commu-

nity, such as riding on public transportation, shopping at the local grocery store, preparing a snack in the

microwave, chatting on the telephone with a friend, walking to his bank down the street and completing a

financial transaction. Students were given a written list of questions to think about while they watched the

video and discuss later in their classrooms. (A guide for teachers was also provided.) These are the questions

and answers:

Q: How does a person walking with Alberto guide him
1

?

A: Alberto holds the person's arm above the elbow, using a technique called sighted guide.



Q: How does Alberto communicate with people who don't understand sign language?

A: He uses a "Braille Talk." Printed letters of the alphabet, and the numerals 1-10, each have their

braille equivalent directly below. Alberto and the other person communicate by spelling out words

and numbers (such as the cost of his groceries at the checkout line).

Q: Alberto can't see. How does he understand what people are signing to him?

A: He uses tactile signing, by putting his hands on top of their hands and feeling the signs, letters or

numbers they make.

Q: How does Alberto know which numbers to press on the microwave?

A: He reads the braille numerals that are taped on the buttons.

Q: How does Alberto know when his telephone is ringing?

A: When the telephone rings, his "Vibra Call" pager vibrates.

Q: How does Alberto communicate with people who call on the telephone?

A: A message is typed to Alberto from another person with a TTY, which is a machine used to commu-
nicate by telephone with people who are deaf or hard-of-hearing. The message is transmitted

through Alberto's TTY into his Telebraille, where it is changed from print to braille. Alberto reads

the message in braille and types his response in braille. The information is then transmitted back

through the TTY as a print message. (If the other person has a Telebraille, the message is received in

braille.)

Q: Why does Alberto use a small plastic frame when he's writing a check?

A: He uses the frame to neatly write information (date, dollar amount, signature, etc.) in the correct

locations on the check.

Q: How does Alberto use his cane to travel independently and safely?

A: He uses the cane to locate obstacles (such as curbs, trucks and furniture) before his body comes in

contact with them. He also uses it to follow the edge of a sidewalk or wall, which helps him walk in

a straight direction.

Q: How does Alberto know where he is going?

A: Alberto has learned to find the landmarks (doors, stairs, railings, sidewalks, etc.) that are always in

the same places along the routes he walks. Some of his routes have become so familiar that he has a

"sense" of how far to walk and how much time it takes to get where he's going.

2

Z

At Alberto's station, he demonstrated how some of his assistive devices are used, and responded to ques-

tions. (I tactilely signed the questions to him and voice interpreted his responses or explanations.) Students

with questions were first shown how to introduce themselves, by guiding Alberto's index finger to the letters of

their names on the "Braille Talk." Before responding, he helped several of them create their own name signs.

Alberto was surprised and impressed when some independently fingerspelled their names for him. While the

students were interested in Alberto's technological equipment, and enjoyed watching me sign their questions

and interpret his responses, they wanted most of all to communicate with him directly.

ALBERTO'S MAILBAG

A few weeks after Alberto's presentation, he received an envelope in the mail full of thank you notes from

the third graders. Here are some of the things they said:
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"Dear Alberto, Thank you for coming to our school and sharing how it would be ifyou were deaf and blind,

just like Helen Keller, the famous little girl."

\t "Dear Alberto, Thank you for coming to our school. I loved when we pretended to be blind. It was very

fun. Your dog is very cute. It was nice of you to put us in your schedule."

<

"Thank you for helping me learn more about blind and deafpeople. I bet my mom will be happy about what

you taught me. I enjoyed listening to what you had to say and hope you had fun too."

"Thank you for teaching me about deaf and blind people. I know how it feels to be blind and I kind ofknow

how it feels to be deaf. I like the cool gadgets."

"Thank you all for coming and taking the time to show and tell us all those neat things. I liked it when we
told our names to Alberto and we got our signing name. I also liked it when we got our braille message. I still

haven't read it yet, but I think that learning braille would be so much fun. I enjoyed the program very much!"

"Dear Alberto and friends. Thank you for visiting my school. My favorite part was when I got a secret

message from Brandy, p.s. I have still not cracked the code that she gave me."

"Dear Alberto, I am so glad you came to our school. I liked how Brandy typed on the braille machine and how

Alberto answered my question and helped me invent a name sign for myself, almost just like my best friend's."

"Dear Alberto, I have enjoyed learning about being deaf and blind. My best friends and I enjoy our name

signs being the same only with different letters. I was looking forward to this for a very long time. I enjoyed

it even more than I thought I would. I hope we can meet again."

"Dear Alberto, Thank you for teaching us how to read sign language. I'm glad your friend sounded out the

words. Thank you for bringing your friends. Thank you for the blind walk."

"Dear Alberto, Thank you for teaching me about being blind and deaf. You are very fun to hang with."

"Dear Alberto, Thanks for coming with your friends and teaching us how to do sign language and read

braille. You have a great personality and sense of humor, p.s. Your dog's really cute."

"Dear Alberto, It was fun to know how it is to be blind. You have an interesting job and it's hard to not pet

your dog. Now I know how it is to read braille. Thank you for teaching me a lot. p.s. I liked the movie."

"Dear Alberto and friends, Thank you for visiting Eanes Elementary. You are a cool guy. My favorite

activity was meeting you. Remember me for loving animals."

"Thank you so much for coming, Alberto. You are such a good person. I think how you communicate is

really neat. Chuy's is one ofmy favorite restaurants. That's really neat that you work there."

"Dear Alberto, I was amazed how you could get around so easily by yourself. I'm so sorry that you are deaf

and blind, but it doesn't matter. Everyone is different."

"Thanks for coming to our school. You are an amazing man."

"Dear Alberto, Thanks for visiting us. Are you coming next year?"

8



PLANTING SEEDS

This year, and for the two previous years, third graders at Eanes Elementary School acquired a greater

understanding about deafblindness through a variety of activities, culminating in the opportunity to meet a

young man who lives a typical life and happens to be deafblind. It's clear from their letters that they've been

profoundly moved by the learning experience, and by Alberto's abilities, positive attitude and friendliness.

There's no way to predict what new directions their lives might take, but it's exciting to imagine. Some may
enroll in sign language classes. Others may befriend a visually impaired student who was feeling isolated.

Still others, who hadn't even considered the possibility, may pursue a career in special education, or even

deafblindness. Alberto should take satisfaction in knowing that, as an example of who a deafblind person is

and what a deafblind person can do, he is having a positive influence on other people's attitudes of tolerance,

acceptance and inclusion. Seeds planted in fertile soil don't yield immediate results, but I eagerly look forward

to watching them grow.

5
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Book Review: Helping Children Who are Blind

By Jean Robinson, VI Outreach Family Support Coordinator, TSBVI

Helping Children Who Are Blind: Family and community supportfor children with vision problems by

Sandy Niemann & Namita Jacob is part of the Early Assistance Series for Children with Disabilities published

by the Hesperian Foundation. This book is available in Spanish and English for $22. Other translations include

Farsi, Hindi, Indonesian, Thai, and Vietnamese. Order information can be found at <www.hesperian.org> and

toll free at (888) 729-1796. Hesperian is a non-profit publisher dedicated to promoting health, self-determina-

tion, and empowerment in poor communities worldwide. These communities have little if any healthcare

services or educational opportunities so these books are precious resources. The series focuses on the first five

years of a child's life, since what happens during this time period has a powerful effect on the child's future

development.

Fortunately in this country most of us have some amount of formal education; however, the unique needs of

a child without sight are not common knowledge. Have you ever wondered how a child learns to eat, dress, and

play independently when he does not see others completing these tasks? This book explains why and how in a

very simple, easy to understand language and well-illustrated pictures. The suggested activities can be done

anywhere and the materials described can probably be found around your house. The topics include: guide-

lines for learning activities; finding out what your child can see; activities for birth to 6 months; communica-

tion; thinking skills; teaching everyday activities; safety, movement; helping your child know where she is;

preventing sexual abuse; becoming a part of the community; getting ready for childcare and school; support

for parents; learning to prevent blindness; and thinking about your child's future. The appendix includes child

development charts and toys you can make at little or no cost.

The culturally diverse activities described may seem unusual to middle-class society, but they clearly show-

that knowledge is more significant than wealth to a child's development. Professionals who have frequent

experience with a variety of children with blindness tend to forget that family members, especially new par-

ents, don't have a clue about how to teach a child the concepts that she will not learn incidentally like a sighted

child. Many folks need the information broken down into small steps in order to integrate it into their daily

lives. This book takes the mystery and scariness out of raising a child with a visual impairment. It is written for

ordinary people who want to help a child with a vision loss develop all of his or her capabilities.



Looking for Parents: Experience Not Necessary;

On the Job Training Provided by Their Child

v, With a Visual Impairment;

J Bonus for a Child With Additional Disabilities

By Jean Robinson, VI Outreach Family Support Coordinator

^ Nothing about parenting is easy; it is the hardest, most rewarding job I know, but I could not have done it

£l without support from other parents like myself. Would you like to meet other families raising a child with a

visual impairment? Who else can you go to when you are frustrated because your child does not learn by

watching others? Who else can appreciate how long it may take before your child learns to walk? Due to a

variety of factors, families of children with vision loss have become isolated and don*t readily have the oppor-

tunities to meet other families like themselves. In an effort to connect families raising a child with a visual

impairment, including those with additional disabilities, the Texas Visually Impaired Family Network has

been established on the internet. This list is designed exclusively for families of children with visual impair-

ments that live in Texas. By connecting families within Texas, it is intended to provide them the opportunity to

share their experiences, ideas, joys and concerns with each other, to gain support, information, and resources

about raising a child with a visual impairment. To learn more about this list go to <www.topica.com lists

txvifamily>. If you are interested in receiving and- or sending email to other Texas families of children with

vision loss send a blank email to <txvifamily-subscribe(§topica.com>

In addition to the Network, there are a host of other organizations that provide opportunities to make con-

nections. Following is a brief summary of some major ones.

NATIONAL ASSOCIATION FOR PARENTS OF CHILDREN WITH VISUAL IMPAIRMENTS
(NAPVI) has come to Texas! History was made on June 12. 2003 during the Texas Focus conference in San

Antonio when forty parents founded a statewide steering committee to form a Texas chapter of the National

Association for Parents of Children with Visual Impairments (NAPVI). It was awesome watching the willing-

ness of the parents to become involved and take on different roles. Parents from different parts of the state

volunteered to coordinate the flow of information to families living in their area. These folks agreed to take on

their role for one year. They can be contacted through the Texas VI Family Network. Ifyou are a Texas parent

please subscribe and offer your support to them. Spread the word and start using the latest acronym "TAPVI"

which stands for Texas Association for Parents of Children with Visual Impairments!

Alaine Hinds, La Porte & Laura Boenig, Portland - State Co-chairs

Sherrie Williams. Austin - Secretary

Cheryl Whitten, Houston - Newsletter

Sharon York, Alvarado - Database

Jason Adair, Webmaster

Laura Adair, Friendswood & Keleigh Muska, Baytown - Houston Co-chairs

Lauren Stevens, Tye & Carrie Leverton, Odessa - West TX Co-chairs

John Delgado. Edinburg & Laura Boenig - Valley Co-chairs

Debbie Harris. Little Elm & Sharon York - Central TX Co-chairs

Alison Rickerl, the RegionV (Texas) Director ofNAPVI, facilitated this amazing process along with Susan

LaVenture, Executive Director of NAPVI. Alison lives in Houston and can be reached at 281-286-9820 and

<arickerl@hotmail.com>. Susan can be reached at the national office at 800-562-6265 and

<napvi^perkins.org>. For more information about NAPVI go to their website at <www.napvi.org>.
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DEAF-BLIND MULTIHANDICAPPED ASSOCIATION OF TEXAS (DBMAT) is a statewide nonprofit

support organization formed by parents and professionals in 1973. DBMAT advocates for all persons of all

ages and cognitive ability who are deaf-blind multihandicapped, blind multihandicapped, deaf

multihandicapped and their families. Parents serve as Regional Coordinators across the state. Plan to be a part

of the next Annual Family Conference held at Camp John Marc in October 10-12, 2003. Go to

<www.dbmat.org> to find out about the In Touch newsletter and Sib Street pen pals. Bud Freeman, President,

can be contacted at the Parent Connection phone number: 817-279-0366.

TEXAS PARENT TO PARENT is a nonprofit organization that was created by parents to support children

with disabilities, chronic illness and other special needs and their families. Go to <www.main.org/txp2p> to

subscribe to their newsletter, be matched to another parent, or to partner with the medical community. This

organization received a four-year grant to provide training to Pediatric and Family Practice Residents and other

medical professionals in order to give them a comprehensive understanding about life with a child with chronic

illness or disability. Laura Warren, Executive Director can be reached at 512-458-8600 and <laura-

tx2p2@sbcglobal.net>

FAMILY TO FAMILYNETWORK offers training and support to parents and professionals. This group

received a grant to develop Connections: Creating a Positive School Culture by Uniting Families and to

provide Training ofTrainers across the state. Information is offered through monthly meetings in the Hous-

ton and Dallas area, a monthly newsletter, a resource library, and various trainings. For more information

go to <www.familytofamilynetwork.org> or contact Eve Cugini at 713-466-6304 and

<evecugini@familytofamilynetwork.org>

>
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PARTNERS RESOURCE NETWORK was the Parent Training and Information Center (PTI) for Texas

from 1986-2002. Under the latest federal grant process Texas has been divided into 3 different grant regions

each with its own Parent Training & Information Project (PTI). Partners Resource Network (PRN) received

two of the grants and is the nonprofit agency that coordinates and funds two of the Parent Training & Informa-

tion (PTI) projects. The purpose of both projects remains the same: to empower parents of children and youth

with disabilities in their roles as parents, decision makers, and advocates for their children. Partners' goal is to

promote partnerships throughout the state and the regions it serves, among parents and professionals, parent

organizations, school districts, and service organizations. Parents and professionals are encouraged to work

together as PARTNERS and to focus on cooperation and collaboration. PATH Project East serves Educational

Service Center Regions 5-13. PATH Project East Director, Janice Meyer may be contacted at the Coordinating

Office in Beaumont at 409-898-4684. West Texas Parent Education Network (PEN) serves ESC Regions 14-

19. Mary Lou Wright, W. TX PEN Project Director works in Lubbock and may be contacted at

<partnerspen@earthlink.net> and 806-762-1434. Go to <www.partnerstx.org> to find out about local events

and the regional director in your area or call 800-866-4726.

TEXAS FIESTA EDUCATIVA, a nonprofit organization, received the third grant for a Parent Training &
Information (PTI) and serves ESC Regions 1,2,3,4,20. Its mission is to advocate for and to provide multilin-

gual/multicultural education services to persons with disabilities, their families and the professionals who

serve them. Services are provided through an annual statewide multilingual/multicultural conference sched-

uled each August in San Antonio. This conference links children with disabilities and their families to commu-

nity professionals to improve access to health and human services, education, and vocational rehabilitation

programs. Two offices are funded to serve parents of children with disabilities, youth with disabilities, and

service providers. Resources include a newsletter, a lending library, and scheduled trainings. Project

P.O.D.E.R. is located in San Antonio and their contact numbers are 800-682-9747 and 210-222-2637. El Valle

Community Parent Resource Center is located in Weslaco. Their contact numbers are 800-682-0255 and 956-

969-361 1 . For more information go to <www.tfepoder.org>.
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PROJECT SPARKLE is a new model of individualized learning that enhances the ability of parents of

children who are deafblind to fulfill their critical and expanded role in the development and education of their

children. Many parents of children who are deafblind currently access information and training through work-

shops, conferences, and parent retreats. Through Project SPARKLE, parents have access to information, train-

ing, and resources in their homes via the Internet. The project is funded as a model demonstration grant and is

currently working with about 60 families in the states of Texas. Georgia. Minnesota, and Utah. Depending on

the Texas Deafblind Project funding. TSBYI Outreach is hoping to include more Texas families to the project

next year. To learn more about Project SPARKLE, check out the website at <www.sparkle.usu.edu about>. If

you are interested in participating in the project, contact Edgenie Bellah. Deafblind Family Specialist, at (512)

206-942? or <edseniebellah Stsbvi.edu>.

DBMAT Regional Coordinators Can Lend a Hand
By Debra Newberry". Paul and Susie Welch, and Cyndi Hunley.

Regional Coordinators. Deaf-Blind Multihandicapped Association of Texas

with David Wiley. Texas Deafblind Outreach

Since 1973, the Deafblind Multihandicapped Association of Texas i DBMAT i has been an active statewide

organization of families and professionals concerned with deafblindness. or multiple impairments including

deafness or blindness. Within the past few years. DB\LAT has designated Regional Coordinators (RCsi.

volunteer family members who agree to help families in their areas with referral to resources, connection to

other families in the area, and a sympathetic ear from someone else who has "been there". The role of the RCs
also includes being available as a resource to regional agencies and organizations, along with attending train-

ing sessions about topics related to deafblindness and state systems.

These profiles will introduce you to a few of the RCs. Any of the RCs listed welcome contact from families

in their regions who are looking for connections or help. The}" also want to hear from any agencies or groups

in the region wanting to know more about deafblindness or DB\LAT.

SAN ASGELO AREA

My name is Debra Newberry I serve as the Regional Coordinator for Region 14. My region covers 14

counties of rural West Texas. I have been part of the Deafblind Multihandicapped Association for 3 years. As

a Regional Coordinator I have had the privilege of attending numerous training sessions directed by TSB\T
Deaiolind Outreach. I have learned many things about deafblindness as well as meeting other wonderful Re-

gional Coordinators from around the state. I have received an incredible amount of information from these

training sessions, but my most extensive Training has come from my 1 " year old son. Nathan. Nathan has

multiple disabilities including deafblindness. autism, mental retardation, and a seizure disorder, as well as

several other disorders. Although I will say that having Nathan has not been without its many challenges, it has

also taught me many valuable lessons that help me cope with life's hurdles.

I have had many experiences over the yeazs with the school system, health and behavior issues, as well as

sorting through all that is involved for an individual with the disability of deafblindness. There was always

someone that I connected with that helped guide me in the right direction. DBMAT saw the need of having a

contact for parents that face some of the same issues I have, in hopes that we can help with a comforting word,

or information that can lead vou in the right direction.

I would love to visit with anyone to help offer some guidance. You can reach me at 325-695-1655. or email

me at <debranewberry 2 netscape. net>.
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MIDLAND AND LUBBOCK AREAS

We are the Welchs - Paul, Susie and Jaceson. Our son Jaceson is Deaf Blind Multihandicapped. Jaceson is

twenty-four years old and lives at home with us in a small town in West Texas called Big Spring. Jaceson

attended school in Big Spring. He volunteers at the VA Hospital taking medical records from office to office.

He also helps with Bingo on the Nursing Home floor. In his school program he was mainstreamed into several

classes, volunteered at the VA Hospital, and learned life skills. He graduated from high school in 2001 with a

standing ovation at graduation. Jaceson is well-liked and accepted by his peers. Everywhere you go in town

Jaceson is stopped by people he knows from school. Now Jaceson is enrolled in the Deaf-Blind Medicaid

Waiver program. He has an intervener who takes him to his activities in the community, and also works with

him at home. Having Jaceson and being very involved in his school program made Paul and I take an interest

in being a Regional Coordinator for Deaf-Blind Multihandicapped Association ofTexas (DBMAT). We work

mainly in Region 1 8 (Midland), but have also volunteered to help anyone in Region 1 7 (Lubbock) as well. We
want to share what we have learned and help parents learn ways to give their son or daughter a more meaning-

ful life.

>

5

As a family we do many activities together. We enjoy cooking in our home. We also like to go camping,

swimming, fishing, and walking. Jaceson especially likes to go swimming and camping. In October, we
attend the DBMAT Family Conference at Camp John Marc and are able to see old friends and make new

friends. It really helps to talk with people who understand about our special needs child. Connecting with

others really helps. Give us a call at (432) 263-1658, or email <pwelch@usaonline.net>.

HOUSTON AREA

My name is Cyndi Hunley and I am one of the Regional Coordinators from Region 4, Houston, Conroe,

Galveston areas. I have been employed for four years with a stock brokerage firm in downtown Houston as

the cashier/wire operator. I live in Spring, Texas with my older daughter Amy, 23, and granddaughter Terra,

two years old. My younger daughter Bethie, 21, is deaf-blind with severe retardation. Bethie had CMV
menigo-encephalitis at 14 months, and again at 18 years old. For the last two years Bethie has lived with her

foster mom, which is on a street behind me.

I remember some 20 years ago when the doctors gave me the news that my daughter was severely disabled

and how devastated I was. I spent hours on the phone to find help for her, but because of the dual sensory

impairments, the doors kept closing. I volunteered two and one-halfyears ago to be a Regional Coordinator so

I could help other parents with resources available for their children or for the family. I had learned at my first

DBMAT meeting in 1983 that we, the parents, have to teach other parents how to find help for their deaf-blind

children, to help them develop to their potential. Call me at (281)821-9005, or e-mail <chunley@aol.com>.

OTHER AREAS

• Region 4 (Houston). Diane Shepard lives in Houston. Call her at (28 1 ) 999-3942.

• Region 10 (Dallas). Linda Carter lives in Dallas. Call her at (972) 285-5912.

E-mail <lgcarterl@juno.com>.

• Region 1 1 (Ft. Worth); Region 12 (Waco); and Region 9 (Wichita Falls). Lynn Freeman lives in

Granbury. Call her at (8 1 7) 279-0366.

• Region 18 (Midland). Celestine Rand lives in Odessa. Call her at (915) 337-7739.

• Region 20 (San Antonio). Sharon Galvan lives in San Antonio. Call her at (2 1 0) 499-025 1

.

E-mail <sharongalvan(«)hotmail.com>.
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A Place for Everything and Everything in Its Place

By Jim Durkel, Statewide Staff Development Coordinator, TSBVI Outreach

There is a term used by professional cooks called "mise en place." Translated from French, it means

something like "put in place" or "prepared ahead of time." It is the idea that when cooking, the first step is to

measure all the ingredients and line them up in the order in which they will be used. The thinking behind this

is that it might not be convenient to be in the middle of a recipe and discover that you need to get and measure

some ingredient. By using the idea of "mise en place," you also don't run into the problem of trying to

remember if you have already added a certain ingredient to what you are cooking; if the bowl with the mea-

sured ingredient is empty, then you added it!

There is a similar idea related to house cleaning. Experts in this area will tell you to fill a bucket or caddy

with all the cleaners, paper towels, rags, etc. that you need to complete cleaning tasks. The thought here is that

rh you can take these materials from room to room, instead of having to go from the room you are cleaning back

** to where the materials are stored, then back to where you were cleaning.

This kind of organization is important for all children, especially those with visual impairments. Thinking

about an activity before it happens, thinking about what materials will be needed, reviewing the steps that will

be needed to complete the activity, then gathering all the materials ahead of time saves time and effort.

Take the example of "mise en place" while cooking. As a person who is sighted, it often takes me several

minutes to locate an ingredient, especially if it is something I don't use very often. (And yes, my kitchen is

organized!) Sometimes it just takes time for me to look in the cabinet where I keep the herbs and spices to find

the turmeric, which I rarely use. Sometimes the time I take to look for an ingredient is all the time that is

needed for what I am cooking to burn or get lumpy or, well, you get the idea. And I really hate it when I have

started to cook something and am halfway into the recipe when I realize that I don't have any turmeric at all!

If I had measured all my ingredients ahead of time, I could have saved myself some problems.

As parents and teachers, we can help children with visual impairments develop organization skills in sev-

eral ways. One way is that we can model these behaviors. Children who are sighted might be able to see me
organizing my space as I get ready to do something. For a child with a visual impairment, I might want to

"think out loud" as I get ready for this task.

To continue with the example of cooking, as I get ready to make dinner I might read the recipe out loud and

say things like: "OK, first heat the oven to 350 degrees." "Next, I need a 13 by 9 inch pan. Lets see, all those

pans are in the cabinet under the toaster oven." "Next I need a bowl and a mixing spoon." "I think I will

measure out everything before I start mixing." By saying these things out loud, we provide a model for our

children to copy later.

Think about other tasks during the day. Do you make grocery lists before going shopping? Do you write

down the names of items that you need as you use them up? Do you look through the refrigerator and cabinets

to see what you need before you go shopping? Does your child know about how you get ready to go shopping?

What steps do you follow when you get ready to pay bills? Do you get your checkbook, a calculator,

envelopes and stamps ready before opening this month's bills? When you finish paying one bill, do you start

a pile of the bills that are ready to go to the mailbox? Does you child know that you do these things regularly

as part of paying bills?
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As teachers, when we are getting ready to do a lesson with a child, do we model organization? Do we have

materials ready ahead of time? Do we have the area arranged? Have we made our organizational strategies

obvious to our students? Do they realize that we have made a plan ahead of time?

There are many different ways we can help ourselves be organized. Think about dresser drawers. Some of

us may organize by similar clothing items: all the socks go in this drawer, undershirts go in that drawer, etc.

Others might organize by association: gym socks are in the same drawer as gym shorts and shirts we wear

when exercising. It doesn't matter what your system is if it works for you. What matters is having a system,

and then helping a child use the system that works for them. Doing this proactively may help prevent some
behavior problems later. It is not fair to yell at a child for taking so long to get dressed if we have not helped

her learn how to organize her closet and dresser. (If she has a system and doesn't use it, however, then some
consequences might be appropriate!) This also means that as a parent, I should soon stop putting clean clothes

away for my child and make that her job. Putting clothes away is part of developing and learning to use

organization skills.

Children with visual impairments often have quite a bit of stuff they need to use during the school day. It is

up to us as teachers to help create a system in the classroom that helps the student find their materials easily.

We then should expect the student to be responsible for using that system.

There are many ways to organize a study space or a desk. Some us might want to arrange things in drawers;

others may want everything in its own container on top of the desk. Go to "The Container Store" and see all

the different ways you can organize a desk or drawer or closet! Then go back and think about how you can

organize a space with materials already in the classroom or with things you can buy at "The Dollar Store"!

Sometimes storage is what is needed. I saw a student that had a small cart on wheels. The cart had several

shelves that held a Braille embosser, Braille paper, the child's abacus, and other materials the child needed.

This student could then roll the cart with all his materials to wherever he was working.

Sometimes having a clearly defined workspace may be the problem. This is especially true when students

work in small groups at tables. How can we let the visually impaired child know where her workspace starts

and ends? Does she need a mat to help her have landmarks so she can easily find materials? Maybe she needs

a tray to keep her things from rolling into another group member's space.

Does the child need help organizing materials? Ask the child for his ideas and talk with him about his

preferences. Some people may want to organize materials in a left-to-right fashion: whatever I need first is to

the left side of my workspace, and what I need last is the farthest to the right. Other people may like to

organize in a top-to-bottom fashion, starting with the first material at the top of the workspace and the last

material at the bottom. Again, what matters most is that we help our children find a system that works for them

and then help them make using that system a habit. Teaching the child to put something down in the same spot

is not teaching obsessive-compulsive behavior. It is teaching the child a strategy that can save the time and

effort it takes to search over and over for materials.

For younger children and children with multiple impairments, organization helps support the development

of concepts. Consider the example of making nachos. We can help the child understand the concept of

"making nachos" by getting all the materials and ingredients we need ahead of time. "Making nachos" be-

comes associated with having a plate, chips, grated cheese, and hot peppers. We help the child further under-

stand the concept of "making nachos" by arranging the materials and ingredients in the order in which they
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will be used: first the plate, then the chips, then the peppers, and then the cheese. When we reach the end of the

ingredients, it is time to put the plate in the microwave.

For older students, we can use these same organizational strategies to help them make associations and

develop categories. Asking questions helps students organize their thinking and make a plan. For example, we
can ask: "Where are chips stored, in the cupboard or in the refrigerator?" "Where is cheese stored?" "Where

do you buy cheese, at Sears or at Krogers?" "In the grocery store, where do you find cheese? Is it in the

produce aisle? Is it at the meat counter?"

Organization can support concept development, and that supports better thinking and problem solving. "A
place for everything and everything in its place" can become a powerful strategy for teaching and learning.

z
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Get Out in the Kitchen and Rattle Them Pots and Pans

By Kate Moss, Education Specialist, Texas Deafblind Outreach

and Holly Cooper, Technology Specialist, TSBVI Visually Impaired Outreach

For many blind and deafblind children, participation in paper and pencil types of tasks that are part of

typical classroom instruction can be accomplished with a number ofmodifications. Other children with blind-

ness or deafblindness, because of their additional language or cognitive challenges, do not benefit at all from

paper and pencil types of activities. Having opportunities to learn in a way that includes the use of other

sensory channels such as taste, touch, and smell is not only more motivating, but often more beneficial. All

children with-blindness and deafblindness benefit greatly from experiential learning situations, those that in-

volve activities where the child can learn by doing. Food preparation is a learning activity that is a great idea

for most classrooms and grade levels serving children with blindness and deafblindness.

A GREAT RECIPE FOR INSTRUCTION

It is not hard to think of ways to infuse a variety of skills into cooking activities. Here are just a few.

Language, Concept Development, and Communication Skills

Food is a great topic of conversation for most of us. Children with blindness and deafblindness can natu-

rally use objects to request or offer. Learning the names of favorite food items is highly motivating and very

functional. Cooking is a natural way to help the child learn language and concepts about different textures

(smooth, hard, chewy), temperatures (hot, cold, warm, cool), flavors and odors (sweet, sour, salty, spicy,

burnt). The student can learn to identify and categorize items based on these qualities as they learn through

participation in the cooking activity.

Hearing, Vision, Fine and Gross Motor Skills Development

Developing hearing, vision, fine and gross motor skills are critical to all children. Cooking is a wonderful

way to work on all these skills within a single activity. Children can walk or push a cart through stores to shop.

The child must use vision to look for specific items, orient to cooking materials, and read a recipe. Learning to

listen is important for all students with visual impairments. Cooking activities provide many opportunities to

practice listening skills such as learning to listen for the cashier to ask for money or to listen to a recipe on tape.

The students can exercise muscles to reach and lift, clean a table, or wash dishes. Fine motor skills are needed

to open and close, to stir, knead, cut and shape, to locate and put away materials, and to clean up.
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Orientation and Mobility Skills

Whether or not a child is able to travel to a store to buy supplies before completing a cooking activity, it is

easy to infuse O&M skills into routines. Learning skills related to organizing the work space, learning posi-

tions of ingredients relative to bowls and blenders is a great way to work on positional concepts. Navigating

the room to carry items to the refrigerator, stove, or sink is a natural way to learn to how to follow a route or

navigate around obstacles.

Literacy and Math Skills

In the area of math you can learn to count and measure, identify money, count and make change. You can

talk about fractions, weights, and sizes. You can learn to read a recipe using words, Braille, or pictures. You

can write about the cooking activity you have completed and print a sign to advertise the sale of food items you

have made. You can look for particular brands of food in the grocery store or read the signs to help you find the

aisle where a specific product is located.

Instructional Routines

Instructional routines are one educational strategy to use with students who have additional disabilities or

deafblindness. A clearly defined activity helps build memory, provides a structure for teaching concepts and

skills, and helps the child develop an understanding of whole events involving a sequence of steps enabling

him/her to participate in the event. Cooking is a perfect activity to develop into an instructional routine.

Children may participate in every step of the cooking routine or assist with one or two steps. Cooking may be

done as a group activity routine or as an independent activity. A student can complete cooking routines that

make food "from scratch" or use frozen or precooked items, depending on his/her skill and interest level.

Cooking is also an important independent living skill that many individuals will need or use in their adult lives.

Modifications

One key to making a cooking activity work for a student with blindness or deafblindness is finding the

appropriate modifications. These include recipes on Braille, in large print, picture or tactual symbols, or audio

cassette. Using Braille labels, rubber bands or tactual symbols to label products makes them easier for the

individual to identify. Appropriate technology in the form of switches, note taking devices, and so forth may
also be needed. Placing hard materials in easy to open containers, using nonskid mats, or specially adapted

devices for cooking may be necessary for some students. There are a variety of ways to modify almost any

cooking activity so that just about every student can participate to some degree.

Below is a list showing typical jobs that might take place in a cooking activity, skills that might be worked

on at different levels, and possible modifications that may be needed for the blind or deafblind student.

Student's Job - Collecting Ingredients

Skills That Might Be Worked On: reading a recipe; learning about temperatures; learning concepts and

vocabulary related to ingredients; shopping and paying for items; finding items in kitchen or cooking

area; carrying items to work area; traveling around the store, kitchen or classroom; organizing materi-

als in a work space and orienting to them.

Possible Modifications : use object symbols, Braille, large print, pictures to make recipe accessible or

to make a shopping list; use travel cane to navigate store; use pictures, tactual marker/Braille labels to

identify ingredients or location of ingredients; use a basket or cart to help transport ingredients and

other cooking materials; use communication notebook or cards to assist in communication with gro-

cery clerk.
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Student's Job Measuring Ingredients

Skills That Might Be Worked On: learning concepts vocabulary related to measuring (scooping, pour-

ing, measuring, fractions): counting skills (number of spoons, cups): organizing materials in a work

space and orienting to them.

Possible Modifications : Use hand-under-hand techniques to assist with pouring, scooping: measuring:

Use tray. mats, other surfaces to identify work space: Use a slotted box to organize and sort ingredients

into a sequence: Match items to pictures object symbols in recipe to count using one-to-one corre-

spondence: Use measuring spoons, cups that are specially adapted for visually impaired such as mea-

suring cups and spoons with adjusting level guides or a liquid indicator.

w

Student's Job - Chopping, Grating or Cutting Ingredients

Skills That Might Be Worked On: learning concepts and words related to preparing ingredients (cut.

chop, grate, slice): using a pushing motion to activate a hand chopper: holding hand chopper steady

while activating with other hand: holding a knife and using safe cutting technique: activating a food

processor with a switch.

<
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Possible Modifications : use hand-under-hand techniques to assist with cutting, grating, chopping: use

duct tape to secure hand held chopper to table or assist the student by holding base of chopper: use an

adaptive switch to activate food processor: use color-contrasted board for chopping or slicing: use

easy grip knife for cutting.

Studem's Job - Mixing Ingredients

Skills That Might Be Worked On: learning words and concepts related to blending ingredients such as

stir. sift. toss, add: following a left to right sequence using words, pictures, or object symbols; using a

hand-held mixer: activating a food processor to knead or mix ) using a switch; stirring with a spoon or

using hands to mix.

Possible Modifications : use a slotted box to sequence ingredients and work from left to right: use a

sequence of objects on a strip that can be removed as that step is completed: use mixer that is on a

stand: use switch to activate food processor: use hand-under-hand technique to model mixing mo-

tions.

Student's Job - Shaping dough

Skills That Might Be Worked On: learning words and concepts related to shapes and shaping dough:

using hands fingers to roll. pat. fold. cut.

Possible Modifications : use hand-under-hand technique to model shaping dough.

Student's Jobs - Preparing Pans and Cooking

Skills That Might Be Worked On: learning words and concepts related to preparing pans, using ovens

or the refrigerator such as grease, flour, hot. etc.: using hands fingers to grease or activate spray top on

Pam cooking oil; turning on and setting oven: learning safely techniques for using oven and handling

hot pans.
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Student's Job - Sharing or Selling Food Items

z
o

Possible Modifications : use hand-under-hand technique to model spraying motion; use a pump-type

squirt bottle instead of aerosol type can; use oven mitts instead of pot holder; use a rack jack device

to reach the pan out of the oven.

Student's Job - Cleaning up

Skills That Might Be Worked On: learning language and concepts related to cleaning such as empty,

wash, dry, etc.; carrying dirty dishes to sink; using hands to explore surface to determine if it is clean

or dirty, to hold a sponge or cloth to wipe off cooking area; holding and sweeping with a broom or

vacuum; washing, rinsing, drying dishes; returning items to correct location (may involve locating

Braille, print or picture card on cabinet, shelf, etc.).

Possible Modifications : use hand-under-hand technique to model washing, rinsing, drying dishes,

sweeping with a broom, or vacuuming; use tactual, print, Braille labels to mark cabinets, shelves, etc.

Skills That Might Be Worked On: learning language and concepts related to selling or sharing food £)

items such as buy, want, give, food names, money concepts; writing advertisements or product labels; JO

bagging, boxing or sacking items for sale or to share; selling products and collecting money; using ^
travel skills to deliver products ; Interacting with customers to ask what they want and to complete

sale; sharing food items with friends, family; or pets; using communication strategies to ask and offer;

learning math skills needed to handle money and make change; learning how to use an adding ma-

chine, cash register, etc.; learning how to figure cost vs. profit; budgeting profits to pay for special

item or event.

Possible Modifications : use picture, print, Braille or tactual markers to label items for sale; use jig to

hold bag sack open or to help student fold box to put food item inside; use cart to carry items around

for delivery; use talking or large print calculators, or cash registers; use communication cards and

books to facilitate interaction with others.

ISSUES AND SOLUTIONS RELATED TO COOKING ACTIVITIES

The child who is tube fed

As beneficial as cooking activities are for many of our students, some students who have issues with feed-

ing often seem to be left out of these activities, because they cannot consume food orally. Parents and teachers

sometimes think they can't do cooking activities with their child or student because the he or she doesn't eat

like a typical child. But any child can participate in cooking activities.

A child who is transitioning towards getting off tube-feedings may benefit greatly from exposure to food in

a way that does not put pressure on him/her to take food orally. It is certainly less threatening to lick off your

own finger that accidentally got dipped in the instant pudding than it is to have someone try to feed you

pudding from a spoon that makes you gag. Having exposure to the textures, smells and tastes of food in this

incidental way may make work the OT does on actual oral feeding much easier since the child has more

familiarity with the food items.

The child who is severely disabled

Another benefit of cooking, even if the child will not be eating it, is that he or she can prepare something to

offer to his or her peers. This gives opportunities to practice communication skills such as asking and offering

19



z

'.

as he/she assists with snack time. Preparing food to share also gives the child an opportunity to do something

for others, an experience not always available to the severely disabled child.

What about hygiene?

An issue for some parents and teachers related to cooking is the issue of hygiene. Children who have

problems controlling saliva or who tend to mouth things may not need to be preparing food for other humans

to consume. One way to deal with this issue is have the student prepare something just for himself. Another

way around that concern is to make food that is meant for pets to eat.

COOKING WITH ASSISTIVE TECHNOLOGY

Switch-activated blenders

Cooking is also a great activity for kids who need to have opportunities to learn to use switches or to expand

the variety of routines in which they are able to participate. Students who have significant motor impairments

and are not able to independently pour, stir, shake or hold tools needed in cooking can be active participants

using simple assistive technology. Many teachers and parents are familiar with using battery operated toys

with switches to give students with motor impairments recreation and leisure time activities which they can do

independently or in a turn taking setting with a peer. It is just as easy to use the same or similar switches with

a special power transformer called the PowerLink from Ablenet, Inc.

To adapt an activity using an electrical appliance for a switch user, prepare the setting in advance by placing

the electrical appliance in a place that is easy to see and within reach of the participating student. Plug the

appliance into the PowerLink; then plug the PowerLink into the electrical outlet on the wall. Plug a switch into

the switch jack that corresponds to the power outlet the appliance is plugged into, then turn the appliance

power switch to the on position. When the switch is activated, the appliance will run.

Using a blender with a switch is an easy way to make snacks and drinks for students. The blender running

makes lots of noise and vibration, and the liquid inside swirls around. It's a high sensory load, which can be

especially desirable for a student with multiple sensory impairments. The noise and vibration can be damp-

ened down a bit by setting the blender on a placemat or other padding if it is too startling for the student. It's

also a relatively safe appliance since there are no exposed blades or beaters. Even items that are normally

stirred using a mixer can sometimes be mixed with a blender to reduce the mess and safety risks. The blender

is a good way to make drinks, smoothies, puddings and ice cream shakes that are easy to consume for students

who have difficulty chewing or have problems tolerating texture in their food. Drinks like frozen juices or

chocolate milk, or soft foods like jello and pudding which only need stirring with a spoon can be mixed with a

blender to give students who cannot independently hold a spoon or stir a chance to participate.

Switch-activated stand-mounted mixers

Stand mounted electric mixers such as those made by Kitchen Aid are also great for using with switches,

because they are stable and do not require being held. Liquids and solid ingredients can be added to the bowl,

and the mixer activated with a switch and PowerLink. A mixer is a good appliance for making cakes and

cookies, even if they are from a mix. Whipped cream can also be made this way.

SETTING UPA CLASSROOM KITCHEN

If you are a classroom teacher with just an ordinary classroom set up and no kitchen appliances, I would

recommend that you start by buying a toaster oven that is as big and as good a quality as you can afford.
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Microwaves are good for some things, but for cooking baked goods, they are almost universally dismal fail-

ures. Baking cupcakes or cookies is an activity that can be done at school, even if you do not have an oven in

your classroom. There are a lot of good recipes you can make by dividing the recipe in half and making it in a

toaster oven.

You should also invest in a blender. It doesn't have to be big or even really good quality. If you have

students who are tube fed, you should already have a small refrigerator provided by the school district to store

the student's food in, and you can use this for your cooking ingredients. If you have a choice, get one large

enough to have some freezer space so you can make Popsicles and store ice cream.

With these appliances and a PowerLink with switches you can make a variety of foods and snacks. If you

need money to purchase this equipment, try selling popcorn, dog biscuits or cookies to teachers and students in

the school to generate funds for your classroom needs. You might be able to get a family member, school staff

member or your PTO/PTA to donate kitchen items. Garage sales, thrift stores, or "wholesale clubs" such as

Sam's or Price Club often have deals for limited pocket books.

RECIPES FOR SUCCESS

Dining Alone

There are any number of good, simple recipes that can be made for one individual. Here are two or our

favorites.

"Aggression Cookies"

1 cup oatmeal,

3/4 cup flour,

1/2 cup brown sugar,

1/2 stick margarine,

1 teaspoon baking powder

Mix all ingredients by hand. Form into a ball and then flatten with your hands by patting on it. Fold

dough over and repeat several times. Then divide into 3 or 4 balls and flatten each one on to an

ungreased cookie sheet by patting. Bake at 350 until they're done (about 10 minutes). This is a nice

recipe because it makes just enough for one, so the cook eats what he/she makes. It also involves a lot

ofbanging with your hands, which is a nice way to take turns and work out your frustrations at the same

time.

"Princess Sandwich"

Slice of bread or bagel

Whipped cream cheese

Fruit Jelly

Toast bread or bagel in a toaster oven. Put softened whipped cream cheese and jelly in separate

cake decorating tubes and let the child help squeeze on cream cheese and jelly designs. Cut into strips

or triangles and serve.
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Animal Snackers

There are a variety of recipes for how to make treats for all types of animals that can be found in books and

on websites. One very nice website for some of these recipes is the Recipe Goldmine, which can be found at

<http://www.recipegoldmine.com/pets/pets.html>. Here are several great recipes and some ideas for how to

include them in cooking activities at home or school.

"Basic Dog Treats" (from Recipe Goldmine)

1 3/4 C. whole wheat flour

1 1/4 C. oatmeal

1 1/2 T. vegetable oil

1 C. warm water

Options: 1/3 C. finely grated cheese, 1/4 C. peanut butter

Mix the dry ingredients together. Then mix the wet ingredients together. Blend both mixtures until

a firm dough is achieved. Shape dough into an oblong roll, wrap in plastic wrap, and chill for 1 hour.

Preheat oven to 300°F. Lightly grease sheet pan. Slice roll into 1/4-inch slices, place on sheet pan and

bake for about 1 hour or until treats are done, checking after 45 minutes, and then every 5 minutes

thereafter. Let them cool before giving to your best friend.

"Horsey Cookies" rfrom Recipe Goldmine)

1 C. uncooked oats

' 1 C. flour

1 C. shredded carrots

1 tsp. salt

1 tsp. granulated sugar

2 tsp. vegetable oil

1/4 C. molasses

Mix ingredients in bowl as listed. Make little balls and place on cookie sheet which has been

sprayed with oil or Pam. Bake at 350°F for 15 minutes, or until golden brown. Take several along to

your next hippotherapy session or share them with the local feed store as a give away for their custom-

ers buying horse feed.

"Bird Bread" (from Recipe Goldmine - Source: Bird Watcher s Digest)

2 C. melted peanut butter, bacon grease, meat grease or other fat

2 C. cornmeal or stale dry cereal blended into crumbs

Warm water

2 to 3 C. wild birdseed

Raisins, nutmeats or chopped peanuts

Slowly melt peanut butter, grease or fat over low heat. Add cornmeal or stale cereal crumbs. Slowly

add enough warm water to make a stiff dough, then add birdseed and raisins, nut meats or chopped

peanuts. Pack mixture into small foil pans or a large flat pan and refrigerate overnight. Cut into pieces

for tying onto tree branches. Spend time watching the different birds that come to feed and learning

about the life cycle of birds.
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Blender Delights

"Gazpacho"

12 oz can tomato juice or V8
1 Zucchini

1 Green bell pepper - small

1 Onion - small (optional)

1 Cucumber

1 Tomato - large

1 Garlic clove (optional)

1/4 Teaspoon chili powder

4 Tablespoons olive oil

You can prepare in advance by cutting ingredients into large pieces, so students can eat some or

taste small bits while they prepare the gazpacho. Pour tomato juice in blender. Add about half of the

vegetables. Blend. Add the other half, blend more. Add all remaining ingredients. This is traditionally

served as a soup, but I would serve it in a cup for students to drink. This is a nice recipe for kids to make

to serve mom and dad at home.

"Yogurt Popsicles"

8 oz plain yogurt

8 oz any kind of fruit juice or

8 oz frozen fruit

Put all ingredients in a blender. Blend well. Pour or ladle into Popsicle molds or paper cups with

spoons Popsicle sticks inserted in the middle. Freeze till firm. Sell at an outdoor stand or simply eat

them up.

"Fruit Smoothie"

1 medium banana, sliced and frozen

6 strawberries, frozen

2 Tbs. frozen orange juice concentrate

1 cup milk (may be soy milk or yogurt)

In blender, combine all ingredients and blend until smooth and creamy. Serve in margarita glasses

with umbrellas and straws.

"Berry Shake"

1/2 cup yogurt or rice milk

1 tsp. sugar or honey

1/4 tsp. vanilla extract

1 generous cup of chopped strawberries, blueberries, or mixed berries (you may use frozen fruit)

Blend all ingredients in blender. Serve in soda fountain glasses and garnish with a strawberry.

>
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"Chocolate Peanut Butter Shake"

1 cup chocolate milk, (nondairy "milks" such as soy or rice milk may be used)

1 small banana, sliced and frozen

2 Tbs. smooth peanut butter

In blender, combine all ingredients. Blend until smooth. The kind of treat to make Elvis take

notice.

TASTY RESOURCES

There are so many things that can be taught through cooking activities. Cooking activities are also a natural

activity for families to do together or for kids to do with their peers. Check out some of the simpler recipes

available in children's cookbooks that can be found at any book store, your local library or on the internet.

Then, get out in the kitchen and start rattling those pots and pans.

£ Recipe Resources

There are some really helpful books for teachers and parents that can give you some good ideas of cooking

activities and recipes to do with students. Some of these have easy to make recipes, some have foods that are

especially appealing to students with special needs.

2

O
Feed Me! I'm Yours, 1974, Vicki Lansky, Meadowbrook press.

This is mainly a cookbook for baby food, but look toward the back for seasonal snacks, edible playdoughs,

Z> Popsicles and juices

-
Sugar Free Toddlers: Over 100 Recipes, 1991, Susan Watson, Williamson Publishing.

Mainly a cookbook for toddler food, not always simple recipes with only a few ingredients, but it does

include some great snacks made from fruit, fruit juice, smoothies, gelatin snacks, puddings and spreads.

Super Snacks, 1992, Jean Warren from Totline, a division of Frank Schaeffer.

Seasonal recipes with fresh and cooked fruits and vegetables, no sugar added. Many recipes for muffins,

pancakes, punch, pudding, and Popsicles.

Book Cooks: Literature-Based Classroom Cooking, 1991, Janet Bruno, Creative Teaching Press.

Recipes and other classroom activities to accompany teaching thematic units based on children's literature.

Some of these recipes are pretty visual, but the general ideas can be a good launching point for food and

cooking activities with students of all levels.

Switch Resources

AbleNet <http ://www.ablenetinc .com/>

Adaptivation Incorporated <http://www.adaptivation.com/>

Don Johnston <http://www.donjohnston.com/catalog/catalog.htm>

Enabling Devices <http://www.enablingdevices.com/>

TASH, Inc <http://www.tashinc.com/catalog/>
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Dining Out Made Easier

By Susan R. Hart, MS, TVI, RTC, Assistant Project Coordinator,

Vision Rehabilitation Assistant Training Program, Lighthouse International.

Reprinted from Sharing Solutions, Spring 2003 with permission from

Lighthouse International, <www.lighthouse.org>.

Dining out with friends and attending family celebrations should be pleasurable activities, but for

people experiencing vision loss, they can be sources of great anxiety. As a person who is both visually

impaired and a certified rehabilitation teacher, I'd like to share tips to increase your comfort level and

confidence when dining outside your home. Vision loss need not stop you from life's enjoyments!

PLANNING AHEAD CAN HELP

By familiarizing yourself with a menu in advance, you won't have to rely on reading it in a dimly lit

restaurant. When possible, stop by and ask for a take-out menu to read at home. If you use a computer,

check if the menu is available online. Or choose someplace you've been to before, particularly if you're

dining alone.

If you know the menus of chain restaurants, dining there may be easier. Some chains may even have a

consistent layout-making you more comfortable when navigating.

GETTING ORIENTED

Ask the host/hostess to be seated in a well-lit area. If that's not possible, carry a small flashlight or

hand-held, illuminated magnifier for reading the menu.

*0
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It's okay to ask dining companions to read the menu out loud. And if you're in a new restaurant, ask

questions about your surroundings and table setting. If your vision is very limited, use your hands to

lightly scan the area in front of you to familiarize yourself with the place setting and anything else on the

table (glasses, salt, pepper, etc.).

MEALTIME ADVICE

Beverages: Ask your server to pour your beverage, if that's not the (usual) practice at the restaurant,

and know where your drink has been set in relationship to your plate. To avoid spills, place your

hand perpendicular to the table, with your pinky resting on the table. Slowly glide your hand up to

locate your beverage. If the drink is not there, move your hand slightly to the right (or left) until the

backs of your fingers touch the glass.

• Food: Think of your plate as a clock. Detect the location of food by placing your fork at the 1

2

o'clock position and probing in a clockwise manner. Different textures also offer a natural way to

differentiate foods. If you prefer, ask your companion to describe the location of food to you using

the clock method.

• Seasonings and extras: When using salt and/or pepper, pour a small amount into your hand and add

it one pinch at a time. Use a systematic, clockwise pattern to ensure all surface areas have been
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covered. When spreading butter on your bread, start in the upper left-hand corner and spread from

either left to right or top to bottom.

Rely on your common sense. For example, restaurants often serve salad with dressing already mixed

in. To monitor the amount, ask for dressing on the side and spoon it on in a clockwise pattern.

CUTTING FOODS

One of the biggest challenges is cutting foods-especially meat. You can ask to have meat cut/fish

boned, or you can cut your own meat using the "grid technique" (reverse the process if you're left-

handed):

1

.

Place your fork in the top, left-hand corner of the meat.

2. Place your knife (blade side down) directly in front of your fork. Your knife and fork are now at

the nine o'clock position.

3. So you don't lose the groove you create with your knife, cut in a continuous sawing motion

toward the three o'clock position, until the entire row has been cut.

^ 4. Move your fork down to form another row; repeat steps 2 and 3.

5. Rotate the plate one-quarter turn to the right; repeat steps 1- 4.

M Work on one row or column at a time. This will give you bite-size pieces and ensure that the meat stays

Om warm as long as possible.

Food not only has texture but also weight. If the amount on your fork feels heavy - or if you're not

sure how much is on the fork - cut that piece again. Keep cut pieces together in the center of the plate.

You can also use your knife as a "wall" to move food onto your fork.

Choosing easy-to-eat foods can make dining less stressful. Order whatever you like, but remember

that if certain foods are difficult to eat for a person with full sight, chances are they'll be difficult for you,

too. For example, small bowtie pasta is easier to eat than long strands of linguine. Eating ice cream

instead of cake is another example. But the grid technique works for dessert, too!

PAYING THE BILL

Use an adaptive method for identifying cash (sort bills and place them in different sections of your

wallet, and/or fold them according to denomination). This helps the payment process go smoothly and

keeps you in control of your money. Remember: newly printed bills have large, bold numbers on the

back, lower-right-hand corner. If you're paying by credit card, carry a signature guide. Or, simply ask

your companion or the cashier to darken, or place an "X" in front of, the signature line.

Basic adaptive techniques and a bit of pre-planning can put the ease and pleasure back into dining out.

Bon appetit!
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Expanding Children's Diets

By Suzanne Evans Morris, Ph.D, Speech-Language Pathologist, Faber, VA
Reprinted with permission from New Visions <http://www.new-vis.com/>

Editors note: Thanks to Dr. Morris for giving us permission to reprint this article from the New Visions

website. I would strongly encourage readers to visit this sitefor other wonderful articles and resources on

feeding.

THE ISSUES

Children with sensory-based feeding difficulties frequently limit the types of food and liquid that they are

willing to eat. Problems with sensory regulation and sensory defensiveness lead toward many uncomfortable

surprises that become associated with food and mealtimes.

THE PRINCIPLES

Children need to learn about new foods in an unthreatening way. They need a great deal of exposure to a

food before they will consider tasting it or eating it. Mealtimes frequently are associated with expectations for

eating and drinking. Many children are on guard and spend a great deal of energy protecting themselves from

new sensory experiences that feel dangerous. Comfort and safety are the most important aspects of the meal-

time. When children feel safe and comfortable, they are more willing to risk and participate in new experi-

ences.

Feelings of comfort and safety are based upon adequate sensory processing and gastrointestinal comfort.

When these two areas are not functioning efficiently, children will spend more energy protecting themselves

than learning about new foods. They will limit their food choices to a narrow group of familiar foods that they

have experienced as "safe". Mealtime programs that are successful incorporate overall strategies to improve

sensory processing and integration and reduce gastrointestinal reflux and discomfort.

Adequate nutrition comes from eating a wide variety of foods. Mealtime programs that place a stronger

focus on expanding dietary choices than on increasing dietary amount will have greater long-range success.

THE GUIDELINES

Incorporate Strategies for Normalizing Sensory Processing Before and During Encounters with Food

Activities that provide specific types of sensory input can support sensory organization and reduce sensory

defensiveness. This includes movement through space or vestibular input. Slow swinging, for example, can be

used as a transition between more active activities, prior to mealtimes or activities like tooth brushing to help

prevent sensory defensiveness and overload, and as a quiet, organizing activity when a child is listening to a

story or receiving a tube feeding.

Jumping and bouncing also provide vestibular input. In addition, they provide the sensory input into the

joints that is called proprioceptive stimulation. Proprioceptive input is organizing for many children, and can

help reduce sensory defensiveness when provided before food exploration and mealtimes. It also helps chil-

dren who have low tone and reduced postural stability gain better steadiness for more controlled movements.

Other activities that provide strong input into the joints and muscles include pushing (the swing, a wheelbar-

row, or stroller), carrying (boxes, pile of laundry, pillows), somersaults, hanging upside down, climbing stairs

or hills, and marching.
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Firm hugs and hiding under piles of pillows provides the sensory input to the skin known as deep touch-

pressure input. Roughhousing, rolling up in a blanket, and sleeping under piles of covers also provide this kind

of sensory stimulation.

Specific types of sound and music are also highly organizing for the nervous system. The use of music

containing specific binaural beats known as Hemi-Sync has been particularly helpful for children with sensory

processing difficulties. When this type of music is used in the background during sensory exploration and

mealtimes, many children experience more focused attention, reduced sensory defensiveness, and greater

openness to new experiences.

Observe the child very carefully when introducing these types of stimulation. Sensory stimulation should

never be imposed on a child. Some children become more disorganized with vestibular input and do not like

swinging and bouncing. Others lack the overall motor control to engage in self-generated activities that pro-

vide strong input to the joints and muscles. Still others may find background music distracting or disorienting.

Observe the types of activities that the child seeks and enjoys. Expand ways in which the child can receive the

types of sensory input associated with these activities. Introduce sensory activities at specific times during the

day as a sensory diet that can help the child attain and maintain greater sensory comfort throughout the day.

When the sensory system is functioning more normally, children will be more open to making new discoveries

about the sensations that accompany eating and drinking.

Build on What the Child Knows and Accepts

Make a list of the foods and liquids that the child currently accepts and likes. Organize these by sensory

properties such as taste, texture, color, or smell. For example, does the child eat mostly foods that are crisp or

crunchy? Foods that have a strong taste? Foods that are bland? Foods that are sweet? Foods that are soft and

smooth? Foods with similar colors?

Make a list of other foods in the same categories. For example, a child who eats potato chips and pretzels

may accept other crisp, salty foods more easily than foods that are soft or bland. Corn chips and crackers could

be introduced to the diet. Bread could be introduced as toast, or sandwiches could be created on crackers rather

than soft bread.

A child who eats soft smooth foods such as pureed applesauce or bananas may accept another white fruit

such as pears or a mixed fruit such as bananas and pineapple more easily than green beans. In this example the

pears are in the white, sweet fruit group. The primary change is a slight difference in the sweet taste. Green

beans are very different in both color and taste and may represent too drastic a change for the very sensitive or

suspicious child.

Create new combinations from two foods that the child usually likes and accepts. For example, a child who

likes popcorn, corn chips, and cheese may accept popcorn with melted cheese or Nachos (melted cheese over

large corn chips). The child who likes the taste of a smooth mango puree and a peach puree, may enjoy a blend

of mango and peach.

Make Very Small Changes as New Foods are Introduced

Small, gradual changes are always easier to accept than large or sudden changes. We experience this guide-

line in all areas ofour lives. When changes in the sensory properties of food (i.e. color, taste, texture, smell, and

temperature) are made too rapidly, many children "just say NO"! To prevent this from happening and support

the child's success, make very tiny changes in the new foods that you offer.
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One of the simplest changes is to introduce a new brand or variety of a food that the child accepts. There are

very slight differences in taste or texture in different brands. These may be very subtle, or very noticeable to a

specific child.

Introduce different types of food that the child accepts. Yellow cheese could be Mild Cheddar, Medium
Cheddar, Sharp Cheddar, Colby, or Longhorn. White cheese could be Swiss, Gruyere, or Mozzarella. Apples

come in sweet, tart, firm, and soft variations. Applesauce comes in sweetened, unsweetened and cinnamon

applesauce. Pretzels can be long and thin, short and fat, or round.

Make bridges toward totally new foods based on taste, texture, and color. For example, a yellow apple and

a yellow pear have many similarities but a few important differences in taste and texture. A child who eats

apples may have an easier time moving to pears than to strawberries. A child who eats strawberry yogurt may
transition easily to raspberry yogurt.

Build Familiarity with New Sensations and New Foods through Play

Children learn to make friends with new foods by playing with them. When they stir, pat, smear, pour, and

make designs with an unfamiliar food, they experience the sensory qualities of that food. What color is it?

What does it smell like? What does it feel like on the hands? Is it smooth or does it have some texture? Is it wet

or dry? They may add other sensations to their play as they lick a finger or take a small taste from the spoon

used for stirring. Gradually they develop the comfort to explore the food with the mouth as they begin to eat

small amounts.

When food play is separate from the child's meal, children know that they are not expected to taste or eat the

food. This gives them confidence and greater willingness to experience the food in other ways. Food play can

begin with pretend foods such as a soft plastic apple or plastic slices ofbread and cheese. The child can explore

these foods with the lips and tongue or pretend to feed them to a doll or stuffed animal. A real apple, bread, or

cheese can be introduced into the play as the child becomes more comfortable and accepting of real food.

Strips or small cubes of cheese can become the eyes, nose, mouth, and hair on an apple face or on a piece of

bread. A boat could be hollowed out of a cucumber or zucchini with an older child. The emphasis is entirely on

the familiarization that comes through play. If adults try to convince children to take a bite of the food, they

may become suspicious that the adult has an ulterior motive. They begin to perceive the situation as another

trick to get them to eat rather than enjoyable food exploration.

Some children need the opportunity to stir and mix food and smear it on the highchair tray as a preparation

for taking a spoonful. Small amounts of food play at mealtimes are very appropriate for young children who

missed this stage of development when they were infants. Once the child has become familiar with the food

through play, introduce it as part of the meal.

05
<

o
JO

O

05

n
o
o

o
05

Help Children Feel Physically and Emotionally Safe with Textured Foods

Lumpy foods or solid foods that must be chewed can be very frightening to children. As they become more

afraid and feel pressure from adults, they increase tension in their face and mouth. They clench the jaw or pull

back the tongue. They may open the mouth a tiny amount. They may freeze and stop moving the tongue as

soon as they feel the food touch it. The tension and lack of mouth movement increases the child's sensory

discomfort. Pieces of food may sit on the back of the tongue and trigger a gag. The child panics and decides

that this type of food is dangerous and must be avoided in the future.

Typically developing infants spend many months exploring toys with the mouth. They sense the toy's

firmness by repeatedly biting into it. They feci shape and size with the lips and tongue. As they learn to push
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the toy around in the mouth with the tongue, they discriminate the lumps and bumps of surface texture. As they

do this, they feel very safe because the lumps and bumps don't come off. They don't have to be manipulated in

the mouth and swallowed. When they encounter lumps in food or bite off a piece of cookie or cheese, they have

had experience with textures in toys so they are not afraid. They know they can handle the new experience with

foods.

It is important for children with feeding difficulties to have experience exploring toys or objects with the

mouth. Many children miss this stage of infant development. They may avoid mouthing their hands or toys

because they are uncomfortable with mouth stimulation. Or, they may have engaged in a more generalized

random mouthing that did not include exploration with greater sensory awareness.

Children need to know that they can get pieces of food out of their mouths. Adults can help them use their

fingers to remove a piece of food, learn to spit the food into a bowl with good lip and tongue control, and gather

small pieces of food together for swallowing by using a smooth food that binds or sticks the pieces together.

Smooth applesauce could be paired with chunky applesauce. Blenderized spaghetti sauce could be use to bind

together pieces of pasta that are stuck on the tongue. Some children learn to clear their mouths by taking small

drinks between bites.

Many children can learn to bite off a piece of food and spit it out immediately. As this becomes comfortable,

they may progress to holding the food in the mouth or moving it around the mouth before spitting it out. Gradu-

ally they will learn to chew it briefly without swallowing and then swallow small amounts as they chew. Through

confidence, comfort, and experience they master chewing and swallowing foods easily and independently.

When children know that they can get the food out of the mouth when they need to, they are much more

likely to put it into the mouth. If they feel threatened or unsafe, they will fight any attempt to put the spoon or

food in the mouth.

2 Build Acceptance through Gradual Repeated Exposure to the Food

5 All children need repeated exposure to a new food before they are comfortable eating it. Studies have
z
O
U seen or played with many times. They see the food on someone else's plate or in a serving bowl. They smell it

[2 as it is cooking and while they are sitting at the table. They may play with macaroni and cheese on the high

shown that children without a history of feeding difficulties are more likely to eat new foods that they have

chair tray or chase pieces of carrot around the plate with a finger long before they would consider putting the

strange food in their mouth.O

Q
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>- Some children need to begin by listening to a story or looking at a picture book about the food. Others may

have trouble being in the same room with the food. They may have developed such strongly aversive responses

that they will scream or vomit as soon as they smell or see the food. It is important to identify the type of

relationship with the new food that feels safe to the child and slowly increase the child's involvement with the

food. Some children will become upset and want to leave the table if a new food is placed in front of them. If

the food is on the other side of the table, it is okay. Gradually the food can be moved closer and closer until it

is in a dish in front of the child. As this is accepted, the food can be placed on the child' plate. This progression

is usually more successful if the food has been included in food play that is separate from the child's mealtime.

Introduce a new food at the meal after the child has explored aspects of it during the food play and exploration.

For example, cut-up pears at the meal could follow play with boats made ofpear halves floated in the bath tub.

Many adults will offer the child a new food once or twice. When the child refuses to eat it, the food is placed

on the does-not-like-it list and is never offered again. Since this happens when most new foods are presented

the list of possible foods shrinks, and the child and parent settle with a diet of 4 or 5 foods that are acceptable.
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When food is offered many times without pressure to eat it, the child becomes familiar with its sight, smell,

feel and taste. Curiosity and hunger may encourage the child to take a few bites and eventually incorporate the

food into an expanded diet.

Build Interest and Involvement with Food and Mealtime Preparation

Young children love to imitate their parents as they wash the table, vacuum the floor, stir a cake mix or stack

the laundry. When children are cautious or suspicious about new foods, they may avoid the kitchen and miss

out on many aspects of food and mealtime preparation. This may happen because cooking smells are offensive

or children are afraid that adults will push them into tasting or eating the food.

Even very young children can carry their plate or bowl to the table when it is time for lunch or take the bowl

to the kitchen sink or dishwasher when they have finished eating. This helps them understand where the food

came from and that meals have a clear beginning and end. At the beginning of the meal, the child can scoop the

food from a serving dish or baby food jar into his own bowl. Older children can help cook the meal for the

family or plant vegetables in the garden or grow herbs in a small pot in the window. Caring for the plants and

watching the vegetable grow create a stronger interest in cooking and eating the food.

Offer Foods with High Nutritional Value

Children with sensory-based feeding issues are often picky eaters who will eat only a small number of

foods. They may become stuck in eating foods with similar sensory or nutritional characteristics. For example,

one child might drink milk, and eat yogurt and cheese, limiting intake to dairy products. Another child might

live on cookies, bread, and white rice, a very limited refined carbohydrate diet. Fruits and vegetables are often

missing from children's diets. Because many children like sweet tastes, parents will offer them candy and

sweet deserts to entice the child to eat or learn to chew. Because children with sensory issues have difficulty

with change, they can get addicted easily to these super-sweet foods and refuse more nutritious foods. If the

child prefers sweeter foods, begin with a vegetable like carrots or sweet potato or add maple syrup to some

vegetables, fruits or cereals. This offers a less intense sweetener that provides both nutrients and high quality

calories. Some children like the intense tastes provided by carbonated beverages. Instead of giving the child

soda pop, mix a favorite fruit juice with carbonated mineral water. Pieces of vegetable or meat can be dipped

into spicy condiments such as barbecue sauce, salad dressing, or salsa. Children can chew on crunchy carrot

sticks or pickles at the beginning of the meal to wake up the mouth. Herbs and spices can be added to foods to

increase the intensity of their sensory input. Children need dietary variety to get the calories and nutrients

required for growth. Nutritional supplements can be added to the diet with the guidance of a qualified dietitian

or physician. High quality food supplements, such as a dehydrated fruit and vegetable powder, can be blended

with foods the child accepts.

The Evolution of Schools for the Blind in the 21 st Century

By Phil Hatlen, Superintendent,

Texas School for the Blind and Visually Impaired

In this country, inclusion had its serious beginnings in the 1950s. By the end of the 1970s, it was firmly

established as the most popular, most desirable educational placement for many blind and visually impaired

children. This did not happen easily, and many serious conflicts caused what should have been an exciting,

wonderful era in our history to be less than joyful. Most significant among these conflicts was that schools for

the blind were left out of the movement toward inclusion; in fact, they were often thought to be inhibitors of

inclusion. The result was years of suspicion, hostility, turf wars, and less than adequate attention paid to the

individual needs of children.
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Even today, there are children who are receiving inadequate services, not because the services are not

available, but because they are the victims ofmisguided philosophic differences. This applies equally to blind

and visually impaired students in schools for the blind and in local schools.

"Evolution" implies a gradual, steady movement. This is what has happened to schools for the blind in the

U.S. Before the second half of the 20th century, these schools were havens of the elite blind. Children with no

additional disabilities were far in the majority, and academic programs were offered that were at least as good,

and often better, than non-disabled students received in regular schools. Through most of the second half of

the 20 th century, there was significant upheaval in schools for the blind. As we should have expected, most

parents of blind children with no additional disabilities strongly preferred regular school enrollment for their

child. This movement left many schools for the blind with rapidly diminishing populations.

However, as we became more sophisticated at diagnosing visual impairment, and as we gradually began to

recognize our responsibility to visually impaired students with additional disabilities, many of the spaces

vacant in schools for the blind were soon filled by a very complex, challenging population. This is not the

place to discuss whether this was a good move for schools for the blind. In my opinion, every child with a

visual impairment, regardless of additional disabilities, benefits from educational services that address the

visual impairment.

Unfortunately, we work in a profession that, when the pendulum swings, it doesn't stop in the middle, it

goes to the polar side. First, the popular thing to do was to place your child in a school for the blind. Then the

pendulum swung, and the place for most, ifnot all, blind and visually impaired children was in regular schools.

Many of us viewed it as our professional responsibility to try to move that pendulum toward the middle. And,

my friends, it is happening. This is why there is a serious evolution of schools for the blind in the U.S. at this

time.

Beginning in the mid-1970s, it was my privilege to discuss the emerging role of schools for the blind in

England, Germany, Australia, and Japan. Without exception, my worst fears were true. In other countries with

growing emphasis on inclusion, there was tension building between schools for the blind and advocates for

regular school placement. In all instances, my message to colleagues throughout the world in schools for the

blind was consistent. "Don't fight inclusion," I stated. "It is inevitable. Rather, embrace inclusion, and find

positive ways in which you can encourage and support it. There is no reason that the champions of inclusion

cannot be leaders in schools for the blind."

Perhaps there are three groups of professionals. First, there is a vocal, but diminishing group who believe

that all blind children should attend schools for the blind. Then there is an equally vocal group, who find

themselves on the side of political correctness, who advocate for regular school placement for all visually—. impaired children. Then there is a third group, one that sees values in all placement options, and believes that

t* services should match the needs of students. This third group has no political agenda. It simply believes that,

^. for every blind and visually impaired child, there is an appropriate program, based on the individual needs of

^ each child. Needs may change through the years, and often this means that placement should change. My
HH "third group" has two fundamental beliefs: 1) Regardless of placement, all visually impaired children need a

^. qualified teacher of the visually impaired who can meet their special needs. 2) The expanded core curriculum

kj needs of visually impaired children must be considered when planning educational services.

GG In order to accept my thesis regarding schools for the blind, you must understand certain fundamental beliefs

j^ that I have: I believe that schools for the blind are centers for the most experienced, most expert professionals in

y education of the visually impaired. The school for the blind should be the "hub" of educational services for blind

Jg
and visually impaired children, regardless of where they go to school. It is the professional responsibility of a
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school for the blind to share its expertise wherever it is needed. In order to truly share, there must be a significant

shift of resources. In two of the United States, the schools have changed their names. The Wisconsin School for

the Visually Handicapped is now The Wisconsin Center for the Education of the Visually Impaired. The same

change has happened in Nebraska. In that state, the school for the blind was mandated by their legislature to take

a significant role in the education of all visually impaired students in Nebraska.

This constitutes a significant evolution. While schools for the blind continue to serve children in a residential

school, they are discovering ways in which they can enrich the education of all such children in regular schools.

This first installment of Schools for the Blind for the 21 st Century is perhaps a history lesson. In future

installments we'll look at how these ideas are being applied now.

Transition Services: Starting Sooner!

By Terrell I. Murphy, Executive Director, Texas Commission for the Blind

The Texas Commission for the Blind is taking the next important step to improve vocational outcomes for

Texans who are blind. Effective September 1 the Commission is lowering the age at which its Vocational

Rehabilitation Program becomes involved with blind students by three years to age 1 0. We have no doubt that

earlier, positive vocational involvement with young people via TCB's knowledgeable transition specialists is

appropriate and necessary in today's economic and social environment to reduce the high unemployment rates

still prevalent among the blind population. The earlier young people who are blind experience empowering

skills, the better prepared they are for the various transitions between youth and life as an adult.

Thirteen years ago, TCB became the first state agency in the country to develop an active VR transition

program with adolescents who are blind to help them successfully plot a course from school to work, or from

secondary school to college or vocational school. This partnership between state vocational rehabilitation

agencies and education is one of the most effective programs formed in legislation during my years with the

Commission. Together we promote high expectations for student achievement and learning to ensure that

future postsecondary education and employment opportunities truly reflect the student's capabilities.

TCB's Transition Program has historically served students 13 years old and older. Starting sooner at age

10 will give a boost to families and young people who are blind as they adjust to adolescence. The teen years

are full of their own difficult transitions, regardless of whether the young people have disabilities. Young

people approaching adolescence who have a stronger foundation of high expectations and solid vocational

expectations already in place will have an easier time adapting to their changing teen years than those with low

self-esteem and a weaker sense of identity.

TCB has been building a unified service system of high expectations for several years to obtain better

results in all our programs. Experience shows that higher expectations on our behalf translate into higher

expectations in consumers, regardless of their age. This environment is then reinforced with empowering

vocational rehabilitation services whereby individuals learn to be confident in their own ability to problem-

solve and be fully involved, contributing members of society.

TCB's Blind Children's Vocational Discovery and Development Program will continue to be Texas's

first responder to the condition of low expectations for young blind children. Our trained blind children's

specialists are often the first people to share information about successful, independent, well-functioning blind

individuals with confused and despairing parents. The sooner blindness and a vocational future are mentioned

together, the better. Our goal is to immediately create an environment of higher expectations.
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We know in advance that some young people will need to receive their services from the children's program

past the age of 10 because of varying circumstances. However, the vast majority of students age 10 and older

will be transferred to a VR transition counselor as soon as possible, because the bottom line of earlier interven-

tion with transition services will be better future vocational outcomes.

Graham Greene, a British author, once wrote, "There is always one moment in childhood when the door

opens and lets the future in." We think that making transition services available at age 10 will open a lot of

doors to a much brighter future for this generation of youths who are blind. If you have any questions about

these changes. I hope you'll contact one of our local offices.

Following up on my last SEE/HEAR article, we've been getting a lot of calls this month voicing concerns

about the Texas Legislature's decision to abolish the Texas Commission for the Blind after its long and distin-

guished history of more than 70 years as an independent agency and to consolidate its functions under the

Health and Human Services Commission within a new Department ofAssistive and Rehabilitative Services.

There's not much I can say about the upcoming changes at this point because we simply do not know when
or exactly how the changes will take place. The Governor signed House Bill 2292, the bill that reorganizes all

health and human service agencies, on June 1 1 . The transfer ofTCB's powers, duties, functions, programs, and

activities will be accomplished in accordance with a schedule included in a transition plan to be developed by

the Executive Commissioner of the Health and Human Services Commission and submitted to the Governor

and the Legislative Budget Board not later than December 1, 2003. Not later than November 1, 2003. the

Health and Human Services Commission must hold a public hearing and accept public comment regarding the

transition plan.

That's all I know at the time I'm writing this article on June 1 3. By the time you read this. I'm confident that

the HHSC Commissioner will have announced more about the future of services to Texans who are blind, so

keep in touch.

Transition: It's All About Collaboration

By C. C. Davis, Regional Representative, Helen Keller National Center, Dallas TX

It doesn't seem that long ago since the Texas Symposium on Deafblindness-the one where we celebrated

communities and connections. This article is about some of those connections.

For some time now, many a thoughtful professional in our deaf-blind community has felt that some deaf-

blind students graduating from high school could benefit from some additional preparation for life-sort of a

post-graduate program to prepare for a post-secondary educational program or community living.

The Texas Commission for the Blind (TCB), Helen Keller National Center (HKNC), the Deaf Blind with

Multiple Disabilities Program (DB-MD Waiver) of the Texas Department of Human Services (DHS). and the

Texas School for the Blind and Visually Impaired's (TSBVI) Deaf-Blind Outreach program have been work-

^. ing together to provide just such an experience for graduating deaf-blind students.

^ Efforts began with identification of students who would benefit from participation in the HKNC compre-

Itl hensive rehabilitation program, located in Sands Point, NY. The HKNC regional representative visited with

^ the students over time and helped with the assessment oftheir appropriateness for HKNC 's program. Informa-

M tion on HKNC's program was provided to each student's family and school personnel. TCB's vocational
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rehabilitation (VR) counselors, transition counselors, and deaf-blind specialists were also contacted; informa-

tion was provided to them, and decisions were made with regard to eligibility, VR plan development and the

appropriateness of referral to HKNC.

Once a student was in the referral process to HKNC, a team was formed to help follow the student's

progress and to provide transition planning. A potential long term community service provider was identified

through the DB-MD waiver, and contact persons from that organization were brought in on the team effort.

The team followed the student from early referral, through the training program at HKNC, and into the transi-

tion phase back to Texas. While the student was in training at HKNC, periodic telephone conferences were

held to go over the student's progress, plot necessary changes and enhancements to the HKNC program, and

eventually, plan the transition of the student to placement in the community.

HKNC not only trains the deaf-blind person in community living skills, but also provides comprehensive

reports which provide detailed suggestions for communication, mobility, residential supports, employment,

recreation/leisure, environmental modifications and other areas. HKNC provides a variety of work experi-

ences for students to help identify interests, strengths, weaknesses and special considerations.

As the student nears completion in HKNC's program, which can take up to a year, plans are made to put

recommendations and supports into effect. HKNC center staff returns to the state with the student to work

with key provider personnel who will provide ongoing support. The provider agency staff is oriented to the

student's needs and training is provided for a few days. The HKNC center staffand regional representative are

later available by phone to follow up and answer any questions by the provider.

TCB deaf-blind specialists and counselors follow along with the entire process. TCB pays for the initial

supported employment service to get the student actively employed. HKNC's regional representative and the

TCB's deaf-blind specialist maintain contact on the case and provide periodic visits for on-site training, tech-

nical assistance and reviews of the student's situation. TCB and the deaf-blind waiver residential provider

often continue to work with the supported employment provider to sustain necessary long term supports.

HKNC, TCB, and the DB-MD waiver provider have been collaborating to assist in implementing the recom-

mendations made for the student.

The collaboration has not always been easy, and much has been learned about what needs to be done, and

what some of the pitfalls can be. Learning how to communicate effectively has been an early challenge. The

DB-MD waiver provider staff often has no, or little, experience in deaf-blindness; consequently, significant

training is required. Periodic training provided by David Wiley with the TSBVI Outreach program has been

important in addressing this deficiency. Turnover of the staff in the waiver program (both direct care and case

managers) is a chronic issue for some providers in some areas of the state, a situation that is common in other

states. This makes it challenging to sustain a high level of expertise in the service provision. The DB-MD
waiver is an indispensable assistance to deaf-blind persons with multiple disabilities, but it is a program that

will take time to achieve the level of service quality that is customary and expected in most educational pro-

grams and at HKNC. Information on the DB-MD waiver can be found in the fall 2001 issues of SEE/HEAR.

The exciting aspect of this collaboration is the manner in which the effort continues to address problems

and deficiencies. The Texas Interagency Task Force on Deafblindncss has been a part of this cooperative

venture, as it assists in setting up a continuum of quality services across all ages, problem solving gaps in

services, maintaining dialogue with stakeholders, and looking for opportunities to work together to leverage

resources. The collaboration between TCB, DHS, TSBVI and HKNC is largely an outgrowth of a strong sense

of community among service providers on the Task Force who have an interest in deafblindncss.
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The effort is far from over. Problems crop up on a daily basis, and caring minds and hearts have to get

together to try to problem solve in order to create a better support system for deaf-blind people transitioning

from educational programs. Resources are sometimes limited, and there seems to be a continual need for

training and re-training, but as time goes by, the capability of many provider agencies is improving.

For further information about these collaborative efforts, or programs and services, please contact:

• C. C. Davis, HKNC Regional Representative; phone, (972) 490-9677; or email, <ccfutbol@aol.com>;

• Steve Schoen, DHS, DB-MD Waiver Program Manager; phone, 512-438-2622; or email,

<stephen.schoen@dhs. state.tx.us>;

• Brad Carlson, TCB Deaf-blind Specialist, (512) 377-0572; or email, <brad.carlson@tcb.state.tx.us>;

• David Wiley, TSBVI Deafblind Outreach, (512) 206-9219; or email, <davidwiley@tsbvi.edu>.

Home Talk: A Family Assessment of Children Who Are Deafblind

DB-LINK has announced that the final version of HomeTalk: A Family Assessment of Children Who are

Deafblind is now available for your use.

HomeTalk is an assessment tool for parents and care providers of children who are deaf-blind and have

other disabilities. It is designed to help them participate in their children's education by giving them a way to

provide a broad picture of a child's skills, special interests, and personality. Home Talk was developed by the

Bringing It All Back Home project, a collaborative effort ofDesign to Learn Projects at the Oregon Health and

Science University and the College of Physicians and Surgeons at Columbia University. It is available for free

from DB-LINK. Phone: 800-438-9376. TTY: 800-854-7013 E-mail: <dblink@tr.wou.edu>

The project has one request: if you plan to use HomeTalk for an educational meeting (e.g., IEP meeting,

annual review, transition meeting), please provide some feedback about your experience. They have a short

form that they will mail or e-mail to you to complete, or they can interview you by telephone (10-15 minutes).

Please contact Harvey H. Mar, Ph.D (<hhml@columbia.edu>, 212-523-6235) or Charity Rowland, Ph.D.

(<rowlandc@ohsu.edu>, 503-238-4030) if you are able to assist.

PRIIDE DVD

HOPE Publishing, Inc., announces the release of PRIIDE DVD, anticipated publication date of June 1,

2003. This DVD is an interactive educational program that addresses sensory loss issues related to deafness,

rm. blindness, and deafblindness. The program consists of three curriculum areas: 1) Vision Loss, 2) Hearing

^ Loss, and 3) Combined Vision and Hearing Loss, which are captioned and available in English or Spanish. It

provides information and instruction that helps families, teachers, service providers, and medical personnel

gain a better understanding ofwhat it means to be deaf, blind, or deaf-blind. Available from HOPE Publishing,

K! Inc. Phone/Fax: 435-245-2888. E-mail: <hope@hopepubl.com> Web: <http://www.hopepubl.com>

ifi Music By Ear Courses

"By Ear Intro" music courses for the visually impaired are available through <www.musicvi.com>. All of

the introduction courses are available through the National Library Service (Library of Congress). They also
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have PIANO BY EAR and GUITAR BY EAR titles which are individual cassettes teaching entire songs using

no written or Braille notation. Descriptions of all the courses are below. More information is available on their

website.

INTRO TO THE BASS GUITAR FOR THE VISUALLY IMPAIRED

This totally tape-driven course teaches the student the names of the parts of the bass guitar, the names of the

notes, and the most commonly used rhythm patterns for the bass, including the Pop/Rock Pattern, the Alternate

Bass Pattern, the Waltz Pattern, and 6/8 and 9/8 time patterns. The price of the course is $39, which includes

shipping in the USA.

INTRO TO THE 5 STRING BANJO FOR THE VISUALLY IMPAIRED

This totally tape-driven course teaches the student how to hold the banjo, how to tune the banjo, the Alter-

nating Thumb Roll, the Forward and Backward Rolls, Chord progressions to several songs, and banjo solos for

the songs "Cripple Creek" and "Foggy Mountain Breakdown". The price, $39, includes shipping in the USA.

INTRO TO THE GUITAR FOR THE VISUALLY IMPAIRED

This beginning guitar course talks the student through the basics of guitar playing using no written materi-

als or visual references. The course comes in an attractive bookshelf quality four-cassette album that is fully

brailled (tapes and album spine) and includes a free GUITAR BY EAR instructional cassette tape. In the three

tapes that make up the course, the student will learn how to hold the guitar, the names of the parts of the guitar,

how to tune the guitar, the three most common rhythm patterns for the guitar, several chords to use with these

patterns, songs for each of these patterns and chords, the names of the notes of the guitar, and several songs

using these notes. The student will also learn a song from the GUITAR BY EAR library which is included with

the course. The price, $39, includes shipping in the USA.

INTRO TO THE PIANO FOR THE VISUALLY IMPAIRED

This beginning piano or keyboard course talks the student through the basics of playing the piano using no

written or Braille materials or visual references. The course comes in an attractive bookshelf quality four-

cassette album that is fully Brailled (tapes and album spine) and includes a free PIANO BY EAR instructional

cassette tape. In the three tapes that make up the course, the student will learn how to sit at the piano or

keyboard, how to find the notes on the piano, the names ofthese notes, the names and locations of the flats and

sharps, the C and G scales, the C and G cadences, the song "The Rose" in a pop style at three progressive

levels, "Minuet" by Bach in the original contrapuntal style, a pop/rock accompaniment pattern to be used for

accompanying singers and instrumentalists, and how to play a popular piano piece from the PIANO BY EAR
library.

The course is taught in a detailed step-by-step process with several built in breaks that allow the student to

rehearse what was learned before moving on. The teacher for the course is Bill Brown, the owner and creator

of PIANO BY EAR and GUITAR BY EAR. The price, $39, includes shipping in the USA.

PIANO COURSE 2 FOR THE VISUALLY IMPAIRED

This sequel to "Intro to the Piano for the Visually Impaired" takes the student into more scales and keys

with the goal of teaching the basics of playing the piano by ear. The student will learn to find melodies and

chords through the use of hearing skills and theory. Included with the course is the PIANO BY EAR song

lesson for "My Heart Will Go On", the loVe theme from the move "Titanic." The price of the course is $39,

which includes shipping in the USA.
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CLASSIFIED
Mail or e-mail your new classifieds to Jim Durkel at:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or JimDurkel@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>.

The Deaf-Blind Multihandicapped Association of Texas (DBMAT)
3 1 st Annual Statewide

Family Conference

"Passing the Torch"

October 10-12, 2003

A Fun-Filled Learning Weekend for the Entire Family

Camp John Marc, near Meridian, Texas

For more information, contact:

DBMAT
Cyndi Hunley, Conference Registrar

23202 Bright Star

Spring, TX 77373

281-821-9005

chunley@aol.com

Family Training Materials Now Available
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Training materials to help families of children with visual impairments prepare for theirARD meeting have

been developed. These materials focus on key vision issues in I.D.E.A. and showcase Texas families and

professionals. The packet includes: A 90-minute videotape divided into three parts-Assessment, Developing

the IEP, and the Expanded Core Curriculum; A family-friendly ARD workbook with templates; Supplemental

resource materials in print and on disc.

For effective use of these materials we encourage you to contact TSBVI Outreach about customizing a

workshop for parents and professionals in your area. If you are interested please contact Jean Robinson at

<robinsonj@tsbvi.edu> or at 512-206-9418, or Edgenie Bellah at <bellahe@tsbvi.edu> or at 512-206-9423.

Each video packet with supplemental materials is $20.00, shipping included. To order, please contact Karen

Scanlon with TSBVI Outreach at (512) 206-9314 or <scanlonk@tsbvi.edu>.
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Virginia Murray Sowell Center

for Research & Education

in Visual Impairment

Distinguished Lecturer Series

September 26-27, 2003

Speakers:

C.T. Vasile, O&M Department Supervisor,

Western Blind Rehabilitation Center, and

Rick Ludt, O&M Intern Supervisor,

Western Blind Rehabilitation Center

Location: College of Education,

Texas Tech University, Room 00

1

Contact: Virginia Murray Sowell Center

at 806-742-1997, ext. 233

Fall 2003

Southwest 504 Conference,

With a Special IDEA Strand

October 6-7, 2003

Location: Doubletree Hotel, Austin, Texas

Please call the hotel directly at 512-454-3737 or

800-222-8733 to make hotel reservations.

Contact CESD at 512-219-5043

Fax: 512-918-3013

9801 Anderson Mill Road, Suite 230,

Austin TX 78750

The 39th Annual Conference of

The Learning Disabilities

Association of Texas

October 29-November 1

Renaissance Austin Hotel, Austin TX

For more information contact:

LDAT, 1011 W31st St.

Austin, TX 78705

512- 458-8234, 800-604-7500

Email: LDATexas(S)cs.com

CESD's 2nd Annual

Texas Dyslexia Conference,

All Dyslexia All the Time

November 3-4, 2003

Location: Doubletree Hotel, Austin TX

Please call the hotel directly at 512-454-3737, or

800-222-8733 to make hotel reservations.

Contact: CESD at 512-219-5043

Fax:512-918-3013

9801 Anderson Mill Road, Suite 230

Austin TX 78750

21st Annual

Closing the Gap Conference

October 16-18, 2003

Location: Bloomington, MN
Contact: Closing the Gap

PO Box 68,

526 Main Street

Henderson MN 56044

Phone: 507-248-3294, Fax: 507-248-3810

Email: <info@closingthcgap.com>

AER Orientation and Mobility

Division Conference

December 13-16, 2003

Location: New Orleans, LA

Contact: George Tully or

Lynn Gautreaux at

<oandm@lsvi.org>

2

<

$

39



SEE/HEAR
Published quarterly: February, May, August, and November

Available in Spanish and English on TSBVI's website at <www.tsbvi.edu>
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Editor's Note: During the coming year, we plan to dedicate a portion of the Family section to highlight

ways families are finding success with their children as they work on expanded core curriculum skills while

having lots offun. This edition focuses on recreation and leisure activities. When kids with visual impairments

(including those with deafblindness and multiple disabilities) have a chance to participate in organized activi-

ties, not only do the kidsfind out more about what they like to do with theirfree time, but they also get a chance

to work on those all-important social skills.

Who Needs Sports?

By Jean Robinson, Family Support Specialist, TSBVI Visually Impaired Outreach

Abstract: This article is the first in a series ofarticles that will befeatured in this year's See/Hearfocusing on

elements ofthe expanded core curriculum. This article examines the benefits ofworking on recreation and leisure

skillsfor students with visual impairments and deafblindness and offers some resourcesforparents and teachers.

Key Words: sports, recreation, leisure, athlete, blind, deafblind

I have wondered why anyone would choose to play sports. I hate to sweat, and even as a spectator, I feel bad for

the losers. I identify with them, as I have little athletic ability. In high school I dreaded RE. class and looked for excuses

not to participate. During the early 70s it was easy for a female to graduate without having to endure much physical activity.

Thirty years later I have to admit that my limited participation in physical activity and team sports in my youth

hindered my progress in developing skills that are useful in becoming a successful adult. Qualities such as self-confi-

dence, determination, courage, persistence, openness, fairness, patience, and respect are hard to understand and

develop without experiencing them. Participating in team and individual sports is a wonderful way to develop these

qualities while having a great time with your family, other students, and within your community.

Yes, a child with blindness or low vision can become an athlete. It usually requires systematically teaching specific

skills that others pick up by watching. It also requires having the opportunity to use those skills over and over again in

order to develop competence. The biggest obstacle is not the blindness but the missed opportunities, due to precon-

ceived notions, stereotypes, and attitudes.

Thirty-four students with significant vision loss from

across Texas did not miss their opportunity to discover

their hidden talents during two Sports Camps held during

TSBVI summer school. These camps were made pos-

sible through a 2-year grant from the United States Asso-

ciation ofBlind Athletes (USABA) administered through

the Department of Blindness & Low Vision at Western

Michigan University (WMU). The goals of the camps are

to introduce a variety of sports available for students with

blindness and to teach specific skills to encourage their

participation in their local school and community activities,
TracR eyent at SpQrts Camp on the TSBVI Campus .
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alongside their sighted peers.

The program is modeled after the Sports Education Camps for Visually Impaired and Blind Youth developed by

Dr. Paul Ponchillia atWMU.A major objective is to train pre-professionals, regular education teachers, and especially —

<

PE/APE teachers on how students with visual impairments can and should participate in physical education, athletics, ^
and community recreation programs in their local districts. The Senior Camp for 1 3- 1 8-year-olds involves track and

field, swimming, gymnastics, wrestling, bowling, and goalball. The Elementary Camp for 10- 1 2-year-olds involves an

introduction to running, throwing,jumping, swimming, gymnastics, wrestling, and goalball. S

This first year many of the students were signed up for Sports Camp by their parents and were not looking

forward to participating. They had bad experiences when it came to sports. The students' preconceived notions about

sports were obvious from their answers on a pretest. They included: I never love sports; I neverfeel that lam better

in sports than most kids my age; I never consider myselfa good athlete. Other comments were: / am picked on

in regular gym class; I am not treated like everyone else; and / don 't participate in gym class with myfriends.

During the weekend camps each student had one-on-one time to learn and practice new skills. The camps

concluded with competitive events. I was amazed at the effort these students made on a hot summer day. The most

rewarding result was seen on their faces when volunteers and family members yelled their encouragement as they

completed their events. The post-tests substantiate the feelings ofcamaraderie and success. Their perceptions changed

to: / love sports; I am better in sports than most kids my age; and / consider myself a good athlete. Most

reported that they learned how to change a sport so they could participate. Many believed they could participate in

sports offered in their local school and community. Almost all the participants wanted to return to Sports Camp next

summer to improve on their athletic skills and have the opportunity to compete with others who have limited vision.

Hunter Mouton, a good-looking 1 6-year-old, discovered the fun of competing on a goalball team and wants to

get a team together in the Houston area. He was so pumped up from his experience at the Senior Sports Camp that he

returned to volunteer at the Elementary Sports Camp along with his dad, David. His mom, Suzanna, had these

comments about the Senior Sports Camp:

/ really thought it was one of the neatest things TSBVI has done during the summer. Camp Challenge was

good, but the sports camp hit home because it was activities the kids could take back into their schools. My son

hated swimming strokes and swore he couldn 't do it. At sports camp he not only swam, but liked it! I felt like

sports camp gave him the opportunity to experience some sports he never would have thought ofparticipating

in before. The other kids were so excited. I was very pleased to have been there. My husband also really enjoyed

the Elementary Sports Camp. V ma goal ballfan now!

If you are interested in learning more, please contact Hunter or his parents, Suzanna and David Mouton, by

phone 28 1 -955-7066 or email SUZANNA.MOUTON@cfisd.net.

What are your preconceived ideas of what your child can do? Have you ever met or read about a blind skier,

wrestler, ice skater, or golfer? If not, take time to read a previous See/Hear article about Rebecca Soto from San

Antonio who is totally blind <www.tsbvi.edu/Outreach/seehear/spring02/ski.htm>. After applying for a scholarship to

attend an outdoor sports program for persons with disabilities, she fell in love with downhill skiing and now is training

for the U.S. Paralympic Ski Team.

USABA trains blind and visually impaired athletes in nine sports—alpine and nordic skiing, goalball,judo, power

lifting, swimming, tandem cycling, track and field, and wrestling. Top athletes are selected to become part ofTeam
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USA and are eligible to compete in the Paralympics. The Paralympics are a multi-sport, multi-disability competition of

elite, world-class, disabled athletes. Sponsorships are available through such organizations as USABA. Read about

the opportunities at <www.usaba.org> or call (7 1 9) 630-0422.

Power lifting is another sport wide open for blind athletes. Cody Colchado, Jr. is a national and world champion

power lifter. Cody's motto is, Adversity causes some men to break, and others to break records. He was born

deaf and due to an injury lost his vision. He continued to play football his senior year of high school, relying on cues

from his teammates. To read how he faced his challenges go to <http://www.houseofpainironwear.com/makemefamous/

cody_colchado.htm>.

I encourage you to educate yourself about the opportunities available and let your school district and regional

service center know about your interest in sports, recreation and leisure activities. Most high schools have wrestling

teams. The only modification needed for UIL competitive wrestling is for the participants to "touch start" and maintain

contact during a match. The TSBVI wrestling team competes with other high school wrestling teams in the Austin area.

Students with a visual impairment have the opportunity to go to regional playoffsjust like their sighted peers. Ifyou want to see

them in action go to our website <www.tsbvi.edu> and enterkeyword "wrestling" to find their schedule and past pictures.

Another opportunity is Sports Extravaganza held in the fall in the Dallas area. This event is open to children and

youth with visual impairments. It has activities and competitions for all ages— toddlers to teens. To read more about

experiences from previous participants do a website search using these article titles on the TSBVI website: "Goalball

Highlights Third Annual Sports Extravaganza," "My Day at Sports Extravaganza," "A Proud Mom," and "A Proud

Athlete." Links to information about Sports Extravaganza can be found on the VI Supplemental Services page of the

ESC Region 10 website <http://www2.ednetlO.net/ssvi/Vision.htm>. You many also contact Kitra Gray at (972)

348-1580 or Randy Foederer at (972) 348-1570 to request information.

An informative list of national resources can be found at <www.tsbvi.edu/Education/toronto2002/sports.htm>.

This includes information about where to order equipment.

The following articles demonstrate how parents were able to get their children involved in their local community.

"I'm a Ballerina!"

By Al'An Kessler,TCB Children's Specialist, Abilene, Texas

Abstract: A little girl receives dance lessons and achieves her dream ofbecoming a ballerina.

Key Words: Recreation, leisure, ballet, blind, empowerment

Editor's Note: Al'An shared this story with me back in 1998. I've neverforgotten Amanda, who seemed

to have a life "blossoming" experience just because someone chose to help her act upon her dream. I hope

that whereverAmanda is now, she knows that there are a lot ofpeople cheering her on as she achieves success

after success.

I want to pass on a wonderful story about a girl named Amanda. When I met Amanda she was six and repeating

kindergarten. She was tiny for her age, blonde, and had giant crystal-blue eyes. No one figured out that she was having

trouble in school the year before because she couldn't see. Turns out, she has multiple vision problems — ROP,

amblyopia, strabismus and retinal scarring. She was painfully shy, afraid to play, afraid to run, and had no friends at all.



The first day I saw her, she stood and watched the other children play at recess while she held onto the fence rail.

Her teacher said that's where she spent every recess. Her mom said that she tried to get her daughter to go out and

play, but she was afraid because she fell down a lot. We talked for a while, and I asked Amanda about what she

wanted. She told me in her whispery, almost not-there voice, that she wanted to be a ballerina. Her mother told me that

Amanda went in her room when no one was looking and pretended to dance.

Texas Commission for the Blind was able to provide dance lessons to this young girl. The only teacher in her town

didn't want to take her on and had to be coaxed ...hard. After all, the little girl couldn't see and might hold the others

back. The almost spoken words were left unsaid that she wasn't the "type" of little girl that usuallytook ballet lessons.

After one lesson, the teacher called, her voice apologetic, and said how delighted she was to have her. After three

lessons, her mother called and said, "Amanda has FRIENDS ! !

!" At her ARD, all the teachers and principal said,

"Since she started dance she's like a different child. She runs, and plays and joins in everything; she has such confi-

dence!"

In the spring I was able to see her dance in the ballet performance of Peter Pan. Her blond hair, pulled up on her

head, dressed in her satiny pink costume, she twirled and gave me a hug. Amanda said to me, "I'm a ballerina!"

I got to say, "Yes, you are!"

>
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Visually Impaired Young Athletes Play Beep Baseball Game

By Eric Garza, Monitor StaffWriter, Harlingen Texas, egarza@themonhar.com

Reprinted with permission from The Monitor

Abstract: Read about how children in the Rio Grande Valley are given a chance to experience the game of

beep baseball.

Key Words: blind, beep baseball, sports, recreation, leisure

Editor's Note: Another sport specific to individuals who are blind is Beep Baseball <www.NBBA.org>. As

described in the next article, staff at the Texas Commission for the Blind provide a great opportunity for

students to be involved in local beep baseball teams.

Edinburg -A small crowd cheered feverishly Saturday morning as the next batter stepped up to the plate at South

Park baseball field in Edinburg. When the umpire yelled "batter up" the crowd quieted and there was dead silence.

Though summer baseball games and children go hand in hand, this game was different. It was important the

crowd stay quiet as possible, otherwise the players would not be able to hear where they were going. All the players

on the field were blind or visually impaired. They had to rely on their hearing to hit and catch a special Softball emitting

a beeping sound.

Beep baseball is played much like a traditional baseball game but with a few changes. There is only one base for

players to run to. As soon as the batter hits the ball, which is placed on a tee, the base begins to beep. In order to score

a run, the batter must reach the 4-foot tall foam base before a defender finds the ball and lifts it above his head. All

players are blindfolded to ensure fairness since some have partial eyesight.

Saturday's game featured a showdown between the Little Roadrunners and the Little Whitewings. The plaj ers
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who formed the two teams came from across the Rio Grande Valley. Some participants came from as far away as Laredo.

"I personally see that it improves their self-esteem," said Martin Aceves, an employee at the Texas Commission

for the Blind in El Paso. "They are out there playing and hitting the ball and running. You don't expect it overnight, but

you do see their self-esteem improve."

Aceves was contacted by the Texas Commission for the Blind in the Valley last year seeking help in teaching local

children to play the game. The commission held the first beep baseball game in the region last year in Harlingen.

But teaching a child to play a game he has never even seen before can be an arduous task. He said someone who
has never seen a baseball game might not have a perspective on how they should run or hold a bat.

"We have the perspective ofhow it's done because we can see it," Aceves said. "If somebody wins, great, but

we have to teach them the basics."

Ralph Rangel, a regional director for the state Commission for the Blind, said he hopes the beep baseball games

generate enough interest to have at least one event every year.

"The purpose of this is to bring the kids out to have a nice day but also to focus on their abilities and skills," he said.

They^re able to participate in any activities that an able bodied person can play."

Miguel Robledo, a McAllen resident, was at the game with his 9-year-old son, Luis. His son played the game for

the first time last year in Harlingen. Miguel Robledo said the game gave the children a chance for them to participate in

activities many people take for granted.

"This is great for them to do something that they don't normally do," he said. "You don't expect blind people to

play baseball. This is important for them because it really gives them the concept of what goes on when you go to a

baseball game."

Rising Trend, Ice Skating

By Stephanie Sparkman, Writer

Reprinted and edited with permission from the Midland Reporter Telegram

Abstract: A young lady with albinism qualifies for Southwest Regionalfigure skating competition.

Key Words: Sports, ice skating, albinism, teenager, blind

Competitive ice skating is not a sport that has often been tied to West Texas. In fact, not one nationally recognized

ice skater has come from the Permian Basin area.

But. if three young Midlanders have anything to do with it. that fact might soon change.

Jentry Courter, 13, Stephanie Miller, 13, and Tiffany Miller, 10, all of Midland, qualified in Dallas to compete in

the Southwest Regional figure skating competitions to be held in Colorado Springs.

At the Broadmoor Open— one of the largest and most prestigious figure skating competitions of the year—
6



Jentry, competing for the first time at the intermediate level, took home the Gold medal in the Artistic competition in a

field of70 skaters.

The Miller sisters' father, Brad Miller, said the families decided to enter the girls in the Broadmoor Open in order h^
to get an idea about how the Midland girls' abilities compare to other skaters from around the nation. ^

Each of the girls has high aspirations for a career in figure skating.

"Lord willing, I want to shoot for the 2006 Olympics and, if that doesn't work out, then 201 0," said Jentry.

The girls do more than just dream about becoming Olympic competitors. They have put their hearts, souls, and the

majority oftheir time into their efforts.

While other kids are enjoying summer vacations, Jentry and the Miller girls are practicing, both on and off the ice.

While other kids labor in classes during the school year, the girls are laboring on the ice at theMGM Ice Rink in

Odessa.

While all three girls are excited about the prospect ofbeing the first Midlanders to compete as figure skaters in the

Olympics, Jentry has an additional motive.

"I would not only be the first West Texan, but the first person with Albinism who is also visually impaired and yet

can still skate," Jentry said.

Albinism, a genetic disorder that affects pigmentation in the hair, skin and eyes, quite often produces impaired

vision.

"The impaired vision kind of messes me up a little bit," explained Jentry. "I can't tell how close people are to me
and how far away the walls are, and I really have to concentrate on where everything is on the ice, so I don't run into

the wall with ajump or anything."

And although physical differences set her apart from other skaters— her long, thick hair is white, her skin is

flawlessly fair and her crystal blue eyes, from time to time, dart back and forth— Jentry refuses to let them prevent her

from achieving success.

And her motives are not focused entirely on herself.

"I can show people who are just like me out there to get out there and just do it," Jentry said. "Just have fun and

just praise God for it, and say, 'You know what? I may be visually impaired, but I'm going to go out here and I'm going

to do this the best I can and just see what happens.'"

"I'm just the same as everybody else."

Watching her daughter is a source of inspiration for Gina Courter.

"She's visually impaired, but she doesn't let it effect her determination," Mrs. Courter said. "It's in God's hands

whether or not we get to the Olympics, but at the same time, I'm just proud of her vision and her insight— which is

5



kind of a play on words, but she's very determined and her work ethics are strong."

"She's a good example," added Mrs. Courter. "She's a good example to everybody she meets."

mm "Everywhere we go, they remember her— partly because she has white hair and she's very different, but also

because she has a great heart. She loves people."

<

Craft Guild Gives Students a Taste of the Potter's Art

By Linda Stewart Ball, Dallas Morning News StaffWriter

Reprinted with permission of the Dallas Morning News

Abstract: Students in Dallas take advantage ofpottery classes specifically geared for people who are

visually impaired.

Key Words: Blind, deafblind, recreation, leisure, pottery

Editors Note: At times there are physical and health reasons that keep a child from participating in a

physical sport, but that does not need to limit their opportunities to learn about and develop other recreation

and leisure activities. Excerptsfrom thefollowing article clearly show how two children benefitedfrom attend-

ing a pottery class.

The sound of a moist slab of clay repeatedly hitting the potter's wheel catches Erik Carrillo's attentive ear. But the

cold, wet clay pinning beneath his fingers captures the Lewisville boy's heart.

"Oh, man," says Erik, 8, a smile spreading across his face. "I like it."

Neither he nor the other three students at a free pottery workshop for the visually impaired can clearly see the

masterpieces they are making. But they can feel them. They can touch them. And after the pottery pieces are fired,

glazed and fired again in a hot kiln, they can take them home to proudly display to family and friends.

Since 1994, instructor Sharon Komorn has been teaching the pottery workshops for the visually impaired at the

Craft Guild of Dallas, a nonprofit organization for aspiring artists and craftsmen. Through the years, the guild's en-

rollment has dwindled to the point that volunteers outnumber students. The children initially involved in the class

graduated and went off to college. So last year, Ms. Komorn opened the workshops to visually impaired adults, too.

"The main problem is transportation and time," Ms. Komorn says, explaining that students must have someone

willing to drive them to the workshops. The sessions last about three hours, usually on two alternate Sundays. They're

offered two to three times a year. Donations enable the guild to offer the clay workshops for the blind and visually

impaired for free.

"There's definitely a need for it," says Tammy Durrett, whose daughter Taylor, 9, is enrolled in the classes.

Ms. Komorn agrees that the dwindling enrollment does not reflect the need in the Dallas area. "These types of

programs are definitely people-driven," she says. "Ifyou have people who have their heart in it, it survives."

Last year, the Dallas Lighthouse for the Blind stopped offering its free ceramics class, which mainly drew blind and

visually impaired senior citizens.

8



"What we had to look at was, frankly, the affordability and the efficacy of doing that versus some other program,"

says Steve Vanderpoel, the Dallas Lighthouse's vice president for community relations. He says that limited funding, a

lack of awareness and transportation issues led to the ceramics class's demise.

Ms. Komorn, a potter with extensive background in the dramatic arts, was managing a nonprofit agency that

taught volunteers how to read books to the blind. Through her work, she met people who were visually impaired, and

she was inspired to create a "multisensory" arts workshop in clay.

To prepare, she went to Dallas' Low Vision Clinic, where she strapped on goggles that allowed her to simulate

various visual impairments. "Some vision is better than no vision," she concludes, adding that the experience made her

more empathetic.

>

5

In a pottery workshop for the visually impaired earlier this month, incense is burning and New Age music plays

softly in the background. It's Ms. Komorn's attempt to appeal to all senses. She tells the students that they can see with

their "third eye" - their mind and spirit.

To which Taylor Durrett, a spunky third-grader who has been blind since infancy, quickly replies: "I see with my
heart and my hands."

"This is so cool," she says, holding one oftwo ceramic parrots with multicolored wings, a finished piece aban-

doned from another class. "And they don't break?"

Ms. Komorn assures her that even ifthey did break, it wouldn't be a problem. "We have a saying in this lab," she

tells the class. "There's nothing that can't be fixed."

While Erik Carrillo is busy throwing clay bowls with assistance from instructor Stephen Sanders, who is also

blind, others construct clay landscapes with a fall theme. It's a multistep process that can get a little messy.

As Ms. Komorn lays out the palettes of paint, she asks students to decide whether they want to paint their

creations "a real cinnamony" color, like a dark spice pumpkin pie, or a brilliant orange, like the bright sun. For the base,

do they want to use a green that's like stepping on grass or a rich chocolate brown? Her descriptions combine color

with taste so often that at one point Taylor says she can actually smell the cinnamon on her paintbrush.

"I want it to be just right," the little girl says, hesitating to apply the paint to her work. Her mother helps guide the

brush in Taylor's hand.

Meanwhile, Ms. Komorn generously doles out the praise as she walks around the room. John French— whose

son, David, 26, of Irving, is in the workshop— praises the guild's facilities and says the art form is one of the few

creative outlets for his son, who is legally blind.

"They certainly don't have to do this," Mr. French says. But he and the other students say they're glad they do.

"I like working with the clay and meeting other people," says Lisa Lacore, 20, of Flower Mound, who partici-

pated in the workshops as a child and returned.

The Craft Guild ofDallas is located at J4325 Proton Road in North Dallas. For more information about

the pottery workshops, call 972-490-0303 or visit <www.craftguildofdallas.com>.
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TAPVI Talk

Abstract: Leant about the newest organization in Texasforfamilies with children who are visually impaired.

Key Words: blind, deafblind, TAPVI, parents, support group, listserve, challenger ball, toys

Editor's Note: In this newsletter we are beginning what we hope becomes a grand tradition of having a

column devoted to sharing information from the newlyformed Texas Association for Parents of Children with

Visual Impainnents (TAPVI). The first executive board meeting ofTAPVI occurred by conference call in Sep-

tember 2003. The parents are busy writing bylaws, creating a brochure, establishing a website, applying for

grants, and giving each other lots ofmutual support. All these activities are needed in order to affiliate with the

National Association for Parents of Children with Vision Impairments. Additionalfamily members are desired

in order to have the greatest impact and to cover all areas of Texas.

One way to connect to other Texas families of children with vision loss, including those with deafblindness and

multiple disabilities, is to sign up for the Texas VI Family Network listserv by going to the following website <http://

www.topica.com/lists/txvifamily> orby sending an email to <txvifamily-subscribe@topica.com>. Most ofthe current

TAPVI members are active on this listserv. Ifyou are interested in joining TAPVI, read the letter from the co-chairs

below and considerjoining. There is strength in numbers!

'CALLINGALL PARENTS!

It is with great pride and enthusiasm that we announce the beginning ofTAPVI, Texas Association for Parents of

Children with Visually Impairments. The TAPVI steering committee, comprised ofparents, was a response to families

like ours who struggle to gain support and educational resources for their visually impaired children. Our committee

recognized that throughout Texas the visually impaired children and their families were lacking the information and

camaraderie that can exist with a support group.

We need to address the unique needs of our children. We need to share all of our ideas, experiences, frustrations,

andjoys. By sharing our children's school experiences, social experience, and developmental milestones, we will help

not only during school years, but also upon graduation and entry into the work force.

We feel fortunate to have met so many caring, committed families. I know together we can make a positive

difference in our lives and the lives of our children. If you would like to become a member ofTAPVI please contact

TAPVI directly at 1 1 8 1 6 Plainbrook, La Porte, TX 7757 1 , by phone ( 36 1 ) 44 1 -47 12 or by email <tapvi@ aol.com>.

Sincerely,

Laura Boenig, Co-Chair, TAPVI

cell: 361-441-4712

email: lbaynig@aol.com

CHALLENGER T-BALL

Alaine Hinds, Co-Chair, TAPVI

11816 Plainbrook

La Porte, TX 77571

My name is Fredia Bassham, and I am grandmother to Heather Jo. I live in Baytown, Texas. I wanted to share

some information about Challenger T-ball. Challenger T-ball is a fun and enjoyable sport to be enjoyed by all. The

parents or volunteers assist wheelchair team members. Blind or visually impaired team members use a beeping ball and

are assisted to the bases by volunteers.

The Challenger League is sanctioned by the Little League Club and participates in the opening and closing
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ceremonies. Each child receives a trophy at the end of the season. The children have a feeling of independence and

being included when they discuss their t-ball games with siblings, fellow classmates and family members. The rewards

are wonderful for friends and family when they are able to go and watch the ball games.

*fr

For more information on starting a Challenger League in your area, contact Fredia Bassham at (28 1
) 42 1 -0 1 50

or email at <frediabassham@yahoo.com> and include "t-ball" in the subject line.

PRODUCT REVIEW - PEEKABLOCKS™

I am Cheryl Whitten from Houston, Texas, and I am the editor of the TAPVI Newsletter. This morning, I

discovered a new Fisher Price toy that has definite possibilities for my daughter Catie. Peeka Blocks™ come in

several varieties and are lovely brightly colored blocks about 2" x 2". One set is called Touch Sensations ™. They have

a variety of textures on each cube that are wonderful for children with visual impairments since it gives them a chance

to explore different types of textures. Another set is called Sound Sensations ™, which make a variety of noises when

shaken or when dials are turned. This set encourages your child to interact with the world and learn cause and effect.

I invite other parents and family members to share their information and experience by submitting articles to me by

email: <Cherylwl6@aol.com>.

O
O

An Introduction to Dr. Lilli Nielsen's Active Learning

by Stacy Shafer, Early Childhood Specialist, TSBVI Visually Impaired Outreach

Reprinted from VISIONS newsletter, Volume 3, No. 2, June 1995

Abstract: This article discusses some ofthe basic strategies ofDr. Lilli Nielsen 's Active Learning Theory.

Key Words: blind, deafblind, Lilli Nielsen, Active Learning, Little Room, play, objects

Editor's Note: We are beginning a series ofarticles about Dr. Lilli Nielsen 's Active Learning theory that

will continue in each edition ofSee/Hear this school year. We would especially love to share information from

people who are using Active Learning with their students. Ifyou are one of these people and are willing to

share your experiences, please contact Stacy Shafer at <StacyShafer@tsbvi.edu>. We are beginning the series

with this article that covers some of the basics of Dr. Nielsen 's theory ofActive Learning.

Dr. Lilli Nielsen has worked as special education adviser at Refsnaesskolen, National Institute to Blind and

Partially Sighted Children and Youth in Denmark since 1967. She was trained as a preschool teacher and psychologist.

She has performed research in the area of spatial relations with infants who are congenitally blind and has written

several books and articles about educating children with visual impairments and multiple disabilities. Dr. Nielsen's

approach is called Active Learning. She has presented week-long training sessions on developing the full potential of

young children with visual impairments and multiple disabilities in countries around the world. We were very fortunate

that she presented in Dallas, Texas, May 1994. This is some of the information she shared there.

All young children learn through play. They need to be encouraged to explore their environment and objects in

their environment. Dr. Nielsen believes that all very young children learn by being active, rather than passu e recipients

of stimulation. We need toobserve typical children to see how they learn to move their own bodies (raising their heads.

reaching for objects, sitting up, etc.); use their bodies to explore their surroundings (including any and all objects within

their surroundings); and actively participate in interactions with other people. A visual impairment prohibits a child from

having enough opportunities to develop these abilities and have these experiences without intervention. She encour-

ages the adults to set up the child's environment so that he can do this.
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DR. NIELSEN'S RECOMMENDATIONS WHEN DEVELOPINGTHE CHILD'S ENVIRONMENT

Observe the child. It is imperative that we know what the child can do, what activities he enjoys, what type of

objects he like, etc. Assessing the child's existing skills and preferences is the first step in programming. Observation

will help you note the current developmental skills the child has. A child's preferences are indicators of the underlying

strengths of his system. These preferences can guide you in the selection of objects and activities. You need to know
a child's repertoire so you can notice change and improvement.

Provide the child with more activities and objects that are similar to those he enjoys. This will encourage the

child to explore and experience new things and broaden his knowledge base. Young children with visual impairments

need to be encouraged to explore not only toys from the toy store, but also everyday objects around the house.

o
z

Give the child opportunities to practice and/or to compare. As adults, we are often tempted to remove

materials as soon as the child shows that she can use them. We all relate new information to things we already know.

For example: The first time you successfully drove a car around the block, you still needed lots more experiences

driving in different environments, on different types ofroads and highways, different vehicles, different times ofthe day

and night, in different types of traffic, with the radio on and off, and with friends in the car, before you really mastered

all the skills and concepts about driving. When a child begins to bang one object on another one, she needs to be given

the opportunity to bang lots of different objects on lots of different surfaces. (The sound produced when banging a

metal spoon on the couch is much different than banging it on the coffee table or a metal mixing bowl.) Children need

to be able to repeat an action many, many times, in order to learn.

Provide afew materials and activities that are at a slightly higher developmental level to provide a challenge

for the child, so he doesn 't become bored. When you present information to the child, you only model how to use the

objects or complete the activities. You do not expect him to imitate what you do until he imitates of his own accord.

Do not interrupt a child by talking when she is actively engaged in play. Most of us have had the experience

oftalking to an infant who is busily kicking her legs and having the child stop kicking to listen to our voice. When a child

is exploring or playing with an object or practicing a new movement, don't interrupt with a comment. We need to wait

to talk with the child about what she was doing until she turns to us to share her experience, or at least until she takes

a little break in the activity. This does not mean that we need to stop talking to our young children with visual impairments,

just that we need to pick our moments.

Slow down, when interacting with a child. We must be willing to wait and give the child time to take a turn in

the interaction. When playing with a child, Dr. Nielsen tells us to give the child time to explore an object alone, rather

thanjumping in and showing her/him how to use it. At a conference, during a child demonstration, Dr. Nielsen offered

a battery operated facial brush to a child. She let him explore the brush in his own way. He held the brush against

various body parts, moved it from hand to hand, turned it over, put it on a tray, moved it against other objects on the

tray, picked it back up, put it to his lips, and did many other things with it. Then he turned to Dr. Nielsen to share the

experience. That was the moment she talked with him about the facial brush and the things he had done while playing with it.

Let the child have control ofher/his own hands. Dr. Nielsen feels it is important when we are interacting with

a child who has a visual impairment, that we not take her/his hand and bring it to the materials. Instead, we need to

develop alternate strategies for presenting objects to the child (e.g., gently touching the toy to the child's arm or leg to

alert him of the object's presence, making noise with the object to arouse his curiosity to encourage him to reach out,

placing several objects so that they are touching the child's body or very close to it so any movements he might make

will bring his body in contact with an object).
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Dr. Nielsen has developed several pieces of equipment to provide children with visual impairments the opportu-

nities to actively participate with their environment. One of these "special environments" is the Little Room. The Little

Room consists of a metal frame supporting three side panels and a Plexiglas ceiling from which a variety of objects are

suspended which the child finds interesting and enjoyable. This gives the child the opportunity to experience the

properties of objects, to compare different objects, and try out different things to do with the object on his own without

adults interpreting that experience for him. Since the objects are stable, it allows the child to repeat his actions with an

object as many times as he needs to, at one to two second intervals, without dropping and losing it. The immediate

repetition enables the child to store the information gained from the experiences in his memory.
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Communication Systems to Last a Lifetime:

Implications and Strategies for Adolescents and Young Adults

By Maurice Belote, Project Coordinator, California Deaf-Blind Services

Reprinted from reSources, Summer 2002, Volume 10, Number 13 with permission from

California Deaf-Blind ServicesJ_<http://www.sfsu.edu/~cadbs/>

Abstract: This article is about preparing individuals who are deafblind to have a seamless transitionfrom

special education to adult services. It discusses the importance ofleaving the school system with an ''effective,

functional, dynamic, and accessible communication system.
"

Key Words: deafblind, transition, communication

Meeting the needs of individuals who are preparing to leave educational systems and enter adult services and adult

life is a challenge. Among the many considerations that are unique to this population, it is vital that students leave school

with communication systems that are effective, functional, dynamic, and accessible. Access to a forma] communication

system is not just an IEP goal or a task to consider once the appropriate funding sources have been identified. It is.

rather, a basic human right, and allows individuals to lead fulfilling, enriching lives that include the sharing of feelings.

emotions, deep desires, concerns about the future, and the delights of the past.

It is first necessary to define two terms so the intent of the following strategies is clear. The term "formal commu-
nication system" refers to a system that is documented, used consistently among various people and locations, and

follows the individual wherever he or she goes—from program to program and into adult life. It is a system that is. in

most cases, unique to one person only, and designed to effectively address a specific individual's expressive and
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receptive communication needs. The term transition age refers not only to an individual's chronological age—typically

14 to 21—but also to the nature of that individual's school program, which probably by this age includes community

based instruction, life skills, work experience, andjob training.

The following are strategies or suggestions that might assist educational teams and families as they consider how
best to meet the needs of their students, clients, sons, and daughters.

Create the best communication system possible

while the individual who is deaf-blind is still receiving special education services

In many cases, the level of support that individuals who are deaf-blind receive while in school far exceeds the level

of support they will receive once they leave school and enter the adult services system. Chances are the adult service

system will not provide communication specialists at the same frequency level and with the same skill level as provided

by the school system.

The result is that, for most individuals, the communication system they have when they leave school is the system

they will use for many, many years. The communication system will probably not be significantly expanded or im-

proved after the individual is graduated from school.

Admitting this, however, is not the same as acceptance; we can and must strive to build adult services that are as

individualized as possible. We also know of exceptions, e.g., supported employment programs that have access to

augmentative and alternative communication specialists who will adapt communication systems to match specific inter-

personal and environmental needs. Family members may also be in the position to assist in expanding and making

improvements to the communication system. In addition, the individual who is deaf-blind will always be expanding or

changing the system—adding new signs, new photos, new drawings, etc. But this does not guarantee that these changes

or additions will be documented or formalized into the system without the assistance ofa knowledgeable service provider.

The goal is to create dynamic systems that allow for growth and change, while at the same time be aware that the

systems may remain static for long periods of time.

Document the individual's communication system

It is critical that an individual's communication system be documented. Too often, students who are deaf-blind are

forced to learn new communication methods every time staffand/or program changes occur because their communica-

tion system doesn't follow them from program to program, or because new staff isn't adequately trained in using the

existing systems.

There are many components to an individualized communication system that need to be documented. For ex-

ample, if an individual uses sign language—expressively and/or receptively—it is important for the people who serve

that individual to know exactly which signs are used. For most individuals, the sign systems that develop throughout a

person's school career are a mix ofASL signs, SEE signs, and home signs. Home signs are signs created specifically

for that person. Sometimes home signs are needed because a sign for something the individual wants to communicate

about doesn't exist. In other instances, home signs are used because at the exact moment a particular sign was needed,

the teacher or family member didn't know the correct sign, so one was invented "on the spot" and the individual who

is deaf-blind never forgot the made up sign.

If an individual's system includes objects, the exact objects will need to be documented so that if objects are lost

in transition from one program to another, replacement objects can be gathered quickly. Documentation of objects will
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need to include either photographs or very clear drawings of each object so that someone unfamiliar with the system

will have a clear idea of each object.

Even spoken language should be documented if the individual has enough residual hearing to take advantage of

spoken language, especially in cases where the individual may only recognize or respond to a limited number of spoken

words. For example, a person who is deaf-blind may understand the question "Do you need the bathroom?" because

the question has been asked the same way—with those same words—for many years. If the person then enters an

adult work program and the question is posed "Who needs the lavatory?" or a staff member shouts "This is your

chance for a restroom break," these phrases may not have the same level of meaning to the individual who is deaf-

blind. Some service providers may consider their clients as falling into two distinct groups—clients who are deaf and

therefore unable to respond to speech, or clients who are hearing and therefore able to respond to all speech. It's not

that service providers are uncaring or unwilling to understand—it is just that they are probably not experts in sensory

loss and need to be oriented to the person's specific hearing loss, i.e., frequencies they can and cannot hear, environ-

mental considerations, and specific words and phrases the person is most likely to hear and understand.

There are many ways to document communication systems. A personal communication dictionary can be created

that describes through text and drawings the various components of a specific individual's system. Videotape is also an

effective method, especially when documenting home signs or modified signs. For instance, if the individual who is

deaf-blind signs bathroom—not with a shaking "T"—but with a closed fist at ear level, it may be very helpful for future

service providers to be able to see this on video in case a written description alone isn't clear enough to fully prepare

the service provider to recognize and respond to this modified sign.

Remember that an effective communication system

often includes many modes, and a person's expressive modes and receptive modes may not be the same

When children are young, their communication systems are not usually too complex. The team decides, for

instance, that the child will use an object system, later to be paired with sign language, and then Mayer-Johnson symbols,

and so on. As the child ages, the communication system often becomes more complex and more complicated to use.

By the time the individual who is deaf-blind has reached transition age, their communication system may utilize many

components. For some individuals who are deaf-blind and have other disabilities including cognitive impairments, a typical

communication system might include signs, objects, photographs, line drawings, touch cues, speech, and print or Braille. It is

all ofthese components, when documented and formalized, that make up a person's unique communication system.
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In addition, an individual's expressive communication mode(s) may not be the same as their receptive mode(s).

For example, after many years of exposure to sign language, signs may be an effective receptive system for an indi-

vidual who is deaf-blind, i.e., the individual understands when others sign to her or him, but that same individual may

have little success in forming signs to use expressively. She or he may, however, be a competent user of a voice output

system that will meet expressive communication needs. In this case, it probably doesn't provide much information to

simply describe the person who is deaf-blind as "a signer" or as "a voice output board user," as these descriptions

cannot fully describe the complexities of the person's receptive and expressive abilities.

Develop a communication system that meets everyone's needs

When developing or modifying a specific communication system, it is important to remember that the system has

to meet everyone \s needs, and not just the needs of the service providers and family members. The system needs to

include components that allow the individual who is deaf-blind to communicate what she or he wants to communicate

about. The system should also consider what same age peers are interested in, and include language on subjects that
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will interest peers so that peers can use it effectively as an "ice-breaker" to start conversations.

The only way to be certain that a communication system meets everyone's needs is to develop the system using a

team approach, and employ this same approach when significant modifications and adaptations are made to the

system. The team would include the individual who is deaf-blind, family members, service providers, and peers. The

inclusion of peers on the team will ensure that current topics, interests, slang and colloquial expressions are included.

z

Remember that the system must be accessible to its user at all times

The communication system for an individual who is deaf-blind must always be accessible. This is true regardless

of the individual's age but becomes a greater challenge for a student of transition age. Meeting this challenge is

intensified because students at the transition level are frequently off-campus for much of their school day. They may be

grocery shopping at a local supermarket, participating in job training programs at community work sites, and/or ac-

cessing community recreational resources such as libraries, health clubs, and teen centers. In addition, each of these

activities may require public transportation, which means time spent waiting at bus stops and time on buses and

subways, locations that do not necessarily facilitate ease ofcommunicative interactions.

The communication system designed for a specific individual must take into account the issue of accessibility in all

locations in which it will be used; it would be unfair to the system's user to deny the availability of the system in one or

more locations. This doesn't mean the entire system must be portable. For instance, if the individual uses a picture

schedule, he or she may have a master calendar at home and/or school, and may have a smaller accordion-style

schedule to take off-campus that covers shorter periods oftime. Ifan individual uses sign language effectively at school

and home but doesn't live in an area where community members are likely to also know sign language, a back-up

system could be developed, e.g., communication cards with printed words and line drawings, that allow the individual

to be as successful a communicator in public places as she or he is at home and school.

Don't let yourself be overwhelmed if your time with the individual is limited

For teachers of transition age students, it can be overwhelming to welcome a new student into the program who

is 1 8 or 1 9 years old and who may have had little or no prior access to a formal communication system. It may seem

like an insurmountable task to undertake—to compress into two to three years what other students receive throughout

their entire school careers. This same scenario may also be true for foster care providers, or anyone else who serves

teenagers and young adults.

It is important to remember, however, that anything and everything that is accomplished in the area ofcommu-

nication will be tremendously valuable to the individual who is deaf-blind throughout their adulthood. For example:

• Teaching a student to give a physical location to the sign for "hurt" in order to differentiate between

ailments may help that person not have to sit through a day of work when he or she has a terrible

headache.

• Teaching calendar skills may allow an individual to make sense of the activities over the course of a day

or week, and lessen or eliminate the frustration and anger that can develop when life is a constant

surprise.

• Teaching reading may save the individual the embarrassment (and danger) of walking into the wrong

restroom in public places.

• Teaching an individual to make and use experience books may give that individual the opportunity to

experience the.joy of reliving special occasions in a way that would otherwise be nearly impossible.
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Teaching the use of a sequence board may help an individual follow a complex job routine that would

otherwise require a full-timejob coach using invasive physical prompts.

Documenting a communication system may help ensure that new service providers understand adapted

signs or systems that an individual who is deaf-blind has used—successfully—for years, such as a

unique sign for bathroom or a symbol/word card that means "If someone doesn't help me soon I'm

going to lose it!"

Considering peers when designing systems may allow the individual who is deaf-blind to make a new

friend at a party or gathering by discovering a common interest or life experience.

Transitioning from school to adult life is a scary time for students and families. Families report that they are asked

to be at the highest levels of involvement and energy, and at the same time they are exhausted after years of navigating

systems and meeting their child's needs. For students, they are asked to be at their absolute best—this is the time they

are probably being evaluated and considered for inclusion into work and supported living programs—at the same time

they are upset and nervous over the significant changes occurring in their lives. The more we can all do to prepare individuals

who are deaf-blind to have a seamless transition from special education to adult services has value beyond measure.
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The Importance of Auditory Training for Children who are Deafblind

By Jim Durkel, CCC SPL/A and Statewide Staff Development Coordinator, TSBVI Outreach

With help from Jenny Lace, Gigi Newton, and Kate Moss, TSBVI Texas Deafblind Outreach

Abstract: This article discusses the importance of including auditory training in curriculum for students

who are deafblind. It also offers some suggestions for activities and resources related to providing auditory

training.

Key Words: deafblind, auditory training, auditory assessment, hearing aid, cochlear implant

Children who are deafblind need to develop skills in using auditory information. Children who are deafblind need

to learn to use whatever residual hearing they may have for a variety of reasons including travel safety, identifying

people, literacy, communication, and so forth. They also need to learn how to use adaptive devices and equipment

such as cochlear implants, hearing aids, and voice output devices. Auditory skills development, just like visual skills

development, requires well-thought-out instruction that is provided regularly and consistently throughout the child's

school career. Learning to listen, a skill we all need help with, is a skill that is critical for these children.

STEPS IN PROVIDING AUDITORY TRAINING

For children with visual impairment or deafblindness the first step in auditory training is to provide access to as

much auditory information as possible. If there is a hearing problem, this starts with the use of hearing aids or a

cochlear implant. Key to the use of these devices is good behavioral audiological assessment. This is because the best

hearing aid or implant fit can't be obtained without behavioral testing.

Any child who is unable to participate in pure tone conventional screening, may need the educational team to

compile information about his functional use of hearing before going to the audiologist. Some of the same activities that

teach listening can be used to check hearing. By including listening activities at a level appropriate to the child, the child

will learn to respond better in more formal hearing assessment situations. The team that knows exactly what behaviors

indicate a child with limited communication skills has heard something can be very helpful to the audiologist who ma\
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not know what to look for as a response.

The next step is getting consistent use of the device (implant, hearing aid) if the child needs one. A hearing aid or

implant is of no help to the child if the child doesn't wear it regularly.

The third step (if the child has some type of device) is to establish a system of daily checks of the hearing aid or

implant to make sure it is working properly. Wearing a broken device is an additional impairment to whatever residual

healing the child might otherwise have available to use.

It is important to understand that, even though a child consistently wears an appropriate device in good working

condition, he may still not have the same access to auditory information as another child. Each child will have a unique

blend of abilities in the areas of hearing, vision, thinking and communication. Some children can become very sophis-

ticated users of a wide range of auditory information while other children may be able to learn to use some, but not as

much, auditory information. However, any child will benefit from learning to use any and all auditory information they can.

AFTER THE HEARING AID OR IMPLANT, THEN WHAT?

Auditory training does not end with putting on a hearing aid or implant. The child needs help to learn how to use

the device and the information the device allows him to hear. The goal of auditory training is to help a student discrimi-

nate sound (in increasingly fine steps from gross sounds to speech) in order to gain meaning from the sounds he hears.

Goals at the highest level of auditory training focus on helping a child use speech. Using speech well requires a

person to make very fine discriminations of pitch, loudness, and timing. When we hear a child give an appropriate

verbal response to another person's spoken word or phrase (verbal stimulus), we know that he is making those fine

discriminations. For most children the social benefits ofresponding to others' verbal communication is enough rein-

forcement that they learn quite naturally to make these discriminations and responses. For example, a baby eagerly

says "bye-bye" again and again, just to trigger his grandmother's delight and keep her interacting when she announces

it's time to go home.

Remember that auditory training is about helping a child make finer and finer discriminations. A gross discrimina-

tion is being able to recognize absolute quiet from a very loud sound. The sound is there or not there. A fine

discrimination is the difference between the sound "s" like the first sound in "sun" and "f ' like the first sound in "fun."

Even people who are hearing have trouble hearing the difference between these sounds (especially over telephones!)

Moving from a gross discrimination like the presence or absence of sound, one step towards a finer discrimination

would be to hear the difference between a loud sound and a quiet sound. The next step from there is to hear the

difference between a loud sound, a medium sound, and a quiet sound.

Now, it is not just enough to be able to hear these differences. We want our to children to recognize why these

differences are important. We want our children to respond in a way that demonstrates that sounds have meaning. For

example, a car horn honking is important to pay attention to; it signals danger. A loud knock at the door or the sound

of a doorbell lets you know that someone is outside and wants to come in for a visit. The telephone ringing, the sound

of the alarm clock ring, and many other sounds have meaning in our world. Think of other situations where the

presence or absence of a sound means something; all of these sounds can be used in auditory training and can be tied

to real-life, functional activities for the child.

Of course, it is not fair to ask a child to make discriminations or responses that are beyond their ability. It would

be like asking someone without eyes to read print (braille might be ok!) or asking a 6-year-old to play basketball like
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Michael Jordan. That's why it is important to start with gross discriminations, utilizing sounds you know that the child

really can hear. You want the child to have success at each step in learning to use his hearing. When listening becomes

too difficult or aversive, the child is likely to shut down. Listening should be a rewarding experience for the child.

FITTINGAUDITORY TRAINING INTOTHE CHILD'S DAY

It is important to do a quick check of a child's auditory skills every day to make sure his or her hearing aid,

cochlear implant, or assistive listening device is working. Doing this type of activity when the student arrives at school

can catch problems with technology, but it also serves as a good time to tune the child into listening for voice. A quick

way to do this is to use the Ling Six Sound Test. The Six Sound Test is used to determine the student's ability to

detect and/or discriminate speech sounds. The six sounds are used because they cover the speech range from low

frequency to high frequency. The six sounds are "a" as in "baaaa", "u" as in mooo, 'e' as in we, "sh" as in shoe, "s" as

in sun, and "m" as in mom. This test is given live every day voiced by the adult with the student's own hearing aids,

cochlear implant, and/or assistive listening device.

First, check the student's amplification as you normally would. Then, as the student wears the amplification, say

the six sounds either from behind or in front with your mouth hidden from view. Ask the student to respond in some

way to the sounds such as clapping, raising his/her hand, jumping up and down, etc. This is done to test for detection.

Ifyou ask the student to repeat the sound you can test discrimination. It is important to be consistent. Always say the

sounds at the same volume and distance from the student. However, vary the order in which you say the sounds every day.

If, all of a sudden, you notice the child not responding as well as they have been, it may be that the child's

amplification is not working or the child's hearing has changed. (As might happen if the child has an ear infection.)

It often works best to have a regularly scheduled time to work on auditory training, especially ifyou are introduc-

ing a new activity. Sometimes this can be scheduled as a small group activity or can be done with an individual child.

It is easy to turn listening into a fun experience or a game. A child with very little hearing can sit on the floor near the

door and listen for you to knock. He can open the door and pretend to be surprised to see you. She can put the baby

doll in a bed "to sleep" and make the baby wake up when the alarm goes off. A group of children can dance to the

music and freeze when it stops.

Practice, throughout the day, on listening skills learned in more formal lessons helps the child generalize the skills.

For example, the student can listen for the teacher to call his or her name to come line up. For the child with very

beginning discrimination skills, the student can listen for a drum sound (off/on environmental sounds). Another child

might be asked to listen for his name as you target the skill of off/on awareness of voices. For the child a little farther

along, you might ask her to discriminate between names that are very different in length and vowel/consonant structure

such as "John" and "Latisha." Another student might be asked to discriminate between a normal voice and a whisper

or between two very similar names such as "Bill" and "Will." Letting the child play teacher and have the other children

listen can also reinforce their interest in tuning into sounds.
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Every lesson in school or every activity at home has potential for working on auditory skills. Have the child listen

for a timer to go off to let you know that his oatmeal is ready. Ask the bus driver to honk his horn when he stops out

front. Listen for the sound of Dad's truck when he comes home in the evening. (With the help of a cell phone you can

even keep the wait short if he gives you a call when he is just down the street.)

Schools have bells and alarms of all kinds; practice listening for the bell to ring before you go to lunch. When the

principal makes an announcement over the intercom, encourage the child who hears it first to alert his classmates. As
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you read "Three Billy Goats Gruff ' have one child pretend to be the troll who hides under the bridge and listens for the

sound of the goats tramping on the bridge. Have another child listen for the phrase, "Who's that tramping on my
bridge?" before responding vocally. Point out sounds as you take a walk and tie them to the objects and events that

make that sound such as a loud air conditioner, a noisy cart in the cafeteria, or the sound of a ball bouncing on the floor

in the gym.

There is no limit to the number of activities that teach and reinforce listening skills. Every child with a visual

impairment, even those without an identified hearing loss, needs to develop good auditory skills. These play a critical

role in developing other skills related to literacy, problem solving, following directions, orientation and mobility, and

socialization. The auditory channel is a critical sense for learning for a child with deafblindness.

A child may initially only be able to discriminate gross differences between sounds, but with a lot of auditory

training he may learn to discriminate very slight sound differences, even with profound hearing losses. Without training,

a child with a very mild hearing loss may have difficulty making sense ofwhat he hears.

WHAT PARENTS SHOULD DISCUSS WITH THEIRTEAMSABOUTAUDITORY TRAINING

Both teachers of the visually impaired and teachers of the deaf and hard of hearing know the importance of

listening skills. Ifyour son or daughter is visually impaired or deafblind you should think about how well the child is able

to use hearing for learning. Many children should have auditory training goals included in the IEP. As parents, you may

need to get some help in determining where to begin with your child.

• Ask your team about how your child uses his hearing in the school setting.

• Observe situations at home or in the community where your child responds well to sounds or seems to

have problems and share that information with your team.

• If he has not had a hearing check recently, you may want to consider having one done as soon as pos-

sible.

RESOURCES

There are a number of great resources for teaching auditory training, ifyou and your team are ready to get started.

Check with your school's speech therapist or teacher of the deaf and hard ofhearing about materials they may have on

hand to assess listening skills and ideas for auditory training activities. Here are a few resources that you may want to consider

Curricula:

ASIPS - Auditory Skills Instructional Planning System

Foreworks

Post Office Box 82289

Portland. OR 97282

Phone: 503-653-2614

CASLLS - Cottage Acquisition Scalesfor Listening, Language & Speech

Sunshine Cottage

1 03 Tuleta Drive

San Antonio. TX 782 12

Phone: 210-824-0579 ext. 244 or TTY/ 824-5563
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CHATS, the Miami Cochlear Implant, Auditory & Tactile Skills Curriculum

Intelligent Hearing Systems

7356 S.W. 48th Street

Miami, FL 33 155

Toll free: 800-447-9783

Phone: 305-668-6102

DASL II - Developmental Approach to Successful Listening II

Cochlear Corporation

400 Inverness Drive South, Suite 400

Englewood Colorado 801 12

Toll free: 800-523-5798

Phone: 303-790-9010

SPICE - Speech Perception Instructional Curriculum and Evaluation

CID Publications

4560 Clayton Avenue

St. Louis, MO 63 110

Toll free: 877-444-4574 (ext. 133)

O

Computer related

Visi-Pitch III

Kay Elemetrics Corp.

2 Bridgewater Lane

Lincoln Park, NJ 07035

Phone: 973-628-6200

This device is only good for use with children who have useable vision. This is a device that provides visual

feedback to sounds the child produces, but it can aid the child in paying attention to speech sounds.

Earobics Software (Home version and Specialist/Clinician versions)

Cognitive Concepts

990 Grove Street

Evanston,IL 60201

Toll free: 888-328-8199

This device is only good for use with children who have useable vision. This software has games and activities to

work on higher level auditory training skills.

z

Reader Rabbit

Riverdeep - The Learning Company, Inc.

500 Redwood Blvd

Novato, CA 94947

Phone: 415-763-4700

Riverdeep - The Learning Company, Inc.

399 Boylston Street

Boston, MA 021 16

Phone: 617-778-7600

This device is only good for use with children who have useable vision. This software has games and activities to

work on higher level auditory training skills.
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Braille Writing For Students Who Will Graduate in 2015

By Tim Connell, Managing Director, Quantum Technology, Austrailia

www.quantech.com.au

Abstract: This article is a summary ofa presentation given at Texas Focus 2003, and aims to examine the

status and role of braille writing in early education within the USA.

Key Words: braille writing, braille writers, braille technology, history ofeducation for blind students

I like to start my presentations with a world map, as it is something familiar and comfortable to most people. Until

that is, the true representation of the world is shown, with Australia on top! It's always surprising to find how such a

simple change in perspective can challenge people's deep-seated view of the world!

And so it is with braille writing. We have become so comfortable and familiar with traditional ideas about braille

writing that it has tended to be overlooked in the braille literacy revival taking place today. I believe we need to change

our perspective on braille writing to ensure that it not only remains a vital part ofthe literacy experience, but is encour-

aged and facilitated to evolve and meet the needs of students in coming generations.

As a general description, writing consists of both the process of writing, with the development of all the abstract

concepts that entails, as well as the physical act of writing. These two aspects are closely interrelated and are common
to all children irrespective of their level of vision. What distinguishes blind or vision impaired (VI) children is that they

must always use some sort of tool for the physical act of writing. For a VI child, braille writing tools play a pivotal role

in their early literacy experiences, especially when you consider that a sighted child often first begins to write using

finger painting, drawing in the sand or on a frosted car window, well before formal education has begun.

A review of the history of braille writing tools reveals a lot about our current attitudes to braille writing. Space

limitations do not allow any thorough examination in this article,

however, there are some excellent resources available on the web.

In particular, the Callahan Museum at theAmerican Printing House

for the Blind (APH) has a wonderful collection, details of which

can be found at <http://www.aph.org/braillewriters/index.html>. It

often surprises people to see how much innovative thought and

effort went into braille writing last century. At the beginning of the

twentieth century for example, technology for tactual writing was

arguably more advanced than the equivalent writing technology for

sighted people (see the The Kleidograph 1 894 at right). The Kleidograph 1 894

So how far have we come in the last 100 years? In the US today, the two most prevalent braille writing tools given

to beginning braille learners are the slate and stylus and the Perkins Brailler. It was Louis Braille who not only gave us

the braille code, but also the means with which to write it, the slate and stylus. He did this in 1 829. The Perkins Brailler

was developed at the end ofWorld War II, making it over 50 years old. Would we accept today two writing tools of

a similar vintage as the only options available to sighted children for early literacy?

The reality is that sighted children have an extraordinary and growing choice of writing options (just look in any

drug store, Wal-Mart or KMart) yet we accept a lack of innovation and choice as the norm for a VI child. When we

consider the innovation and changes that have taken place in society generally (think computers, telecommunications,

transportation, etc.) it begs the question as to why the innovation process has stopped so dramatically for braille
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writing. It's not because of a lack of importance; we all recognize writing as fundamental to the literacy experience. It's

also not due to having something to replace braille with; we learned that the hard way when synthetic speech was

considered an alternative. We now have electronic braille writers such as the Mountbatten Brailler and braille note-

takers with refreshable braille such as the BrailleNote and Braille Lite, but the numbers of these being used as a first

braille writing tool are still negligible.

So what have really been the barriers to innovation in braille writing? The first I believe is attitudinal. Teachers of

VI children have correctly been taught that the process of writing is what's important, and it doesn't matter which

writing tool is being used. But when this is combined with the prevailing 'attitude of scarcity' where VI teachers are

"grateful for what we have" and are not demanding what is best (thereby driving innovation through consumer demand)

stagnation has resulted.

Secondly, VI teachers are a small, geographically isolated community, and it is often hard to know what is hap-

pening in the next state, let alone in other countries around the world. Best practice is being defined within a personnel

preparation system that is chronically under-funded and simply not able to afford the best technology available. In

2001 a survey of 600 VI teachers in the US revealed that only 5% of respondents were made aware of alternatives to

the Perkins Brailler as part of their teacher preparation program. In addition, a lack of funding for professional devel-

opment compounds the problem. As new technology options arise, it is often left to VI teachers to train themselves on

how to use them and to understand where and why a new technology should be used. A current example of this is the

confusion and lack of research data on the role of braille writing versus braille note-taking.

And thirdly, people need to recognize what the real cost is of so-called "free" technology. The Federal Quota

system has been a source of materials and products which have made a tremendous difference to millions of young

blind Americans. However, when it comes to braille writing technology, it has had a profoundly negative effect. There

are simply many new braille writing options available in other countries that never get sold in the US because they

cannot compete with the "free" Perkins. Competition and innovation have effectively been stifled.

We live in an age where technology is changing so many aspects of our lives, yet we are failing to question this

stagnation in braille writing technology. There is an abundance of evidence that it has resulted in reduced choice of

braille writing options, reduced educational opportunity for students, and worst of all, low expectations. How many
sighted children would struggle with a 50-year-old typewriter as their first writing tool?

Now before I get accused of unfairly throwing 50 years of tradition to the wind, let me say that the Perkins is and

will remain an important tool for braille writing. And students need to be taught the appropriate skills to use them. What

I am questioning is why the Perkins is so often the only option available when choosing the first writing tool for a young

child. We should be expecting to have five or ten or more choices available, and to be able to select a tool that really

meets the individual needs ofeach student. That will only happen when VI teachers, parents, and students themselves

become better consumers and demand better products and more choices.

I am often asked to define what specific problems I see the Perkins as having, and the response usually includes

the following three points. There is the whole question of ergonomics and hand and finger pressures required, and this

has been acknowledged for some time now. In some areas though, people still find it acceptable that the writing

experience does not begin until sufficient physical strength is achieved, and this can often be at 6 or 7 years of age!

There is also the fact that the Perkins does not provide independent learning opportunities, and in inclusive settings this

is increasingly becoming a problem. However, possibly the biggest problem I have with the Perkins is the effect it has

on other people's attitude towards braille. It associates braille with the past, with something old and out-of-date.

Students today need cool tools! Blind students are no different.
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However, as we said at the beginning of this article, braille writing is not just the tools. To illustrate some of the

other challenges I have borrowed a quote from Frances Mary D' Andrea ofAFB: "I think too often our classroom

teachers view braille as some strange thing from Mars, and not just a reading and writing system." Within general

education there is a tendency for the classroom teacher to focus on aVI student's differences and not those things that

are the same, such as literacy instruction and the writing process. We need to take the mystery out of braille.

There are also major changes in the skill requirements for our early learners involving notjust computer skills, but

different methods of information retrieval, and dealing with multi-format and multi-media information. Students need to

learn these technology skills from an increasingly early age, integrated into their overall literacy experience and not

separate from it.

z

2
o
o
PS
0.

There is also an increased focus on experiential learning, and we need tools and strategies that will enable that. For

VI students that will mean having exposure and access to braille writing tools well before formal education has begun.

For all these challenges, the VI community relies on professional research data to determine best practice and to

evolve new strategies, ideas and curricula. However, a review of the professional literature suggests that braille reading

has far and away been the focus of professional research, with braille writing relegated to a very minor position. This is

also evident in the professional resources available to VI teachers. This lack ofresearch-based data relating to braille

writing has resulted in a lack of understanding of the writing process and associated concept development, and often

led to inappropriate tools and strategies being used (a speech-based note-taker like the Braille' n Speak Scholar being

used as a first tool for braille literacy is just one common example).

One of the few research projects focusing on braille writing has been the Emerging Braille Literacy Research

Project in British Columbia, Canada, conducted over 1998 - 2000, by Cay Holbrook (UBC), Anne Wadsworth

(PRCVI) and Elaine Ferguson (SET-BC). The project involved sixteen primary aged students, their teachers and

parents over a 3-year period and was aimed at developing objective data to guide their technology policies for early

braille literacy. The results indicated that the use of the Mountbatten Brailler had very positive effects on braille reading

and writing skills in addition to enhanced opportunities for inclusion (full results can be found at <http://www.setbc.org/

projects/braille_lit/default.html > ).

And it is very exciting that a new project focusing on braille reading and writing in Texas is just getting underway,

called the Written Communication Technology for Early Braille Readers Project. This will be a collaborative project

between Texas School for the Blind and Visually Impaired (TSBVI) and selected regional Education Service Centers

throughout Texas. The purpose of this project is to increase the quantity and quality of literacy experiences for early

braille readers in general education classes in the state ofTexas and will be administered by the TSBVI Outreach staff.

Students who will graduate in 2015 will be living in a world that we can only imagine. But we can be certain of

some things, like the fact that they will have to be literate and that technology will play a much larger role in their lives

than it does in ours. The VI education community simply has to come to grips with technology, including the costs,

training and implementation ofnew products and strategies.

In 1992 Alan Koenig called for the definition of literacy to be expanded to include the technology skills needed by

blind and VI students to compete. In 1999, an AFB survey found that 68% of students in US primary and secondary

education had never received an assistive technology evaluation. Do we know if or how that situation has changed?

There is an urgent need to integrate assistive technology skills and tools into the Literacy curriculum, and a new

initiative by Donna McNear is attempting to do just that. TitledA Framework for Braille Literacy this seminar based
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program offers instructions, methodologies and resources to help VI teachers understand the role of assistive technol-

ogy and its importance to literacy for VI students (full description can be found at http://

www.gettingintouchwithliteracy.org/presentations/framebrl.html).

I'd like to finish with two points. The first is that not all

technology is so-called "high" technology involving elec-

tronics and computers. The slate and stylus is also tech-

nology, and with only a very few exceptions has also been

allowed to stagnate. Imagine what braille writing options

would exist if innovation of the slate and stylus had kept

pace with innovations in computer technology. The Jot-a-

Dot (available 2004) pictured at right is an example of a

new low-tech braille writing device and symbolic ofwhat

can be achieved through innovation. Jot-a-Dot

Secondly, I hope I have been able to demonstrate that what is important here is not any one product. What is

important is the recognition of the role of innovation and how it is driven by consumer demand, and ultimately by the

expectations we have for our VI students. By 20 1 5, there is every chance that braille will have become fully digital, with

full page refreshable braille displays of all shapes and sizes. Our policies, attitudes and practices oftoday will determine

if that prediction becomes a reality or not. A beginning braille learner oftoday will be using technology all his or her life,

and they will begin thatjourney with the simple act of writing braille.

Strategies for Passing the BCIS (Business Computer Information Systems) Class

By Holly Cooper, Outreach Technology Consultant, TSBVI, Visually Impaired Outreach

Abstract: This article is a list ofpointersfor teachers and other service providers who are supporting blind

and visually impaired high school students taking the Business Computer Information Systems (BCIS) class.

Key Words: blind, deafblind, technology, computer education

Business Computer Information Systems (BCIS) is a required course for a high school diploma in some districts.

In all districts in Texas, it is recommended for students pursuing a college preparatory high school diploma. To succeed

in BCIS, students with visual impairments must be able to learn in this fast-paced class with content typically presented

in a visual style. When using a computer, students must be proficient with the use of special technology such as screen

magnification or screen reading software. In a collaborative effort with Outreach staffand local teachers of the visually

impaired, we generated the following suggestions to assist teachers supporting visually impaired students taking this class.

GENERAL GUIDELINES

1

.

Student should have a good background in computer use and use of other technology for people with

visual impairments prior to taking BCIS.

2. Student should be a good advocate for his or her own special needs and modifications.

3. Student has a textbook in accessible format (large print, braille, voice, or electronic text).
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POSSIBLE INSTRUCTIONAL MODIFICATIONS

1

.

Student completes assignments which are shorter than his or her classmates.

• Example: Student uses smaller subset of data to complete a data base assignment.

2. Student completes fewer assignments than his or her classmates.

• Example: Student completes one project demonstrating skill instead of multiple projects.

3

.

Student completes assignment with a peer.

• Example: Sighted student reads non-accessible portion of the website.

4. Student works on a project in a cooperative learning context.

• Example: Visually impaired student contributes equally to the completion of the work.

5. Student completes an alternative assignment which demonstrates the same skill sets.

• Example: Student is not required to use column format, but learns differentformatting skills.

6. Student demonstrates skill has been achieved and is not required to do the assignment.

• Example: Student shows sample of work previously completed.

7

.

Student uses completed assignment from one class to fulfill the requirements of another class.

• Example: Student uses PowerPoint projectfor a history class to receive a grade in BCIS class.

8

.

Student may use a different software application to complete a project.

• Example: Microsoft Word is used instead ofa desktop publishing software that is less accessible.

9. Student may use different media, more appropriate to their sensory needs, to complete a project.

• Example: Instead ofphotos, student adds recorded sound, music, tactile graphics, or objects to his

or her presentation.

1 0. Student completes assignments with additional instruction, tutoring or assistance from the vision teacher.

• Example: Student notifies the VI teacher ofa needfor additional assistance and arranges a

meeting before or after school or other at some other time.

1 1

.

Student completes assignments with the assistance of the computer teacher or content mastery staff.

• Example: Student arranges for additional assistance from the content mastery or computer

teacher.

12. Student works primarily in a self-paced format, completing assignments which demonstrate mastery of

TEKS or other skills.

• Example: Many BCIS classes utilize a self-pacedformat, and students complete assignments

independently or in cooperative learning groups.

13. Student receives the basic content of a project from teacher in electronic format, and the student adds

to it to demonstrate mastery of skill.

• Example: Computer teacher made CD containing sample projects to which VI student added

content demonstrating skills.
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RESOURCES FOR TEACHERS

TEKS Technology Snapshots

<http://www.esc20.kl2.tx.us/cut/materials/tek_snapshots.htm> A quick reference guide to the Texas Essential

Knowledge and Skills for Technology for grades kindergarten through twelve. This resource lists examples of projects

students might do to demonstrate mastery of skill levels.

Texas Essential Knowledge and Skills for Technology Applications:

<http://www.tea.state.tx.us/rules/tac/ch 1 26toc.html> The state standards for technology for grades kindergarten

through twelve.

TUTORIALS

The following are some websites that sell books, tapes, CD's and similar products for blind users who wish to learn

computer skills. Whether you are a sighted teacher supporting a blind student, or a blind individual, these are good

resources for learning computer skills using text to speech technology.

Iowa Assist: Iowa Department for the Blind, Accessible Step-by-Step Instructions for Speech Technology

with Windows

< http://www.blind.state.ia.us/assist/> Tutorials for Windows users who are visually impaired on a variety of

applications. These are products which must be purchased, but are low cost.

Access Technology Institute

<http://www.accesstechnologyinstitute.com/catalog/courses/index.html> Courses are available with a supporting

textbook and CD ROM. See website for sample lessons.

National Braille Press, computer publications

<http://www.nbp.0rg/comp.html#anchorwordquick>

Microsoft Accessibility: Technology for Everyone

<http://www.microsoft.com/enable/default.aspx> This site contains keyboard shortcut lists, product information,

tutorials and other information about Microsoft, its products, and adaptive issues.

The Evolution of the Texas School for the Blind and Visually Impaired

in the 21 st Century

Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: A discussion of the on-campus activities at Texas Schoolfor the Blind and Visually Impaired.

Key Words: TSBVI, blind, deafblind, programs

In the last issue of See/Hear, I presented a general picture of the evolution of schools for the blind. In this issue and

the next, I will describe how the Texas School for the Blind and Visually Impaired has evolved as we begin the 2

1

sl

century.

While other schools for the blind have changed their focus in other ways, TSBVI continues to consider an on-
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campus educational program that offers either day or residential placement as one of its highest priorities. This is based

on a need for such a program, as expressed by local districts and parents throughout the state. Such a program offers

definite advantages for students.

ON-CAMPUS PROGRAMS

TSBVI currently has programs in place, with highly skilled and experienced staff to provide educational experi-

ences that include:

>

in

Individualized academic and practical curriculum

• Small classes with opportunities for tutorial help

• Courses offered at a local high school

• Instruction in practical academics

• Educational experiences especially designed for students at several levels (basic skills, early concepts,

practical academics, applied academics, academic)

Career education

• Community-based enclave work experience

• Paid work experience in basic jobs

• Career awareness

• Career investigation

• Career preparation

• Career specialization

• Transition

• Work experience, job training, supported employment

• Courses in introduction to work

Self-esteem

• Success in small classes with individualized curriculum

• Opportunities to succeed in music, sports, art, and drama

• Individual and small group counseling

• A staff trained in understanding the dynamics of vision loss

Extra-curricular activities

• Sports, including track, wrestling, and swimming

• Music, vocal and instrumental

• Drama

• Arts and crafts

• Photography

• Cheer-leading

• Field trips throughout greater Austin
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Education for challenging students

• Small classes

• Skills infused in daily curriculum

• Communication systems, language, behavior, and experience-based instruction stressed

• Community-based instruction

• Community-based work experience

Summer programs

• Social opportunities with other students with visual impairment

• Enrichment activities

• Specific instruction in braille, abacus, orientation and mobility, career education, and technology

• Recreation activities

Short classes

• Provided during the regular school year

• Intensive instructional experience with only a short time away from home

• Teach disability-specific skills that are pre-requisite to success in the regular classroom

• Provide individualized instruction to meet specific learning needs of academic students

• Provide temporary removal of multiple demands experienced in local schools

• Address learning gaps caused by instructional overload

• Provide opportunity for professional collaboration regarding the individual needs of students

This list provides examples of whatTSBVI continues to offer to students in their on-campus, residential program.

There are two movements of note in the evolution of this program. First, it is rare for a student to stay at TSBVI for

more than three years. When a student is admitted to TSBVI, the local school district is informed that we will provide

educational services based on specific needs of individual students. These needs are determined by the parents and

local school district. When those needs are met, it is our intention to transition the student back to her local school.

Second, please note that there is little reference to academic subjects in the list of services above. This is because local

schools have become quite good at adapting and offering appropriate academic subjects. Reasons for referral to

TSBVI are almost always for educational needs that are not related to academic courses.

However, over time it has become clear to many professionals that there are some academic subjects that are

particularly difficult for braille-reading students. These are science, mathematics, and geography. Much of the learning

material for these subjects is in spatial format, and braille is most efficient when read in a linear manner. TSBVI is

beginning to offer algebra, geometry, biology, general science, and geography for students from local schools who

cannot get these classes in an accessible manner in their local school district.
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There are strong and compelling reasons why TSBVI must continue to be available for all blind and visually

impaired students in the state as a campus-based program. There are programs the school has to offer that may not be

available locally, or are difficult to adapt for these students. Local school districts, the parents, and TSBVI must work

together to assure a shared partnership in the responsibility for the education of blind and visually impaired students in Texas.
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There are a variety ofways in which TSBVI serves students in the state, and on-campus educational programs are

just one. In the next See/Hear issue, many other services ofTSBVI will be presented.
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Consolidation Activities Begin

Terrell I. Murphy, Executive Director, Texas Commission for the Blind

Abstract: This article reviews the consolidation of health and human service agencies, particularly the

Department ofAssistive and Rehabilitative Services. Initial consolidation ofhuman resource, accounting and

administrative departments has already occurred and public hearings have commenced.

Keywords: Consolidation; health and human services; HHSC; services to the blind; rehabilitation

In March I told See/Hear readers I didn't have a crystal ball into the legislative session. The only two things we

knew for sure at that time were that the state was in an economic bind and that several bills had been filed to reorganize

parts of state government, including health and human services. It was impossible to make accurate predictions about

the future of services to blind Texans at that time because the state's economic situation, combined with the filing of

several bills that proposed sweeping changes to health and human services, made accurate predictions on the effects

on services to blind Texans impossible.

Well, it's the third week in September as I write this, and I still don't have a crystal ball. Most ofyou know by now

that Texas will begin transitioning to a consolidated health and human service system. Transition to the consolidated

system will be governed by a "Transition Plan" to be developed by HHSC and submitted to the Governor and the

Legislative Budget Board by December 1 , 2003 . The Transition Plan will reflect the initial vision and timelines for the

transformation to a consolidated system. Since it is anticipated that the full consolidation ofHHS agencies and functions

will take place over the next four to six years, modifications to the plan will be developed, reviewed and submitted as

appropriate. Some of the consolidation and streamlining efforts have already begun, such as the consolidation of all

human resource (personnel) functions from multiple agencies into HHSC and the migration to a common automated

system for accounting and administrative transactions. The performance of administrative support services for all the

entire health and human services system will be the responsibility of the HHSC.

H.B . 2292 by Representative Arlene Wohlgemuth is the bill that governs the transition process. The operations of

the existing 12 Health and Human Services Agencies will be realigned by consolidating similar functions within 5

agencies. The Texas Commission for the Blind, as well as the Texas Rehabilitation Commission, Texas Commission for

the Deaf and Hard of Hearing, and the Interagency Council on Early Childhood Intervention, will be abolished and all

the powers, duties, functions, programs, and activities of the current agencies will be transferred to a new Department

of Assistive and Rehabilitative Services (DARS ). There will also be three other new departments and the Health and

Human Services Commission. The other new departments are:

1

.

Department of Family and Protective Services (DFPS),

2. Department ofAging and Disability Services (DADS), and

3

.

Department of State Health Services (DSHS).

The bill also created a Health and Human Services Transition Legislative Oversight Committee to facilitate the

HHS agency consolidation with minimal disruption of services and to provide ongoing guidance on the health and

human services delivery system in Texas. The Committee will consist of two Senators appointed by the Lieutenant

Governor, two Representatives appointed by the Speaker of the House, and 3 public members appointed by the
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Governor. The executive commissioner will serve as an ex-officio member.

The Committee held their organizational meeting on September 1 2th in Austin. The HHSC will conduct public

hearings throughout the state to take public input in to the transition plan beginning on September 1 5th and lasting

through September 25th. The Transition Committee will meet again in October to take testimony on the draft plan and

the plan will be submitted to the Governor by December 1 , 2003.

Although the consolidation activities have just begun, we have been assured by HHSC that there will be a sepa-

rate division for the blind within DARS and that they do not want to disrupt services to our consumers. Our intent is to

remain the premier service division in the nation in providing services to persons who are blind. Keep tuned for more

changes as they occur.

Don't Let Your Life Be RECC-less Anymore!

Using the Resources for the Expanded Core Curriculum

By Julie Prause, M. Ed., Teacher of the Visually Impaired, Columbus ISD

KC Dignan, Ph.D., Professional Preparation Coordinator, TSBVI Statewide Outreach

Abstract: This article provides basic information about the Resourcesfor the Expanded Core Curriculum,

located on the TSBVI website. Included is a briefscenario illustrating its use.

Key Words: RECC, Expanded Core Curriculum, resources for the Expanded Core Curriculum,

instructional strategies

It goes without saying that with the evolution ofthe internet, finding information is faster, simpler and typically more

successful. Consider how we found the information we needed 10 years ago. Usually, it meant hours at the library,

holding discussions with someone who was familiar with the subject, or maybe even digging through "professional"

papers from conferences, workshops and meetings. And that was ifyou knew where to look and with whom to talk!

Now, when seeking information, most people will consider the internet, either through a computer at home, work,

or the library. Ofcourse finding the information can still be a challenge, especially for parents and new VI professionals

(teachers of the visually impaired or TVFs; orientation and mobility specialists or COMS).

The RECC or Resources for the Expanded Core Curriculum is an internet-based guide created to help new VI

professionals and parents find what they need as quickly and efficiently as possible. You can find the RECC at

<www.tsbvi.edu/recc/>.

WHY USE THE RECC?

Veteran VI professionals have established routes, or "rabbit trails" for finding new information. They have favorite

websites, know which publishers print what type ofbooks, who has information on independent living devices. That is,

until there is a change in the needs of their students.

New VI professionals have not yet had the experiences needed to build their own "rabbit trails". They can spend

hours looking for information, not knowing that information is available, or otherwise being frustrated in the search for

a needed resource.
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For parents, each week brings something new. How to find new and existing resources remains a challenge in our
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time-crunched world.

The RECC is intended to help people find short cuts to information, and to be able to preview resources available

on a given topic.

HOW TO USE THE RECC

The RECC is broken into 3 levels: a listing of the domains, table of contents for each domain, and the

annotated listing of resources.

The RECC is divided in 20 domains.

• Core Curriculum (Math, Science, Social Studies, Art Education, Physical Education, and Literacy and

Communication Skills),

• Expanded Core Curriculum (Vision Efficiency Skills, Orientation and Mobility, Assistive Technology,

Career Education and Transition, Independent Living Skills, Social Interaction Skills, and Recreation

and Leisure Skills), and

• Additional Areas (Early Childhood, Deafblind, Service Delivery Resources, Visually Impaired/Multi-

impaired/, Vision and Visual Impairments, Family, Assessment).

The annotated listing of resources for each domain includes a title, author, annotation, a link to the resources,

either for direct use or for purchase, and the format of the information; book, website, kit, video etc. To give you a

taste ofhow to use the RECC, a scenario is included below.

Joan has a student who is interested in art. Joan believes that using art activities will help the student's

problem-solving andfine motor skills. She wants to learn more about her options.

Step 1: Select a domain

What Joan found: Art Education

Step 2: Select a topical area

What Joan found: Instructional Strategies

Step 3: Select a topic for review

What Joan found: Art: A great toolfor teaching students with visual impairments.

Step 4: Click on the topic

What Joan found: An annotated table to read and determine if it seems appropriate.

Step 5: Click on the title link

What Joan found: An article by Holly Cooper from the See/Hear newsletter.

One area of interest is that each table of contents includes a "Parent Resources" section. This information is

specially flagged as important to families and/or parents of visually impaired children.

In conclusion, theRECC was not designed to be an all-inclusive bibliography of"everything" available to the Teacherof

the Visually Impaired and Certified Orientation and Mobility Specialist. It was designed to give newVI professionals and

parents direction when locating needed information. Try it out!
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American Foundation for the Blind Launches Helen Keller Kids Museum Online

Abstract: Announcement ofan online exhibition for children devoted to Helen Keller.

Keywords: blind, deafblind, Helen Keller, history, biography

On June 27, in honor of Helen Heller's birthday, The American Foundation for the Blind (AFB) announced the

launch of an online multimedia exhibition devoted to Helen Keller ( 1 880- 1 968). The Helen Keller Kids Museum

Online, <http://www.afb.org/braillebug/hkmuseum.asp>, is an addition toAFB 's award-winning Braille Bug children's

web site.

UtilizingAFB 's Helen Keller Archives, the museum offers children a guided tour of Helen Keller's remarkably

rich life from her early childhood, her adulthood as champion for the blind, to her final years. The exhibit includes rarely

seen photographs of Keller, including photographs of Keller with Mark Twain and Charlie Chaplin, as well as video

footage of Keller speaking and flying in a biplane. You can read a letter to Keller from Mark Twain as well as a letter

Keller wrote to the student body ofGermany in 1 933 after they burned her book, Out ofthe DarL Also featured are

"Fun Facts" about Keller and engaging quotes from Keller's lifetime. For schoolchildren working on school projects

or reports, there is a recommended reading list and biography of Keller.

As with the rest of the Braille Bug site, the Helen Keller Kids Museum Online is fully accessible to people with

disabilities. Visit the museum at <http://www.afb.org/braillebug/hkmuseum.asp>.

CHARGE CD-Rom Now Available

Abstract: An announcement of a new CHARGE CD-Rom developed by Dr. Jan van Dijk.

Keywords: blind, deafblind, CHARGE syndrome, parent education; service provider education

Dr. Jan van Dijk unveiled his new CHARGE CD-Rom at the recent International CHARGE Conference. "Living

with CHARGE: Assessment, Prevention and Intervention ofChallenging Behavior" contains up-to-date information

about the syndrome. Using an interactive format, four children are discussed in depth, their behavior is analyzed and

suggestions for intervention are discussed or demonstrated. The CD-Rom will help family members, doctors, teachers

and other service providers become more aware of the enormous impact CHARGE has on the unique behavioral and

learning challenges of children with this syndrome. Additional information about "Living with CHARGE" can be

viewed at <www.aapnootmuis.com>. To purchase a copy, send a $35 check to: Joe Franken, 46 1 9 Spyglass Drive,

Dallas, Texas 75287. "Pay to the order of Joe Franken. Please indicate "CHARGE CD-Rom."

A Process for Identifying Students Who May Be At-Risk for Deafblindness

Abstract: An announcment ofa new manual to guide the process of identifying students with deafblindness.

Keywords: deafblind, census, assessment, identification

Region 1 2 Education Service Center, Deafblind Stakeholder Education Committee, worked together with Texas

Deafblind Outreach to develop a process for educational teams, teachers of the deaf and hard of hearing, and teacher

of the visually impaired to use in identifying students who would be considered deafblind. This process includes a

variety offorms and articles to help guide educators in obtaining appropriate assessment of vision and hearing, appro-

priate inclusion on the deafblind census, and guidance in determining modification needed by the student who has been

identified as deafblind. A downloadable copy of this process and forms is available on the TSBVI website at < http.7

/www.tsbvi.edu/Outreach/deafblind/pmcess.htm>.
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TEA Public Input and Information Meetings, Fall 2003

Abstract: An announcementfrom TEA about public input and information meeting on special education

services including an ESC meeting schedule.

Keywords: Texas; Texas Education Agency, special education; public meetings

During the 2003-2004 school year, the Texas Education Agency and Education Service Centers will be hosting 20

public input and information meetings to gather input on special education services for students with disabilities. The

input from this and other public meetings will help the State identify and address areas for improvement and also

build on current strengths related to the provision of special education. These public input meetings are apart of the

Texas Special Education Continuous Improvement Process (TCIP) and will be held on an annual basis.

Region 13 Austin Region 7 Kilgore

Wednesday, November 19th

6:00 - 9:30 p.m. - Joe C. Thompson Center

The University ofTexas at Austin

2405 Robert Dedman Drive

Austin, Texas 78705

Contact Phone: (512)919-5432

Monday, October 13th

Time: 3:00 - 6:30 p.m. - Region 7 ESC
1909 N. Longview Street

Kilgore, TX 75662-6827

Contact: (903)988-6908

Region 14 Abilene
Region 18 Midland

in

>

Monday, October 27th

Time: 5:30 - 9:00 p.m. - Region 14 ESC
1850Hwy351
Abilene, TX 79601

Contact: (915)675-8616

Region 16 Amarillo

Tuesday, November 4th

5:00 - 8:30 p.m. - Region 16 ESC
5800 Bell Street

Amarillo, TX 79 109

Contact: (806)677-5210

Region 6 College Station

Thursday, October 9

2:00 - 5:30 p.m. - College Station Hilton and

Conference Center

801 University Drive East

College Station, TX 77840

Contact: (936)435-2149

Region 19 El Paso

Thursday, October 30

1 :00 - 4:30 p.m. - Region 19 ES C
66 1 1 Boeing Drive

El Paso, TX 79925

Contact: (915) 780-5091

Wednesday, November 12th

Time: 1 :00 - 4:30 p.m. - Region 1 8 ESC
28 1 1 LaForce Boulevard

Midland, TX 797 11

Contact: (432) 567-3276, or 3217

Region 5 Silsbee

Thursday, October 16th

4:00 - 7:30 p.m. - Region 5 ESC Silsbee

3545 Hwy. 96 Bypass

Silsbee, TX 77656

Contact: (409) 386-5507

Region 10 Richardson

Tuesday, September 16

6:00 - 9:30 p.m. - Region 10 ESC
400 East Spring Valley

Richardson, TX 75083

Contact: (972)348-1536

Region 12 Waco

Thursday, November 6

3:00 - 6:30 p.m. - Region 1 2 ESC
2101 West Loop 340

Waco, TX 76712

Contact: (254) 297-1 154
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Join PBS KIDS' ARTHUR® on a Communication Adventure

at www.pbskids.org/arthur

Abstract: An announcement about interactive games on the ARTHUR® website designed to help children

understand their peers with communication differences.

Keywords: disability, children, inclusion, interactive games

In May theARTHURWeb team atWGBH/Boston announced a series of interactive games designed to help children

understand their peers with communication differences. A children's series based on the best-selling books by Marc Brown,

ARTHUR is produced for PBS by WGBH Boston and CINAR Corporation and is currently in its seventh season. It

remains one of the most watched children's television programs among two- to five- and two- to eleven-year-olds.

In the first game About Face - < http://pbskids.org/arthur/games/aboutface> - Arthur tells a story, and viewers

choose the facial expression that best describes how the characters would feel. "The game is designed to enforce the

idea that facial expressions communicate information..., a concept [that] is especially important when communicating

with people who are deaf or hard of hearing." In You 've Got Braille, children can type a message and have it

translated into Braille. By clicking on the link, Marina 's Guide to Braille andMore, children can learn "five fun facts"

about communication for the blind.

In The Effective Detective <http://pbskids.org/arthur/games/effectivedetective/index.html> kids will hone their

observation skills and learn the benefits of using descriptive language, both ofwhich are important, especially when

communicating with someone who is blind or visually impaired. Another feature, Sign Design <http://pbskids.org/

arthur/print/signdesign/>, teaches basic finger spelling and signing skills through demonstration and provides informa-

tion on sign language around the world.

"The season focus on communication differences is an extension of some of the original goals of the series," says

WGBH executive producer Carol Greenwald. "Since its 1996 premiere, it has been a priority that ARTHUR be

accessible to all children. In addition, we have always strived to help children have positive attitudes and to accept and

include others, in spite of their differences. The new Web features are a fun way to help kids do this." Since its

premiere in 1 996, the series has been closed-captioned for viewers who are deafor hard of hearing. In 1 997ARTHUR
became the first daily program described for viewers who are blind or visually impaired.

TheARTHUR website also provides teacher and parent guides for a variety of relevant topics, including safety,

peer relationships, sibling relationships, dealing with feelings, and health information. Go to <http://pbskids.org/arthur/

grownups/index.html> for a list of these resources and ideas. For the complete guide toARTHUR'S Communication

Adventure, go to <http://pbskids.org/arthur/grownups/teacherguides/communication/index.html>.

New Additions to the TSBVI Website

Check out these links to new resources available on the TSBVI Website:

• Math and Reading Continuums free download <http://www.tsbvi.edu/publications/videos.htm>

• Braille Instruction Resources <http://www.tsbvi.edu/Education/brl-resources.htm>

• O&M Night Travel <http://www.tsbvi.edu/Education/night-travel.htm>

• Move, Touch, Read! <http://www.tsbvi.edu/Edncation/move-touch-read.htm>

• Motor Activities To Encourage Pre-Braille Skills <http://www.tsbvi.edu/Education/prc-brai I le-

motor.htm>
35
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Perceptions of Light - International
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Abstract: An announcement about the development ofa new photographic book on deafblindness.

Keywords: deafblindness, photography

A number ofthe stafffrom Texas Deafblind Outreach were fortunate to have the opportunity to participate in the Deaf-

Blind International Conference in Toronto this summer. The experience ofsharing information and ideas about working with

individuals who are deafblind with professionals, family members, and deafblind individuals from all over the world, made a

profound impact on them. Learning about work being done on topics like interaction, touch, sexuality education, and

research into the impact ofsensory deprivation on development left them feeling reinvigorated and challenged to bring back

some ofthe ideas and information to the United States and in particularTexas. One ofthe other things they brought back to

share was an exquisite book titled, Perceptions ofLight - Canada, a moving photographic documentary book portraying

the personal realities ofCanadians who are deafblind. This beautiful book was created by Natalie Schonfeld over the period

of six years. It shares through a series of black and white photographs "an intimate portrait ofthe distinct culture of

individuals with deafblindness, and is a testament to their strength and the elevation of the human spirit."

Natalie is about to take on a new project on this topic. She wants to create an international body ofwork to illustrate the

differing realities of the deafblind experience around the world, this new work would be titled, Perceptions ofLight -

International. She would like to acheive the following goals with this project:

• Include people ofall ages who are deafblind (either congenitally or adventiously), with different degrees of

deafblindness, living under different conditions and in different environments

• The existence of or lack of communication and language

• The very distinct realities of countries reflected upon the development, or non-development, of social ser-

vices to aid the deafblind individual

• Cultural influences on deafblindness

• Different school systems and educational settings

• Social interaction beWeen individuals who are deafblindand theirfamilies, as well as, with their interveners

• Types ofhomes, residences, living arrangements, orphanages, institutions

• Therapies and methods used to develop language and communicaiton skills, and those used to keep the

body active and able to interact with the external world

• Moments ofpassage (births, marriages, friendships, birtMays, deaths)

• Technologies used (including Morse Code as a toolfor communication)

• Accomplishments

• Family life, foster parents, single parents

• Native community

• City vs. rural life

• Seasonal activities, such as camp, vacations, etc.

To quote Natalie: "This project will also emphasize those moments ofhumanity that connect us all: moments of

accomplishment, moments oflaughter andjoy, moments ofisolation and struggle, moments ofinteraction, moments

experienced through a different realm ofperception." Her hope is that by raising awareness about the lives ofpeope who

are deafblind andby challenging our perceptions ofourselves and ofone another, empathy and understanding will be built and

ultimately contribute to healthier, more tolerant communities.

Ifyou are interested in learning more about this project , visit Natalie's website at <http://www.bbhosting.com/documentos/

perceptions/index.html>. Ifyou want to explore becoming part of the development of The Perception ofLight - Interna-

tional contact her by email at <natalie.schonfeld@sympatico.ca>, phone (416) 889-7761 or mail to 147 WinnettAvenue,

Toronto, Ontario M6C 3L7 Canada. _ ,
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CLASSIFIED
Mail or e-mail your new classifieds to Carolyn Perkins:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, orcarolynperkins@tsbvi.edu.

An up-to-date Statewide Staff Development Calendar is posted onTSBVFs website at <www.tsbvi.edu>.

Intervener Team Training

November 21-22, 2003
The Four Points Hotel

Austin, Texas

Featuring: Joyce Olson,

Coordinator ofThe Provincial Outreach Program

for Students with Deafblindness

Richmond, British Columbia

Texas Deafblind Outreach is pleased to offer this very

special training event for Texas Interveners and their educa-

tional team. Limited support is available ifneeded to help the

intervener and one professional team member participate.

Additional team members are welcome, but not eligible for

travel assistance. More information on the hotel will accom-

pany acceptance letter. Ifyou are an intervenerwho did not

received a registration form or need additional information,

contact:

Contact: Beth Bible at (512) 206-9103

or <bethbible@tsb\i.edu>

Low Incidence Disability Project

Presents Dr. Lilli Nielsen

January 19-21, 2004

The Three Low Incidence Disabilities Decentralized

Function is offering this special "by invitation only" opportu-

nity for educational teams from each ofthe twenty education

service center regions to participate in an intensive training

event on Active Learning Theory. Participants will complete

the asessment for the FIELA Curriculum and learn how to

implement this curriculum. Teams will be expected to com-

plete follow-up assignments and submit data on their targeted

students. District teams are being selected by the ESC 3 LID

Specialist or Deafblind Specialist. Each region will be send-

ing two or three teams to this event. Contact your ESC Three

Low Incidence Specialist or Deafblind Specialist for more

details.

Usher Weekend in Austin

A Special Opportunity for

Students with Usher Syndrome

and their Parents

January 22-25, 2004

For Students with Usher Syndrome

TSBVI Special Programs offers a program for middle

school and high school students and high school graduates

under the age of22 with Usher Syndrome. This one-campus

class is offered through the Special Programs department in

collaboration with Texas Deafblind Outreach atTSBVI. The

weekend will be informative and will provide an opportunity

for these students to come together and share experiences.

More details about the program will be distributed on the

TXVIN and the TSBVI web page. So be watching!

Contact: Lauren Newton (512) 206-9119

January 24-25, 2004 - For Their Parents

There will be a special program for the parents held in

conjunction with this student weekend. Parents of students

attending the Special Programs' class are invited to arrive on

Saturday afternoon and stay over Saturday night for informa-

tion sharing and support before picking up their children.

Parents of children younger than middle-school-age with

Usher Syndrome are invited to participate in the parent por-

tion of this event.

Contact Beth Bible at (512) 206-9103

Save these Dates!

February 27-28, 2004 - Austin

Dr. Christine Roman on

Cortical Visual Impairment

Sponsored by Region 1 3 ESC. APR and TSBVI. Reg-

istration and travel reimbursement costs are available for new

professionals. For more information, visit the TSBVI

website or contact Jim Durkel at (5\2) 206-9270 or email

<cjimdurkel@tsbvi.edu>.
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INSITE
A Home-Based Model for Infants, Toddlers, and Preschoolers

Who Are Multiply Disabled and Sensory Impaired

Six days of training for school and ECI professionals working with families who have children birth through five

years of age who have multiple disabilities and sensory impairments. Topics include information on vision and hearing

loss, communication development, motor development, active learning, and working with families. Training sites for

2003-2004 include:

Houston

December 16 & 17,2003

February 2 & 3, 2004

April 27 & 28, 2004

Contact: Karen Crone, Region 4 ESC
(713)744-6368

San Antonio

September 18 &19, 2003.

October 20 & 21, 2003

November 12 & 13,2003

Contact: Deborah Thompson, Region 20 ESC
(210) 370-5433

Wichita Falls

January 27 & 28, 2004

February 24 &25, 2004

March 30-31, 2004

Contact: Tricia Lee, Region 9 ESC
(940) 767-3836

Austin

Dates in May or June to be announced

Contact: Beth Bible, Texas Deafblind Outreach

(512)206-9103

To request INSITE training in your region,contact

Gigi Newton at (512) 206-9272

<giginewton@ tsbvi.edu>.

TSBVI Annual Parent Weekend
Saturday, January 31, 2004

Transition Workshop
February 21-22, 2004
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The Texas School for the Blind and Visually Impaired

will host its 3rd annual Parent Weekend Saturday, Janu-

ary 31, 2004. Mark your calendars now and plan to

spend lots of time with your child's TSBVI teacher, resi-

dential instructor, classmates and their families. The

theme for this year's event will be "How to find and adapt

recreational activities for your child".

Get ready to have some fun!

Contact Roy Martz @ (512) 206-9316

<roymartz@ tsbvi.edu>

This two-day workshop will familiarize families with

issues of adult life for young people with deafblindness.

Participants will learn about the lives ofyoung adults who

are currently leading lives in the community. They will

learn how to plan and prepare for a preferred lifestyle,

and how to locate the support needed to make the plans

become reality.

More details will be available later this fall. Watch for

the flyer!

Contact David Wiley, or (512)206-9219

<davidwiley@ tsbvi.edu>
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TSBVI Technology Workshops

This yearTSBVI will not hold a single Technology Insti-

tute, but will offer several all-day workshops throughout the

school year. Workshops will be held on theTSBVI campus.

Cost is $50.00 per participant; lunch provided. Paraprofes-

sionals and Braille transcriptionists are free. Please see <http:/

/www.tsbvi.edu/Outreach/tech-workshop.htm> for com-

plete details and to download registration forms.

Technology for the Student with Low Vision

December 6 - Saturday

An overview ofsoftware applications for screen enlarge-

ment, whiteboard magnification using the Mimeo <

www.mimeo.com>, and video magnification products.

Digital Talking Books

January 16 - Friday

Talking books are now available in more compact for-

mats than the old books on tape. This ia an introduction to

digital talking books and their available formats. Digital talk-

ing books and digital talking book players will be demon-

strated.

Integrating Tech Into The Classroom for MIVI
Students to Promote Literacy Awareness

February 6 - Friday

Learn about generating meaningful activities for MIVI

students, including promoting literacy awareness activities,

using computerbased talking books and other activities using

PowerPoint, Clicker4 and other applications.

Functional Academic Curriculum

for Exceptional Students Training

December 2, 2003

ESC XI - Fort Worth, Texas

During this two-day workshop, participants will become

familiar with the implementation ofthe F.A.C.E.S. curriculum

modules in Science, Social Studies, Math, Personal Health,

and Vocational. The primary purposes of the F.A.C.E.S.

curriculum are to teach meaningful, age appropriate skills

within school and non-school settings and to systematically

evaluate students' progress within those settings.

Contact: Olga Uriegas at <ouriegas@escl 1 .net>

To register: Central Registration Information System

at <www.esc 1 1 .net>

AER Orientation and Mobility

Division Conference

December 13-16, 2003

New Orleans, Louisiana

Contact: George Tully or Lynn Gautreaux at

<oandm@lsvi.org>

ACCESS Conference

December 9-10, 2003

South Padre Island, Convention Center

Contact: Debbie Buchanan at 956-984-6202 or

Clabelia Solis at 2 1 0-632-3285

TSBVI Distance Education

These presentations will be offered through the TETN
network at the Regional Education Service Centers. Con-

tact your ESC to learn if they are participating. For general

information contact Karen Scanlon at TSBVI (5 1 2) 206-

9314oremailto<karenscanlon@tsbvi.edu>.

January 14,2004

Beyond Single Switch Games & Toys: Advanced Level

February 18,2004

Working Together-the VI Teacher& the Diagnostician

March 10, 2004

The Braille Note

April 14,2004

Motor Issues for Babies with Visual Impairments

AFB, Josephine L. Taylor

Leadership Institute

March 5-7, 2004

Washington, DC
Contact: Gabriella Smith, American Foundation for the

Blind, 1 1 Penn Plaza, Suite 300, New York, NY 10001

2 1 2-502-7600 or afbinfo@afb.net

Moebius Syndrome Conference

July 9, 10 & 11,2004

Dallas/Fort Worth, Texas

For information email to<txmoebiu@flash.net>orvisit

<http://www.moebiussyndrome.com/2(X)4/

texas2(X)4.htm>

n
r
>
in

39



SEE/HEAR

Published quarterly: February, May, August, and November

Available in Spanish and English on TSBVFs website at <www.tsbvi.edu>

Contributions to the newsletter can be mailed or emailed to section editors at:

TSBVI Outreach

1100 West 45th Street

Austin, Texas 78756

If you no longer wish to receive this newsletter, please call Beth Bible at (512) 206-9103 or email to bethbible@tsbvi.edu.

Deadlines for Submitting Articles

December 1st for the Winter edition

March 1st for the Spring edition

June 1st for the Summer edition

September 1 st for the Fall edition

Production Staff

Co-Editors-in-Chief

Kate Moss (5 12) 206-9224

katemoss@ tsbvi.edu

David Wiley (512) 206-9219

davidwiley@tsbvi.edu

Proofreader and Layout Assistant

Carolyn Perkins (512) 206-9434

TCB Editor

Beth Dennis (5 12) 377-0578

Beth.Dennis @tcb. state. tx.us

Website Editor

Jim Allan (5 12) 206-93 15

jimallan@ tsbvi.edu

Spanish Edition Editor

Jean Robinson (512) 206-9418

jeanrobinson@tsbvi.edu

Production Assistant

Jeannie LaCrosse-Mojica (5 12)206-9268

jeannielacrosse@tsbvi.edu

TCB Braille Transcriber

BJ.Cepeda (512) 377-0665

BJ.Cepeda@tcb.state.tx.us

Texas School for the Blind & Visually Impaired

Outreach Program

1100 West 45th Street

Austin, Texas 78756

Section Editors

Family Editor

Edgenie Bellah (512) 206-9423

edgeniebellah@tsbvi.edu

Programming Editors

Ann Adkins (512) 206-9301

annadkins@tsbvi.edu

Holly Cooper (512) 206-9217

hollycooper@tsbvi.edu

Jenny Lace (512) 206-9389

jennylace@tsbvi.edu

News and Views

Beth Dennis (512) 206-377-0578

The audio version of SEE/HEAR is provided by

Recording for the Blind and Dyslexic, Austin, Texas

This project is supported by the U.S. Department of Education. Office of Special Education Programs

(OSEP). Opinions expressed herein are those of the authors and do not necessarily represent the position

of the U.S. Department of Education. The Outreach Programs are funded in part by IDEA-B Formula,

and IDEA-D Deaf-Blind Federal grants. Federal funds are administered through the Texas Education

Agency. Division of Special Education, to the Texas School for the Blind and Visually Impaired. Texas

School for the Blind and Visually Impaired does not discriminate on the basis of race, color, national

origin, sex, religion, age or disability in employment or the provision of services.

NON-PROFIT ORG.

U.S. POSTAGE PAID
AUSTIN, TEXAS
PERMrrNO.467

Cathy Johnson

Kentucky School for the Blind

1867 Frankfort Avenue

Louisville KY 40206



SEE7HEAR
A QUARTERLY NEWSLETTER ABOUT VISUAL IMPAIRMENTS AND DEAFBLINDNESS FOR FAMILIES AND PROFESSIONALS

A collaborative effort of the Texas School for the Blind and Visually Impaired and Texas Commission for the Blind

Winter 2004 Volume 9, No. 1

Table of Contents

FAMILY

Preparing for the Workplace Pays Off for Children with Disabilities 2

DoYou Believe inYour Child? 4

Creating Pathways for Children with Deafblindness - the NTAC/NFADB Parent Training 6

Keeping the Bar of Expectations High 10

PROGRAMMING

Active Learning and the Exploration ofReal Objects 1

2

What's Up with Interveners in Texas? 14

Cochlear Implants 21

NEWS & VIEWS

TCB Ending Its Seventy-Two Year History 24

The Evolution of the Texas School for the Blind and Visually Impaired

in the 2 1st Century, Part Four 25

When Planning for Adult Life, How is a 'Life-style'' Different than a ''Program"? 29

Beyond Programs: A Parable 31

Solving 77ze/r Problem: a Strong Recruitment Strategy 32

Families ofChildren with Deafblindness SPARKLE 34

American Council of the Blind Scholarships On-line 34

New on the TSBVI Website 34

CLASSIFIED

Regional, State and National Training Listings and Events 35



a

<
fa

Section Editor's Introduction: The Family Section in this edition continues a series offamily-focused

articles dealing with the subject ofthe expanded core curriculumfor students with visual impairments, includ-

ing those with deafblindness and multiple disabilities. The last edition addressed recreation and leisure skills.

This issue focuses on career education. We asked Gene Brooks and Brandy Wojcik to share with our readers

what they thought was critical to helping a child with visual impairments or deafblindness to succeed as an

adult and to find their career path. We appreciate their insights and reflections. Career education begins at

birth and is relevant to all children, including those who may not follow traditional work paths. For some

individuals, like Brandy and Gene, career education means preparing for the world of work. For others, like

Corry, Melanie and Keith 's children, career education expands itsfocus to preparingfor a self-determined life-

style in adult life.

Preparing for the Workplace Pays Off for Children with Disabilities

Reprinted with permission from the Summer, 2001 , issue of the Pacesetter,

a publication of the Pacer Center, Inc., Minneapolis, Minnesota.

Abstract: This article lists eleven practical and effective strategies parents can do to help their child

develop the skills they will need to be successful in the world of work. Although the article was written for

children with a range ofdisabilities, the strategies listed can be usedfor any child.

Key words: blind, deafblind, parents, practical suggestions, career education, expanded core curriculum

The article is an excerpt from When I Grow Up, IAm Going to Work, a PACER Center Project Youth book for

children; Diane Hovey, project coordinator, and Caryn Pernu, editor. The booklet may be purchased from the PACER
Center at $8 per copy ($6 for 1 or more). For more information contact the PACER Center at 8 1 6 1 Normandale

Blvd., Bloomington, MN 55437-1044; (952) 838-9000 voice; (952) 838-0190 TTY; (952) 838-0199 fax;

<www.PACER.org>. All rights reserved.

Parents may feel mixed emotions about the child with disabilities growing up and going to work. They may share

the child's excitement about future possibilities, but they may also worry about the child's vulnerability of possible

failure at a job. Helping children develop job skills is one of the biggest gifts parents can give because it enriches

children's sense of self and builds potential for their future.

How can parents assist their young children to become ready for work? Here are some helpful ideas:

1. Teach social skills

More people lose jobs because of personality conflicts and the inability to work with other people than for any

other reason. Providing children with opportunities for social interaction is very important. Preschool groups, religious

groups, scouting groups, and community recreation programs are examples ofgood places to learn social skills.

2. Give children specific chores

Parents can help their children choose chores they can do with little assistance. Even children who have physical

limitations that require assistance can still be given chores. For instance, the tray on a wheelchair can be used to deliver

dishes to the table or folded laundry to the correct room. Occupational therapists can provide assistance if adaptations

are needed to accomplish the chore. Not only will children be proud of their work, but they will also be contributing to

the needs of the family.
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3. Provide daily opportunities for children to make choices

Parents can start by asking children to make simple and familiar choices such as what to wear or what to eat. They

must be sure the choices are ones their children are able to make and be careful to avoid offering options that are not

possibilities. At first, parents can limit options by offering children a choice between two items. Later, the number of
J^j

options can increase as children develop skills.

(

4. Teach communications skills hH

Children need to learn communications skills, as well as how to express feelings in a socially acceptable way, take

criticism without becoming outwardly upset or angry, cooperate with others, ask for help when needed, and ask for

more work once initial tasks are complete. Role playing can be an effective tool in learning communication skills.

5. Help children identify interests

Parents can provide opportunities for a variety of activities so children can explore different interests. Hobbies are

an enjoyable way to learn skills and can lead tojob opportunities. Children who like sports, for example, may eventu-

ally work in a sports store or at a camp.

6. Keep a notebook

Parents can keep a list of their children's interests and the places where they seem most comfortable. Parents can

also note their children's skills and strengths and what motivates them to follow through on their tasks. In this way,

parents learn more about their children and also better see the progress their children make.

7. Help children to be punctual

Parents can teach their children to set an alarm clock and wake up on time for school. Children can learn to

prepare for the next day by laying out their clothes the night before. Parents can assist their children in calling if they

cannot attend an activity.

8. Allow children to experience natural consequences

Parents often want to shelter their children from any pain or sadness, but this is a natural part of life for children

with disabilities as well. When children make a choice and it turns out to be a bad decision, parents can provide the

opportunity for their children to learn about natural consequences. Everyone learns from mistakes. Parents can be

there to support their children but let them make mistakes and learn from them.

9. Talk to children about jobs

Parents can talk to their children about different jobs. They can point out what people are doing in theirjobs and

ask their children's opinions about the tasks. Children can visit their parents' workplaces and help.

10. Encourage volunteering

Volunteering can teach children much about what is expected at work without putting too much pressure on them.

Volunteer experiences provide opportunities to learn job skills, meet new people, learn to communicate with people

who are not used to being with people with disabilities, and learn to do a task in a certain time period and do it well. It

is a great opportunity for career exploration.

1 1. Promote self-advocacy

By providing choice and opportunity and teaching decision-making skills, parents are helping their children build



a foundation for self-advocacy. Parents can teach their children about their disabilities and how to communicate then-

needs. They can provide opportunities for their children to express their thoughts and opinions and exercise control

over their environment. Later in the workplace, these skills will assist young adults in asking for what they need,

^ especially for any special equipment or necessary changes to the workplace that will help them better do theirjobs.

Starting early in preparing children for work will ensure they have better opportunities to be successful in their

employment. Most importantly, parents can expect that their children will grow up to work, and they can help then-

children build dreams.
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Do You Believe in Your Child?

By Gene I. Brooks, Ph. D. , Governing Board Member for TSBVI, Austin, TX

Abstract: The author of this article shares his personal story of growing up as a person with visual

impairments in the days of segregation and the steps he took to develop effective job skills that have helped

him become successful.

Key words: blind, deafblind, personal story, career education, expanded core curriculum

When I was first approached about writing this article, my immediate reaction was that I don't have any helpful

information to share with parents of blind children. However, after giving the article some thought, I realized thatjust

maybe my story might help give hope to someone. After all, had it not been formy uncle and a handful of very special

teachers along the way, I wouldn't be who and where I am today. These were special people because they believed in

me, and they verbally let me know that they believed in me. But unfortunately, there are many children currently in

special education who never hear encouraging words such as: you're going to grow up and do wonderful things or

you're going to be a doctor when you grow up. Therefore, this article is about how I came to believe in myself and to

say to parents: Let your children hear you say to them, "I believe in you!" But first some background.

KINGSVELLE, TEXASAND THE EARLYYEARS

Much like my grandfather before him, my father found himself working for the railroad in Kingsville, married and

with five children. My twin sister and I are the youngest children. We were born on June 14, 1 95 1 . We grew up with

lots of love from a large extended family and a community that cared. During my sister's and my delivery everything

appeared to be normal with the exception ofmy starting to be born feet first. Over the next several years, my mother

watched me to make sure that I hit all of the developmental milestones, not knowing if there had been some type of

birth defect. At the age of three, my mother and aunt noticed that my left eye was pulling, and decided to take me to see

an optometrist where the diagnosis of lazy eye was made (strabismus). The prescription for lazy eye at that time was for

me to receive a pair of glasses and to wear a patch over my stronger eye, trying to make the weaker eye stronger. In

short, over the next two years, I received two unsuccessful operations attempting to correct the problem.

SEPARATE BUT NOT EQUAL

In 1955, our mother enrolled my sister and me in a kindergarten class at a Catholic school even though our

segregated school was doing a goodjob of educating black children. Our mother felt that we would receive a better

education from the Catholic school in spite of the fact that all of our black teachers in our segregated school were hand

picked from black teacher colleges and were thought to be some of the best and the brightest. While we were allowed

to attend parochial school with Mexican-Americans in the early grades, we were not allowed to attend school with

Whites at all until the late 1 950s, and even at that time we were not educated together with Whites until the seventh

grade. ,



My first school experience proved to be traumatic for me. Early on, I remember telling my mother that I didn't like

going to the Catholic school because the nuns were mean. I felt they were mean because they used a ruler to hit me on

the back of the hand when I made any type of mistake. And because I made lots of mistakes, my little knuckles stayed

sore. After listening to me complain for months, my mother decided to withdraw both my sister and me and put us in m
our neighborhood school. Over the next three years I continued to have problems learning. After being retained in the ^
first and the second grade, it was decided that I was mentally retarded and needed to be sent to a separate school that

served children with mental retardation. After being there for about six months, I remember my teacher sending a note

home with me asking my mother for a parent conference. It was at that time my teacher told my mother that she didn't ^
think I was mentally retarded but that I might have a visual problem. So over the next several years my mother took me

to Houston to undergo numerous medical exams. In 1 960 1 received the diagnosis of retinitis pigmentosa (RP), and it

was at that time my mother decided to move us to Houston so I could receive a better education.

In 1 96 1 we made the move to Houston, I started a sight savings class, and I loved all of it. For the first time I was

learning. I was learning because the special materials that were used allowed me to see what was on the blackboard,

read from large print books, and for the first time to interact with other children who had visual impairments like myself.

I remained in the Houston school system until the fall of 1 966 and at that time my mother enrolled me in the Texas

School for the Blind. I was first scheduled to attend the school in the fall of 1 965, but my start date had to be pushed

back one year due to desegregation. At that time, all blind black students attended DB&O, which stood for Texas

Deaf, Blind, and Orphan School, and all white blind students attended the School for the Blind.

In the fall of 1 966, 1 arrived on the campus of the School for the Blind and I thought I was in heaven. Again, I saw

other children who had visual impairments like me and, for the first time, I had the opportunity to participate in competi-

tive sports and to date. However, my transition from Houston to the School for the Blind wasn't all good. Like the rest

of society, the school was going through desegregation and there were some who didn't want us there and they tried to

make our lives difficult. But as for me, I didn't really let it bother me that much because I thought I was in heaven, being

surrounded by so many beautiful blind people.

When I first arrived at the School for the Blind I was placed back into the first grade. It's important to point out

here that in 1 966 - 1 967 1 was fourteen years of age and in a classroom with children who were only six years of age.

Some of those students only came up to my knees when they stood up. After the school saw I could do the first grade

work, I was moved into the third grade and I stayed there until I, along with many other black students, was placed

back into a nonacademic track. I stayed there until about 1969. In the 1969 - 1970 school year, several teachers

began to question why so many black students had been placed into the nonacademic track. I remember overhearing

a parent talking with one of the concerned teachers telling her to go to the administration and demand that her child be

placed back into the regular academic track. After hearing that conversation I decided to go to that same teacher and

tell her that I wanted to be placed back into the regular track and that I wanted to graduate with a regular diploma. She

suggested that I call my mother and ask her to make an appointment with the superintendent so she could discuss

placing me back on track. A week later, I saw the superintendent in the hallway and I told him that my mother was

concerned about me being in the nonacademic track and would therefore be calling him about placing me back into the

regular academic track. Well, two weeks later, I was back in the regular track and very happy. What was interesting

about me being moved back was that I never told my mother anything about the earlier conversation I had with the

teacher or the superintendent, and therefore, my mother was never apprised of what was going on. But it worked! I

was out of the nonacademic track and I loved it.

Remember me talking earlier about my uncle and the handful of special teachers that believed in me and let me
know that they believed in me? Well, had it not been for them, I don't think I would be where I am today. In fact, I

know I wouldn't. As a child, my uncle loved me unconditionally and I always heard him tell me that I would grow up
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to become a doctor some day. So when things got really tough for me, I would always hear him saying to me or to

others around me "Gene's going to grow up and become a doctor some day." And you know what? It really did help

me to get through the difficult times. And believe me, there were some difficult times. I also could not have made it

without those teachers who always told me that I had the ability to be in the regular academic track. Guess what? I

believed them!

<
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In 1970 after I was placed back into the regular academic track, I was also selected to work in a pilot program

that used students as residential aides with the younger students on campus. There were four of us selected to work in

the program that year and all four of us worked in the program until we graduated from high school. I had a dorm with

16 boys and my job was to wake them up and make sure that they were dressed and ready for breakfast. After

breakfast I was responsible for getting those that needed medication to the health center for their meds and then get

them off to class. In lieu of monetary compensation for our services, we were given our own private rooms instead.

And believe it or not, the private room was the selling point for all of us who participated in the program. We were the

only four students on campus who had their own private rooms, and we were envied by the entire student body.

Because we had demonstrated a strong work ethic, good leadership skills, and someone believed in us, all of us were

offered full-time employment by the school after we graduated.

After graduation, in the fall of 1973, 1 was hired by the school and asked if I would like to work in a special

program called deaf-blind. I knew then that my earlier high school work experience had helped me to explore whether

or not I wanted to work in the field of special education. So I accepted the position and over the next eight years I

received some of the best preparatory training for working in special education. I'm not talking about formal prepara-

tory training but rather the day-to-day work experiences.

Shortly after I started to work at the Deaf-Blind Annex I realized that I was surrounded by a group of young

people who were extremely bright, goal oriented, and who thought they could make a difference in the lives ofeach and

every family we came in contact with. Therefore, it didn't take me very long to realize that I loved the Annex culture and

that I too wanted to continue to grow individually and professionally. So I decided that I wanted to attend college and

to someday be in a position to help visually impaired people and their families achieve their goals. Finally, in 1975,

while I was still working at the Annex, I decided that my goal was to graduate from The University ofTexas at Austin

and to passionately pursue a career that would be used to ultimately change the lives ofpeople with blindness and visual

impairment.

That goal ultimately led to my receiving a doctorate ofphilosophy from the University ofTexas at Austin in 2000.

I am now a researcher and rehabilitation consultant and was appointed by Governor Perry in April 2003 to serve on

the Governing Board of the Texas School for the Blind and Visually Impaired, where lives ofyoung people are indeed

changed.

Creating Pathways for Children with Deafblindness -

the NTAC/NFADB Parent Training

By Edgenie Bellah, Family Support, Texas Deafblind Project

Abstract: This article provides a brief overview ofperson-centered planning and shares three parents'

stories about how they are using the tool to plan for their child's future.

Key word: blind, deafblind, family, person-centered planning, career education



When children have disabilities such as deafblindness, sometimes it is hard to envision their long-term future.

Having information and connections to individuals who can serve as role models is helpful, but ultimately each family

must create a personal dream for the future that is based on their loved-one's interests, talents and available community

supports. There are a number of tools that have been developed to help families and significant people influencing the ^
individual's life create a positive vision for the future. One such tool is person-centered planning as process often J>>

referred to as mapping because it creates visual images to reflect the person's life experience and path.

On September 1 8-20, 2003, 1 joined three other parents from Texas in Tampa, Florida for the annual parent ^>
workshop sponsored by The National Technical Assistance Consortium for Children andYoung Adults who are Deaf-

Blind (NTAC) and National Family Association for Deaf-Blind (NFADB). This year's training focused on person-

centered planning as a tool to help parents plan for all the transitions their child with deaf-blindness might experience

from birth through adulthood. Person-centered planning is not new. As Keith Fansler, one of the parents from Texas,

pointed out to me in a later conversation, parents create maps for all of their children's futures.

According to Dr. Beth Mount ( 1 99 1 ), person-centered planning:

• Works to support the contribution ofeach person in local community life

• Finds and develops the gifts, strengths and talents of each person

• Develops a vision that expresses these gifts

• Builds a support group to make these ideals happen

• Builds a community network of acceptance

• Changes services to be more responsive to the interests of people

While there is much written about the benefits ofperson-centered planning, the most meaningful way to gain a true

picture is through the words of parents who have already experienced this process. The first story below is written by

Corry Hill, who is the Family Specialist for the Utah Deafblind Project and NFADB Region 8 Regional Director.

Corry shared her story, written in 1994 after her family's initial experience, at the kickoff of the training. Her story

inspired me to ask the parents from Texas who went through the training to share their experiences. Two of these

parents are Keith Fansler ofAmarillo and Melanie Knapp of Missouri City.

CORRY'S STORY

I am the mother of an adorable six-year-old daughter, Laurie Lynn Hill, who just so happens to have a dual

sensory impairment and is multiply handicapped. Before I had experiences with mapping, I would introduce Laurie as

someone who couldn't talk, walk, eat and who couldn't hear or see very well. Futures Planning helped everyone who

works with Laurie and myself view her as a whole person with strengths as well as weaknesses.

Those people who have worked with Laurie have always been good, but prior to Personal Futures Planning

(Maps), it felt like a disjointed effort. Each person was concentrating on what Laurie couldn't do or what she needed

to learn in their own specific fields. For example, the OT's goals were written before she had met Laurie, written

directly from a text book, not changed for two years, and not incorporated with anything else in Laurie's school day.

We were first introduced to futures planning at a deaf-blind conference in 1 992. Our family attended a session

learning about Maps and then the conference broke into small groups to actually make some maps. We had the

privilege of using Laurie as the example. In attendance at that group were several people who worked with Laurie,

both directly and indirectly, including her teacher, intervener and several service providers. We began by creating a

Background Map. Laurie's intervener, her father and I were the major contributors because we had known her all her

life. By the time that map was finished I felt the group begin to have some cohesiveness. We were at a common stalling

7



h

point. Everyone in the room knew of Laurie's struggle to live and we all looked at her with the "same eyes." While

creating the Relationship Map we were all pleased to discover the many people who worked with and cared for

Laurie. I was especially pleased while the Preferences Map was being created to see everyone giving input. They knew

Laurie better than I thought they did, and we came up with even more "things that work" than "things that don't."

Service providers wrote down specific ideas to try that they didn't know about before, things that someone else had

success with. The Dream for the Future Map was the hardest for me to work on. It is difficult for me to dream for an

uncertain future. Everyone in the room was very encouraging and urged us to dream high. We were very proud of our

accomplishments as a group. Three years later a speech therapist commented that mapping session helped her greatly

and was the best thing she had ever seen. Even though Laurie's maps have been updated many times, I still have those

original maps and cherish them.

After the mapping session, I noticed a change in all those who had been part of the process. Fences were down
- it was no longer us against them, but a team with everybody an equal partner. The attitude toward Laurie was

positive. That is, everyone treating her as a whole person and sharing ideas about how to achieve goals together.

KEITH'S STORY

The Fansler family has been in the deafblind business going on sixteen years now. My wife, Leslie, and I have

been together for a little more than seventeen years. We have two sons. Our oldest son, Chance, is ajunior in high

school. Chance is a ranked fencer and on the varsity wrestling team. Preston, our youngest son, was born blind and

is now carrying the deafblind label. Labels— you've got to love them. Preston loves the water and is a gold medallist

bowler in the Special Olympics. He has several jobs, one of which requires him to swim for his paycheck. We are

longtime members of Deafblind Multihandicapped Association ofTexas (DBMAT) and NFADB. For several years,

I served as Member-At-Large and Vice-President of DBMAT. I also have attended the NTAC-NFADB parent

trainings since one ofthe earliest trainings in St. Louis.

This NTAC-NFADB parent training was a little different than the ones I attended in the past. They had me
moderate our group's mapping process. I had been to a session on mapping before, but we have never done it for our

son, Preston. It was amazing to see how much information our group came up with for the lady who was picked to

have her child be the focus ofour mapping training. This was the first time our group had met. We were total strangers.

I loved the experience I had with moderating. It letme see how easy it really is to build a program on a child's strengths

and not his/her weaknesses. Our group built a program for a total stranger based on her likes and dislikes. Just think

of what you can do for your family member or even somebody you know. Being the moderator gave me the confi-

dence I need to do a mapping on my son. If you think about it, we all do person-centered planning for ourselves.

Leslie and I have done person-centered planning with our oldest son, Chance. To an extent, we have done it with

Preston. We try to findjobs and activities that coincide with what he likes, not with things he does not like.

The only problem I see with mapping is getting everybody together at the same time, so it might take two or maybe

more sessions. You might want to break it down into groups, like family and friends, professionals, church and

community. Getting your person-centered planning ideas into the IEP can be a challenge, but it is a must. I hope to be

starting a mapping process on Preston soon because I learned it is never too early or too late to do mapping. My
advice to all parents is to map throughout your child's life so you will know where you have been and where you are

going.

MELANIE'S STORY

Christian was born in July of 1980, the second son to Gary and myself. We were told we might have a premature
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birth, but never in my wildest nightmares were we prepared for what was to come. After his birth at 28 weeks

gestation, Christian spent his first two years in the hospital. I can't even remember how many surgeries he had or how

many times we almost lost him. As a result ofhis prematurity and long hospitalization, Christian had numerous medical

difficulties. He is now 23 years old. He is deafblind. He is incredibly strong, and has a great sense of humor (Knapp h^
humor). He also is a really good-looking guy. Christian has a wonderful big brother, Landon...and now a sister-in-law, J>«

Christi. Christian thinks Christi is HIS girlfriend. I am the Momma, and Gary is Dad. We have had tremendous family

support over the years. Christian is in his last year of school. He has made AMAZING progress over the last three

years. He understands a lot of sign language. We have had many years of incredible support from his educational ^
team.

A few years ago, David Wiley and Craig Axelrod came to our home. We went through the person-centered

planning process for Christian then. It was just the four of us that night. So many events have taken place in our lives

and Christian's life since then.

What did I learn from my training in Tampa? Well, I volunteered Christian to be the focus person. While I was

quite proud of myself, I realized during the process that since I was the only one that knew Christian, it was a very

subjective mapping. The training did give me the tools to take on a better, less subjective mapping, and it was up to me
to make it happen for real.

Upon my return home, I was determined to have a person-centered planning party. Gary and I were happy with

how many people were able to make it. I invited the family that was in town: Landon and Christi, Mimi, Aunt Cheryl.

A few members ofmy family were unable to come for the first meeting, but hopefully willjump on the wagon next time.

Chantel Simon (Christian's caregiver) was there as was Ann Bielert (his intervener), Mrs. Parker (his classroom

teacher), and GloriaVaughn (his vision teacher through the years). I was ecstatic that Craig Axelrod, David Wiley, and

Edgenie Bellah from Texas Deafblind Outreach atTSBVI wanted to help.

I think the mapping process went great. We had so much input from everyone, not just from me. The process

was also therapeutic. There were a few tears and a lot of laughs. I definitely feel like the mapping was a success.

What came out ofour first meeting is a plan. We have looked at what Christian would want, what he would want

to do as work, where he would want to spend his time, and who he would like to spend it with. We have determined

as a team what will work for him and what won't work. We have already put our plan into action. Christian now owns

a small vending machine and has started training with it at school to learn how to stock it. When he graduates, we will

move this one to his Dad's office. Who knows? He may become quite the vending machine entrepreneur!

OTHER RESOURCES

These stories are far from ending. Families will continue to build upon their initial dream through ongoing mapping.

Just like you and I, the dream is ever evolving in response to our actual experiences and changing needs and interests.

I want to thank each of the parents for sharing their personal stories about their recent learning experiences and for

allowing me to tag along for the wonderful journey they are on with their families.

For a more detailed description ofplanning for adult life for individuals with multiple disabilities such as deafblindness,

be sure to read the article, When Planning for Adult Life, How is a "Life-style " Different than a "Program " ? by

David Wiley on page 29. Families are also welcome to call the Texas Outreach program for assistance in developing

a person-centered plan. Kate Moss and David Wiley have written A BriefGuide to Personal Futures Planning.

Organizing Your Community to Envision and Build a Desirable Future With You: a paper that provides an

overview and step-by-step directions for the process. The Outreach Program is also available to help with indi-

vidual plans. 9



Keeping the Bar of Expectations High

By Brandy Wojcik, Discovery Toys Educational Consultant, Austin, TX

^ Abstract: Meet a young lady whose life speaks volumes about the value ofself-advocacy at an early age.

Parents and professionals alike will gain much from her story ofa determined path toward a career choice.

Kex words: blind, deafblind, personal story, career education, expanded core curriculum
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^m I am a 23-year-old attending the University of Texas, majoring in Early Childhood and Special Education. I

currently work two part-time jobs, one at St. Luke Infant Care Center and the other as an independent salesperson for

Discovery Toys®. I frequently baby-sit for extra money and to gain valuable experience. In my spare time I enjoy

playing my flute, reading, helping others succeed, and singing in my church choir. When I was approached to write this

article, I was asked to respond to several questions: What guided me to make this career choice? What and who
helped me arrive at my decisions? There is not a simple answer, as I believe many intricately woven experiences and

special people got me where I am today.

Looking back, the first ten years of my life experiences played a large role in my success. When I was first

diagnosed with Leber's Congenital Amaurosis, a counselor came to my home to talk to my mom and she said, "Ifyou

overprotect her now, you will have to overprotect her for life." It was then that my mom removed the pillows, and

raised her bar of expectation for what I could become. For as long as I can remember, my blindness was never an

excuse. I was taught that, yes, I was different, but this was no problem. Yes, I may have to do some things differently,

but that was the key: differently I would still complete the task or goal. From as far back as I can remember, I was

expected to play an active role in my family chores, in school, and in extracurricular activities, such as Girl Scouts.

During my preschool years I began to learn braille while attending class daily, to clean up my room, to clear my place

at the table and to respect others. As the years passed and I got older, the responsibilities increased, as did the

expectations. I continued to do chores, along with homework and helping with my younger sister. I also started to take

an active role in making decisions about my educational program.

Duringjunior high and high school, many things remained the same but many things also changed. The thing that

changed most dramatically was my school arrangement. Because I attended eleven different schools during the first

twelve years of life, I had fallen way behind academically. There was no doubt I had the ability; I just lacked the

resources to learn. When I completed fifth grade, I had twelfth grade comprehension skills but my other reading skills

and math skills were on the second- to third-grade level. To help me catch up, the decision was made that I needed to

attend the Texas School for the Blind and Visually Impaired (TSBVI). I already had a good foundation through doing

chores at home, but now that I was older and living away from home, I learned to cook, clean, set goals, travel

independently and be a part of the decisions made about me at a whole new level.

It was around this time when I became very active in extracurricular activities. I continued to be active in Girl

Scouts, sharing the responsibilities of the troop's success. I began being active in sports, student council, choir, piano

lessons, the Pal Program, and drama class.

Even though I attended every ARD since I was in third grade, I only contributed by giving my opinions on what

was already decided for me. In sixth grade, my advisor began meeting with me before the ARD to let me have a say in

what was being planned for my education. I think this was important because I started learning how to decipher if I

wasn't happy about a decision because I didn't like it or I had a good reason for not agreeing with the ARD committee.

It allowed me to be honest about my abilities and to take control ofmy life. In the eighth grade, I returned to my public

school. When I started getting concerned that I wasn't receiving the education I needed to be successful in college, I
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called my own ARE) to advocate that I be on an equal playing field as my sighted peers. I didn't care what type ofwork

I needed to do; I wanted a fair chance to compete with them to attend college. As part of the ARD committee, we

made the decision for me to return to TSBVI. Once I asked to be treated equally and to have high expectations, I got it. I

think in many ways, because I had to work so hard to receive agood education, it means more to me than one can imagine. m

In sixth grade, I also began volunteering so that I could get work experience and to compete in the annual

community service award. The first volunteer experience I had was at Magic Years Day Care where I worked in the

infant room assisting the teacher in feeding, changing, and entertaining the children. I loved this work and my dreams of S
becoming a teacher began to blossom. I figured out that I wanted to teach babies, but I didn't know how much I

wanted to do this until high school. That was when I learned that to make the difference I was wanting to make, I would

need to teach children with special needs. It was the Pal Program that fostered this portion of my goal. The Pal

Program is where older students were paired with elementary students to take them places on campus, help with

homework, and in general be their mentor.

During high school, I participated in the TSBVI Dual Enrollment program, where students attend a portion of the

day at a local high school and a portion of the day atTSBVI. I became active in theater, and later in band, while learning

to play the flute. As you may or may not know, in high school, teens are encouraged to begin thinking of life after

school. I knew college was a must for my goals, and I set my standards high and arranged my high school classes to

give me the educational experience I needed to reach my goals. I took classes such as Home Economics and Child

Development. I also participated in a summer work program where I worked at a local child care center sharing the

classroom responsibilities of caring for the children. During the summer work experience, I also lived in an apartment

with two other teens who were participating in the program. This work experience only strengthened my desire to

teach. I graduated valedictorian ofmy class at TSBVI, and was ranked 57th out of430 at McCallum High School.

While all the activities and expectations I have shared in the previous paragraphs played a large role in my choices

and goals, a few things made a significant difference in who I am today. The first is the attitude people had about my
blindness, that is, "no big deal." The second is the level of responsibility I was given and expected to keep. My
involvement in Girl Scouts for twelve years was also a key factor; for it was here I learned to set my own goals, keep

a calendar, interact appropriately with peers and adults, and to do my part. I have also always been held accountable

for my actions— good and bad. I truly believe it is that which molded me to be who I am.

As an adult, I continue to set new goals to achieve. I now know I want to work with infants with special needs, and

have found the college path to get me there. I have had two kidney transplants and took care ofmy own home dialysis

while waiting for the second kidney. I am currently caring formy younger sister who lives with me while I independently

clean my house, shop and cook my own food, attend work, and school. I am active in my church helping to teach

Sunday school, taking Bible classes, taking my turn in cooking for fellowship events, and baby-sitting.

I am often asked how I got into selling Discovery Toys®. I decided to sell them when I needed some toys for the

children I cared for at my home. I quickly discovered it was fun and easy, and I could work just one day care job

instead of working two. The best part about selling is that I feel like I'm able to help parents with children of all abilities.

The one thing that had the most impact on shaping my decisions and goals today is what that counselor shared with

my mother when I was just a baby. If she hadn't told her to let me have normal life experiences, I may not have ever

made it this far. I want to be that teacher for others, guiding them to help their children to be all they can be in all aspects of life.

I'd like to thank the people who played valuable roles in my growth and independence:

my mom for insisting from the beginning that I be normal, living out my dreams; Lisa Bin-

, my first blind adult role model
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and teacher; Jan Walker, my first braille andO&M instructor when I was three years-old; Debra Sewell, my teacher

at TSBVI, for helping me improve my braille skills and catch up academically; Nancy Voots who was my advisor and

teacher throughout the seven years I was atTSBVI; Robyn Koenig, residential instructor, for continuing the expecta-

tions my mom started; Elise Ragland, my Girl Scout leader, friend, othermom, and sales director in Discovery Toys®;

and Helen Weiker, my Boss and director at St. Luke, for insisting I play an equal role in my work, and for being flexible

in adapting the work site by doing things such as putting braille labels on the children's storage bins. Thank you all for always

being there!

I love helping others, and if any readers wish to talk with me about my story or to get more information about

Discovery Toys® you can reach me at 5 12-453-0975 or <brandy@discoverytoyslink.com>. You can also check out

my website at <www.discoverytoyslink.com/brandy>.
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Active Learning and the Exploration of Real Objects

By Stacy Shafer, Early Childhood Specialist, andAnn Adkins, Education Specialist,

TSBVI Visually Impaired Outreach

Abstract: This article describes some of the techniques ofDr. Lilli Nielsen 's Active Learning Theory.

Key Words: blind, deafblind, Active Learning, Lilli Nielsen, real objects, Little Room, resonance board,

position board, play

Editors Note: In the last edition of See/Hear, we printed "An Introduction to Dr. Lilli Nielsen 's Active

Learning" and promised to provide additional information on active learning in each issue this year. In this

issue, we'd like to examine some ofDr. Nielsen 's learning strategies and the importance ofusing real objects.

We would also like to hearfrom others who have used active learning, and encourage you to contact Stacy

Shafer at <StacyShafer@tsbvi.edu> or Ann Adkins at <AnnAdkins@ tsbvi.edu> to share your experiences.

Visually impaired children learn by exploring and manipulating the objects in their environment and by comparing

new objects to familiar ones. They need as many experiences as possible with real objects and textures. Hands-on

experiences with a variety of objects, made out of as many different materials as possible, allow students to work on a

variety of skills and learn about their environment. Concrete experiences with real objects also facilitate concept

development. It is important to give students ways to actively impact their environment and teach them to be active

participants in their world instead of passive recipients of stimulation from adults. The active learning techniques

developed by Dr. Lilli Nielsen provide excellent opportunities for visually impaired students to gather information

through the exploration and manipulation of real objects. Dr. Nielsen's approach encourages children to be active

learners, and helps them discover that they can control events in their lives.

EQUIPMENT

Some of the active learning equipment and materials that we have observed include:

The Little Room

The Little Room is described in detail in Dr. Nielsen's book, Space and Self, and in the article in the last edition

of See/Hear. It is a piece of equipment that provides students with a safe environment for independent play and

exploration. Many children are more willing to tactually explore objects when they are in control of an activity and can

anticipate what might happen. The objects in the Little Room are attached with elastic and go back to their original

12



positions when the child lets go of them, enabling him to find them again and repeat an action as quickly and as often as

he wants. It gives students the opportunity to work on object exploration and manipulation, object comparison, object

permanence, cause and effect, spatial concept development, problem solving, independent play, recognition, anticipa-

tion, sensory integration, and spatial memory. The Little Room also provides the opportunity to learn about the

different materials from which objects are made (paper, leather, wood, metal, etc.) and the different attributes of

objects (size, weight, temperature, etc.). As students experience these different objects and learn about their specific

characteristics, they will discover that some objects are better for some activities than others. They will learn that some

objects make better sounds when batted at than others, some are better for mouthing, some are more interesting to

touch, etc. Although the Little Room is an independent activity, it MUST be supervised at all times.

The Position Board

This is a piece of pegboard to which objects are attached with pieces of elastic and is also described in Space and

Self. It may be used as an independent activity if the position board is placed so it will remain stationary, or it may be

used with an adult. It can be attached to a student's wheelchair tray, attached to a wall, or placed on the floor or table.

Like the Little Room, objects should remain in the same position to encourage the development of object permanence,

and the elastic attached to the objects needs to be long enough for students to be able to bring the objects to their

mouths. Be sure to include objects with different weights and textures.

The Scratching Board

This is a piece of wood with different textures attached to it. These textured squares are approximately 3" X 3".

Examples of textures to include are: leather, carpet, cork, shiny wrapping paper, packing "bubble" sheets (if there is

not a danger of the student tearing off a piece and getting it in his mouth), corrugated paper from a box of chocolate

candy, shiny ribbon, suede, etc. Fine screening, like tea strainers or cooking strainers, can also be used if the edges are

covered to prevent injury. The scratching board can be attached to a student's tray or positioned so that it can be used

while the student is lying on the floor, with either his hands or feet. The Scratching Board can be stabilized so it is an

independent activity.

The Tipping Board

This is a board that is fixed in an upright position. Hang objects from the top of the board so that students can

receive sensory feedback by batting at them. Again, it can be positioned so that a student can use both his hands and

feet. Some objects to consider using include: shiny bead necklaces, strings of interestingly shaped beads, chains (such

as those used in the 70's as belts and necklaces), bells, a plastic or metal slinky, wooden spools strung on cord, etc.

Inexpensive necklaces can be restrung with nylon fishing cord or dental floss to prevent breakage. The Tipping Board

is an activity that students can do independently, with supervision, if the board is stabilized.

Vest with Objects

The Vest is like a cummerbund with Velcro. Objects and interesting textures are attached to it for students to

explore independently. Headliner fabric may be used instead ofVelcro to reduce the possibility of abrasions.

The Resonance Board

Playing on a resonance board can be a very rewarding activity for students, providing them with sensory input

from the vibrations created by their play. Position the student on the resonance board with several interesting objects

around him to encourage him to explore his immediate environment. Playing on the resonance board can be an

independent activity, or it is an activity that could be shared with an adult or another student. The child should be on the

Resonance Board when using a Little Room.
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All of the activities described above encourage students to use their hands to explore their environments.

Visually impaired students need repeated opportunities to tactually explore and examine real objects every day. They

need a variety ofexperiences that require active responses. Additional information on active learning can be found in

Dr. Nielsen's books, Space and SelfandAre You Blind?. These books also include information on suggested objects

to use with the activities. The student's educational team should work together to choose appropriate objects. Ob-

jects should be pleasurable, graspable, and have tactile, auditory, and visual qualities. Real objects from everyday

experiences and daily activities are recommended because they can provide more meaningful and rewarding experi-

ences than toys. Toys and commercially available objects are often made of plastic, and plastic provides little informa-

tion that is tactually meaningful for visually impaired students. Objects should also be presented in such quantities that

the child will have the opportunity to choose, compare, and play counting and sequencing games. They should also

vary in weight and texture. Caution is advised because some objects are not appropriate for use with all students.

Teams should ensure that all materials and boards used in active learning activities are splinter free, that rough edges are

covered with heavy layers ofmasking or packing tape (especially pegboard), and that any paint, acrylic, or finishing

agents used are nontoxic. Even though these are independent activities, they MUST be supervised at ALL times.
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What's Up with Interveners in Texas?

By Jenny Lace, Education Specialist, TSBVI Deafblind Outreach

With help from Jim Durkel, Statewide StaffDevelopment Coordinator, TSBVI Outreach

Abstract: This article discusses trainingfor Interveners in Texas and shares key components of intervention.

Key Words: Deafblind, intervener, intervention, training, No Child Left Behind, courses, portfolio

INTERVENER MODEL GROWING IN TEXAS

Did you know that fifty-six interveners have been identified in the state of Texas? The Intervener Model is

recognized by the Texas Education Agency and Texas Deafblind Outreach Project as a supplemental service or

modification consideration in the IEP (see "Documenting Instructional Considerations for the Student with Deafblindness"

<dittp://www.tsbvi.edu/Outreach7deafblind/AppIDBInstructional-Modifications.doc> and "IEP Quality Indicators for

Students with Deafblindess- Related and Supplemental Services" <http://www.tsbvi.edu/Outreach/deafblind/

indicators.htm >.

An intervener is a paraprofessional who works one-on-one with a deafblind student and who receives training in

the communication methods and modifications needed for an individual deafblind student to access information in their

environment. It is not uncommon for deafblind children to need one-on-one support with someone they have bonded

with and trust. If a deafblind child cannot access information going on at a distance and is left alone with no means to

predict and anticipate events, the result can be withdrawal, aggression, and/or self-stimulating behaviors. It is impor-

tant to remember that "alone" for a deafblind child can with limited vision and hearing can also occur in a group or in

the middle of a busy classroom without direct intervention.

Go to <http://www.tsbvi.edu/Outreach/deafblind/intervener.htm> "Interveners for students with Deafblindness in

Texas: A Model of Individual Support to Provide Appropriate Access to Education for Students who are Deafblind"
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to find out more. This document includes information about:

What is an Intervener?

The Unique Needs of a Student who is Deafblind

How Interveners Differ from Other Typical Support Staff

Who Should Have an Intervener?

Sample Intervener Job Description

Important Issues for Schools Using an Intervener

Administrative Checklist

Bibliography ofAdditional Materials on Interveners

HOW DO INTERVENERS GET TRAINING?

Since deafblindness is a low incidence disability, the educational staffmay need support and training in methodolo-

gies that address the unique needs of a dual sensory impaired student. When both vision and hearing are distorted,

learning cannot occur from a distance or incidentally. The near senses must be used to experience learning and to

develop concepts about how things work in the world. It is not uncommon for staff to need training in specialized

communication techniques and training in how to implement modifications unique to the student's combined hearing

and vision losses that will assist the student in accessing environmental information.

In Texas, interveners are asked each year to fill out an "Intervener Self-Assessment ofCompetencies Needed to

Work with Students with Deafblindness" <http://www.tsbvi.edu/Outreach/deafblind/intervener-self-assess.doc> to

identify their training needs. Their current training priorities are shared with their immediate supervisor, Texas Deafblind

Outreach, and their regional deafblind specialist at the education service centers. This information is used to address

training plans for the current year.

Training Options for Interveners and Teams

Training options available to Interveners and teams serving deafblind students in Texas, include:

• Annual Statewide IntervenerTeam Training offered by the Texas Deafblind Outreach

• Regional workshops on deafblindness offered through the regional deafblind specialists at the education

service centers

• On-site technical assistance and direct training with the intervener, team and student can be requested

from the regional deafblind specialists and the Texas Deafblind Outreach

• District level in-service training for intervener teams can be requested and provided by Texas Deafblind

Outreach

• Resources on deafblindness (including articles, books, video tapes and DVDs) are available through the

regional deafblind specialists at the education service centers and Texas Deafblind Outreach.

Checkout:

• "A Guide to Resources on Deatblindness for Families, Community Members, and Professionals in

Texas" <http://www.tsbvi.edu/Outreach/deafblind/guide.htm>
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• "Incredible Intervener Idea!" <http://wwwlsbvi.edu/0utreach/deafblind/ideas.htrn>

• "Intervener Competency Resources Matrix <http://www.tsbvi.edu/Outreach/deafblind/matrix.doc>

• Courses and distant learning through institutes ofhigher education (see Resources at the end of this

article)

2003 STATEWIDE INTERVENERTEAM TRAINING

Texas Deafblind Outreach supports training with at least one professional on the intervener's team to promote

team competence in deafblindness and effective supervision and support to the intervener. An annual statewide Inter-

venerTeam Training was held November 2 1 -22, 2003 in Austin, Texas with thirty-one interveners and thirty-two team

professionals attending. Interveners completed their "Intervener Self-Assessment of Competencies to Work with

Students with Deafblindness" prior to participating in the training. The team brought Student Profiles to assist them in

applying training strategies to their deafblind student's individual hearing loss, vision loss and additional needs. Teams

were asked to participate in a follow-up study on the effectiveness of training and documentation of the impact of the

Intervener Model on student progress. They were sent home with an "Annual Student Assessment" <http://

www.tsbvi.edu/Outreach/deafblind/annual-student-assessment.doc > to complete in the years 2003, 2004, 2005 to

track the progress of students who are assigned an intervener.

Joyce Olson, Coordinator ofthe Provincial Outreach Program for Students with Deafblindness in British Colom-

bia, was the presenter at the 2003 Annual Statewide IntervenerTeam Training. Participants experienced activities

under simulation in roles as deafblind students and Interveners. Through these activities under simulation, partners

learned:

• The Intervener Motto: Do With Not For

• The Goal of an Intervener: To ensure that the deafblind student is an active participant and informed

learner in all activities.

Joyce's training focused on Four Key Components of Intervention (adapted from the work ofJohn and Jacquie

Mclnnes of Brantford, Ontario):

Anticipation

The intervener must provide the person with deafblindness with enough information to allow them to anticipate

coming events for the individual (e.g. touch cues, environmental cues, object cues, picture cues, signing, print, speech,

etc.). Once the person has sufficient information to anticipate what is happening the intervener should make the

individual aware of any choices that may be made, so that they can continue to increase their independence.

Motivation

The intervener will always provide motivation. In the early years it will be the intervener rather than the activity

that will be the motivator. Later on the intervener's skill and enthusiasm for the activity will play a large part in the

deafblind person's desire to learn, and to practice old skills.

Communication

Communication is the key to everything that an individual with deafblindness does. Through the use of a variety of

communication modes, based on the needs ofthe individual, the intervener provides enough undistorted information so

that the person with deafblindness can make appropriate decisions and carry them out.
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Confirmation

A person with deafblindness may not be able to gather sufficient feedback from their environment to know how

successful or unsuccessful they have been in attempting to do a specific activity. The intervener must provide this

information so the individual knows what effect their actions are having on the world around them.

Establish a trust bond with the person you are intervening for.

Participate together in activities you both enjoy.

Show respect.

Provide opportunities for problem-solving.

Structure activities for success, while allowing the opportunity to learn from mistakes.

Be expressive. Use lots of facial expression, body language and at times exaggerate your actions. A toy

car may not be of interest to a child, but the way you interact with it will be.

Be enthusiastic. Have fun with what you are doing.

Offer choices whenever possible and respect that choice when it is made.

Involve the person in the whole activity. Involve them in gathering the needed materials, so they can learn

where things are kept. Do the activity with them, not for them. Clean up is an important part of an

activity.

Interveners attending the training had time to network with each other and share their individual experiences in

their roles as interveners. Email addresses and contact information were exchanged for the opportunity for continuing

a dialogue with one another.

PORTFOLIOS TO DOCUMENT INTERVENER SKILLSAND TRAINING

With the enactment of the Federal "No Child Left Behind" legislation addressing quality public education, there

are new guidelines concerning the qualifications of paraprofessionals <http://www.ed.gov/policy/elsec/leg/esea02/

pg2.html#sec 1 1 1 9> and <http://www.tea.state.tx.us/taa/comm050803.html>. During the 2003 Statewide Intervener

Team Training, Jim Durkel fromTSBVI Outreach provided the following guidelines for interveners to use a portfolio to

document their skills and training <http://www.tsbvi.edu/Outreach/deafblind/portfolios.htm>.

What is a portfolio?

A portfolio is a collection of work. It is easiest to imagine the portfolio for an artist or a writer; these portfolios

would contain photographs of the artist's works or samples of the writer's writing. It may be a little harder to imagine

how a portfolio for an intervener would look. Before discussing how a portfolio for an intervener would look, lets look

at why an intervener might want to create a portfolio.

Why create a portfolio?

A portfolio is evidence ofyour skills and talents as well as a record of training you have completed. The portfolio

can be used as a "scrapbook" to help you remember and reflect your successes, it offers you an opportunity to think

about ways to improve your skills, and it can be used as proof of your abilities and accomplishments during annual

performance reviews or when interviewing for a new position. Many colleges are using portfolios to document life

accomplishments and are offering their students course credit for these accomplishments.
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What can be in a portfolio?

Portfolios can be as simple or as elaborate as you wish. It is important that materials be organized in some way so

that proofofan accomplishment is easy to find and is clearly labeled. A portfolio is not merely a collection of materials

that have been stored willy-nilly in a cardboard box. Nor does a portfolio need to contain an example of everything

you have ever done . A portfolio is an organized collection of samples ofyour accomplishments designed to showcase

your skills.

These samples can take many forms. For example, a portfolio may contain a copy of a post-secondary degree or

copies of certificate of attendance from workshops or conferences. The portfolio might contain videotape segments of

you engaged in an activity with a student. It might contain a copy of materials you adapted for your students. Just keep

in mind that the portfolio is a record of your work, not of the student's work. (Though you can create a separate

student portfolio to document your student's accomplishments and progress.)

Here is a partial list ofwhat might be in the portfolio. This list is not necessarily complete!

A summary ofyour credentials/qualifications/etc. which might include:

• Your resume (you might want to includejob descriptions from relevant experiences)

• Results from any written exams you have taken relevant to being a paraprofessional in the public schools

• Copies of post-secondary degrees

• Copies of school transcripts (possibly including high school), especially showing relevant classes, like sign

language or child development (you may want to include course syllabi to highlight the content ofthe

classes)

• Certificates of attendance for workshops and/or conferences (you may want to include the agendas for

these trainings to highlight the content ofthe training)

• Professional certificates, like those for sign language interpreters, Braille transcribers, or day care providers

• Descriptions of relevant personal experiences, such as having a child of your own with disabilities

• Copies of previous work performance evaluations

• Letters ofrecommendation from employers (especially supervisors or professionals who directed your work)

• Copies of any relevant honors or awards

Written samples ofyour work, which might include:

• Data collection sheets that highlight how you collected and organized data

• Samples from a school-home communication book (make sure you have permission from the child's

parents and other relevant school personnel, if necessary)

• Communication with other team members

• Articles you might have written for a newsletter

• Handouts you might have developed for an in service training or workshop

Examples (either the material itself or photographs) of materials you have created or material adaptations you

have made such as:
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A hard copy ofTTY conversations with the student that highlights your support of the student's perfor-

mance

• Samples of materials in Braille

• Samples ofcommunication boards

• Samples of adapted games

• Samples of experience books

• Samples ofcalendar systems

• Adapted recipes

• Bulletin boards you created

• Adapted worksheets

Samples of the student's work that reflect your role as an intervener, including:

so

o
An experience story written by the student that includes references to you and your role during the O
experience

A videotape or photographs ofyou supporting student success in some activity, for example:

• An independent living activity, such as grocery shopping or cooking

The student ordering an item at a fast food restaurant 2;

• The student interacting with peers

• The student engaged in a recreation/leisure activity

• The student engaged in an academic (reading, math, science, etc.) activity

• The student in PE

• The student using some piece of adapted equipment, including low vision aids, mobility devices, note

takers, assistive listening devices, communication devices, etc.

• The student engaged in a recreation/leisure activity

Samples that demonstrate your competency in some procedure or instructional technique, for example:

• Video tape ofyou interpreting for the student

• Video tape of a conversation with the student that highlights your skills at facilitating the interaction

• Video tape ofyou checking hearing aids or assistive listening devices

• Video tape of you acting as a sighted guide for your student

• Video tape ofyou providing various levels of prompts and reinforcements

• Video tape of any medical procedures you have been trained and authorized to conduct (such as tube

feeding). You might want to include written evidence of the training.

• Video tape ofyou implementing positioning and handling techniques you have been trained and autho-

rized to do. You may want to include written evidence of the training.
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• Video tape of any sensory integration activities (such as brushing) that you have been trained and autho-

rized to do. You may want to include written evidence of the training - again, get parent permission for

any videotaped samples!

Evidence ofyour thinking about your role as an intervener, for example:

• Excerpts from ajournal where you reflect on the student's progress and what you might do, keep doing

or change

• Excerpts from team meetings (with permission from other team members) that highlight your suggestions/

thoughts

• Reflections on some article you read/workshop you attended/video tape you viewed that gave you some

ideas about something to try with your student

• A professional development plan for yourself

Some hints for organizing the portfolio

• Consider making an index for the portfolio. The index might follow the recommended competencies for

an intervener.

• Consider using a three-ring binder for as much of the material as possible. Where video tape is used,

make sure the video tape is clearly marked with a reference to the competency or skill demonstrated on

the tape.

• Ifyou are including materials that don ' t fit in a three-ring binder, consider storing all the materials together

in a storage box.

• The portfolio is not static. You can add new material and take out old material that is no longer repre-

sentative of your work.

Ifyou are an intervener (paraprofessional, teacher aide, instructional assistant working one-on-one with a deafblind

student) in Texas and need more information on: resources on deafblindness, technical assistance, training opportuni-

ties, self-assessment of competencies in deafblindness, participation in a study on the impact of the Intervener Model

on student progress, or getting on a mailing list contact Cyral Miller, Director ofOutreach, at <CyralMiller@tsbvi.edu>

or (512) 206-9242.

RESOURCES

Courses and Distant Learning on Deafblindness through Institutes of Higher Education

<dittp://www.tsbvi.edu/Outreach/deafblind/db-university.htm>

College and University Programs

<http://www.tsbvi.edu/pds/universities.htm>

Conferences, Courses, Events, Seminars, & Workshops Throughout the World about Deafblindness

<http://www.deafblind.corn/courses.html>
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Cochlear Implants

Jim Durkel, CCC SLP/A and Statewide Staff Development Coordinator

Texas School for the Blind and Visually Impaired Outreach Program

Abstract: This article describes the cochlear implant device and discusses the considerations for candi-

dacy for an implant, benefits and limitations of an implant, controversies and problems, and specific issues

when thinking about implants for people with deafblindness.

Keywords: deafblind, cochlear implant, amplification, hearing aid, hearing loss, deafness

WHAT ISAN IMPLANT?

A cochlear implant is a device used to make auditory information available to people with some types of hearing

losses. The degree ofinformation an implant can offermay be better than what can be achieved using conventional hearing

aids. The cochlear implant can be considered a different type ofamplification. It is not some type of "corrective surgery".

m
If you would like to hear a simulation of what speech through an implant may sound like, go to <http:// X

www.bsos.umd.edu/hesp/zeng/simulations.html>. Remember, this is a simulation and the actual listening experience of ^s

the usermay be different. But you will hear that hearing through an implant is not "restored". Instead, we are giving the

implant user an opportunity to have access to information he or she did not have before.

The implant consists of internal (implanted) and external parts.

Implanted is an array of electrodes (fine wires) that are inserted into the cochlea. These electrodes deliver j?
electrical impulses to the nerve fibers that run into the 8th

cranial or auditory, nerve. Early cochlear implants (25 years N^

or so ago) had a single electrode (or channel). Modern implants can have as many as 22 channels. Please note: the

electrodes are implanted into the cochlea, not the brain. A cochlear implant does not involve brain surgery!

Also implanted is a receiver/transmitter. This part ofthe implant is implantedjust under the skin behind the ear and

is used to conduct information between the electrodes and the externally worn part of the implant.

Externally, the implant has a microphone, a speech processor, and a transmitting coil. The microphone takes in

sound and the speech processor converts the sound into electric energy. The transmitting coil is worn on the outside of

the skin behind the ear. A magnet attaches the external transmitting coil to the internal receiver/transmitter. The trans-

mitting coil and the receiver/transmitter serve to convey information from the outside of the ear to the electrodes

inserted into the cochlea.

The speech processor may be worn on the body, similar to a body hearing aid, or behind the ear, similar to a

behind the ear hearing aid.

The role of the speech processor is to take auditory information, change that information into electronic form, and

then send the information to the various electrodes implanted in the cochlea.

CANDIDACY FOR AN IMPLANT

Who is a candidate for an implant? There are recommendations but not legal requirements. A general bottom line

seems to be that individual physicians can use their own judgment when deciding to perform an implant. Insurance

reimbursement may not occur if the physician does not follow recommended practice, however.
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In general, here are some recommendations and considerations for candidacy:

The implant recipient be at least 12 months of age.

The recipient has a profound bilateral sensorineural hearing loss.

The recipient has tried and had little success with conventional hearing aids.

The recipient should not have significant residual hearing nor receive good benefit from conventional

hearing aids.

The recipient and/or the recipient's family has realistic expectations for outcomes following implantation.

The recipient and/or the recipient's family is able and willing to participate in all follow up appointments

related to checking, maintaining, and adjusting the implant.

The recipient and/or the recipient's family is able and willing to follow up on recommendations for

speech/language/listening therapy in order to get maximal benefit from the implant.

The recipient does not have damage to the 8
th
cranial, or auditory nerve.

The presence of other impairments, especially cognitive delays, can impact the benefit a candidate may

receive from an implant.

In general, the less time that passes between the diagnosis of a hearing impairment and the implantation,

the better implant recipients do. This consideration may need to be weighed against giving the recipient

sufficient time to try conventional hearing aids and the recipient being at least 1 2 months old.

Meningitis can result in bone build up in the cochlea; waiting too long after this condition may make

inserting the electrodes difficult.

In general, recipients who had a history ofnormal hearing have quicker initial success with an implant

than recipients who have no prior listening history.

The implant process requires general anesthesia; this may be a risk or be undesirable for some potential

recipients.

BENEFITS AND LIMITATIONS OFAN IMPLANT

Not all implant recipients end up with the same auditory, speech, and/or language skills. Unfortunately we can't

totally predict future levels of success before implantation. Some implant users are able to use the implant so well that

they can carry on open-ended conversations over a telephone, a very difficult listening situation. Other implant users,

however, may be limited to receiving some general environmental information through the implant.

It is important to state that an implant does not "cure" hearing loss. Successful implant users who had hearing and

lost it report that listening with an implant is not the same as listening with unimpaired hearing. An implant is not restorative

!

After the implant surgery, there is a need for regular and frequent follow up to ensure that the implant is working

and that device has been programmed to deliver the most benefit to the implant user. There are different coding

strategies the processor can be programmed to use to break apart auditory information and deliver it to the electrodes.

The best coding strategy for one user (the strategy that provides the best speech discrimination) may not be the best for

another user. And the best strategy for one user may change over time. Only through on-going assessment and

reevaluation of the implant can this strategy be determined. At the least extreme, a processor may be providing little or

no benefit because of an inappropriate coding strategy. At worse, the strategy may result in sensations of pain to the
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user and result in a total rejection of the implant.

In addition to follow up for adjusting and setting the device, there is a need for intense training (speech, language,

and listening) for the recipient to learn to use the information provided by the implant. A speech-language pathologist,

a teacher of the deaf or hard of hearing, and/or an audiologist can best provide this training.

Wearing an implant does not necessarily mean that sign language should not be used. It may be that an implant

user prefers sign as an every day communication mode. Or an implant user may want sign when learning new concepts

and words or when in group or lecture situations. These are all difficult listening situations and even experienced

implant users may want visual or tactual communication support.

One training technique for learning to use information from an implant "sandwiches" visual (or tactual) and audi-

tory information. So, a word might be given in sign, then repeated orally only, then again in sign. This helps the learner

associate what he or she is hearing with what he or she already knows. The sandwich can work the other way, too. n^

That is, a word is given orally only, then in sign, then orally only again. It is so important to remember that the implant JO

is not a cure; it is a tool that can support learning but it does not replace good teaching. O
o

There needs to be a strong commitment for the implant to be of any benefit. An implant that is broken, has dead

batteries, or is not consistently worn will provide no benefit.

CONTROVERSIES AND PROBLEMS

There has been some controversy in the Deaf culture about the use of implants. Some Deaf feel that an implant is 25

an intrusive medical procedure and is done to "fix" what is perceived by the Hearing to be a medical problem. These n-3

Deaf feel that deafness is not a medical problem requiring this type of solution. On the other hand, most children with

hearing loss have Hearing parents who would like their children to use speech and hearing to communicate. These are

very emotional issues ! You can read the NAD (National Association of the Deaf) position paper on cochlear implants

at<^ttp://www.nad.org/infocenter/newsroom/positions/CochlearImplants.html>.

There is a report of increased risk for contracting meningitis following implantation. (For more information, see

<http://www.tsbvi.edu/Outreach/seehear/winter03/fda.htm>).

A cochlear implant can be disrupted by exposure to static electricity.

The external components of the implant can be removed and normal bathing and swimming will not damage the

internal components. Internal components may be damaged by scuba diving.

DEAFBLIND SPECIFIC ISSUES

There are two considerations when thinking about implants for a person with deafblindness.

First, one of the main benefits for implant recipients who are sighted is better communication because ofcombined

auditory and visual information during lipreading. Individuals with deafblindness may not receive this benefit.

Second, most implants in America are unilateral. That is, only one ear receives an implant. That means that the

typical implant user cannot localize sound. This has profound implications for orientation and mobility training. It

would be easy to overestimate how safe a high-level implant user really is when making street crossings while relying

just on hearing.
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Because the implant is unilateral, listening in noise may be quite a problem. Cochlear implants can be used with

assistive listening devices to compensate for this.

Some implant centers are starting to provide implants to both ears but this is not yet a common practice in the

United States.

RESOURCES

A great resource is "Cochlear Implants: Navigating a Forest ofInformation. . .One Tree ataTime"byDebraNussbaum

from the Laurent Clerc DeafEducation Center at Gaullaudet University inWashington DC. This document can be down-

loaded from <dittp://clerccenter2.gallaudet.edii/KidsWorldDeafNet/e-docs/CI/index.html> or call (800) 526-9105. This

document contains loads ofinformation as well as additional resources. The document is in English and in Spanish.
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TCB Ending Its 72-year History

Terry Murphy, Executive Director, Texas Commission for the Blind

Abstract: A discussion ofTCB changes resultingfrom agency consolidation; a review ofan inspirational

article about servicesfor blind children in Tibet.

Key Words: blind, Assistive and Rehabilitative Services, DARS, consolidation, accessibility, self-confidence.

The last months of 2003 at the Texas Commission for the Blind, as you would suspect, have been unlike any

others in its 72 years. Our staff has continued to provide top quality services to Texans who are blind, while simulta-

neously participating in the abolishment ofTCB as a state agency. By the time this Winter See/Hear issue is published,

the merger of rehabilitation services, services for blind, services for the deaf and hard of hearing, and early childhood

intervention services into the Texas Department ofAssistive and Rehabilitative Services will be well on its way. (You

can bet the new state agency will soon be known by its simplified acronym, DARS.)

The projected date for creating an operational DARS is by January 30, 2004. HHSC's transition plan states that

it will seek to maintain the identities ofkey service areas (such as blind or deaf services) to minimize confusion among

clients looking for and receiving such services. Exactly what that means in the way of establishing offices or units has

yet to be clarified.

For you readers who contacted our agency to voice your concern about the accessibility ofinformation published

by HHSC thus far during consolidation activities, I have some encouraging follow-up. In recent conversations with

various HHSC officials, I had the opportunity to share concerns about the consolidation's effects on the Commission's

blind employees and other blind individuals interested in the transition. This issue received quick attention and I am
confident that the new enterprise led by HHSC is working diligently toward makingjobs and information more acces-

sible to Texans who are blind and other Texans who depend on alternative media and assistive technology to read.

This is the last article See/Hear will receive from me in my capacity as the executive director of the country's top-

ranking independent agency for the blind. I wanted somehow to sum up the most important accomplishments of the

Texas Commission for the Blind over its long lifetime of service, but I soon gave up because it would require a lengthy

book. Instead, I'm choosing to once again pass on a bit of inspiration I received from others who also have made a

career working in the field of blindness. It's in the sharing ofmessages ofhope and encouragement that I find the most

satisfaction.
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One such inspiring article sent to me months ago made its way into "that" stack in my computer—the ones I save

to wander through from time to time when I need a lift. The short article appeared in the The New York Times in

September and was written by Jim Yardley about a lady named Sabriye Tenberken, who happens to be blind. Yardley

writes about Ms. Tenberken's school for blind Tibetan children in the land she has adopted where she and her partner,

Paul Kronenberg, also run Braille Without Borders. The moving details talk about Ms. Tenbergken's distress at the

lack of learning opportunities for the children when she first visited Tibet several years ago and her determination to

improve the situation. She first tried to get ajob with different international aid groups, but she says she was told that

blind people were prohibited from doing "field work" and that there wasn't anyone to "take care ofher" in Tibet. This

attitude didn't surprise her after finding four- and five-year-old blind children in her travels who had yet to be taught

how to walk! Having come from a German family and a high school for the blind that had encouraged her to discover

her own boundaries, Ms. Tenbergken's determination to be an agent ofchange became even stronger. The article goes

on to talk about how she is now a role model for 29 Tibetan students, ages 4 to 2 1 . In August, the group went white-

water rafting, and they plan to climb a nearby Himalayan peak next year! It reminded me of the activities ourown blind

children's specialists and transition counselors plan with youths here in Texas to counter society's lower expectations.

The main reason I saved the article was one paragraph at the end that bears reading again and again: The main

goal [ofMs. Tenbergken] remains instilling self-confidence and self-esteem so that blind children will "not be

embarrassed anymore." A blind child, she notes, will never be able to drive a truck. "But they can read and

write in the dark, " she said. "And who can do that?"

What a neat way to declare their "special-ness" when talking to young children who are learning to read and write braille.

In fact, what a neat way to verbalize the value ofknowing how to read and write in the dark, regardless of a person's age.

The emphasis on the value of braille and the teaching of braille has made a dramatic turnaround in Texas in the last

few years. The Texas Commission for the Blind ensures that learning braille is available and encouraged as a core skill.

TCB's rehabilitation teachers are required to have the ability to teach, read and write all aspects of Grades I and II

Braille. In November, the draft VI standards that form the basis for the Braille and VI Professional competency testing

forTeachers of Students with Visual Impairments, require teachers of students with visual impairments to know how to

read and produce uncontracted and contracted literary braille and Nemeth Code.

I have learned much during my 30 plus years at TCB simply by observing confident, successful professionals who

are blind. Without exception, they don't drive trucks, but they sure can read and write in the dark!

The Evolution of the Texas School for the Blind and Visually Impaired

in the 21 st Century, Part Four

Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired
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Abstract: A discussion of the comprehensive, statewide programs provided by TSBVI.

Key Words: blind, deafblind, comprehensive programs, curriculum development, staff'development, outreach.

In the last See/Hear issue, I described on-campus programs for blind and visually impaired students at the Texas

School for the Blind and Visually Impaired (TSBVI). These educational services are, for the most part, designed to

provide intensive specialized services that may be difficult for the local school to provide. In this final segment of the

series, I want to describe the ways in which TSBVI can enhance the education of children who never come to campus.

25



If a local school district has the capability and desire to provide an appropriate education for a blind or visually

impaired student, then in most cases there is no reason for the student to come to the TSBVI campus.

In a previous article, I described TSBVI as being the center, or "hub" of services for all students in the state.

There are few places in Texas that can assemble to depth and breadth of expertise that TSBVI has. Thus, the school

is called upon to offer its services to students throughout the state. In fact, the Texas State Legislature has included

language to this effect in the State Education Code. The service needed by an individual student will vary from none to

substantial, and the comprehensive programs for off-campus students makes it possible for TSBVI to effectively

supplement the work of a local district.

The following chart illustrates a variety ofprograms atTSBVI. There was a time during the evolution ofTSBVI
when many of these additional programs were in place, but the primary function remained that of a residential school

for blind and visually impaired students. However, in recent years, as the services to off-campus students has grown

and proven its effectiveness, TSBVI now values equally all the services this chart describes. Ifour major purpose is to

provide educational services that local school districts have difficulty in providing, then we must offer a "menu" of

opportunities for students to benefit from both on-campus and off-campus services.

TSBVI in the 21st Century

w
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Short-Term Classes

Summer Programs

Statewide Systems &
Standards for VI Students

Facilitation ofTeacher Prep

Instructional Materials Center

Research & Development

Comprehensive Programs Post-Secondary

EXIT Program

Outreach Statewide

Instructional & Parent Support

Statewide Staff Development

Statewide Student Registration

Website www.tsbvi.edu Curriculum Development

The boxes around the periphery of this diagram represent programs and services that are either traditional, not

quite new any more, or very new. A full explanation of all the boxes would require many pages, so I will only briefly

describe each. The diagram and boxes should help explain why TSBVI has become a vital statewide resource for all

blind and visually impaired students in Texas.
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SHORT-TERM CLASSES

TSBVI did not originate the idea of providing short-term classes during the school year, but we have improved

and expanded the concept. Students enrolled in local schools have the opportunity to come to the TSBVI campus for

a short time (two days to one week) and receive intensive instruction in a particular area. By providing some tutorial

help during the student's time at TSBVI, we can assure local school districts that the student will not fall behind in

classes taken in the regular school.

COMPREHENSIVE PROGRAMS

TSBVI continues to offer students their on-campus, residential program. It is rare for a student to stay at TSBVI

for more than three years. When a student is admitted to TSBVI, the local school district is informed that we will

provide educational services based on specific needs of individual students. These needs are determined by the

parents and local school district. When those needs are met, it is our intention to transition the student back to her local

school. Since local schools have become quite good at adapting and offering appropriate academic subjects, TSBVFs
primary focus is on educational needs that are not related to academic courses, but rather on instruction in the ex-

panded core curriculum areas. We are also able to provide intensive instruction for students with specific challenges

such as those needed by students with deafblindness or multiple disabilities.

POST-SECONDARY

TSBVI and the Texas Commission for the Blind now offer a collaborative transition program for high school

graduates. Young people who have spent their entire school lives in regular schools will have first priority, because it is

often very difficult for local schools to offer instruction in nonacademic areas, such as living skills, social skills, career

education, assistive technology, etc. It is modeled after the highly successful Living Skills Center for the Visually

Impaired in California.

SUMMER PROGRAMS

Each year TSBVI offers enrichment classes for students who spend the academic year in their local schools. ^
There are usually about 1 2 different programs, ranging from one week to six weeks. While the programs offer many H
different themes, the emphasis for high school students is vocational education and work experience. Usually about ^j
250 students are served. £/}

<
TSBVI has developed "Quality Programs for the Visually Impaired" (QPVI), a system that local schools use to ^

determine the effectiveness of their programs for blind and visually impaired students. QPVI has assisted many local ^j
districts in Texas, and has recently expanded to other states. It is primarily a self-study process that requires schools ^
to carefully and honestly evaluate the services they are providing to blind and visually impaired students.

FACILITATION OFTEACHER PREPARATION

Texas, like all states in the U.S., has suffered from a chronic shortage of teachers for visually impaired students,

and orientation and mobility instructors. In response to this problem, the Texas State Legislature designated TSBVI as

the lead agency in facilitating efforts to minimize the shortage of teachers. TSBVI contracts with universities in the state

in order to accomplish this. Also, TSBVI has developed an outstanding mentor program, pairing experienced "master

teachers" with new teachers.
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INSTRUCTIONAL MATERIALS CENTER

In its role as a statewide resource, TSBVI is now the Statewide Instructional Materials Center for products

available from the American Printing House for the Blind and purchased through the Federal Quota system.

EXIT PROGRAM

This is a special program designed the meet the needs ofstudents who are within several years ofgraduation. It provides

opportunities for community-based programming and career exploration. Students live in more home-like settings and have

instructional emphasis on independent living skills needed for successfully moving into more independent adult settings.

OUTREACH STATEWIDE INSTRUCTIONALAND PARENT SUPPORT

The Outreach Department at TSBVI is well-known throughout the U.S. as a model in providing technical assis-

tance to students, teachers, parents, and administrators. There are two teams in the Outreach Department. One

specializes in visual impairment, and the other in services for deafblind students.

STATEWIDE STAFF DEVELOPMENT

TSBVI, through its Outreach Department, provides professional development for all teachers in the state. Op-

portunities for professional growth for educators and administrators are provided in a variety of formats, ranging from

statewide conferences to interactive video programs.
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STATEWIDE STUDENT REGISTRATION

The Texas Education Agency contracts with Education Service Center XI in Fort Worth for the completion of a

yearly statewide registration of all blind and visually impaired students. The Service Center has subcontracted this task

toTSBVI. Data from this process is sent to the American Printing House for the Blind, where the quota fund for Texas

is established. Student Registration data may be used for research, with the permission of the Texas Education

Agency. Additionally, TSBVI is now compiling the Texas Deafblind Census for submission to OSERS.

RESEARCH AND DEVELOPMENT

TSBVI is often called upon to provide access to students and teachers for studies involving technology projects.

We strongly support legitimate research efforts of colleagues, and we make our campus available as long as research

does not conflict with the purpose for which students are at TSBVI. Internal research and development is conducted

on an ongoing basis by our Curriculum Department.

WEBSITE

The TSBVI website (www.tsbvi.edu) began as a project to share information and resources statewide. Currently

it receives about 1 ,500,000 hits per year, making it one of the most used websites related to the education of blind and

visually impaired students. While used primarily in Texas, it has become a major source of information and learning for

many countries throughout the world.

CURRICULUM DEVELOPMENT

TSBVFs Curriculum Department works with the entire school to determine the need for new curriculum guides.

These are developed first for the teachers at TSBVI, secondarily for teachers throughout Texas, and finally for the

entire world. We have been blessed by having some of the best writers ofcurriculum in the U.S. Our publications are

"best-sellers" in the profession because they are practical, easily put into practice, and written by teachers.
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I would like to emphasize to you that none of these outside boxes existed 1 5 years ago. TSBVI did not assume

these responsibilities in order to survive. Rather, TSBVI carefully analyzed the current status ofeducation for blind and

visually impaired students, attempted to project into the future, and developed programs designed to provide every

child in Texas an equal opportunity to education. These programs illustrate the partnership that continues to grow

between local school districts and TSBVI.

When Planning for Adult Life, How is a "Life-style" Different than a "Program"?

by David Wiley, Texas Deafblind Outreach, TSBVI

Abstract: A discussion about a person-centered or "life-style " approach to developing programs.

Key Word: blind, deafblind, program development, transition, intervener

A few years ago I made a videotape for families and teachers helping young people with deafblindness making the

transition from school to adult life in the community. The tape depicts several young adults with deafblindness. One is

a young man with Congenital Rubella Syndrome, who is deafblind with additional disabilities, lives with his mother, and

has the support of an intervener who comes to his home to work with him for several hours per day. The intervener is

paid for through a Medicaid "waiver."

When the intervener comes to the home, he uses a tactile symbol calendar, made of poster board, Velcro, and

homemade tactile symbols to inform the young man of the day's and week's events. He then helps the young man take

part in meaningful activities in the community and at home. These activities include: making a grocery list; going to the

grocery store; making fresh-squeezedjuice; doing strength and flexibility exercises; chopping raw vegetables in a food

processor; and taking a ride in the neighborhood on a tandem bike. The tape mentions that they often go to a

swimming hole in a local creek.

Recently, after showing the videotape to a group of teachers in a rural area, I was asked where the young man

lived when I made the tape. I answered that he lived in Austin, our state capital, with more than a million people in the

metropolitan area. To this, a teacher replied, "You can find programs like that in big cities, but we don't have any of

those kinds ofprograms in small towns and rural areas."

This comment made me stop and think, because I am conscious of the fact that resources are often not distributed

equally in all areas. But as I thought, it occurred to me to ask, "What 'program' is not available in small towns?" A
local man was hired to serve as an intervener, and he and the young man's mother got together to plan daily activities.

The intervener went to the young man's home to work with him. From there they went to stores and swimming holes,

rode bikes in the neighborhood, and did enjoyable activities surrounding food and physical movement in his home and

yard. All of these activities were chosen because they are meaningful activities based on the young man's preferences,

which kept him active, motivated, and content. The young man's support is funded by a Medicaid Waiver available in

all the rural counties I was visiting.

What part of that situation couldn't be done in a small town? All that is needed is posterboard, Velcro, a grocery

store, juicer, food processor, exercise mat, bicycle, road, and swimming hole. It could be anywhere.

I think this misunderstanding arose because we have been conditioned to think in terms of programs, a system-

centered approach, rather than life-styles, a person-centered approach, when thinking about adult lives for people with

disabilities that need extensive support.
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SYSTEM-CENTERED PROGRAMS

In the past, it was usual to think about support for adults with significant disabilities in terms of getting into a

"program", and going to the program, a place, to get needed services. These programs might include, day-activity

centers, sheltered workshops, residential facilities, supervised recreation centers, therapy centers, supported-living

apartments, etc. These programs are created by the "system" of service providers to meet the needs of clients or

consumers in the area. Programs that now exist certainly fill a vital role in meeting some people's needs.

However, programs are usually created to meet the needs of groups of people. Consequently, they are most often

found in larger population areas and often are designed to meet the common needs ofmost people, rather than focusing

on individual needs. As a result, in order to gain services, people must qualify as eligible and fit in to the agenda

followed by the group. Consequently, some people are unable to get the kind of services they need in the place they

want because there are no programs in the area, or the existing programs and the individual are not a good fits.

PERSON-CENTERED LIFE-STYLES

Rather than planning by starting with what programs are available, I prefer to start by asking what kind of life-style

and activities the person would like as an adult. The creation ofnew ways to fund services in the community allows us

to plan by discussing preferred life-styles rather than available programs. For over ten years now, support for adults

with disabilities can be provided to individuals through Medicaid "Waiver" services. In Texas some of these "Waivers"

are called: Home and Community-Based Services (HCS), Community Living Assistance and Support Services

(CLASS), The Texas Waiver for Deafblindness and Multiple Disabilities (DB-MD), Community-Based Alternatives

(CBA). Waiver Services are designed to be flexible in developing a plan to meet individual needs.

This allows a person-centered, rather than system-centered, planning approach. Rather than asking what pro-

grams might be available, transition teams can start by asking, "What are the person's abilities and preferences? What

would the person like to do with his or her time? What kind of support would enable the person to do these things?"

This can lead to solutions like those in the videotape. The young man's preferences lean toward food and physical

movement. On the other hand, unpredictable events (having no schedule, or not knowing what is happening) lead him

to become frustrated, agitated, and sometimes self-abusive. Preferred activities include getting, preparing and eating

the foods he likes, as well as exercising, swimming, and riding bikes. He needs emotional support in the form of

consistent routines, and being informed of what to expect so he can anticipate and look forward to things. He needs

guidance and physical support to stay active and accomplish the activities he likes. He needs these activities to be

planned for him in a schedule that keeps him interested and involved, and at a pace that leads him to be successful.

There is no preexisting program that meets all his individual needs, in any large city or small town. Instead, the people

who support him created the life-style.

IT CAN HAPPENANYWHERE

I recently made a videotape ofanother young man who is deafblind with additional disabilities. He lives in a small

west Texas town. His parents had applied for him to get services from the Texas Department ofHuman Services

through the DB-MD Waiver. They planned together with his case manager, who works for a service provider organi-

zation in the nearest city, and developed an individual plan of care. The service provider hired an intervener in their

small town. She comes to his home, does activities with him there, and takes him out into the community. With her

support, he keeps a garden in his yard, helps out with domestic chores like laundry, enjoys music-related activities for

fun, goes to the park and stores, and volunteers his time at a regional VA medical center, helping his grandfather with

Bingo games for older patients. He takes swimming lessons at the local YMCA. He visits with friends at the hospital,
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and in his intervener's neighborhood, as well as often running into acquaintances at the Walmart or the pool. This is a

life-style he enjoys based on his abilities and preferences. As his Dad says in the video, "We made our own program."

Starting with a life-style: that is how transition planning becomes person-centered. Sometimes the plan may

involve taking part in existing programs, ifthey are available and provide a good fit for an individual's goals. Sometimes

teams will need to "make their own program." It can be done anywhere: large cities, small towns, and rural areas. It

starts by thinking about life-styles.

When this talk of programs came up, I remembered a poem written by the keynote speaker of one of our

workshops many years ago. At the time I first heard it, I enjoyed the poem, but I think I didn't fully appreciate it,

because I was still too close to the system-centered approach to planning. I recently reread the poem with a new

appreciation. It is called "Beyond Programs".

Beyond Programs: A Parable

By Michael McCarthy

In the beginning, there was, placement, and lo we were happy when it happened, as placement was not mandated for

adults who happened to experience severe disabilities.

And so, we said, this is good.

And placements multiplied and filled the earth.

And then we said, let us make programs, which focus on serving clients.

And clients were defined and labeled, and grouped according to their labels and assigned to programs based on their

label.

And programs created services for each label, and state agencies developed unit costs for each service.

And programs prospered and multiplied, and we said, this is very good.

And as programs multiplied, a cry arose: Let us evaluate these programs to see how good they really are. 2
And program evaluation, state regulations, quality assurance, compliance plans, and other program measures were

created.

And they multiplied and filled volumes

3

And in those times, a person arose who was a client, but who was also a prophet, and said: ^

I don't want to be a client, <J
I want to be a person. r/^

I don't want a label,

I want a name.

I don't want services,

I want support and help.

I don't want a residential placement,

I want a home.

I don't want a day program,

I want to do meaningful and productive things.

I don't want to be "programmed" all my life;

I want to learn to do things I like, and go places, which I like.

I want to have fun, to enjoy life and have friends.
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I want the same opportunities as all of you:

I want to be happy."

And there was a long silence.

And lo, everyone realized that they must look beyond their programs.

But they were troubled, and they asked:

"How can we do this? Would not each person need their own unique program and system of support and his own
individual measure of its quality?"

And the prophet replied:

"Even as you say, so should it be done-

rs? as you do for yourselves.
"

This poem was originally published in HKNC TACNews, Vol. 4, No. 1 , Spring/Summer 1989. Mike McCarthy

is currently Coordinator for Community Education and Outreach at the University ofMissouri-Kansas City Institute

forHuman Development, a University Center on Excellence on Disability. He also serves on the advisory board for the

National Technical Assistance Center on Deaf-blindness (NTAC). He tries to stay grounded in the lives ofpeople with

deaf-blindness by serving as an advocate and guardian for Calvin.
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Solving Their Problem: A Strong Recruitment Strategy

By KC Dignan, Ph.D., Professional Preparation Coordinator, TSBVI

Abstract: A discussion ofrecruitment ofVIprofessionals: how toframe your message to encourage those

in relatedfields to consider VI as a profession.

Key Words: blindness, VIprofessionals, VI teachers, COMS, professional development, VI teacher certification

Recruiting people into a profession, (or spreading the word about a profession) and encouraging someone to hire

a VI professional is long-term event; not something that is usually completed in a day, or a single meeting. However,

there are some good strategies to help you. Among the most effective is using your message to help solve theirproblem.

Here is a scenario that you've probably experienced: Another educator or therapist seems interested in the

student you both serve. She is asking questions beyondjust the basic questions. She is asking questions such as "Is

braille hard to learn?" or "How does he know which doorway is to the boys bathroom?" The people in your world

might be different, however, the theme is the same: someone in a related profession expresses interest.

In this scenario, the teacher has been a teacher for about seven years or so. Recent surveys tell us that this is a

point when many people changed careers and became a vision-related profession. So, as a recruiter, you start to look

for signs of restlessness or curiosity about other professions. Also, you begin to think about the type of teacher or

therapist this person is.

• Is she organized?

• Does she seem curious about life and has a history of actively pursuing professional development?

• Does she solve problems using multiple resources; with creativity; even with a bit of flare? And most

importantly,
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• Does she watch your student with a gleam in her eye, a gleam that speaks of a desire to empower, not to

entrap?

If so, it is possible that she is ready for a new challenge. She may be beginning to feel like a change, but does not

yet know what that change might be. You can help her to solve her problem; become a VI professional.

No one will step outside of their "comfort zone" or spend precious resources to helpyou solve your problem: that

of not having enough VI professionals, of having caseloads that are too large. Nor are people interested in retrofitting

skills and services because you are not brought into the service plan sooner. People are interested in solving their

problem. You can help meet your needs by helping them to solve their problem.

HOW CAN YOU DO THIS?

You can do this by how you "frame" your message or actions.

Speak from a position of strength

Instead ofcomplaining about how many students or consumers you must work with, invite the teacher to be your

partner in serving the wide diversity of students with whom you interact.

Show them the options

If someone is considering a change, help them to see that working in a VI profession is interesting, stimulating,

and has the appeal of being a bit nontraditional. Discuss the satisfaction achieved as a result of knowing that your

work makes a difference in children's lives. You can make it easy for the teacher to see this by inviting the teacher to spend

her planning hour, or staffdevelopment day shadowing you. Then have fun and show offyour students and your profession.

Demonstrate performance

Let directors know how hiring a VI professional will help them solve a problem they are dealing with; how hiring,

or getting someone in training will either improve student performance or save the district money by having more "in-

house" services.

When you "frame" your message from the point of view of the listener, you will be come a stronger communicator,

and a better recruiter. Oh yes, and will help solve Your problem.

Texas residents who are interested in working with children with visual impairments have three options for instruc-

tion. All of the programs listed require a bachelor's degree. Certification as VI teacher requires a teaching certificate

in some other area. O&M specialists are not required to have a teaching degree. Tuition stipends are available for

Texas residents.

• Texas Tech University offers on-line instruction. .

• Stephen F. Austin State University offers a blend of on-line and interactive TV.

• Region II Education Service Center offers training on alternate years, beginning in June of alternate years.

For more information about programs in Texas, including university websites, you can read the biannual training

newsletters at <http://www.tsbvi.edu/pds/fallO 1 .htm>. You can also contact KC Dignan, Ph.D. at <kcd@TSBVI.edu>.

For information about training programs outside of Texas, you can visit the University Directory webpage:

<www.tsbvi.edu/pds/universities.htm>. You will find information about programs, contact information and web links.
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Families of Children with Deafblindness SPARKLE

Project SPARKLE (Supporting Parent Access to Resources, Knowledge, Linkages, and Education) through

funding as a Model Demonstration Project for Children With Disabilities has developed a new model of individualized

learning for parents of children and youth who are deafblind. This model is unique because it provides information,

training, resources, and networking that parents can access in their homes at any time using DVD technology combined

with the Internet.

Deafblindness is a low-incidence disability that results in complex needs that most professionals and systems are

not prepared to address. Parents of these children are the major factor in their lives and must be especially well

prepared to fulfill their critical role in the development and education of their children. Information and training is

traditionally available through workshops, conferences, and parent retreats. Yet, many parents are unable to travel to

these activities, and much ofthe information may not be specifically relevant to their child.

The SPARKLE model is the answer for these parents, because it overcomes many training barriers. Parents who
participate in this Project view the DVD training program, develop a child profile that individualizes the information to

their children, are linked to multiple resources, and network with other parents of children who are deafblind - all this

from their homes. Project SPARKLE has proven to be a successful model with 61 families in Utah, Texas. Georgia,

and Minnesota. It is now ready to be expanded to additional families in Utah, Texas, Georgia, and Minnesota and to

families in new states.

Ifyou are a Texas family with a child who has vision and hearing loss in combination and are interested in partici-

pating in this unique training option, please contact Edgenie Bellah, Family Support Specialist with Texas Deafblind

Outreach, at 5 12-206-9423 or email her at <edgeniebellah@ tsbvi.edu>.

m
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American Council of the Blind Scholarships On-line

ACB scholarship applications are now available for on-line processing. For the main web page at <http://

www.acb.org/>, click on the link AMERICAN COUNCIL OF THE BLIND 2004 Scholarship Application and

Information to begin the application process. Each year, theACB provides significant student scholarships for all facets

of educational endeavor, encompassing everything from vocational to postgraduate academic endeavor. In 2003,

ACB awarded $38,850.00 in direct scholarships and sponsored recipients as attendees to our national convention in

Pittsburgh, PA. Please let students and those who are in touch with students know of the beginning ofACB's 2004

student scholarship availability. If you need in-person assistance in addition to what is offered on the website, please

contact Terry Pacheco in the ACB National Office at (800) 424-8666.

New on the TSBVI Website

Have you ever wondered about the process of admission used to place a child at Texas School for the Blind and

Visually Impaired during the regular school year? Now you can get more information about that process on line by

going to <http://www.tsbvi.edu/school/comp/primer.htm> to read 'A Primer on Admissions to TSBVI." Are you

interested in applying for your student to attend one of the TSBVI summer school programs? Summer school program

descriptions and applications may be downloaded by going to http://tsbvi.edu/school/special/summer.htm>. You may

also be interested in learning about the Special Programs being offer this year. Go to <http://www.tsbvi.edu/school/

special/short-classes.htm>.
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CLASSIFIED
Mail or e-mail your new classified to Carolyn Perkins:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or <carolynperkins@tsbvi.edu>.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>

MAKING CONNECTIONS
A retreat for families of children with combined hearing & vision loss

and deafblindness in the Houston area

Saturday, March 27, 2004

9:30 a.m. until 6:30 p.m.

HH Ranch - 4000 Greens Road, Houston, TX 77032

(Near Bush Intercontinental Airport)

Sponsored by Region IV Education Service Center,

Texas Commission for the Blind, and Texas Deafblind Outreach

Parents of children with combined hearing and vision loss or deafblindness often need information and support to

learn how to support their child's unique learning style.

Brothers and sisters need to connect with other kids who have a family member with hearing and vision loss so

they can share thejoys and challenges ofhaving a sibling with special needs.

Children with combined hearing and vision loss or deafblindness need opportunities to socialize with their peers

and to have an enjoyable outing with their whole family.

Making Connections is a one-day experience for the whole family that combines outdoor fun with learning and

support. Making Connections will be held at the HH Ranch, 4000 Greens Road, Houston, TX.

Events for the day will include activities for siblings and parents. Parents will learn more about the combined

effects of vision and hearing loss on learning, what can be done to provide a quality program for their child, and

resources to help both their school and their family understand the unique issues related to these sensory losses.

Information will also be provided to help them think about planning for the future for their child with deafblindness,

including the critical transition to adult life from school life.

Travel assistance is available for Families in the Houston Area. Making Connections is provided free ofcharge to

families including lunch. Travel assistance is also available for families to cover the cost of gas. For families who are

unable to bring their children with them due to age or medical considerations, reimbursement to help cover the cost of

childcare arranged for the child at home is also available.

If you are interested in learning more about this event contact Karen Crone, Region IV ESC at 7 1 3-744-6324 or

Suzy Scannell, Region IV ESC at 7 1 3-744-63 1 5 or Lori Drake, TCB at 7 1 3-880-072 1

.
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TAER 2004 Annual Conference: TSBVI Distance Education
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Choosing to Grow Through Change

Planting Seeds of Knowledge...

Harvesting Success!

April 15-17,2004

Hilton Airport, San Antonio

If things aren't changing in the professional part of

your life, then you must not be living in Texas right now.

Sweeping changes are happening in almost every aspect

of our field and we know that many of you are working

hard to adjust and realign. This year's TAER Conference

is the perfect place to share and gather valuable informa-

tion like what's new in your agency/school/region; coping

strategies for challenging situations; new ideas and pro-

grams; as well as the skills and information that you have

and your colleagues want and need. Plan to attend the

entire conference and learn from others as you build new

relationships that will broaden your horizons and strengthen

your commitment to continue to be the best you can be.

For conference information

or to request a registration form contact:

Neva Fairchild at: <neva.fairchild@tcb.state.tx.us>

Orientation and Mobility Division

Pre-Conference Meeting:

Division 9 will be meeting before the TAER Confer-

ence. If you are interested in being involved in what is

happening in theO&M field on the state and national level,

please join us for dinner and a meeting on Wednesday

evening and from 8:30 to 1 1 :30 on Thurs. morning.

For more information, including how to register for

the pre-conference meeting, please visit theTAER Orien-

tation and Mobility Division website at <www.educ.ttu.edu/

Sowell/TAER O M Division/>.

These presentations will be offered through theTETN
network at the Regional Education Service Centers. Con-

tact your ESC to learn if they are participating.

The Braille Note

March 10, 2004

Motor Issues for Babies with

Visual Impairments
April 14, 2004

For general information contact:

Karen Scanlon at TSBVI,

(512)206-9314,

or email to <karenscanlon@tsbvi.edu>.

Texas Focus 2004:

The Itinerant VI Professional

June 10 & 11, 2004

Wyndham Dallas North

by the Galleria

Keynote by Jean Olmstead, author of

Itinerant Teaching: Tricks of the Trade for

Teachers ofBlind and Visually Impaired Students

For more information, contact

Jim Durkel at <JimDurkel@tsbvi.edu> or

(512)206-9270

AFB, Josephine L. Taylor

Leadership Institute

March 5-7, 2004

Washington,DC
Contact: Gabriella Smith,

American Foundation for the Blind,

1 1 Penn Plaza, Suite 300, New York, NY 10001

2 12-502-7600 or <afbinfo@afb.net>
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INSITE

A Home-Based Model for Infants, Toddlers, and Preschoolers

Who Are Multiply Disabled and Sensory Impaired

Six days of training for school and ECI professionals working with families who have children birth through five

years ofage who have multiple disabilities and sensory impairments. Topics include information on vision and hearing

loss, communication development, motor development, active learning, and working with families.

El Paso
March 8-9, 2004

April 5-6, 2004

May 3-4, 2004

Contact: Olivia Chavez, VI Project Manager

Region 19 ESC, 661 1 Boeing Dr.

El Paso, Texas 79925

Office (915) 780-5344; Fax (915) 780-5304

e-mail <ochavez@escl9.net>

TSBVI in Austin

May 10-15, 2004

Contact: Beth Bible,

Texas Deafblind Outreach

(512)206-9103

To request INSITE training in your region,

contact Gigi Newton at (5 1 2) 206-9272

<giginewton@tsbvi.edu>.

TSBVI 2004 Summer Programs

Summer 2004 programs at TSBVI are now posted on the TSBVI website under the Special Programs area

<http://www.tsbvi.edu/school/special/index.htm>. Go there to find all our summer programs described, plus the appli-

cation form to download and mail in . You will also see a contact person and phone number for each program, ifyou

would like to have additional information.

This year we are especially promoting our excellent advanced vocational programs: SWEAT for academic stu-

dents and WALIC for students with additional disabilities. Ifyou click on the program names, you can watch a brief

video of last year's students participating in theirjobs, along with the thoughts of the students and their employers.

TSBVI Spring 2004 Short Programs Individual Class Descriptions

February 8-13, 2004 - Middle School IEP #2

February 29 - March 5, 2004 - Technology Week (secondary)

*March 25-28, 2004 - Low Vision Weekend (secondary)

*April 1 -4,2004 - High School Independence Weekend

*April 22 - 25, 2004 - Space Vision Weekend (secondary)

May 2 - 7, 2004 - Elementary IEP #2

*Weekend Program: Students miss only one day of school
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New VI Professionals Mentor Center

April 4-5, 2004

This special event is meant to provide an opportunity

for new VI professionals (TVIs and COMS) to observe

seasoned professionals in the classroom setting and have

an opportunity to discuss what they have learned. To be

eligible to attend, you must be a student currently working

on VI orO&M certification, or an instructor who has en-

tered the field within the last three years. Experienced

professionals who are new to Texas are also invited to

attend. Mentors of these new professionals are welcome

to accompany anyone attending the Mentor Center event.

For more information contact Carolyn Perkins at 5 1
2-

206-9434 or email to <carolynperkins@tsbvi.edu>.

Council for Exceptional Children

Annual Convention and Exposition

April 14-17, 2004

New Orleans, LA

Contact: Scott Sparks, program chairperson,

2004 Convention and Expo,

Council for Exceptional Children,

Suite 300, 1110 North Glebe Road,

ArlingtonVA 22201

888-CEC-SPED or 703-620-3660,

<www.cec .sped.org>

Second Annual

Assistive Technology Conference
This conference will include a VI strand.

Region IV ESC, Houston TX
May 7, 2004

To Register: <www.esc4.net>, choose e-Catalog link,

enter Event ID number, choose Search

Contact: Cecilia Robinson, 7 1 3-744-6379 or

<crobinson@esc4.net>

11th Biennial

Statewide Conference on

Education of the Deaf

Network and Explore:

Boot-up in 2004

July 26-28,2004

Renaissance Worthington Hotel,

Fort Worth, Texas

Topics include issues in parenting children who are

deafor hard ofhearing, professional development for edu-

cators and support staff (reading, communications, sign

language, etc.), support services in deaf education, tech-

nology, transitional periods and services, excellence in

teaching, multicultural concerns, bilingual/bicultural issues,

inclusion, teaching students with multiple disabilities, post

secondary, parent/infant education, speech and language,

various sharing sessions, deaf studies, audiology, behav-

ior/behavior improvement, aural habilitation, assessment,

and others.

Contact: Ruth Hicks at 28 1 -634- 1 543 or

<ruth.hicks@fortbend.kl2.tx.us>

for registration info

AER 2004 International Conference

July 13-19, 2004

at the Hilton at Disney Resort in Orlando, Florida.

For more information,

contact Barbara C. Sherr, CMP, Conference Manager

Association for Education and

Rehabilitation ofthe Blind and Visually Impaired

1 703 North Beauregard Street, Suite 440

Alexandria, VA 223 1 1 USA
Telephone: 877-492-2708 or 703-67 1-4500,

extension 201

E-mail: <bsherr@aerbvi.org>
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Children's Craniofacial Association

Family Retreat

June 24-27, 2004

Tempe, Arizona

For more information contact Jana Butera at 800-535-

3643 or email to JButera@ccakids.com.

The 22nd National Cornelia de Lange

Syndrome Conference

June 24-27, 2004

Chicago Marriott at Oak Brook

Oak Brook, Illinois

For more information visit the CdLS Foundation

website: http://www.cdlsusa.org/news/

Conference_Info.pdf

2004 National Down Syndrome

Society National Conference
July 22 - 25, 2004

JW Marriott Hotel - Washington, D.C.

This year's conference will celebrate the 25th anni-

versary ofNDSS and highlight our anniversary theme, "Em-

powering. Reaching. Achieving."

You won't want to miss this opportunity to learn from

top experts, connect with parents and professional from

across the country and gather important resources. Teens

and adults with Down syndrome and their teenage siblings

can participate in an innovative program that builds skills

and creates lasting friendships. In addition, this year's con-

ference will feature a special day of advocacy workshops

and a congressional reception on Capitol Hill.

Conference and registration materials will be mailed

in March. To be added to the conference mailing list, call

(800)221-4602.

6 th International Moebius

Conference: Texas 2004
July 9, 10 & 11,2004

Dallas/Fort Worth, Texas

For information: email to <txmoebiu@flash.net>

,

or visit <http://www.moebiussyndrome.com/2004/

texas2004.htm>

8th Annual

Stickler Syndrome Conference

July 10-12,2004

Chicago, IL.

For more information visit the Stickler Involved People

website at http://www.stickler.org/

New on the

Texas Education Agency Website

New Commissioner's Rules have recently been made

available on the TEA website. To read these rules go to

<http://www.tea.state.tx.us/special.ed/rulcs/

adoptrule.html>

Advocacy, Inc.

Seeks Applicants for

Board of Directors

Advocacy, Incorporated, the designated Protection and

Advocacy (P&A) system for Texans with disabilities,

welcomes all nominations for its Board of Directors.

Individuals from rural areas, language and ethnic distinct

communities, and other traditionally under-served

communities are especially encouraged to apply.

To Apply

You may obtain an application from http://

<www.advocacyinc.org> or from Shirley DeBerry at

(5 1 2) 454-48 1 6 or (800) 252-9 1 08
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Section Editor's Introduction: Continuing in the series offamily-focused articles on the expanded core

curriculum, this issue addresses literacy. I asked George Toone and Jonathon Taylor to share their thoughts

on what compensatory skills they found to be useful in accessing the world of literacy. Both have chosen to

share with you what braille has meant to them. I've also asked Melanie Knapp, who wrote about her person-

^J centered planning experience in the last issue, to share a story about reading an experience book with her son

to illustrate how literacy is important to everyone, including individuals with multiple disabilities, such as

deafblindness. Other articles in this section are included because they address timely topicsfor the season. It's

that time again to plan summer experiencesfor our children. Be sure to check out the updated camp directory

on our website at <www.tsbvi.edu/Education/camps.htm>. While you 're there, search the See/Hear archives

for articles about camp and summer activities. Lastly, as we experience the beauty of spring, I hope each of

you take a moment to reflect on the wonder ofour children and the gifts they bring us.

Spring's Blossoms Renew Special Bond with my Meredith

By Sarah Barnes, Parent, Austin, TX

Abstract: A mother reflects on her daughter growing up.

Key Words: blind, family, personal story

Editor's note: Sarah Barnes writes occasionally for the Austin American-Statesman about the joys and

challenges of raising a child with special needs. She has graciously allowed us to reprint another one of her

articles, originally published on May 4, 2003. Although I have not met Sarah or herfamily in person, Ifeel that

I know them as I have followed their lives in print. ( See/Hear, Fall 2001, Fall 2002) I am grateful that Sarah

has shared theirjourney and believe you will sense the connection, also. This article may not be reprinted in

other publications or websites without consent from Sarah Barnes. You may contact her at

adijferentroad@ aol.com

The jasmine is getting ready to bloom in my front yard and the Carolina wrens have come back to nest in

a nook above our front door. I love the feel of spring, a time of nature's gentle reawakening before the fire-

breathing beast of summer makes its appearance.

It's a season when fresh spring dresses make my two daughters look catalog-perfect before the rips, stains

and growing tummies force me to pull out the give-away box again.

But in recent years, spring has also been a reminder for me that as the seasons surely come and go like

clockwork, life is not nearly so certain.

When my daughter Meredith was a newborn, I took her out into our yard to see the blooming jasmine. I

told her that each year it would magically come back for her birthday on May 2. She slept through this first

mother-daughter-nature bonding moment, but I didn't mind.

The next year I carried her out to the twist of green vines and white flowers and picked one of the blooms,

holding it to her nose. She smiled a bit and she seemed to know it was something special. By then. . .1 knew she

was, too.

Between those first springs of my daughter's life, she was diagnosed with physical and cognitive delays as

a result of an underdeveloped brain. We got the diagnosis on the phone on an unusually cold winter evening in

early December.
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Each December I still shed mental tears over that moment when I aged 50 years in five minutes. I didn't

know what to expect then, but Meredith would not walk for several more years or utter a word till she was 4.

I could dwell on her delayed development, but with the arrival of spring, I merely have to take Meredith «—

outside to see her metamorphosis. ^
"Watch this, Mama!" has become her newest phrase and she repeats it over and over again as she walks all

over our yard. It seems this year she has found new endurance and strength in her legs. It still gives me S
goosebumps to see my little girl moving and talking at the same time.

I love how she and her 2-year-old sister Caroline can find an afternoon's worth of entertainment in the

piles of fallen oak leaves and the "surprise" flowers that pop up after a spring rain.

Perhaps spring is a metaphorical break for me. It's lovely proof that the harshness of a winter memory

does melt with the arrival of April.

If Meredith were a baby bird, she'd be leaving the nest about now. Thankfully we humans get to stick

around for more instruction. Things aren't as simple as being able to survive the elements and reproduce. We
have the opportunity to stop and smell the flowers and have a conversation about them. Sometimes I think that

Meredith's understanding of these subtleties is far more important than a perfect gait or complete sentences.

On Friday, for the sixth year, the two of us went into the yard to remember another birthday. So happy

birthday, Meredith. The jasmine is blooming again and so are you.

Space Camp

By Maggie Johnson, Student, Victoria, TX

Abstract: The author shares her experiences ofattending Space Camp.

Key Words: blind, family, camp, personal experience

Let me tell you a little bit about myself and a wonderful experience I had. I have achromatopsia and my
acuities are 20/200 with nystagmus. But it never held me back from doing what I wanted to do. Then, a

wonderful opportunity came.

My vision teacher told me about Space Camp. That particular week was only for visually impaired stu-

dents. I thought it sounded like fun and looked forward to going. Then reality hit. I had to go to the library

about a hundred times to get more information on the camp. I also wrote two essays for a chance to win a

scholarship.

I won the scholarship, which paid for tuition. Next thing I knew, I was on a plane headed for Huntsville,

Alabama. Jim Allan, who helped organize the Texas team, and my sixth grade science teacher accompanied me
as my chaperones.

There were three different programs from which I was able to choose. I participated in the Space Acad-

emy, Level One for grades seven through twelve. Even though I was one of the few seventh graders in the

group, it was still really fun. There were people from across the country, as well as Ireland and Australia. My
three roommates made space camp an even better experience.
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I did many terrific activities that gave me the opportunity to experience what it's like to be in space. Every

night I had lectures about space and past missions. Some of it was fun, but not every minute was exciting.

Probably the activity I liked the least was a two hour mission with my team. We were in an orbiter simu-

lator that let us experience what a real space mission was like. I guess I'm not ready to be a pilot because our

orbiter crashed in southern Asia. "Houston we have a problem." I want to go again, and maybe by tenth grade

111 be better.

Overall, space camp was a great experience. One thing I've learned is that learning is never over. So, now
here I am typing this article because my vision teacher says it will be good for college. She also had me do a

PowerPoint presentation, which I gave to my science class. Not only did I learn more about rockets, but also

my chaperone, who is a regular education science teacher, expanded her knowledge about space and the visu-

ally impaired.

Students with Usher Learn the Ropes

By Kate Moss, Texas Deafblind Project

Abstract: Students with Usher Syndromefrom around the state gatheredfor a three day special program

at TSBVL during which they learned a lot and had plenty offun.

Key Words: family, deafblind. Usher Syndrome, students, TSBVI

Every two years, Texas Deafblind Outreach offers a special training event for students with Usher Syn-

drome and their families. This year for the first time, the event was developed in collaboration with Special

Programs here at the Texas School for the Blind and Visually Impaired. Students came to TSBVI on Thursday

evening January 22 nd and stayed on campus through Sunday January 25 th
to

participate in a variety of activities and training sessions. The students' fami-

lies joined them on Saturday evening and everyone participated in a social

sponsored by the Usher Syndrome Support Group of Texas and Texas Com-
mission for the Blind. On Sunday their parents participated in a workshop

session on genetics, presented by Robbie Blaha from Texas Deafblind Out-

reach.

The Usher workshop events are always very special for everyone involved,

but this year seemed to be the best one yet. Because they stayed longer, the

students were able to really take on some new challenges while they were

exposed to new information about Usher Syndrome and deafblindness.

The students learned about technology, self-advocacy, college and tech-

nical training opportunities, and had an introduction to Orientation and Mo-
bility basics. But their favorite activity was going to a rock climbing gym.

Everyone took a turn climbing and belaying. A person who belays helps man-

age the climbing ropes and provides a counter weight so the climber won't

fall if he or she slips. In addition to this breathtaking outing, the students had

fun exploring the University of Texas campus, bowling and getting pizza.

Students conquer

the climbing wall

On Sunday morning the students helped create and present a Power Point presentation for their families

that contained photos of all their experiences throughout the weekend. Rosie Yanez, one of the mentor leaders,
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signed the song during the presentation, while the families and all the other participants reveled in the plea-

sures of seeing the students having so much fun and learning new things.

Coming to terms with a vision loss when you are already deaf or hard of hearing and very reliant on visual

communication is a very difficult thing for the students and their families. Having the opportunity to be with

other young adults and older adults with Usher Syndrome while you learn about strategies for continuing to be

a full participant in life is an extremely beneficial experience. These students who participated in this weekend

demonstrated that they have what it takes to overcome the challenges living with Usher Syndrome can bring.

>
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About the CHARGE Foundation and Conference

By Jennifer Holweger, Parent, Pflugerville, TX

Abstract: This article gives a summary of the CHARGE Syndrome Conference held in Cleveland, Ohio

this past summer.

Key Words: blind, deafblind, family, CHARGE Syndrome, conference

As I promised in the Summer 2003 issue, here is my follow-up story after attending the CHARGE Confer-

ence in Cleveland, Ohio. I'm so glad we were able to attend and now I really encourage those parents who

have a CHARGER to join the CHARGE Syndrome Foundation. I learned a lot of new information and was

able to share my story and experiences with other families as well as hearing their stories.

There was a CHARGE 101 Seminar which covered everything from the characteristics and diagnostic

criteria, to the medical management issues and physical influences on development. It was very informative

about CHARGE in general. We also attended a seminar on finding the genetic cause of CHARGE. Research-

ers believe that CHARGE is caused by a deletion and/or mutation of a single gene. Shayne, Cameron and I

donated blood to a study that is being conducted by the Baylor College of Medicine in Houston. They are

predicting the results will be available in about five years.

Other seminars were: Toileting and Sleep Issues; Independent Living Skills; Endocrinology; Puberty in

Adolescents; School Issues for Parents and Teachers; Transitioning; Adaptive Physical Education; Increasing

the Effectiveness of Communication and Language; Interveners; A Sensory Motor Approach to Feeding; Co-

chlear Implantation; Audiology; The Determinates of Communication Ability; and Behavior Symposiums. I

have handouts and/or notes on the above seminars. If anyone is interested in something, feel free to contact me
at: < jenniferholweger@sbcglobal.net>. I would be glad to pass on the information. Your best resource is

going to be the CHARGE Syndrome Foundation, which I encourage you to join if you haven't already. Here

is the contact information:

CHARGE Syndrome Foundation, Inc.

2004 Parkade Blvd.

Columbia, MO 65202-3121

800-442-7604 (for families only)

email: marion@chargesyndrome.org

http://www.chargesyndrome.org

Good luck from our family to yours! The next CHARGE Conference is in 2005 and we are planning on

meeting in Miami, FL. Hope to see you there!
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Braille Means Everything to Me

By Jonathon Taylor, Student, Round Rock, TX

Abstract: A ten-year-old shares his thoughts on how braille has allowed him to pursue his favorite hob-

bies of reading and writing.

Key Words: blind, family, expanded core curriculum, Braille, literacy, personal story

Editor's Note: Jonathon Taylor is a 10-year-old forth grader in Round Rock ISD (a suburb ofAustin).

Jonathon developed bilateral retinoblastoma at the age of20 months. Both of his eyes were enucleated when

he was three years old. I met Jonathon and his family seven years ago when both ofour children were in the

same preschool program for children with disabilities. From the very beginning, it was clear that Jonathon 's

family had completely embraced a positive philosophy towards Jonathon 's blindness. Myfavorite memory of

our boys being in class together was the day that my Jonathan came home so excited, he could hardly get the

words out quick enough, "Mom, I saw the coolest thing today; it's called Braille and Jonathon uses it to read!"

He went on in great detail describingfor me how Jonathon used his Perkins Braider to create words and then

could read words faster than everyone else. Today, Jonathon Taylor is mainstreamed in a regular classroom

and receives servicesfrom his TVI and O&M. He enjoys activities such as karate, playing the piano as well as

climbing trees, playing with his Yu-gi-oh collection, and rough-housing with the best of them. As Jonathon

shares in his article, hisfavorite activities, however, are reading and writing. When I asked Jonathon to share

his thoughts about reading and writing, hejumped at the chance; he even spent part ofhis spring break getting

it done. Thank you, Jonathon! And as enthustic as Jonathon is about his literacyform, Braille, otherforms of

literacy are just as important to others, as you will see in other articles in the See/Hear.

So what does Braille mean to me? Well, I'll tell you. Braille means everything to me. If it weren't for

Braille, I'd be miserable - or at least close to it. Without Braille, I couldn't read. I couldn't live without

Braille. I mean, imagine it, you can't read any print, but you need to read this important letter. What would you

do? If I couldn't read Braille, it would be the same way.

I love to read. But if I couldn't read Braille, how would I read Harry Potter books and stuff like that?

Have someone else read them to me? You wish! I stay up a long time in the night reading and I can't have a

person sit by my bed and just read away, can I? And then, how about schoolwork? How would I read the Math

textbook? I couldn't. So I need Braille as much as you need print.

Of course Braille is important to me for reading and all, but there's writing too. I also love to write, maybe

even more than I love to read. Writing is my greatest hobby, and if Braille weren't invented how would I

write? Sure, there's stuff like the computer and the laptop, but they take much longer and are harder to use.

And how would I read the stuff I'd written. Yeah, okay, there's Jaws (a talking software that reads the windows

operating system on the computer), but it would be hard to carry around. A BrailleNote {a high-tech, portable

computer with a braille keyboard) is much more convenient. Not only can you do the same things on the

BrailleNote as on the computer, such as email, browse the Internet, download books to read, and have files to

write in print and emboss {print out in braille), but it is also portable. A small, portable braille-printing ma-

chine. Cool, huh! But let's get back to what Braille means to me. As I was saying, without Braille I couldn't

write. Without Braille, this article wouldn't exist. So you see, Braille is extremely important. When I grow

up, Braille will help me so much, and all other blind people as well. That's what Braille means to me.



What Braille Literacy Means to Me

By George Toone, Career Guidance Supervisor, Criss Cole Rehabilitation Center, Austin, TX

Abstract: The author shares his experiences of learning and using braille.

Key Words: blind, family, expanded core curriculum, literacy, personal story

Braille holds many different meanings for those who encounter it in their daily life: Braille might be the

buttons on the elevator; it might be a sign on a restroom at a business; and it could even be on a historical

marker or monument commemorating someone or something special. There are many jokes about "driving by

braille" that refer to those bumps or rough lines found on the side of the road that are keep drivers awake. And,

there is always the proverbial question, "Why is there Braille on the drive-up ATM machines?" For those who

don't know the real answer to that, excluding ADA issues, those touch tone pads are manufactured by the same

companies who have no idea whether these will be placed at drive-up machines, or in grocery stores. Not a

glamorous answer, but a true one. Although ADA now requires all buildings to have braille signage, I find it a

very sad thing that I still find places that are unmarked, or worse yet, embossed incorrectly. Instead of just

griping about it, though, I think we have a duty to help make sure Braille signage is accurate. So, if you happen

upon a Braille sign that is embossed incorrectly, I encourage you to talk with the building manager or owner

about it or contact the company to help them know where the mistakes are and what needs to be fixed. If you

know, you might even contact the company that made the sign to politely point out that there are mistakes. You

can even take a bigger step in helping make sure Braille signage is right by offering to review the signs for

them, either before they are installed or afterwards. I've done that myself and I know other people who have

as well. Each time, the company or building was very happy to have the help because they do want their signs

to be helpful to blind people. Well, enough about signs.

I was born with Retinopathy of Prematurity, a condition that was quite prevalent during the 1950s, that left

me totally blind. Even though I lived on a farm in West Texas, my parents decided that I should be afforded the

same educational opportunities as a sighted child. When it was determined that my vision was gone, my
mother went immediately to attend a Braille school in Louisville Kentucky. I have no idea how long she was

there but when she returned, she was a braille user. She began teaching me the basics at that time and I learned

on a Perkins Brailler. I was also fortunate enough to have had a kindergarten teacher in my local area who
knew some Braille basics. I am not sure how she learned; maybe my mom taught her.

Then, prior to my first grade year, my parents hired a lady who had worked with TEA for many years,

Janie Jones, to come out to the farm and to teach me Braille. By the time I went into first grade of public

school, I could already read. I was a hyper kid, and since I already knew how to read prior to first grade, I was

bored during class. TEA sent all of my textbooks, which consisted of Braille and those plastic thermoform

books that I don't think are used any longer. I also received Braille and audio books from the Texas State

Library. I liked them both but preferred the Braille books. I loved to read so much that when it was "lights out"

at the farm, I couldn't get by with reading the thermoform books because my fingers would squeak and I would

get busted by my mom.

I went to college in the 1990s. At that time, the electronic age was kicking off and there was talk about

people not using Braille anymore. After all, if one used tapes and electronic format, one wouldn't have to learn

Braille, carry around big volumes, or have the expense of embossing. I never bought that and continued to use

Braille in all of my daily work and leisure activities. I do use electronic media and tape for some things, but

nothing will ever take the place of Braille for me.

>
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The main problem I had with Braille was that I was a horrible speller because I didn't think of the words

letter by letter. Due to contracted braille, I would look at the entire word in order to be able to speed-read. I

also tended to spell phonetically. Then, when the computer age came along and I began typing on the com-

puter, I could spell close enough in order to use the spell checker. The spell checker has improved my spelling

tremendously.

In conclusion, I am so glad to see that braille is "in" with the blind educators and with the rehabilitation

agencies. It is a way to feel connected with what one is reading and I truly think that this connection provides

a person with fulfillment that may not be attainable from listening to tapes or CDs. Braille is fun. Braille is

here to stay, Braille is beautiful, and Braille is and will always be a viable and meaningful means of communi-

cation for blind and visually impaired people of all ages. Thanks for keeping it around!

A Trip to the Doctor Turns...GOOD!!!

By Melanie Knapp, Parent, Missouri City, TX

Abstract: A mother shares her thoughts about connecting with her son, who is deafblind, while reading an

experience book together at the doctor 's office.

Key Words: deafblind, family, personal story, experience books, expanded core curriculum

Editor's Note: Melanie shared this story during the Transition Weekend we held February 21-22, 2004.

I've asked her to share it with you, as I think it really brings home how anyone can access a story about an

experience they are familiar with and "read" it with someone else. If you would like to learn more about

experience books, including how to make your own, you can read the article "Creating and Using Tactile

Experience Booksfor Young Children With Visual Impairments " by Sandra Lewis. You may access the article

in the See/Hear archives at <www.tsbvi.edu/Outreach/seehear/spring03/books.htm>.

Gary and I picked up Christian, our 23-year-old son who is deafblind, from school one day so that we

could take him to his doctor's appointment. His intervener, Ann Bielert, and Christian had been to Whataburger

that day, and had made an experience book about their trip. Christian brought his book home with him so we

could talk about it. On each page of the book, they had glued an item they picked up on their trip beside a

tactile calendar symbol that related to the item. For example, they had taken the plastic lid and straw from his

drink and glued it next to his symbol for drink. While we were waiting in the examining room for the doctor,

I pulled the book out so we could read it together. Christian and I read each page. He would feel the symbol,

and I would sign to him, and then help him sign it. We were having the best time; he was smiling and laughing.

We were just about finished reading when the doctor came in and asked what we were doing. Well, this was

the perfect opportunity for me to brag. ..so I did. We read the book again. Christian enjoyed it just as much.

Meanwhile, his other doctor came in, and she wanted to know about Christian's book. We read it again. I was

so proud of Christian. He loved it just as much the third time as he did the first. We laughed. Everyone was so

impressed and had lots of questions.

This was "one of those moments" that you cherish and remember. It was the most incredible experience

for me. We read this book together and I know he understood everything we talked about.



The Impact of Literacy on the Expanded Core Curriculum

By Phil Hatlen, Superintendent,

Texas School for the Blind and Visually Impaired, Austin, TX

Abstract: This article discusses the impact of literacy on the Expanded Core Curriculum and encourages

parents and teachers to examine current methodology and practices for providing instruction to visually im-

paired students.

Key Words: programming, literacy, Expanded Core Curriculum, National Agenda, self-determination,

learned helplessness

Editor's note: In this article, Dr. Hatlen makes reference to "media literacy." Ifyou are unfamiar with

this idea, you should start by reading his article in the News & Views section on page 30for an introduction to

the subject and additional thoughts on literacy,.

The actual formal birth of the Expanded Core Curriculum (ECC) happened with the development of the

National Agenda in 1993, as the ECC became Goal 8. While few parents and professionals disagreed with the

concept of unique educational needs for blind and visually impaired students, real commitment to the ECC has

taken years. I once stated that the three stages needed for the ECC were acknowledgment of the need, commit-

ment to the principle, and implementation. Acknowledgment occurred almost immediately. Commitment to

the principle took longer, and actual implementation is only now gaining momentum. Some states, provinces,

and regions immediately began working toward implementation, but the most difficult problem has been chang-

ing service delivery systems so that teachers have time to teach the ECC.

In the early years, as I preached ECC, I know I left the impression that all blind and visually impaired

students needed all areas of the ECC. I sounded like those fine, but misguided colleagues of ours who pro-

moted full inclusion with the phrase "All means all." My tendency to not make exceptions was noticed by

some of my colleagues, notably by Susan Spungin, who wisely helped me understand the error of my ways.

Now my message to all teachers is to assess every area of the ECC. You might well discover that there are

students who are sufficiently competent in one or more areas that you don't need to address them, at least not

at the moment.

1. COMPENSATORY SKILLS

The first area of the ECC has to do with compensatory skills, including communication modes. This has

always been known as a unique need for blind and visually impaired students, and has been an area of instruc-

tional responsibility for teachers of the visually impaired (TVI). Literacy and its prerequisites are deeply im-

bedded in this ECC area of unique need. Mastery of these skills will ensure access to the regular education core

curriculum. With the addition of media literacy to our definition, we have the opportunity to provide every

blind and visually impaired child with literacy skills appropriate to their needs and abilities.
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2. ORIENTATION AND MOBILITY

Doesn't everything about orientation and mobility have to do with media literacy? If the use of touch is

media literacy, then the grip, the tactile response of the cane to an object, location of a surface warning strip

with the feet, identification of a landmark while trailing, and the reading of tactile maps are all literacy skills

that enhance independent travel. If using air pressure and echoes, listening to traffic How, using auditory cues.

both natural and human-made are all listening skills, and listening is a part of our definition of media literacy.
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then these skills are literacy skills. If use of low vision greatly enhances the mobility skills of a student, then

this, too, is a part of literacy.

I must add that I have had a problem with the professional skills of orientation and mobility specialists

because, from the outset of the profession, I have believed that they should know Braille and know how to

teach it. The last time I explored this, I didn't find any O&M preparation programs that required Braille.

3. INDEPENDENT LIVING SKILLS

As we explore the areas of the ECC and relate them to our expanded definition of literacy, it becomes

apparent that all of the ECC is dependent on a level of literacy in order to become an integral part of one's life.

I used to define "Independent Living Skills" as everything in the daily routine of a blind or visually impaired

student, from personal hygiene to financial management. Tooth-brushing is an independent living skill, and it

involves recognition of toothbrush and toothpaste, a literacy activity. Bathing requires knowing hot from cold,

location, identification, and cleansing of body parts. Sounds like media literacy to me. In fact, any intended,

purposeful action that results in a positive outcome will require some form of media literacy.

I'm not certain where the teaching of independent living skills stands in local school programs, but it has

become a major instructional program in many, if not all, schools for the blind. At TSBVI, over 1/3 of our

enrollment consists of students over 18 years of age. In discussing reasons for referral from local districts, the

two major concerns of local educators and parents are in the areas of independent living skills and career

O education. This implies to me that the local school districts are having a difficult time delivering these areas of

O the ECC. More on this later.

Pi

This talk is becoming a bit redundant, largely because my expanded definition of literacy leaves almost all

learning in the areas of the ECC dependent on media literacy. So I'll say just a few words about the remaining

curricular areas.

4. SOCIAL INTERACTION SKILLS

Media literacy permeates this area of the ECC, especially auditory information. The student must learn to

be a careful listener, for tone, volume, and emphasis will change the meaning of spoken words.

5. RECREATION AND LEISURE SKILLS

What first comes to mind are the many table games that require literacy in order to play. Goal ball, beep

baseball, even bowling require auditory skills in order to participate.

6. CAREER EDUCATION

Interacting with fellow employees and employers is essential to success in employment. Thus, the basic

level of literacy needed for employment is the auditory and expressive ability to communicate, a skill that I

maintain falls under the definition of media literacy.

7. TECHNOLOGY

Of course, I'm aware of the fact that those who have developed and are promoting the concept of media

literacy had in mind the marvelous contributions of technology to our access for information. But I would

maintain that the child with severe disabilities who learns to use switches, or the child who learns from Intellitools,

is also participating in media literacy.
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8. VISUAL EFFICIENCY SKILLS

Does it seem to you that those of us who strongly believe in helping children achieve the maximum
utilization of low vision are having, once more, to strongly support our position? I can remember when the

monumental work of Natalie Barraga so dramatically changed our profession. It was not an easy sell in those

days, and now we seem to be having to defend utilization of low vision again. Do I need to explain the link

between Visual Efficiency Skills and Literacy? I think not.

9. SELF-DETERMINATION

"What's this?" you say. You thought there were eight curricular areas in the ECC, and now Hatlen presents

a number nine! Some very wise people, especially Karen Blankenship, suggested that self-determination be-

longs in the ECC. It was not difficult to convince me! Remember, the litmus test for inclusion in the ECC is if

it is a skill or knowledge that is learned differently by sighted and by visually impaired students. Do you

believe that many of the skills and knowledge that result in self-determination are learned casually and inci-

dentally by sighted children? Do you believe that blind and visually impaired children will need to learn self-

determination in a systematic and sequential manner? Do you observe self-determination as being a problem

with some, or many, blind and visually impaired students?

Many years ago, I read a book by Martin Seligman entitled Helplessness (W.H. Freeman and Company,

1975). It came out at about the same time as Robert Scott's book, The Making of Blind Men. These two

publications had a profound effect on me. Scott described his research (some called it his perceptions) of the

manner in which agencies for the adult blind fostered a dependency on them among their clients. Thus, the

number of clients always grew, since no client ever "graduated".

Seligman's book is about learned helplessness. And reading his book became my first initiation to the

term. It has been used widely to describe many conditions since the book was published, but I think Seligman

had it right. As I read this publication, I realized that the author never mentioned blindness, but the book was

all about blindness. This is what it made me realize. We now have systems in place that deliver services to

blind and visually impaired persons, birth to death. It is likely that the blind infant will follow a relatively

seamless process from infancy, to preschool, to school, to rehabilitation, to aging, in which there are profes-

sional services available at every step. While this is to be desired when used appropriately, it can result in

severe learned helplessness. Seligman points out that when decision-making and choices are taken away from

persons, it can result in severe reactions, even destruction of the will to live. He cites many examples when

intervention was needed that literally gave back to persons their own lives.

"a
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Do you agree that we run the risk every day of creating an environment of learned helplessness? I can

think of so many examples!! It isn't just taking away opportunities for making choices or making decisions.

What we as professionals need to consider is if we need to create opportunities for blind and visually impaired

children and youth to make choices, to make decisions.

One of the most unforgettable stories I have ever heard was from a TVI in rural Northern California. One

day a blind third grader ate her lunch in the resource room. She finished half her sandwich, then announced that

she would leave the other half on her desk, unwrapped, to eat for lunch the next day. The teacher could hardly

contain herself, wanting to explain what the sandwich would be like the next day. But she said nothing, and the

child came back the next day to a hard, inedible sandwich. This is allowing the child to make a choice, and to

live with the consequences of the choice.

11



A rehabilitation counselor told me, many years ago, that when most visually impaired young people came

into his office, the resulting conversation went something like this:

Rehab counselor: What can I do for you?

Client: Find me a job.

Rehab counselor: Oh, what would you like to do?

Client: I don't know. Just find me a job.

Rehab counselor: What are you good at?

Client: I don't know. Just find me a job.

I can imagine the client thinking to himself, "What's with this guy? He wants me to make a decision, or

thinks I've already made a decision. The system has done all my thinking for me until now. Why doesn't this

guy be a part of the system?"
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This same rehab counselor told me that he longed for the day when a young man, right out of high school,

came into his office and said: "I understand you will help me with my future plans. You need to know that I

already know my strengths and weaknesses, and what I would like to do. As long as you guide and support me,

we'll be okay. But you will not take over my life!"

Isn't this what all of us want for our students and clients? We want them to have the knowledge, skills, and

literacy ability to own their own lives. And this is why I support adding self-determination to the ECC.

Before I close, I must remind you that the Expanded Core Curriculum is not an option, and it is not a

second-level curriculum. Every child, every student, must be assessed in every area of the ECC, and must

receive instruction in those areas that are needed.

I recently had a conversation with some people who suggest that the TVI is not necessarily responsible for

the teaching of the expanded core curriculum, but is responsible for seeing that all areas are taught. The real

challenge is to assemble others who have the time and can do the teaching. I have heard this many times, and

most of the time the conversation then identifies people such as parents, rehab teachers, recreation teachers,

classroom teachers, adaptive technology teachers, volunteers in the community, etc. This brings up a concern

about whether or not the teacher(s) of the expanded core curriculum subjects must be skilled as teachers of

blind and visually impaired students. I think so.

The specific knowledge and skills of TVIs are more needed for the developmental and adaptive require-

ments of the expanded core curriculum than they are for the regular core curriculum.

Should we suggest that the parents must be the teachers of independent living skills and social

skills?

Should we suggest that the vocational teacher be the teacher of career education?

Should we suggest that the RE. teacher or recreation teacher be the teacher of leisure and recre-

ation skills?

Should we suggest that the RE. teacher be the orientation and mobility specialist?

Should we suggest that the general technology teacher be the teacher of technology?

I think not.

12



The very reason the Expanded Core Curriculum exists is that the skills and knowledge are so unique, so

specialized to blind and visually impaired persons, that the generalist will have no idea how to adapt and adjust

teaching to this population.

No, we need our best and most highly trained TVIs to teach the Expanded Core Curriculum!!

Is it safe to say that less than half the blind and visually impaired students in the U.S. are receiving

instruction in the Expanded Core Curriculum? Is it correct to say that this does not reflect the philosophy of the

teachers, but rather the structure of the job? Let me share with you my concept of the future of instruction in the

Expanded Core Curriculum.

1

.

University preparation programs must give more emphasis to the Expanded Core Curriculum.

This will help ensure that new teachers will have some basic skills in every area of the curricu-

lum. If you agree with me that, for example, social skills are as important as reading skills, then

should not the university preparation curriculum reflect this?

2. Before there was an Expanded Core Curriculum, itinerant teachers were running as hard as they

could. Then two things happened. With further emphasis on inclusion, itinerant teachers found

themselves stretched even more, as their caseloads and geographic areas increased. Second,

teachers were told that they were expected to teach the subjects included in the Expanded Core

Curriculum. Not only were they expected to teach them, they were expected to assess all areas of

the Expanded Core Curriculum and write IEP goals to meet them.

3. We must share the responsibility. If I assume that teachers of the visually impaired are working

as hard as they can, and that emphasis on the expanded core curriculum is impossible to add,

then I'm left with only one option: someone else has to do at least part of the work.
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I suggest that perhaps it's time that we, you and I, begin to think about the education of a blind or visually

impaired student as a shared responsibility between the local district and the state or regional school for the

blind. Suppose that instead of either/or, it became both. Suppose we all sat down together, parents, local

district personnel and representatives from the school for the blind, and planned the educational life of a child

together. Suppose this led us to the conclusion that much of the Expanded Core Curriculum should be taught at

the school for the blind, and that the child should have the privilege of moving back and forth between pro-

grams, depending on current needs.

A major flaw in our philosophy and approach to education for blind and visually impaired students is that

there is one system that has primary responsibility for the education of each child. I am suggesting that we
abandon this position, and explore how we might better meet all the needs of every individual child by having

two systems share primary responsibility for the child. Consider the load taken off teachers of visually im-

paired in local districts. Think of the advantages to many, many children in making available to them the

expertise of the staff at schools for the blind. Likewise, think of the advantages that local school education

offers to students who might otherwise be destined to spend all of their school years at a school for the blind.

So you see, such a partnership will need to work both ways. Every child should be able to access the benefits

of both her local school and her regional school for the blind. Of course, there will be students for whom
continuous attendance at a school for the blind will be most appropriate, and there will be students who spend

their entire educational lives attending their local school.
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My fervent hope for the future is that all decisions regarding delivery of educational services to blind and

visually impaired students will consist of informed decisions made mutually by parents, local districts, and

schools for the blind. Can you imagine a meeting of these representatives of a child, all informed advocates,

where short- and long-term decisions will be made regarding placement? As soon as appropriate, the student

himself will join this team, and together this group will plan his future education.

I envision a day when teachers and administrators from local school districts, together with parents, will

sit at the table with representatives of schools for the blind. I envision a time when such a meeting will not

generate any defensiveness, suspicion, hostility, or territoriality. I envision a time when neither local schools

nor residential schools will "own" a child. Instead, the family will "own" the child, and the two educational

systems will work together, as equal partners, to provide the very best educational program for every indi-

vidual child. Should we settle for any less?

I leave you today with three challenges:

1. Make certain that every blind and visually impaired child has access to assessment and instruc-

tion in the Expanded Core Curriculum.

2. Examine your definition of literacy, and consider using adjectives to differentiate various types

of literacy.

3. Tap your creativity and that of those around you so that we may find ways of presenting Braille

materials in a usable, reader-friendly multimedia format.

Technology to Promote Literacy: Ideas for Meaningful Literacy Activities

By Sharon Nichols, Technology Specialist, TSBVI Visually Impaired Outreach

Abstract: This article offers ideas on ways to use technology to promote literacy skills for visually un-

paired students.

Key Words: programming, technology, literacy, computers, note takers

Learning to use a computer and note taker is an important skill for today's blind and visually impaired

students. Giving students a fun and functional reason to use a computer makes learning much more motivating

than simply working through a series of lessons in how to use a word processing program. It is also important

to teach your students to use the devices and applications they will need later in life, such as using email,

keeping an organizing calendar, writing a journal, keeping a file of friend's names and phone numbers, and

using a note taking device or computer.

Email

In today's world learning to use email applications is a natural activity for most students. The rewards are

almost immediate! Here are some ideas to help your student jump into the glorious world of email.

• Have student use email to contact their VI teacher with questions or weekly updates on their

assignments and activities. Depending on their access to equipment and homework load, the

student may need a designated time at school to do this.
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• Students can email each other. Several of our students met at a VI low vision day and exchanged

email addresses.

• Email your student encouraging messages, information on interesting web sites, or even a joke.

This gives them opportunities to practice opening and reading their email.

Phone book

Help your student set up a phone book file using a computer or Braille note taker.

• Practice phone skills using the phone book file your student has created.

• Encourage your student to add new numbers to the file monthly (family, friends, teachers).

• Have your students call the State Library or RFB&D to order books. Have them keep a record of

their orders in the phone book file.

Calendar

Use the calendar function on your student's computer (as in Microsoft Outlook) or a Braille note taker.

Your student could learn to use this function to keep up with class assignments and projects. All students need

to learn to keep an assignment notebook and using technology can reduce the bulk of paperwork your student

carries.

Writing a Journal

Allow your student to keep their writing journal in their Braille note taker or computer.

• Have the student print out their journal entries at the end of the week to place in a notebook.

Allowing them to keep one progressive journal per week gives the student daily practice on

locating, opening, and saving files.

• Show your student how to create a "diary" on their device.

Notetaking

Use technology in the classroom to take notes. Students can listen to or print out note files to study for

exams.

Completing Classroom Assignments

Students should use their note takers and computers to complete as many classroom assignments as is

appropriate. (Remember that math should be written on a Braillewriter.) Technology allows students to turn in

work on time and in a format that general education teachers, parents, and classmates can read.

Use Scanners to Access Materials

Teach your students to scan print materials and use OCR software to access those materials. This will be

a skill for life and will encourage independence!
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Braille Note-takers

z

o
o
Cu

• Reinforcement/Reward - Create a file called "Braille." The classroom teacher can have the

student turn on the APH Scholar or other Braille note taker to practice the Braille alphabet.

• Spelling Test - Help the student create a file called "spellwords." Let them practice spelling their

words for the upcoming test.

• Teach the classroom teacher how to connect the APH Scholar or Braille Note to the computer for

a visual display. This will encourage the teacher to "help" with the note taker.

• Help the student create separate class folders for each subject (Science, LA, Social Studies).

Have one file in each folder called "homework." Have the student write their assignments and

due dates then create a "hard return." This will make each assignment appear on a separate line

in the file, which will make it much easier for the student to access.

• Help the student create a file called "phone." Follow the procedure for inserting a hard return

after the name and number is written. This will allow the name and number to appear on the

same separate line.

• Help the student load the games that come with the APH Scholar disk. Remember computer

games are how most students learn to use the computer!

• Look at the TEKS for Technology, and ask your local tech teacher for ideas.

• One of your greatest resources is other VI teachers. Talk to each other and exchange ideas.

Warning! Although note takers have calculators built in, the Perkins Braille writer is still the best way to

teach math skills. It allows both spatial and step-by-step verification for the Braille student.

Computers

Begin using "Talking Typer" from APH to teach keyboarding skills. The program is free and

keeps important data such as words per minute, mistakes in lessons, and sequential lessons. This

program is self-voicing, which means it speaks straight out of the box.

Use "Math Flash" from APH to reinforce math skills. It has a variety of settings: addition, sub-

traction, multiplication, etc. The skill level can be set by the teacher, as well as how many prob-

lems in each drill set. Most important, it is a game!

Use self-voicing games available from <www.gamesfortheblind.com>. These games speak

without a screen reader, and they are fun! Some of the games are: Battleship, Simon, Memory,

Yahtzee, etc. The entire CD of games is just $89.00. The games can be downloaded and used for

free, but only for 15 days.

Check out <http://www.tsbvi.edu/technology/games.htm>

Visual Impairments.

Computer Games for Students with

Consider using "Connect Outloud" from <www.freedomscientific.com>. This is the same as

JAWS, but only works with MS Internet Explorer, Outlook Express (email), and its own word

processor. It is a great start for younger students!
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RESOURCES

http://www.setbc.org/res/guides/default.html

Print Resources for technology. Has guides for the Mountbatten Braille writer, Intellitools, ACC devices,

and other VI technology.

http://scis.nova.edu/~marston/order.htm

• Curriculum for Teaching Blind Students

• Microsoft Word: Typing with Keyboard Commands

• 20 Printed Lessons for Teachers Braille, and Word Files for Students

Margaret Marston, Ph. D. Copyright 2001

http://www.tsbvi.edu/technology/dtb-iep.htm

IEP Objectives for Using Digital Talking Books. If you don't know what these are, check it out!

http://www.setbc.org/projects/virg/p2_09.html

Visually Impaired Resource Guide - Assistive Technology for Students who use Braille: Braille Lite

http://www.setbc.org/projects/virg/part2.html

Visually Impaired Resource Guide - Assistive Technology for Students who use Braille

http://www.parquesoft.com/emp/altamira.htm

Usando Word 2000 - conceptos basicos - tutorial. Tutoriales audio grabados en espanol que facilitan el

aprendizaje para el manejo de las aplicaciones mas comunes bajo la plataforma de Windows (teaching MS
Word in Spanish).

http://tte.tamu.edu/

Texas Text Exchange - Welcome to the Texas Text Exchange - the first web-based digital library of elec-

tronic books for exclusive use by students with disabilities! The TTE has 441 books online and 100 active

institutions in the US and Canada.

http://www.pulsedata.com/handlers/display.cfm/8,420,18,24,html

Pulse Data Releases KeyWeb, The First Portable Web Browser For Persons Who Are Blind

o
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Advantages of Uncontracted Braille

By Ann Adkins, Education Specialist, TSBVI Visually Impaired Outreach

Abstract: This article describes the advantages of teaching and using uncontracted Braille to meet the

literacy needs of visually impaired students.

Key Words: programming, literacy, reading, Braille, uncontracted Braille, contracted Braille, Grade

One Braille, Grade Two Braille, alphabetic Braille

In an effort to meet the needs of all visually impaired students, teachers of the visually impaired (TVIs)

must explore all forms of literacy and be able to teach them to their students. In the "News and Views" section

of this edition of SEE/HEAR, Phil Hatlen encourages us to expand our definitions of literacy to include a

variety of types of literacy, including print literacy, Braille literacy, tactile literacy, auditory literacy, and media

literacy. In our ongoing look at literacy, we encourage teachers, students, and parents to consider all options,

including a combination of approaches to literacy. In this article, we would like to examine the use of

uncontracted Braille (also called Grade One Braille or alphabetic Braille).

For tactual learners, literacy should not be limited to the use of contracted (or Grade Two) Braille. In the

past, many TVIs in Texas have emphasized the use of contracted Braille and, for some, Braille literacy has

even been defined as the ability to read and write in Grade Two Braille. This may have been because most

instructional materials used contracted Braille (such as the Patterns program from the American Printing House

for the Blind) and because most Braille books were printed in contracted form. Other reasons for emphasizing

the use of contracted Braille were discussed in a previous See/Hear article, "Reading for Everyone: Expand-

ing Literacy Options" by Cyral Miller and Ann Rash (Summer 2001 ), which described the results of a survey

of VI professionals. The primary use of uncontracted Braille seems to have been with students who had

learning problems or additional disabilities, and the results of the survey showed that uncontracted Braille can

"increase literacy options for visually impaired students with multiple disabilities." (Miller and Rash, 2001).

One common belief seemed to be that uncontracted Braille was a good method only for students who were not

able to master the contractions of Grade Two Braille. In the list below, we encourage you to consider why

other students might benefit from uncontracted Braille as well.

1

.

Uncontracted Braille can provide increased opportunities for literacy. Miller and Rash (2001

)

describe its use by a variety of VI professionals to expand literacy options for all tactual learners.

2. Uncontracted Braille works well with phonics-based reading programs, which are found in many

elementary classrooms. Uncontracted Braille provides 1-to-l correspondence and promotes

letter/sound associations, important components of literacy instruction. The use of contractions

does not reinforce basic phonics skills.

3. When students use uncontracted Braille, they can participate in reading lessons with their sighted

classmates. They can use the same reading materials as their peers, only in a Braille format.

4. Teaching materials are now available to teach uncontracted Braille, such as Un 's the One:

Uncontracted Braille EUNdamentals, from TSBVI, and One is Fun, by Marjorie Troughton (see

link on TSBVI website, <www.tsbvi.edu>). A greater variety of books are now available in

uncontracted form (see <www.braillebookshare.com>), and the Texas Education Agency (TEA)

is currently working to provide textbooks and assessments in uncontracted Braille. These

changes help alleviate the concerns of many TVIs about having adequate materials and curricula

to support instruction in uncontracted Braille.
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5. Because there is a letter-to-letter correspondence between uncontracted Braille and print, it is

easier for sighted peers, parents, siblings, and teachers to learn to read uncontracted letters.

Everyone in a Braille reader's life can be a participant in his literacy.

6. Uncontracted Braille allows for immediate feedback from a classroom teacher. She doesn't have

to wait for the VI teacher to transcribe Braille once she learns the basic letters or consults a cheat

sheet.

7. Because the rules of spelling are the same in uncontracted Braille and print, students can sound

out and spell words at the same time and in the same way as their classmates.

8. 39 of the 50 most common words in English have contractions when written in Grade Two
Braille. Many also include lower cell signs. According to The Reading Teacher's Book of Lists

(Prentice Hall, Fourth Edition, 2000), these words make up about one third of all printed material

and are the words elementary teachers emphasize to their students as "instant words." Examples

include many common words such as the, and, of, from, for, and it and lower cell words such as

be, to, in, was, were, and his. Common suffixes also appear in early reading and involve the use

of Braille contractions, such as -ing, -ed, -er, -est. The use of contractions in these early words

makes reading more difficult for beginning Braille readers.

9. There are 180 rules to learn in uncontracted Braille compared to 450 rules for contracted Braille.

10. Uncontracted Braille can promote greater speed and fluency in reading (Troughton ,1992. Miller

and Rash, 2001).

11. Uncontracted Braille can promote more interaction with peers. Sally Mangold reported in the

Braille Monitor (October 2000) that Minnesota students showed greater interaction and partici-

pation with sighted students, both academically and socially. Marjorie Troughton's research also

showed greater peer interaction when students used uncontracted Braille.

12. The Minnesota teachers (Mangold, 2000) and the teachers involved in Troughton's study also

reported higher academic achievement scores, in both reading rate and accuracy, with

uncontracted Braille than with contracted Braille.

13. In One is Fun, Troughton described how motivation and interest in reading improves with the

use of uncontracted Braille. Although difficult to measure, teachers in her study noted that it

encouraged thinking rather than memorization, allowed their students to help their sighted

classmates, and was "great fun." Miller and Rash also cite Instructional Strategies for Braille

Literacy (AFB, Wormsley and D' Andrea, 1997), which showed that uncontracted Braille can

promote self-esteem.

14. Uncontracted Braille facilitates a quick transition from print to Braille for adults and adventi-

tiously blind students (Mangold, 2000). Uncontracted Braille offers early successes with the

mechanical challenges of Braille reading (Miller and Rash, 2001 ), and these successes can be

easily recognized and supported.

15. Uncontracted Braille can be a successful approach to reading for students who later transition to

the use of contracted Braille (Miller and Rash, 2001).

16. Fewer reversal errors have been reported when using uncontracted Braille, especially for those

students who use uncontracted Braille for a longer period of time before they transition to con-

tracted Braille (Troughton, 1992).

o
o
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17. Uncontracted Braille works well with a linguistic approach to reading.

18. Uncontracted Braille works well with ESL students and foreign languages.

19. Uncontracted Braille works well for students using dual media for literacy, such as those stu-

dents who use print but need Braille as well.

20. Uncontracted Braille can work well with deafblind students because finger-spelling does not

correlate with Braille contractions.

21. Because it matches print letter for letter, students can use uncontracted Braille in a variety of

board games (Monopoly, Scrabble), card games (Uno), and leisure activities with sighted friends

and family members.

22. Troughton found that because it is easier to write in uncontracted Braille, children can write their

own compositions sooner and can write more independently.

5^ 23. Marjorie Troughton found that books written in contracted Braille do NOT take up significantly

less space than the same books written in uncontracted Braille. Research presented at the CEC
National Convention in 1999 showed that contracted Braille only saved 20% (Ross, Scheira, &
Urick).

Q^j
24. Uncontracted Braille can make production of Braille materials easier and helps with computer-

^ assisted Braille (Troughton).

o
Many of the ideas in this article were generated as part of a Braille Study Group to improve the Braille and

literacy skills of visually impaired students in Texas. We hope that you will discover other advantages as you

explore the uses of uncontracted Braille, and we encourage VI teachers, students, and parents to examine all

literacy options. We also encourage you to contact the VI Outreach team with information about your experi-

ences with uncontracted Braille (Ann Adkins at 512-206-9301 or <annadkins@tsbvi.edu>). Ann Rash, Edu-

cation Specialist with TSBVI Visually Impaired Outreach, is currently collecting data on the use of uncontracted

Braille in Texas and invites those who are interested in trying uncontracted Braille to contact her (at 512-206-

9269 or <annrash@tsbvi.edu>) to participate in the collection of this data.
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Five Phases of Educational Treatment Used in Active Learning

Based on Excerpts from Are You Blind? By Dr. Lilli Nielsen

By Kate Moss, Education Specialist, Texas Deafblind Outreach

Abstract: This article shares informationfrom Dr. Lilli Nielsen 's book, Are You Blind?. Itfocuses on five

phases ofeducational approaches that teachers are to use in working with children if they are using an Active

Learning theory approach.

Key Words: Programming, blind, deafblind, Active Learning, Lilli Nielsen

Dr. Lilli Nielsen is the author of many books that look at the way children with visual impairments learn,

especially those with other disabilities. Over a period of more than twenty years, she has developed her

approach to working with these children that is called Active Learning. This approach is based on the notion

that all children learn exclusively by doing until the developmental age of about three. The actions of examin-

ing and experimenting with objects using their bodies, is the foundation for the development in cognitive,

motor, problem-solving and social skills. She believes that our role in helping children to learn is to create

environments that build on skills the child already has, to encourage him to use his body and mind for higher-

level tasks. In her book, Are You Blind? She discusses five phases of educational treatment that teachers are to

use in working with children. This article will examine these five phases and share some of the highlights of

this book.
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It is important to note that before beginning to work with any child, a thorough assessment of his/her skills

and emotional development is needed, so that you know where to begin. If you start too high you will likely

frustrate the child and if you start too low, you run the risk of losing the child's interest and motivation. Dr.

Nielsen has developed a comprehensive assessment tool, the "Functional Scheme" (Nielsen, 2000), and a

curriculum to help teachers called the FIELA Curriculum - 730 Environments (Nielsen, 1999).

PHASE I: TECHNIQUE OF OFFERING

Children at this Level

Children at this level of development may seem reluctant to do much. They are often passive or engaged

in self-stimulatory behaviors. Their world exists for the most part within the confines of their own bodies.

They seldom seek out others for social interactions and may have limited experiences interacting with objects

and their environment. This generally occurs because of motor disabilities or health issues that make move-

ment difficult, and/or sensory disabilities that prevent the child from being enticed by the sights and sounds

that motivate a typically developing child.

The Role of the Adult

At this stage, Lilli recommends using the technique of offering with the child. First of all the adult will

need to set up an environment, such as a Resonance Board with many motivating objects, so that the child can

come in contact with them incidentally if he or she makes any movement. The adult will also be with the child,

either sitting alongside the child or supporting the child in a sitting position from behind if the child trusts the

adult enough for this close contact. If not, the adult needs to respect the child's need for distance and only

move in as close as the child seems comfortable with at any time. One of her goals at this level is just to have

the child stay in the same room with her.
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The adult's first job is to simply offer the child toys and objects by placing the objects under the child's

hand. The child may touch or grasp the objects when and how he or she pleases. The adult does not talk to the

child while the child explores the object in his or her own way. If the child drops or pitches the object, the adult

simply offers another object. While offering the objects, the adult also must observe and take note of the

objects the child seems to enjoy and those he seems to dislike. What is it about the object that seems to interest

the child? What are the actions the child takes on the object? How does the child explore the object and with

what physical actions (banging, mouthing, throwing, rolling, etc.)? What distresses the child and how does he

show that distress? Does the child show interest in contacting the adult? How does he do that?

Purpose of the Offering Technique:

To convince the child that he can trust the adult has no intention of demanding that he does

anything at all. Lilli's only demand is that she wants to play in the same room as the child.

To observe the reactions of the child.

To learn about the child's likes and dislikes.

To find out what may frighten the child most.

To learn about the child's way of contacting, using this to assess the emotional level of the child.

To introduce sound self-activity.

To provide the child with the basis for successful introduction to phase II.

Points that Lilli Emphasizes at this Level:

• Do not move too close to the child too fast— move in a little and watch his reaction.

• Display an active and positive interest in whatever the child is doing.

• Some children will not initiate play until they feel certain the adult has left the room. Periodi-

cally stop playing for a minute to a minute-and-a-half and just sit silently to see how the child

responds. Does his behavior appear to be an invitation for you to continue your activity?

• Everything the adult does should be done as an "offer." If the child attempts to initiate an activ-

ity, don't make a big deal about it; act as if he did that every day.

PHASE II: TECHNIQUE OF IMITATION

Children at this Level

Children at this level are generally somewhat more interested in things outside their own bodies, although

they still may exhibit withdrawal, especially with unfamiliar people or people they do not trust. Their interests

may also be very limited in scope. They may continue to show a lot of self-stimulatory behaviors, but are more

aware of others and can be enticed into interactions with trusted people. They typically don't initiate many

interactions or have limited ways to make contact with others. They are able to play more with objects, but

their play with others is more at a level of parallel play rather than interactive play. They also may have only

a few actions they perform on objects and have only limited participation in activities. At this point the child

may seem unsure of himself in many of his actions.
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The Role of the Adult

At this level the adult continues to set up the environment with objects and activities that are highly

motivating to the child. For example, if the child likes an object that vibrates, the adult will try to find many

different objects that vibrate in differing ways. If the child is particularly fond of a certain color or texture, the

adult finds things that seem to expand the child's experience with other objects that share that quality. One

child we know liked banging on and playing with disposable aluminum pie pans. The quality about these

objects that seemed to be of most interest to him was the sound they made and that they could be bent to change

shapes. He might also have enjoyed that they were lightweight, shiny and cool to the touch. Other things that

could be offered to him would include: many sizes and types of metal containers such as individual pot pie

pans, turkey roaster, tin cookie canister, metal coffee can; sheets of shiny aluminum foil; wire whisks; metal

springs; metal spoons; metal ball bearings or Chinese Mediation balls; and other shiny and/or pliable materi-

als.

In this phase the adult begins by imitating the actions of the child on the objects. For this reason, it is a

good idea to have multiple numbers of an object. If the child bangs on the object, so does the adult; simply

playing alongside the child at the same level. After a time, the adult can introduce a new action with the object

and see if the child will imitate him. If the child does, great! If not, the adult should go back to imitating the

action of the child again. This is a conversation of a sort, a turn-taking game. "'You show me something, and

I pay attention and copy you. Now I show you something. Maybe you will pay attention to and copy me. Now
it's your turn again."

The Purpose of Imitating

• To increase the child's interest in activities happening nearby.

• To increase the child's ability to take initiatives.

• To increase the child's belief in himself.

• To introduce activities and movements not as yet performed by the child.

o
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Points Lilli Emphasizes at this Level are:

• Imitation is primarily through auditory and tactile sensory modalities.

• If the child throws an object, don't correct him/her! Pick up the object, repeat your play and then

place it before the child. It is best to have two of each object— one for child and one for adult.

• The adult should begin by imitating child, then add some more constructive games (e.g., putting

materials together or into one another) briefly before returning to the action the child began.

• An increase in crying or screaming in a child who was doing that behavior before should be read

as a positive "call for attention" from the adult.

• Your goal is to give the child the opportunity to discover that being with the adult is "pleasant

and exciting, and may include new auditory and tactile experiences."

• You also want the child to have the opportunity to "discover that he can take initiatives and that

doing so leads to the ability to master something in his surroundings."

• He learns he has more actions to contribute to the interaction. This provides him with growing

self-identity and ability to initiate interactions with other people.
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PHASE III: TECHNIQUE OF INTERACTION

Children at this Level

Children at this level are beginning to be interested in more interactive types of games (Lilli calls these

"you to me and me to you" games). For example, you might have a bowl with marbles that you both hold on

to and take turns pushing and pulling it back and forth between you. You want to see the child attempting to

take a turn. The child may not necessarily initiate these games in the beginning at this level, but can be more

easily engaged with others. He may, at times, want to take time out for his own exploration of an object, but

will come back to the adult to share his interest after a time. This is the child that is interested in his environ-

ment and the actions of others and so is ready to begin learning that he can help others. This is a child who may
also need support to transition from an enjoyable, interactive activity to a new activity without the adult. Some
children at this level may fuss when an interaction comes to an end. It is as if the child were saying, "I want

you to stay" and signals an emerging self-identity. The child begins more and more to attempt to make contact

with others as he progress at this level.

The Role of the Adult

The adult sets up situations and environments that will foster interactive games. It is important for the

adult to be patient and wait for the child to take his turn without trying to persuade him to act. Simply be quiet

and still. If the child is trying to complete a motor skill that he has not yet mastered but matches his motor

development, the adult can say, "You can help me." If the child will use his hands, the adult needs to provide

every opportunity for the child to familiarize himself with the activity and participate, and to complete the

moment when he wants to do it. If the child will not use his hands, the adult can model the activity as close to

the child's hands as the child will allow. This allows the child to have control of his hands, and he can

withdraw them when he needs a break. Lilli also cautions us to stop playing the game with the child while the

play is still enjoyable. If it goes on longer than the child enjoys, the child may be unwilling to continue to

interact with us. Another point Lilli makes is about the adult giving the child "presents." Say "I put milk in

your cup," instead of "There is milk in your cup." The whole notion of "yours versus mine" helps promote the

child's self-identity. Use a phrase like, "Your toys are on your shelf and my toys are on my shelf." The adult

also prepares the child when it is almost time for the interaction to come to an end so that the child does not see

the adult as rejecting him.

Purpose:

• To help the child to learn sound dependency on one or several people.

• To help the child to initiate interactions.

• To enhance the child's development of self-identity.

• To give the child the basis for social development.

Points Lilli Emphasizes at this Level:

• Focus in on "you to me and me to you" games.

• If the child becomes interested in something he wants to explore on his own, this should be

respected. Wait patiently for a blind child to use his fingers to "look" at the object.

• It is important always to wait for the child to initiate his part of the game.
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• Complete an action that may be too complex for the child to do, but at the same time tell the

child he can "help" with the action.

• Move at a slow pace. Know when the child "has enough to consider for a while."

• Tell the child before you come to the end of the activity that you will be leaving and that you are

going on to a new activity. He may continue to play on his own if he chooses to.

• If the child begins to say "more" or "again," names the adults, or seeks out adult attention, he is

ready for Phase IV while continuing with Phases I-III.

PHASE IV: TECHNIQUE OF SHARING THE WORK

Children at this Level

The purpose of using the techniques of phase I, II, and III focuses on the child's emotional development.

It is done by establishing "an exchange and balance between periods of interaction and sound self-activity,

between dependence and independence." In the next phase, the child is at a place where he is ready to learn

that taking action and interacting with others does not mean that he has to do everything or do it perfectly. The

child exhibits confidence in performing some actions or activities. He has some beginning understanding of

time and a sequence of events. He may appear threatened when familiar activities are changed slightly.

The Role of the Adult

Set up environments and activities that give the child tasks to do that are based on the things the child has

experienced success in doing. In the beginning the tasks can be completed in a few seconds up to a few

minutes without any consideration for how perfectly the child can complete them. The adult needs to let the

child know which part of the tasks he will complete and which part the adult will complete. If the child is

reluctant to do the task after being asked several times, the adult can suggest they do it together. The adult must

make sure to give the child plenty of time to complete the task, but if he still won't do it, consider if the task is

too hard. In complex tasks the adult may need to use various techniques (offering, imitation, etc.) for different

parts. Let the child know how long the task will last and what will follow. This is when you can begin to teach

time concepts like yesterday, today, tomorrow, now and next. It is important to have an established schedule.

Purpose:

• To increase the child's experience of success.

• To involve the child in new social relationships.

• To increase the child's interest in acquiring new abilities.

Points Lilli emphasizes at this level:

• Help the child learn that to be the one who does something does not necessarily mean that one

has to do everything or do it perfectly.

• The abilities the child has been successful with in previous phases form the basis for deciding

which activities can be used for the technique of sharing work.

• Keep tasks short (few seconds or minutes) initially, accept whatever the child does as correct.

• Explain each time which parts of the activity the adult will perform and what the child will do.
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• Give plenty of time for the child to initiate the task and wait silently and calmly— be neutral.

• Let the child know how long the activity is supposed to last.

• Try to keep the environment the same or only make gradual changes.

• Before going to more complicated and longer lasting activities the choice of technique for every

part of the activity should be given careful consideration.

PHASE V: TECHNIQUE OF CONSEQUENCE

Children at this Level

Before using techniques at this level the child needs to have an emotional age of two years. This is when

the child is ready to learn that his own actions have consequences. The child must show some confidence in

what he can do and feel secure interacting with others generally. He may still have some difficulty initially in

handling changes, but begins to show more coping skills at this level.

The Role of the Adult

The adult needs to model how consequences work for the child through a discussion of the adult's actions.

By this I mean things like saying, "I have to stop playing and cook dinner, or you will not have anything to eat."

Or, "I need to ask you to wait; I need to find a clean shirt for you." Then after a time the adult begins to set up

situations where the child can experience the consequences of his actions. For example, "If you want me to

pour more milk, you must put your glass on the table." The adult may accept a less than perfect response from

the child, and may need to offer encouragement either through prompting or modeling. For example, "See you

can put your glass here." The child begins to understand choice-making.

Purpose:

• To help the child to endure meeting demands.

• To help the child to endure changes in life.

• To help the child to feel self-confident, which is fundamental to the ability to make decisions

about his own life.

• To establish the basis for the sense of responsibility.

Points Lilli Emphasizes at this Level:

• When the child feels secure and confident in performing different activities and has received

information about the consequences involved in activities, it should be possible to let the child

experience consequences. BUT only through activities the child is able to perform.

• As the child is able to fulfill more and more requests he may demand more attention— don't

overly praise but rather act as if it is the most natural thing in the world that he can do something.

• As independence increases the child may be able to tolerate that he sometimes is unable to

succeed in what he intends to do. He will become better able emotionally to accept significant

changes in his life. As he moves higher, he will be able to make friends with other people,

decide when faced with situations that he has a choice.
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CONCLUSION

Are You Blind? is a book that offers a great deal of guidance in working with a child who is at an emotional

developmental age under age three for a typical child. By using the five phases of educational treatment Dr.

Nielsen outlines in this book, we can help the child grow emotionally. When the child reaches the emotional

age of three, then new approaches to learning may be available to him. We can begin to consider incorporating

other more traditional ways of teaching into our plans with these children beyond simply learning by doing.

The Three Low Incidence Disabilities Decentralized Function

Presents Dr. Lilli Nielsen

By Kate Moss, Education Specialist, Texas Deafblind Outreach

Abstract: a review of the workshop, Active Assessment and Active Curriculum Planning Leads to Active

Learning, and a discussion of the Functional Schemes Assessment developed by Dr. Nielsen.

Key Words: Active Learning, professional training, Functional Schemes Assessment, FIELA curriculum,

Multiply Handicapped, Blindness

I was privileged to be a participant at the "Three A's of Active Learning: Active Assessment and Active

Curriculum Planning Leads to Active Learning" which was held in Austin on January 19-21, 2004. This

event was sponsored by the Three Low Incidence Disabilities Function (LID), which is facilitated by Region 3

Education Service Center in Victoria, TX, and was designed to provide training to professionals on Active

Learning Theory developed by Dr. Lilli Nielsen from Denmark.

This three-day workshop included over 286 participants representing 63 educational teams from the twenty

education service center regions. Teams were composed of different mixes of people including special educa-

tion teachers, motor therapists, vision specialists, speech therapists, diagnosticians, special administrators, and

parents. Each participant came as a part of a team that focused on from one to three target students.

Each team was required to complete at least the

gross and fine motor portions of the Functional

Schemes Assessment developed by Dr. Nielsen on the

student(s) in the fall and submitted evidence of that to

the LID. This assessment is designed for use in con-

junction with the FIELA Curriculum on Active Learn-

ing. Each team was given a copy of the FIELA Cur-

riculum and will be implementing Active Learning in-

structional strategies with their student throughout the

spring. They will send in evidence of the work they

are doing to the LID. Then the team will update the

Functional Schemes Assessment in the spring of 2004

to document progress for the student; this data will

also be sent to the LID. Additionally each team will

participate in two TETN (video conference) meetings. The first of these meetings takes place March 30th from

9 a.m. to noon with the discussion centering on implementation of the activities and the curriculum. On
August 30th another meeting will take place from 9 a.m. to noon via TETN; the focus of this meeting will be on

sharing the results of the project and how to continue participation in Active Learning instruction.
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Mary Scott and Brian Jones of Region 3 head up the LID network. They have done an exceptional job in

pulling this training together and compiling the follow-up data. It is their hope to continue to monitor students

who have participated in this process over a period of years to see the long-range impact of utilizing this

instructional approach.

Another real treat for me that occurred as a result of my participation in this workshop was having the

opportunity to visit with Dr. Nielsen briefly. I shared with her the article, "Five Phases of Educational Treat-

ment Used in Active Learning," (see page 21) in order to get some feedback on the information she includes in

her book. Are You Blind? I deeply appreciate the time she took to visit with me about this article and her

encouragement to share it with our SEE/HEAR readers.

Dr. Nielsen has made such wonderful contributions to the education of children with visual impairments

and deafblindness in Texas and throughout the world. We were sad to hear her say that this might be her last

visit to Texas since it is such a long journey from her native home of Denmark. We will miss seeing her, but I

don't think we will forget her or her excellent contributions to the field of education of children with visual

impairments.

New Beginnings! Department of Assistive and Rehabilitative Services,

Division for Blind Services is Born!

By Terry Murphy, Commissioner, Department of Assistive and Rehabilitative Services (DARS)

(with addition material from DARS)

Abstract: This article discusses the changefrom the Texas Commission for the Blind (TCB) to the Depart-

ment ofAssistive and Rehabilitative Services, Division for Blind Services, and the background ofBarbara J.

Madrigal the new Deputy Director of this Division.

Key Words: News & Views, DARS, Division for Blind Services, agency consolidation.

Editors Note: As Terry Murphy wrote in previous editions ofSEE/HEAR, the lastfew months have brought

momentous changes to the agency previously known as the Texas Commission for the Blind (TCB). The

merger of rehabilitation services, services for the blind, services for the deaf and hard of hearing, and early

childhood intervention services into the Texas Department ofAssistive and Rehabilitative Services (DARS) has

been accomplished. The TCB has been abolished, and has now become the Division for Blind Senices. What

has not changed is the dedication and commitment ofDivision staffmembers to provide top-quality senices to

Texans who are blind. Terry Murphy accepted the position of Commissioner ofDARS, and we would like to

share with you his welcome message to all DARS employees. Also included is additional informationfrom the

agency on Barbara J. Madrigal, the new Assistant Commissioner of the Division for Blind Senices.

I have just accepted the position of Commissioner of the new Department of Assistive and Rehabilitative

Services (DARS). This means that I will be counting on those of you who will be a part of this new department

from this day forward to personally and professionally help make it the best it can be within the new integrated

health and human services system.

The formation of DARS means that the service programs of four great agencies with proud histories and

outstanding service records will soon become united as one. Many of us have spent most of our working years

with these agencies. The important thing, however, is to remember that our combined purpose is still the

same-to provide meaningful, effective, and life-altering services to Texans who require assistive and rehabili-
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tative services to become or remain as independent as possible and to reach their potential. I know I can count

on you to transfer your long-standing agency commitment to our new department.

Part of my new job is to lead the change from separate agencies to an integrated system that encourages

creative thinking in the development of a world-class service delivery system to Texans with disabilities or

delays in their development. This is something with which I am very familiar, so today is the first day that I'm

challenging you to begin thinking outside your comfort zone— today you have the opportunity to become an

active part of what DARS is meant to be. I'm also asking for your commitment to help create an environment

within DARS in which it's a pleasure to come to work each day. We can do this by choosing to bring to work

every day a positive attitude focused on our mission and by respecting each other. Each of us has to be open to

innovation and change to make this consolidation seamless and invisible to those folks who have depended on

our individual agencies for so long.

I can promise you that I am going to do my best by working with all of you to create an atmosphere in

which you are free to share your ideas. We are going to build a system for providing assistive and rehabilitative

services second to none in the country with similar human service systems. You bring that legacy with you and

I bring that experience with me to our new department. Therefore, I think we're already in a mighty good

position from which to start."

On March 3, 2004, Mr. Murphy announced the selection of Barbara J. Madrigal as the Assistant Commis-

sioner of the Division for Blind Services. Ms. Madrigal has served as the Deputy Director of Programs for the

Texas Commission for the Blind for six years. Her depth of experience in providing services to individuals

who are blind/multiply disabled is extensive, ranging from her start as a vocational rehabilitation teacher 25

years ago to her position as Deputy Director of Programs for TCB, which oversaw all field and central office

program staff and the Criss Cole Rehabilitation Center. Under her strong and enthusiastic leadership, the

agency's statewide confidence building activities have become the firm foundation of all consumer service

programs. A strong believer and supporter of tapping employees' full potential, she created and still leads the

division's many diversity initiatives.

Ms. Madrigal has a Bachelor's degree in Education for the Deaf and Hearing Impaired and Early Child-

hood Certification. She has Master's degree in Human Services Administration. She has taught middle school

deaf children with the San Antonio Independent School District, sociology at St. Edwards University in its

migrant program and has worked with the American Red Cross in its services to military families division.

Her many honors over the years include being selected as TCB's Employee of the Year. She also received the

State Agency Council's Outstanding Women in State Government award for Outstanding Management.

When accepting the position, Ms. Madrigal stated that the new Division for Blind Services begins with a

great, experienced staff and that she's looking forward to working within the new DARS structure to continue

providing services second to none in the country to Texans who are blind. "Our staff is at the heart of effective

services. Team building and involvement will remain a priority."

In addition to her family and friends, Barbara's interests include being an avid sports fan-especially her

hometown San Antonio Spurs-and collecting Coca Cola and Fred Astaire memorabilia.

The process of consolidating these agencies is ongoing; we will continue to provide you updates regarding

DARS and the Division for Blind Services. We welcome this opportunity to continue to bring you unsurpassed

habilitation and rehabilitation services.
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Literacy According to Phil

Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: A discussion of the need to expand the definition of literacy for visually impaired students.

Key Words: blind, deafblind, literacy, reading, Braille, listening skills, media literacy

As some of you know, I have long had a problem with the generally accepted definition of literacy. Be-

cause those with whom I've discussed my issues have suggested that I challenge myself on this topic, I'm

going to share some thoughts with you.

What is it to be literate? If one can read and write print or Braille, is one literate? If one cannot read print

or Braille, is one illiterate? What follows is based on a presentation I gave at my school recently:

I firmly believe that every child has the capability of becoming literate. If we are creative enough, if we
are imaginative enough, if we persevere enough, every child at TSBVI will become literate. It all depends on

how we define the term. And I maintain that the definition must take into account the unique characteristics of

blind and visually impaired children.

I have close friends and colleagues who say to me that to be literate means to be able to read and write,

either in print or Braille. They can point to most dictionary definitions of literacy to support their position. I

have a very big problem with this, for two basic reasons. First, when one or more sensory input systems are

impaired, then that definition needs to change. Second, if the term "illiterate" continues to carry a terribly

negative connotation, then those among us who will not read or write print or Braille are relegated to a status

we don't deserve.

I remember, early in my experience as a teacher of visually impaired children, discovering that a high

^/} school Braille reader has no chance of keeping up with her sighted peers, using Braille materials only. A simple

fact comes into play. Braille, by its very nature, will be read more slowly than print. A reasonably good Braille

W reader will read at a rate of around 100 words per minute. A reasonably good print reader will read at a rate of

^ 250 to 300 words per minute. Thus, the sighted high school reader will cover three times as much material in

the same period of time as a Braille reader. This is not a condemnation of Braille, it reflects the differences

SI between visual reading and tactual reading. Therefore, most blind high school students use recorded books or

live readers as a supplement to Braille in order to cover the amount of reading material they are assigned in a

regular school. Braille will, in most cases, remain the medium of first choice, and most competent Braille users

g will continue to use it in all reasonable situations. They will supplement it by "reading by listening". Do you

buy that? Do you think of listening to a text or a novel as a form of literacy? For those of you who think this is

a slam-dunk, let me tell you it's one of the most controversial topics in our profession. Let me quote what one

writer said about reading by listening:

"There are two important reasons why listening is not literacy. First, to say that a person who reads

through listening is literate would require a change in the operational definition of literacy. Sighted

persons who cannot read print are considered illiterate. Such persons may have exceptional skills in

reading by listening, but these skills are not a part of the traditional definition of being literate.

Second, the definition of literacy involves the ability to both read and write. There is no assurance

that persons who claim to have achieved literacy through listening can write at all."
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Well, so much for one person's narrow-minded position on literacy. But wait, who was the author? It says

his name is Hatlen!! Sure enough, I wrote this for a Point/Counterpoint column in 1996. ("Point/Counterpoint,

Is Listening Literacy," Journal of Visual Impairment and Blindness, vol. 90, pp. 173-175, 1996). I took that

position because the other wasn't available. A man named Dean Tuttle wrote in support of listening being

literacy. This is what he said:

"Is listening literacy? As a blind person, my answer is a resounding yes! For me, much ofeach day is

filled with auditory reading ofTalking Books, email correspondence, news programs on a local radio

reading service, and on-line databases at the library."

I think Dean Tuttle makes his point very clearly, and I think that it's time for us, as educators of blind and

visually impaired students, to strongly support the position that, for our students, literacy can be achieved

through print, Braille, or through listening.

And so we have a task before us. We must redefine literacy for the students with whom we work. Our new

definition must take into consideration a variety of ways to become literate. Of course, one is reading and

writing print. Another is competence in reading and writing Braille. But then we enter a gray area, one that we

must define. We must take into consideration the characteristics of the person in determining whether print

alone, Braille alone, or a combination of the two alone, will achieve complete literacy for the blind or visually

impaired person. The answer, according to Dean Tuttle, is a resounding "no." For Dean and most other blind

persons, literacy through listening must be added. So I say to teachers and parents that the judicious use of

recorded material you use with high school students is clearly a dimension of literacy for them.

And what about a deafblind student at TSBVI? What if she will not be a print or Braille reader, and will

not learn through listening. Is she destined to be labeled illiterate? If you were the child's teacher or parent, I'll

bet you wouldn't want this child to carry that stigma! Is signing a form of literacy? Are tactile symbols a form

of literacy? Are calendar boxes a form of literacy? I propose to you that they all are, and because we have the

creativity and flexibility to take into consideration the strengths and skills of each individual student, every

child at TSBVI has the capacity to become literate, and the staff of TSBVI has the capability to teach literacy

to every child!!

The other day I asked my secretary to find some definitions of literacy on the internet. She uncovered what

I believe to be a very profound concept. At least it's profound to me, because I hadn't heard it before. There are

literacy experts out there in the world who have developed the concept of "Media Literacy." Listen to this:

"for 500 years, we 've taught our children to read words. The time has come to teach them also to

read the powerful images and sounds of their multi-media world.
"
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Yes, all of us live in a multi-media world. A simple, but graphic, example are new textbooks being written

for sighted students. They don't contain simple lines of print any more. There are colored words, italicized

words, bold words, boxes, columns, pictures, graphics, and all sorts of variations that are intended to make the

visual page more exciting to read. More than that, much of the learning experienced by sighted students using

these books come from non-printed information.

As learned people have expanded "Print Literacy" to "Media Literacy," so also must we accept the con-

cept that literacy encompasses far more than the ability to read and write print and/or Braille.
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Is "illiterate" a dirty word? I think so. It is often used in a demeaning, prejudicial way. It closes doors. It

stigmatizes. It labels. It serves no positive purpose to label a child as "illiterate". But if we accept, adopt the

traditional definition of "literacy", then we have relegated many wonderful, talented, precious children to

being illiterate.

While I believe there are many reasons to advocate for a broad definition of literacy, even perhaps em-

brace the concept of "media literacy", perhaps the most persuasive reason is that no child at TSBVI will ever,

ever, live under the stigma of being illiterate.

Now you know where I stand on the topic of literacy. Listen to this definition developed by the Center for

Media Literacy:

Media Literacy is a 21 s
' century approach to education. Itprovides aframework to access, analyze,

evaluate, and create messages in a variety offorms, from print to video to the Internet. Media

literacy builds an understanding ofthe role ofmedia in society as well as essential skills ofinquiry

and self-expression necessaryfor citizens ofa democracy.

While there is nothing specific in this definition to suggest that it would cover a blind child with severe

additional disabilities who uses tactile symbols and a calendar box for receptive and expressive communica-

tion, I maintain to you that this is simply because the authors don't know the same children that I do.

What if I suggest to you that the definition of Media Literacy is the ability to communicate needs, thoughts,

and responses, and receive information, through the effective utilization of remaining senses?

The founders and advocates of Media Literacy have something entirely different in mind. They view this

as an expansion of print literacy, combining all sources for receiving and producing media in this high tech,

electronic world. But I say we steal their term and give it our own meaning, and relegate every blind and

^ visually impaired child to the level of Media Literacy through creative, systematic, and inspired instruction!

!

£3 I propose to you that we stop using the term "Literacy" and agree that the word must have a defining

^ adjective preceding it. Let's get used to using Print Literacy, Braille Literacy, Tactile Literacy, Auditory Lit-

t£k eracy, or Media Literacy when describing the various paths that lead to a system to receive and give informa-

U} tion.

y I must share with you what I consider the down side of Media Literacy. I believe that modern textbook

2 publishers have become experts at using multi-media in the production of textbooks. I have regular opportuni-

ties to review new textbook adoptions in Texas, with the task of evaluating formats to be used in transcribing

them into Braille. It is ironic that, in these days of increasing inclusion of blind students into the regular

classroom and curriculum, the instructional materials they receive are becoming ever more difficult to use. On
a single print page, there are now side-bars, boxes, graphs, pictures, bolded words, colored words, words of all

different sizes, some italicized, and charts. What was once a simple print page consisting of words written in

uninterrupted lines has now become an exciting multi-media production for the sighted student. I'm sure there

is data to support that these eye-catching books assist in the learning of sighted students. The book becomes

similar to the multi-media world in which young people live today.
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What do we do with the Braille version of these books? Well, we haven't yet discovered how to make

Braille multi-media. Braille is Braille, designed to be read in a horizontal fashion across a page without inter-

ruption. Remember, the Braille reader knows little about the page except what has been read and is under the

fingers.

I have seen some heroic and some misguided examples of how to present multi-media print material to the

Braille reader. I know transcribers who, without the wise counsel of a teacher, have produced amazing replicas

of the print book. I know what a stair-step chart is, and I have yet to figure out how a Braille reader is supposed

to read it with understanding. Teachers and transcribers are doing the best they can, often demonstrating won-

derful creativity. However, I suggest to you that these multi-media books, when transcribed into Braille, are

infinitely more difficult to read.

I recently reviewed a primer, a very beginning reading book. In the print copy, key words were presented

in color. The Braille copy used appropriate and approved transcription methods to indicate the colored words,

making this beginning reader far more difficult for fingers that cannot easily "read over" anomalies among the

letters.

Now, I don't begrudge our media literate sighted students these multi-media reading materials. But I can't

help but worry about the Braille reader, sitting in a regular classroom, trying to figure out the layout of the

transcribed page without the help of the TVI, who won't be there until next week!!

I also challenge you to explore ways in which to present multi-media books in Braille. You say to me
"that's impossible," and I say to you that that is my first reaction, too. But we're a profession that doesn't use

the word "impossible." Instead, we have been a profession that, for years, has discovered how to solve impos-

sible tasks, how to use the creativity that permeates our profession, how to think so far out of the box that we

amaze our friends and colleagues!

Free Braille Books

Announcement from the Braille Institute of California

Abstract: announcementfrom the Braille Institute of California that free braille books for children are

available.

Key Words: blindness, Braille, Braille books, children, literacy

The Braille Institute of California will provide age-appropriate Braille books to children for free. This is

funded through their Special Collections and is available only for children. To request this service, call 1
-

800-BRAILLE (1-800-272-4553) and ask for Jackie (extension 1386) in the Press Department. You will

then receive a catalog three times a year from which you can choose four braille books or one Dots for Tots

Kit.
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Teachers, librarians, and other professionals or interested nonprofessionals can also request the same service

through the Partners in Literacy Program; however, the cost is $150 per year.

More information is available on the website <www.BrailleInstitute.org/Publishing/SpecialCollection.htm>.
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Hadley School for the Blind a Resource Worth Exploring

By Kate Moss, Education Specialist, Texas Deafblind Outreach

Abstract: This article describes some ofthe programs offered by Hadley Schoolfor the Blind and explains

eligibility requirements for completing distance education courses for credit.

Key Words: blind, deafblind. News & Views, Hadley School for the Blind, correspondence course, dis-

tance learning. Braille, child development, adjustment

The Hadley School for the Blind was founded in 1920 by William Hadley, a man who lost his vision at the

age of 55 towards the end of a lifetime of teaching school. He taught himself to read Braille and decided he

could teach others. All of the course work is offered through distance education methods. In the past this was

through mailed correspondence courses, but now includes some materials via the internet. There are more

than 90 distance education courses available to eligible students completely free of charge. Students study in

the comfort of their own home at a time that is convenient for them. Course materials arrive in the mail (a few

are downloadable), and for students in the U.S. and Canada, instructors are just a toll-free call away.

All the information you need to begin a course of study with Hadley is contained at the Hadley web site

<http://www.hadley-school.org>. Follow the "Programs" link to the course catalog, or call 1-800-323-4238 to

obtain a Hadley course catalog in a variety of formats. Eligible students at Hadley include:

• blind adults ( 14+ years of age);

• relatives of a blind or visually impaired child;

• family members of a blind or visually impaired adult;

• professionals in the blindness field.

Hadley offers four educational programs: Adult Continuing Education; High School; Family Education;

and Professional Education. The Adult Continuing Education Program and High School Program offers courses

the following areas: Academic Studies; Braille and Other Communication Skills; Technology; Independent

Living and Life Adjustment; and Recreation and Leisure Time. Adult Continuing Education students who are

r_, parents of blind children are eligible for courses in the Family Education Program.

**
^ The courses available include many history, science, math, and social studies courses. There is an inter

d£j esting art history course called "Art History Through Touch and Sound: the Art of Ancient Egypt." There are

(/} also many business related-courses in the areas of typing, verbal communication, computer literacy, abacus

and business (e.g.. Business Law, Small Business Management, and Introduction to Personal Financial Plan

U^ ning). Independent living and life adjustment courses, including topics such as The Human Eye, Introduction

Z to Low Vision, Personal Psychology, Personal Safety: Self-Defense Strategies, and Self-Help Groups, are also

available. Other distance courses include Bible Studies, Basic Conversational French and Spanish, Braille

courses and Braille Music Notation, and Recreation courses such as Chess, Container Gardening and On the

Move in the Great Outdoors. There is also a coursework series on Food and Parenting.

The Family Education Program focuses on independent living, technology, advocacy and adjustment to

blindness issues. While some of the courses were written for adults who are blind or severely visually im-

paired, they also contain important information for family members. Other courses have been developed spe-

cifically for family members. A listing of these courses includes:

• Early Childhood

• Reach Out and Teach
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Learning Through Play

Child Development: Early Childhood

Early Independence

Finding Your Way: Activity Handbook for Elementary School-Aged Children

Raising Responsible Children

Braille Instruction, Introduction to Braille, and Contracted Braille

Abacus 1 and Abacus 2

Access Technology: Beginnings

Accessing Local Sports and Recreation Programs

College Bound: Supporting Your Child's Transition to the American University

The Human Eye

Independent Living

Introduction to Low Vision

Self-esteem and Adjusting with Blindness

Self-Help Groups: An Introduction and Self-Help Groups Advanced Topics

Social Skills: Foundation, Social Skills: Preschool Year, and Social Skills: Elementary Years

Using Raised Markers

You, Your Eyes and Your Diabetes

The Professional Education Program is available to a professional or paraprofessional in the field of

blindness or visual impairments. These courses, which include many of those already mentioned and the

Essentials of Nemeth, are intended to help you become familiar with Hadley's distance education programs,

sharpen your own skills, and provide the necessary support as your student/client adjusts to blindness.

Go online, phone (800-323-4238) or request information by snail mail (700 Elm Street, Winnetka, Illinois

60093 - 2554). You will see that Hadley School is definitely a resource worth exploring.

CEC Award Received by Dr. Phil Hatlen

By Cyral Miller, Director of Outreach, TSBVI, Austin, TX

Abstract: This article describes the Outstanding Leadership Award Dr. Hatlen has received from the

Councilfor Exceptional Children

Key Words: News & Views, Phil Hatlen, award, CEC

Dr. Phil Hatlen, Superintendent of the TSBVI, was selected by the national Council for Exceptional Chil-

dren to receive the 2004 CEC Outstanding Leadership Award. The Council for Exceptional Children (CEC) is

the largest international professional organization dedicated to improving educational outcomes for individu-

als with exceptionalities, students with disabilities, and/or the gifted. Nominees for this award were nominated

from all areas of special education. Winners must have made a significant contribution to the Council's pro-

grams and activities at the local, state/provincial, national and/or international level over an extended period of

time. Dr. Hatlen's "commitment and exemplary performance in serving children and youth with exceptionalities"

won him this prestigious award. Congratulations, Phil!
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CLASSIFIED
Mail or e-mail your new classified to Carolyn Perkins:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or <carolynperkins@ tsbvi.edu>.

An up-to-date Statewide Staff Development Calendar is posted on TSBVFs website at <www.tsbvi.edu>

Texas Focus 2004:

The Itinerant VI Professional

June 10 & 11, 2004

Wyndham Dallas North

Intersection Dallas North Tollway & 1-635

Dallas, Texas

Most students with visual impairments in Texas are served by itinerant VI teachers and O&M special-

ists. What skills does an itinerant professional need? How can the itinerant professional meet the

various needs of students with visual impairments? Keynote speaker Jean Olmstead, teacher for stu-

dents with visual impairments, orientation and mobility specialist, and author of Itinerant Teaching:

Tricks ofthe Tradefor Teachers ofStudents Who Are Blind or Visually Impaired, will address these and

other questions.

Other sessions will include:

• collaboration strategies

• the transition process

• collaboration to serve students with low

vision

• effective partnerships with ECI

• teaching daily living skills

what is a quality program?

creating an expanded core curriculum camp

providing a sensory diet for students with

multiple impairments

organization tips for the itinerant VI profes-

sional

Texas Association for Parents of Children with Visual Impairments (TAPVI) will hold its 1st

Annual Meeting in conjunction with Texas Focus 2004. We will present a summary of the

progress and accomplishments for the organization. Join us for a lively exchange of ideas on

the future of TAPVI. We will hold annual meetings at every Texas Focus.
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For More information, contact:

Jim Durkel at (512) 206-9270 or Jimdurkel@tsbvi.edu, or

Melinda Lucas at (512) 206-9344
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A Texas Focus Preconference Event

Making a Clean Sweep:

Daily Living Skills for Students with Visual Impairments

Presented by Shelia Dahm, RTC
June 9, 2004 , 9AM to 4 PM , Wyndham Dallas North

Daily living skills consist of all the tasks and functions people perform, in accordance with their

abilities, in order to lead lives as independently as possible. These needs are varied, as they include

skills in personal hygiene, food preparation, money management, time monitoring, organization, etc.

The skills and knowledge that sighted students acquire by casually and incidentally observing and

interacting with their environment are often difficult, if not impossible, for blind and visually impaired

students to learn without direct, sequential instruction by knowledgeable persons.

For More information, contact:

Jim Durkel at (512) 206-9270 <Jimdurkel@tsbvi.edu>, or Melinda Lucas at (512) 206-9344

Helen Keller National Center

National Training Team

May 16-21, 2004 - Orientation & Mobility Techniques for Deaf-Blind Travelers

June 14 - 18, 2004 - Employment: The Ultimate Goal (for Employment Training Specialists)

September 13 - 17, 2004 - Enhancing Services for Older Adults With Vision and Hearing Loss

October 18-22, 2004 - Imagine the Possibilities: Person Centered Approach to Habilitation

November 15 - 19, 2004 - Expanding the Arena: The Magic of Technology

Cost of week long seminars at Helen Keller National Center - Sands Point, NY - $350

(includes lodging, meals, training, and training manual)

For further information, please contact:

National Training Team

Helen Keller National Center

141 Middle Neck Road

Sands Point, NY 11050

Phone: (516) 944-8900 ext. 233; FAX: (516) 944-7302

TTY: (516) 944-8637

e-mail: <ntthknc@aol.com>

Visit our website: <www.hknc.org>
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The 22nd National

Cornelia de Lange Syndrome

Conference

June 24-27

Oak Brook, Illinois

Chicago Marriott Hotel

Contact: CdLS Foundation

<http:www.cdlsusa.org/news/Conference_info.pdf>

Children's Craniofacial Association

Family Retreat

June 24-27

Tempe, Arizona
Contact: Jana Butera

1-800-535-3643 or <jbutera@ccakids.com>

AER 2004 Biennial

International Conference

AER—Where Dreams Come True

July 13-18

The Hilton

in the Walt Disney World Resort

1751 Hotel Plaza Boulevard

Lake Buena Vista, Florida

SPECIAL ROOM RATE:

AER group rate of $1 15 plus tax

for a single or a double!

When making reservations,

call 800-782-4414 or 407-827-4000

and ask for the AER rate.

Registration Information: Barbara Sherr

Ph: 877-492-2708 or 703-671-4500

The 2004 FOCUS Families

ONH/SOD Conference

June 24-27

Kansas City, Missouri

Embassy Suites Hotel,

7640 NW Tiffany Springs Parkway

Presenters: Mark Borchert, M.D.,

Campbell Thompson, PhD.

Fee: $30 Professional; $35 per family (limit 5)

$10 each additional person

Contact: 1-866-362-875

NAPVI/FFCVI National Conference

Hosted by AER
(The Association for Education and Rehabilitation

for the Blind and Visually Impaired)

July 15-17, 2004

The Hilton

in Walt Disney World Resort

1751 Hotel Plaza Boulevard

Lake Buena Vista, FL 32830
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Moebius Syndrome Conference

July 9, 10 & 11, 2004

Dallas/Ft. Worth, Texas

For information:

email to <txmoebiu@flash.net> ,

or visit <http://www.moebiussyndrome.com/2004/

texas2004.htm>

SPECIAL ROOM RATE:

AER group rate of $ 1 1 5 plus tax

for a single or a double!

When making reservations,

call 800-782-4414 or 407-827-4000

and ask for the AER rate.

for more information, including the conference

program and registration form:

<www.AERBVI.org>

38



Statewide

Conference on Education

of the Deaf

July 26-28, 2004

Fort Worth, TX

Renaissance Worthington Hotel

Contact:

Ruth Hicks

281-634-1543

<ruth.hicks@fortbend.kl2.tx.us>

for registration info

Best Practices in Teaching

Students with Low Functioning

Autism and Pervasive

Development Disorders

July 26-30, 2004

Advanced Practices in Teaching

Students with Autism

Spectrum Disorders

August 2-6, 2004

San Marcos, Texas

The Meeting Place,

400 CM. Allen Parkway

Each workshop:

Registration fee $495, only 60 spaces

Contact: 512-461-1298

Virginia Murray Sowell Center

Distinguished Lecturer Series

Michael Collins

Director, Hilton/Perkins Program

Perkins School for the Blind,

Louis Tutt

Principal, Colorado School for the

Deaf and the Blind

Transition Strategies for Students

with Deafblindness:

Living, Work, and Leisure

September 17 & 18

Texas Tech University

College of Education, Room 001

Lubbock, Texas

Contact: Dr. Roseanna Davidson

806-742-1997, ext. 246

SWOMA 2004

October 29-30, 2004
Greene Family Camp, Bruceville, Texas

(Waco area)

Theme: recreation, leisure, and sports skills

Registration materials

will be avaiable in early August

2005 Texas Sy mposium on

Deafblindness

Preliminary Date: Feb. 18-19,2005

Austin, TX
Mark your calendars, and look for details

in the next Sec/Hear.
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Family Section Editor's Introduction: Continuing in our series of highlighting ways families work on

expanded core curriculum skills, this edition focuses on orientation and mobility (O&M). O&M is generally

described as specific training to help a child who is blind or visually impaired know where he is in his environ-

ment and where he wants to go (orientation). It also helps him be able to carry out a plan to get there (mobil-

ity). The daily routinesfamilies have—whether it be doing chorus at home, playing at the neighborhood park

or shopping at the mall—provide the ideal opportunityfor kids with visual impairments to practice their O&M
skills, and in turn, develop confidence in their ability to be safe and independent travelers. Probably the

greatest challenge ofparents is maintaining the important balance between keeping their children safe while

allowing for some minor bumps and bruises. As the old saying goes, sometimes the best lessons learned are

the ones you 've learned the hard way.

Watching My Girls Navigate Their World Together

By Vicki Goodnight, Parent, Spring, TX

Abstract: The author shares the lessons she 's learned about orientation and mobility and how she felt

recently when her daughters ventured beyond her expectations.

Key Words: blind, family, expanded core curriculum, orientation and mobility

It's amazing to me the issues that each new year brings being the parent of a visually/physically impaired

child. How many things we each take for granted every day, even knowing that as parents of our "special" kids

we pay extra close attention to these kiddos and what they do daily. This past school year has been an incred-

ible learning experience, not just for my children, but for my husband and me as well.

We have three glorious daughters, our sweet, inquisitive and very active five-year-old Elizabeth, the very

lovely, kindhearted and extremely shy Brittany and our tell-it-like-it-is, fun loving Dani. Both Dani and Brit-

tany are thirteen. They are very involved in school and, of course, boys and are as close as twins even if they

are stepsisters. There is one major difference though, Dani is visually and physically impaired and is in a

wheelchair. That doesn't stop them from doing everything together and they are probably even more creative

than most kids their age because of it. But as they have gotten older, watching them spread their wings

together has taught me a lesson this year. This was one lesson that scared me to death.

Dani has a power wheelchair (a freedom for which I am eternally grateful) that she got at the end of second

grade, four years ago. Though she is visually impaired, she has enough sight to maneuver a chair (another of

those eternally grateful things). It took about a month from the time we received the chair to realize that even

though she could now go wherever she wanted, whenever she wanted (almost), she didn't. She stayed in one

spot until someone directed her to "go. ..turn right. ..backup," you get the idea. At that time Dani was already

receiving VI services through school and I mentioned this problem to her VI teacher. She suggested that Dani

might need an O&M Evaluation. Well, after explaining to me what yet another acronym meant"- O&M stood

for Orientation & Mobility—I thought it sounded great! You mean that there is a specialist that can work with

our daughter to make sure she understands directionality, the space in which she moves and the movement

itself? Wow! Yes! Sign us up! So, of course we had an ARD on this and determined that Dani did need such a

program, even if only an evaluation to begin with, because as we all know, you can't get a service without first

having an evaluation.



They came and did this evaluation and then suggested Dani needed brightly colored cue cards to lead her

around the school. These cards showed her where to stop for class, where the nurse was, the door to outside,

etc. These signs were neon colored and placed where Dani's field of vision would be. That was it. That was

what Dani's O&M evaluation provided. Such a simple little change that no one thought to try before and guess —
what? It worked, for a while that is. ^

Blessedly, I discovered TSVBI this year and our family has benefited in so many ways throughout the year

because of them. Going in to all the ways would be a book so I'll talk about what is relevant for us now. S
Through TSVBI, I have found the ability to keep searching until I find what Dani needs, the ability to actually

say "my daughter is visually impaired" and most importantly putting those two things together and realizing

that there is help out there from those who have done this before. We aren't as alone as we thought.

Well, I started this story talking about Dani and Brittany growing up. You see, I have realized this year

how Dani has compensated to deal with her vision impairment and the mobility issue. At school Dani traverses

mainly empty hallways and has those visual cues especially for her. At home she has a lifetime of knowledge

of how to get around. Outside those front doors however, is a whole world of places with no brightly colored

signs designed to lead her around, no well worn wheelchair path in the carpet and millions of corners without

the telltale gouges in the drywall from close encounters with a 350 pound power chair. Dani has let her sister be

her guide-her eyes to the world if you will. Brittany will stand between her and the curb or hold her hand over

Dani's to guide her through crowded spaces making sure to keep Dani and others safe.

Just last weekend the two, joined by a friend, decided to go to the Eckerd's at the front of our subdivision

by themselves. When I told them they could walk up there, you would have thought they had won the lottery

they were so excited. Into their room they went to collect money, and of course, fix hair and makeup because

we all know how important it is to look your best when going for a thirty-minute walk in the 93-degree heat.

They packed up a bag with water, a cell phone and snacks (taking snacks when you are headed to the store is

also a must). Well, my husband and I had errands to run as well and left before they were ready to go. Halfway

between our second and third stop I chickened out. I couldn't help thinking that it's too hot for Dani and she

won't know to tell Brittany, they'll need something and I won't be there... yada, yada, yada. I finally begged

my husband to go home so we could at least drop the girls off at Eckerd's. Surely, it would be just as fun if they

just walked home after being at Eckerd's alone, right?? I was wrong, but close.

After dropping them off at the store, we continued our errands. Two hours later, I still had not heard from

them that they had made it safely home. As I once again am making my husband speed across town towards

home, I called them on my cell phone and Brittany answers the phone, obviously out of breath but otherwise

fine saying they were almost home. "What! You were at Eckerd's for two hours??" The reply I received scared

the daylights out of me. Brittany said that they finished at Eckerd's a long time ago and crossed the road to go

to the pharmacy on the other side. At first I thought that this was no big deal because I knew that they would be

crossing roads while heading either to or from the store. Then it struck me that the road they had to cross was

a major four lane road with a turning lane and no crosswalks. My heart did not quit pounding for days (as a

matter of fact I am doing deep breathing exercises with a paper sack right now). Upon my arrival home, I

discovered that not only did they enjoy the pleasures of shopping, and cross a major road they had no business

being near, but they also added to their adventure by stopping at a pizza parlor on the opposite corner on the

way home. (Yes, that meant they crossed the same busy intersection again.) Other than being grounded for the

next century for doing things that were so obviously against the rules that they did not need to be verbalized.
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they survived. Despite the terrible fear that I experienced after the fact, I did realize they are growing up and

remembered what it was like to find freedom at that age.

Though it warms my heart to see these girls so close, another thought recently struck home: Brittany is not

always going to walk beside her sister! The time is fast approaching that their wings are going to spread in

different directions, they will fly to different ends of the earth and Dani needs to be able to face those curbs

alone.

As my husband and I contemplate the monumental task of teaching Dani how to navigate through a sea of

blur in a world dominated by cues for the non-visually-impaired people, I remember that long-ago experience

when I first heard the VI teacher explaining O&M to me. Empowered by the memory and armed with new

knowledge gained from the oodles of information shared by TSVBI, I decide that its time to request more

services from the O&M specialist. It's time for our daughter to learn how to make her way in the world.

She needs to learn to navigate this world so she can do what all girls her age do: go to the mall; go to the

movies; hang out at the skating rink; or even just take a walk down the street to check out the cute new boy who
just moved in. These are skills that our other children learned by watching (OK, not checking out the new boy)

but Dani needs to be taught. Though I know we are ultimately responsible for her knowledge, I also know that

some tasks are more than we can handle alone and that there are people out there trained to do this who want

to help us.

It took us thirteen years to realize (and accept) this need and we have a lot of catching up to do to prepare

Dani for her future. I'm just appreciative of all the lessons we learned this year and look forward to facing the

new ones we've yet to discover!

Over There

By Cathy Anne Murtha, Access Technology Trainer, Sacramento, CA
Reprinted with the permission of the author.

Abstract: An amusing take on some difficulties the author encounters while asking for directions.

Key Words: blind, family, personal experience, expanded core curriculum, orientation and mobility

Editor's Note: The following article was written by Cathy Anne Murtha, an Access Technology Trainer

who specializes in teaching blind individuals how to access their computers. Her amusing take on some ofthe

difficulties she 's encountered when receiving directions is a wonderful reminder to everyone ofthe importance

of avoiding vision-based terms when giving directions to individuals that are blind or visually impaired. The

article has been published in several countries and by several of the affiliates ofACB and NFB in their news-

letters. Cathy says she wrote it when she was in college, not thinking that it would be so appreciated by the

community. Cathy Anne may be reached at <http://www.accesstechnologyinstitute.com/intouch.html>.

As my guide dog and I stood in line at the checkout of the River City Market at CSUS, I asked the cashier

what I considered a simple question. "Where are the napkins please?" Her response was hurried, but sincere,

Over there."



Emerging from the light rail for the first time, I managed to catch the attention of a passerby. "Please sir,

can you tell me where I might catch bus 63?" A kind voice offered a pleasant response before disappearing into

the cacophony of the early afternoon, 'You can catch it, 'over there.'"

So many things reside over there — napkins, bus stops, pencils, pens, clothing racks, department stores

and even my shoes! A never ending supply of important and indispensable items and locales all reside in this

place which is shrouded in mystery and intrigue.

I stand in perplexed silence after learning that something is over there. It is a place I have never been and

have no hope of finding on my own.

My guide dog is quite skilled in finding chairs, stairs, elevators, escalators, helping me cross streets, and

can even find me the Diet Pepsi display at Food Town; however, when I tell her to find "over there" her little

bottom hits the floor and a small whimper tells me that she is as confused as I.

We will not be going "over there" today. Over there has caused me a bit of vexation, a lot of confusion

and, on occasion, made my heart race.

I have discovered that "over there" can be a dangerous place. One day, while crossing a street, I heard a

driver's irritated voice shout out a warning of a truck bearing down on me from over there. Shadow artfully

dodged the oncoming vehicle and pulled me to the safety of the curb. Our hearts were both racing as we took

a few moments to compose ourselves.

Close encounters with over there can be frightening experiences.

Although many blind people have wondered as to the exact location of "over there," few have dared to

venture forth in an actual exploration of the mysterious place.

One day, while standing in line at the supermarket, I asked the clerk where I might find the aspirin. With

a cheery smile in her voice, she informed me that the aspirin was located "over there." With a weary sigh, I

decided that I would take the extra step that would unravel the mystery, which had vexed my compatriots since

the beginning of time.

Taking a deep breath, and attempting to look nonchalant, I smiled at the clerk, "Where," I asked, "is over

there?" I imagined the girl's shocked expression. I felt her sharing condescending and concerned looks with

her fellows in the store. The silence grew palpable as they mulled the possibility of allowing a blind person

access to the forbidden land.
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She had no choice; she would have to tell me how to find "over there!" I had won! Exhilaration swept

through me as I waited in breathless anticipation.

A victorious smile crept to my lips, my hand tightened on the handle of Shadow's harness; we would soon

be going over there! The clerk's voice reeked with resignation as the decision was made. "That way," she

said.



The Simple Things Are Never Really Simple...

By Shawna Mann, Parent, Mabank, TX

j Abstract: A mother discusses her sons 'journey toward independence, and the importance ofteams work-

ing together to support a child, and support one another as well.

< Key Words: visually impaired, family, expanded core curriculum, independence, teams, advocacy

W I stood next to the salad bar at the Golden Corral tonight and watched my son, Ben, maneuver his way
back to our table. I'm sure those around me thought I was crazy as the tears streamed uncontrollably down my
cheeks. He cautiously counted tables as he held his plate tightly in both hands. His feet took such careful steps

that no one around him could have guessed he is visually impaired. I held my breath as he stopped next to the

row that held our table. I watched him listen carefully as he slowly scanned the row. There was nothing in his

sight to distinguish our table from the other four. He stood for a minute and then softly called "Mom?"

I wiped my eyes and stepped toward him. He recognized me immediately. "It's the second one," I told

him softly. His face beamed as he moved to our table and took his seat. This was a victory. He had safely and

successfully made his way across a crowded restaurant carrying his own plate. It's a simple thing, really. Kids

his age do it all the time. So why was I crying?

We have three beautiful children. Our daughter, Kaelin, is nine, Ben is seven, and our youngest son,

Logan, is five. Ben and Logan are affected with x-linked juvenile retinoschisis. They are both considered

legally blind. One of the greatest things I have learned from my children is there are no "simple things".

Ben's unescorted trek across the restaurant was the culmination of five years of hard work. We have

always pushed the boys to be independent. We preach self advocacy on a daily basis. As parents, that is our

job. However, our boys would not be where they are today without the collaboration of some incredible

teachers, paraprofessionals, and administrators.

In the beginning, there were Linda Ashmore and Tressie Schindler. Ben was three, Logan was one. They

not only taught the boys, they taught the rest of the family as well. Kaelin began learning Braille and the art

of being a sighted guide at the tender age of five. Words of encouragement and reassurances that this was

"normal" were plentiful. Ben received services during his PPCD class. Logan received services at home.

Both teachers made every minute count. They collaborated with each other and both of them reinforced the

other's goals for each lesson.

Ms. Ashmore reinforced Ms. Schindler's O&M lessons by allowing Ben to navigate the maze of halls

through the school before each Braille lesson. Ben also received OT for fine motor skills and speech. Both

teachers planned activities into their lessons that reinforced what the OT and speech therapist were doing as

well.

When Logan was two, Ms. Schindler began taking him on O&M field trips once a month. One of his

favorite places was the local grocery store. The week before the trip, Ms. Ashmore provided enlarged pictures

of various fruits and vegetables with their names in both large print and Braille. Then Ms. Schindler brought

a school bus to the house in order to take us. Once there, Logan was asked to locate and match items to the

pictures. We still play this "game" each time I go shopping. He is probably the only five year old who can

recite the layout of the produce section.
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Unfortunately, after two years, my husband's job changed and we moved to Region X. However, we were

once again blessed when Ms. Sandra Greenman came into our lives. Logan started PPCD. Ben started kinder-

garten. She collaborated with both classroom teachers to ensure that they received as much from each day as

possible.

Logan became such a powerful self advocate that we had to ask to him to tone it down. He spoke up very

loudly whenever there was something he could not see. She worked with us, the PPCD teacher, and Logan to

explain the importance of self advocacy as well as the polite way to handle it. ^>

Ben also thrived under her instruction. His Braille took off and he learned to navigate the new school

quickly. She knew just how hard to push without frustrating him. When he was worried that the CCTV made

him "weird," she collaborated with the classroom teacher to make it "cool." In March of his first grade year,

however, something odd began to occur. I began getting daily reports from her that Ben was excessively tired.

I backed up his bedtime and didn't think anything of it. She called again two weeks later to report that he was

still fatigued. I voiced a concern that he was using this as an excuse to get out of work. She didn't agree and

encouraged me to take him for a checkup. Ben was severely anemic. The guilt I felt was overwhelming, but

it didn't last long. She quickly offered support and ideas for helping him get through it without falling too far

behind.

Once again, we find ourselves starting anew in yet another district. We have been blessed with a whole

new group of professionals. So far, everyone has been wonderful. Both boys (and both parents) have made the

transition without any major issues. I credit this to the expertise of each and every one of their current and

former teachers.

I've heard the saying "it takes a village to raise a child." When it comes to special needs children, it takes

a team. Each and every member of the team is equally important. If any part of that team breaks down, huge

gaps develop in the child's development. It is also important for each of the team members to support each

other. The family must support the TVI and O&M. In turn, they must support the family. As paraprofessionals

and classroom teachers are added, they must also be welcomed as part of the team. Most importantly, they

must all support the child.

Horror stories in special education are abundant. As an advocate for parents, I have heard many of them.

One of the most common complaints is a complete breakdown in support of the other team members. Teachers

become focused on their issues and don't consider what the family is dealing with and vice versa. As parents,

we must advocate for our children. However, we must also keep an open mind in listening to other team

members' ideas and opinions. It's easy to remember to voice our dissatisfaction, but it is vital that we remem-

ber to praise our teachers. Teachers must remember to give family members an occasional pat on the back as

well.

We may all come from different areas of expertise, but our goals are the same. We want to raise a well

adjusted, well educated, confident young adult. With the support of some incredible teachers, I know that

navigating crowded restaurants will get easier for Ben. I know that Logan will not have a problem shopping

for his own groceries. I know that both boys will grow to be happy, independent adults. I also know that as

parents, we will survive.
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A Parent's Perspective and Reflections from Capitol Hill:

the AFB Josephine L. Taylor Leadership Institute

By Laura Boenig, TAPVI Co-Chair, Portland, TX

Abstract: This article gives a summary of the AFB Josephine L Taylor Leadership Institute, which was

held in Washington, DC in March.

Key Words: blind, family, conference, advocacy

I recently had the privilege of being invited to attend the American Foundation for the Blind's Josephine

L. Taylor Leadership Institute that was held in Washington DC in March, 2004. It was with gratitude and

enthusiasm that I accepted.

I found out that our Washington leaders were misinformed as to what is happening in our nation concern-

ing the special education system. Panel members discussed such things as parents regularly attending initial

individual education plan meeting with lawyers in tow and discipline needing to be the same for every child

regardless of their disability. One of the panelists stated that special education teams have checklists that are

checked off as the child learns a particular skill, and that a three-year Individual Education Plan will help

because teams will be forced to look further into the child's future.

After listening to all the presentations, I am now aware that we as parents need to help our nation's leaders

understand the parent's point of view. The No Child Left Behind law and Individuals with Disabilities Educa-

tion Act (IDEA) together will greatly influence whether our visually impaired children get the education they

deserve, including appropriate materials in a timely manner. It is critical for parents to have a voice in decision-

making. Our leaders are not aware that we struggle every day to have our children receive an appropriate

education. They don't know that we give the school months— and sometimes years— to fix problems before

resorting to legal action. Nor do they understand that giving a student an individual education plan in the 1
st

grade and not reevaluating him or her for three years may not identify modifications and skills needed to keep

up with his peers. It is our duty as parents to inform them of our experiences and let them know why we feel it

is so vital that our child's needs be met. Until we, parents who understand special education, inform them, they

will continue to be misguided.

The information that was presented to me spoke volumes on who has the leaders' attention. It is not the

parent or those working so hard in classrooms with our children. I believe it is the people running the special

education system and the administrators who handle the money. We can help our leaders understand the barri-

ers our children face so that they are not left behind. It will take us working together with other advocates,

agencies that serve the visually impaired, and our association memberships to make a difference. One thing

that was consistently said was that parents make the most impact on our leaders, by providing personal expe-

riences. We need to write letters to our leaders explaining what we need and why we need it.

You may know that the blindness field is faced with a critical legislative year in 2004. To ensure that

children who are blind or have low vision receive comprehensive education services appropriate for their

unique needs, the field of blindness will need to continue to be diligent in educating and advocating for appro-

priate services to school personnel, policy makers, and the general public. Keep up-to-date on public aware-



ness and advocacy activities by joining Choices for Children (CFC). This is an important field-initiated cam-

paign consisting of individuals and organizations representing adult consumers, parents, and students with

visual impairments, and professionals who teach and assist them. Go to <www.afb.org/idea.asp> to find the

membership form for Choices for Children or contact CFC cochair, Mary Ann Siller from AFB at

<siller@ afb.net>.

Another important resource is the American Foundation for the Blind's Words from Washington. This is a

free biweekly electronic legislative newsletter from AFB 's Policy, Research and Technology Group. It focuses

on the most significant legislative and policy issues of interest to the blindness community currently being

addressed in Washington, D.C. Review back issues here and subscribe to Words from Washington via e-mail at

<www.afb.org> through the advocacy section and more specifically at <http://www.afb.org/

info_documents.asp?collectionid=3>.
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Your Glasses Must Be on Your Face

(Not in Your Trombone Case)

By Virginia H. Owen, Retired Teacher of Students with Visual Impairments and

Jacob's Grandmother, Houston, TX

Abstract: A grandparent relates herfamily's adventure of keeping up with her grandson 's eyeglasses.

Key Words: blind, family, personal experience, eyeglasses, organizational skills

Jacob, a 5th grader, had misplaced his glasses again. His parents were not thrilled at the prospect of

having to buy another pair. He is a responsible student by nature, but he has a characteristic of being forgetful.

Being in the stage of preadolescence, it is very important to look like the other students. As he sees it,

wearing glasses sets him apart from his classmates. Jacob knows that he has a serious visual limitation, but

would rather keep the glasses off than to wear them for school work. In Middle School, it is very important to

a student to appear "cool."

As instructed by his parents, he did a search of all the places at school where they might be. The glasses

did not turn up. His mother went to the school and did a search herself—to his locker, to the Lost & Found, to

the classrooms, to the Band Room. She did not find them. Things became tense at home.

Then Jacob had a light bulb moment. "I think I know where they are! They're in my trombone case!" He
raced to the room where he liked to practice trombone, and there were the glasses, safely tucked away in the

case. That saved the day, and Jacob was out of hot water.

Since I am his grandmother, and not the authority figure in his life, I can do a little teasing with him, while

still trying to make a point. "Jacob, your glasses should be on your face, not in the trombone case," I told him.

He grinned at me in a sheepish way, which made me know that he was listening to me. His parents and I hope

so.
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Is My Child Getting a Quality VI Program?

By Cyral Miller, Outreach Director, TSBVI

Abstract: This article provides families with some guidelines to help assess if the IEP is meeting the

vision-related needs ofa child with a visual impairment.

Key Words: family, visual impairment, IEP, services, quality, guidelines, QPVI

Have you ever wondered whether there is a measurement system for how your child's program is meeting

VI specific educational needs? How would you know whether these aspects of programming are truly "qual-

ity"? Among all the buzz about educational standards and accountability, how can you tell whether your

child's unique needs related to the visual impairment are being met?

While every child is different, the reason that your child is eligible for special education in the category

"visual impairment" is that his or her visual functioning requires specialized services. Parents are - by law -

members in the team which must meet at least annually to determine whether your child is eligible for special

education, review evaluation in all areas related to your child's disability and design an individualized educa-

tional program (IEP). For students with visual impairments, there are additional areas of essential educational

programming for the committee to consider, known as the Expanded Core Curriculum (see #4 below).

Following are some guidelines for ways to analyze VI specific parts of your child's IEP.

1. THE IEP SHOULD REFLECT THE IMPACT OF THE VISUAL IMPAIRMENT.

Is there a functional vision evaluation (FVE) that clearly and accurately describes her visual function-

ing?

Are there recommendations for modifications related to the visual impairment to be implemented in

the classroom?

Are there plans for material preparation if your child needs adapted materials?

For students who are deafblind, there are additional considerations due to the additional sensory loss. The

Texas Deafblind Project has developed a DB IEP Quality Indicators checklist for your use. This document,

accessible at <www.tsbvi.edu/Outreach/deafblind/indicators.htm> is a very useful organizing tool to help you

evaluate your child's program.

2. THE IEP SHOULD REFLECT THE ROLE OF A CERTIFIED TEACHER OF STUDENTS
WITH VISUAL IMPAIRMENTS (TVI).

What type of service is being provided by a TVI?

TVIs provide effective services both directly to students and indirectly by consulting with the other team

members, ensuring that adapted materials are available, and meeting with families and related agency person-

nel. If you have questions about the terms direct versus consult services, a good article to review might be

"Related Services: Direct versus Consult" from SEE/HEAR <www.tsbvi.edu/Outreach/seehear/spring98/>.

The role of the VI teacher will change as your child gets older, learns new skills or is served in different

settings. An important goal is to teach self-advocacy skills so your child can independently get many vision-
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related needs (such as adapted materials, preferential seating, or readers) met. Talk with your TVI to find out

what specific instruction and services your child needs from this specialized teacher. One aspect of a quality

VI program is definitely good communication between parents and the TVI (and other team members).

How much time is being provided by a TVI?

This should be directly related to your child's assessment and IEP. Many parents think that the more time

a TVI spends directly with their child, the better, yet not all children need direct instruction from a TVI and

typically not in all subjects. Some skills are typically best taught by a certified teacher of students with visual

impairments, such as use of specialized equipment, low vision device training and other visual efficiency

skills, use of the abacus or slate and stylus, braille reading skills and some daily living skills. These can then

be reinforced and practiced with others.

>
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3. THE IEP SHOULD REFLECT THE ROLE OF A CERTIFIED ORIENTATION AND MOBILITY
SPECIALIST (COMS).

Is there an O&M evaluation and/or IEP goals?

Children must move and interact with their world to learn. Safe and efficient movement is critical to

lifelong learning. If your child's visual condition effects her orientation and movement in her home, school or

community, a COMS should be involved in her education. Look for an evaluation of your child's O&M skills

and a determination on whether O&M services are needed. The need for O&M instruction varies for each

child each year. If your child is entering a new setting or a new developmental level, starting a community job

or changing classes, she may have a greater need for O&M than in the past. Orientation and mobility is one of

the expanded core curriculum areas (see the next section) considered critical for the education of children with

visual impairments.

4. THE IEP SHOULD REFLECT THE EXPANDED CORE CURRICULUM.

Does your child's IEP include goals related to areas beyond academics? The expanded core

curriculum is the heart of specialized VI programming.

A major consideration should be to ensure that your child is being assessed and instructed as appropriate

in what is called the Expanded Core Curriculum. These areas of instruction were highlighted as part of the

National Agenda for the Education of Children and Youths with Visual Impairments, Including Those with

Multiple Disabilities based upon how the presence of a visual impairment can affect a child's ability to learn

necessary life skills. More information is available on each of these areas at the TSBVI website <www.tsbvi.edu/

agenda/index.htm>. A visual impairment puts children at risk for missing critical competencies that sighted

children learn by observation. So, check your child's IEP and see if these areas are being addressed:

1. Compensatory or Functional Academic Skills, Including Communication Modes - includes

concept development, vi specific study and organizational skills, braille, calendar systems, tactile

graphics and adaptations necessary for accessing all areas of the existing core curriculum, such

as literacy instruction (see below)

2. Orientation and Mobility - skills for accurate body image, spatial awareness and safe and effi-

cient movement

11
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3. Social Interaction Skills - interaction and relationship skills that are difficult to acquire without

systematic instruction

4. Independent Living Skills - daily living skills to promote independence in personal life

5. Recreation and Leisure Skills - organized exposure and skill development that match interests

and abilities with options for fun

6. Career Education - learning about the world of work and skills for meaningful and appropriate

personal career goals

7. Technology - skills and the necessary equipment to hook into the information technology explo-

sion and succeed in school, recreational and career areas

8. Visual Efficiency Skills - systematic instruction to maximize use of functional vision, low vision

devices or low vision technology

As a parent, you will want to ask the teacher of visual impairments (TVI) and certified O&M specialist

(COMS) to review assessment in each area with you as a basis for developing priorities for your child. Not

every child will need instruction in every area, but the only way to find the gaps is through systematic assess-

ment. Informal checklists and assessment tools as well as academic records and progress notes should be

collected from many members of the team and shared. This allows the team to compile a comprehensive

review of your child's current functioning. Remember that you are part of the team, and your information

about how well your child uses skills in daily living, recreation and leisure, and social skills in the home setting

is crucial. Your knowledge of your child's level of functioning in these areas and others is necessary for the

school to have an accurate overview.

Although your child is eligible for schooling from birth through age 22, most skills are best learned in

small stages throughout educational years. Go over the Expanded Core Curriculum with your VI staff and ask

when specific skills in each area will be addressed.

5. THE IEP SHOULD REFLECT VI SPECIFIC INPUT INTO LITERACY INSTRUCTION.

Is there a Learning Media Assessment (LMA) that clearly defines how your child will access

written materials (as well as other materials)?

Literacy is an area of compensatory skill programming. An LMA will be important for decisions on

whether your child will read tactually, with braille or tactile symbols, regular print and pictures with low vision

devices, or enlarged print. Although developing literacy skills is emphasized in regular education programs,

researchers are continuing to investigate how best to support instruction for visually impaired students. Cay

Holbrook and Alan Koenig's research (Holbrook and Koenig, "Ensuring High-Quality Instruction for Students

in Braille Literacy Programs," JVIB, Nov. 2000) found widespread professional agreement that daily direct

instruction from a certified VI teacher for one to two hours each day is essential for a child engaged in begin-

ning braille literacy. These researchers and others have also studied literacy instruction for students with low

vision. The amount and type of instruction for your child will vary based on your child's visual needs and her

age, learning styles, presence of other disabilities, and instructional setting.
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Is your child making progress in reading?

You need accurate information about your child's reading levels. Some students struggle with reading for

reasons that are not related to their visual status, and more time from a TVI may not solve the problem. For

others, the visual impairment causes significant access issues and a TVI is the best professional to support your

child's literacy instruction. These differences are not always easy to diagnose. Usually reading problems are

best addressed by a team that includes the reading instructor or specialist working with the VI teacher to

diagnose the source of the challenge and design a successful program.

6. THE IEP SHOULD REFLECT A LONG-TERM VIEW OF EDUCATION.

Is there a transition focus to your annual IEP development?

According to the Individuals with Disabilities Act, the goal of special education is to prepare students for

employment and independent living. There are so many areas to think about in writing IEPs that it can become

overwhelming. Remember that each year builds upon the last, and that there is a team to help you. You might

want to seek out older students and adults who have visual impairment to develop a model for your child's

future. Most people haven't come into contact with many blind or visually impaired adults and question what

is possible. It is helpful to cultivate dreams for your child's adult (or at least young adult) life and then try to

design each school year to lead most effectively towards making those dreams come true. This will help you

to decide if the IEP goals are important, reflect your child's abilities and strengths and preferences, and will

help her grow up to find a fulfilling life.

WHAT IF MY CHILD DOESN'T HAVE AN IEP WITH VISION SPECIFIC GOALS?

If your child has a visual impairment that qualifies her for special education, the team must ensure that

evaluation of current functioning in all areas related to the disability have been reviewed in developing an

annual IEP. If your child does not appear to have any IEP goals or recommended modifications for instruction

that reflect the presence of a visual impairment, or any role for a TVI related to the visual impairment, ask to

see the informal assessment in all areas of the expanded core curriculum. Decisions on the type and amount of

VI service delivery should be based upon how your child is doing in all areas related to the disability.

So, how do you know if your child's VI specific program is high quality? Ask questions, look for progress,

check that all areas of the expanded core curriculum have been assessed and addressed and that appropriate VI

professional support is available. A quality VI program addresses the impact of vision loss on learning, and

provides compensatory and specialized skills training so that your child can become a productive and happy

adult.

Note: These guidelines were created in part using information from A Guide to Quality Programs for

Students with Visual Impairments. The QPVI process has been used by many districts in Texas and across the

country to establish overall quality indicators for district programs. You might ask if your district has partici-

pated in that program. An individual student is more likely to receive a quality VI program if the overall

district program is well supported. More information is available on the TSBVI website at <http://www.tsbvi.edu/

Outreach/qpvi.htmx

>
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Screening Students for O&M Training Needs

By Ruth Ann Marsh, C.O.M.S., T.V.I., Mentor Coordinator, TSBVI Outreach

Abstract: This article includes the tool developed by the Orientation and Mobility Division ofA.E.R. to

help determine ifa visually impaired student should be referredfor an O&M evaluation.

Key Words: programming, O&M, screening, travel, visually impaired

In 2002, at the A.E.R. Orientation & Mobility (O&M) Division annual meeting, a committee was formed to

find or create an O&M screening instrument that could be used by both certified O&M specialists and teachers

of the visually impaired to determine if a visually impaired student should be referred for an O&M evaluation.

After reviewing many O&M screening and evaluation instruments, the committee determined that vision

teachers should not be asked to evaluate travel skills in a school setting to predict how well students would be

able to transfer these skills to other settings in home and community environments.

A vision teacher is trained to evaluate a student's functional use of vision as it relates to the academic

environment, but the functional use of vision in academic settings cannot adequately predict the efficiency of

vision use in other settings, especially when safe travel is the goal. Since teachers of the visually impaired in

Texas are required to address the need for an O&M evaluation when performing a functional vision evaluation,

it was decided to identify the vision-related academic modifications that could also indicate the presence of

similar difficulties with the use of vision in a variety of travel situations. The following document was then

created to provide guidance for teachers of the visually impaired who are performing a functional vision

evaluation on a school-aged academic student when addressing the need to make an orientation and mobility

referral. Parents and professionals can use this screening tool as they consider the need for O&M training for

their students. Similar guidelines for early childhood and/or multiply impaired vision students are in the

process of being formulated.

The information on the screening document, as provided below, includes background information, direc-

tions, and screening items. The form in it's original one page, front and back format can be fond on the TSBVI

Website at <www.tsbvi.edu>.

CONTENT OF THE SCREENING INSTRUMENT

To: Teachers of students with visual impairments

Re: Guidelines for requesting an orientation and mobility evaluation by a certified orientation and

mobility specialist

In IDEA (Individuals with Disabilities Education Act Amendments of 1997) Orientation and Mobil-

ity is included as a related service and described as:

(i) ...services provided to blind or visually impaired students by qualified personnel to enable

those students to attain systematic orientation to and safe movement within their environ-

ments in school, home, and community; and

(ii) Includes teaching students the following as appropriate:

(A) Spatial and environmental concepts and use of information received by the senses

(such as sound, temperature and vibrations) to establish, maintain, or regain orienta-

tion and live of travel (e.g., using sound at a traffic light to cross the street);
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(B) To use the long cane to supplement visual travel skills or as a tool for safely

negotiating the environment for students with no available travel vision;

(C) To understand and use remaining vision and distance low vision aids, and

(D) Other concepts, techniques, and tools. [Sec.300.24 (b) (6)]

In Texas, a functional vision evaluation (FVE) can be performed by either a 'professional certified in

the education of students with visual impairments or a certified orientation and mobility instructor'

and must include 'recommendations concerning the need for a clinical low vision evaluation and an

orientation and mobility evaluation.' [SBOE Rules£89.1040 (c)(12)(A)(ii)(l)]

When determining the need for an orientation and mobility evaluation, it is advisable to have some

form of documentation to support the decision. An orientation and mobility specialist has access to

many O&M screening and evaluation documents, but these usually refer to student activities not

frequently observed by a teacher of the visually impaired (TVI). Additionally, IDEA clearly states

that students with visual impairments attain 'systematic orientation to and safe movement within

their environments in school, home and community.' This necessitates that any assessment used to

determine the need for orientation and mobility instruction address the visually impaired child's

ability to travel safely and effectively in all three named environments.

One way to assure that the need for instruction in travel skills is adequately addressed is to have a

certified orientation and mobility specialist participate in the functional vision evaluation, especially

in the required portion wherein the need for an orientation and mobility evaluation is addressed. Or

all visually impaired children can automatically be referred for an orientation and mobility evalua-

tion by a certified O&M specialist. However, when it is necessary for a teacher of students with

visual impairments to make this determination without the assistance of a certified O&M specialist,

the TVI can examine the listed modifications required for the student. Many of the modifications

needed in order for students to benefit from public education also indicate the need for special

training to develop the ability to travel safely, successfully and efficiently in home, school and

community environments.

On the reverse of this document are listed modifications/adaptations for classroom instruction that

also would indicate the need for special instruction in safe, successful and efficient travel in a variety

of environments. If any of these modifications are required for classroom instruction, the child

should be referred for an evaluation of travel skills by a certified orientation and mobility specialist.

Editor's Note: Below is the material mentioned as being on the reverse side of the document.

GUIDELINES FOR REQUESTING AN ORIENTATION AND MOBILITY EVALUATION

Instructions: When determining the need for an orientation and mobility evaluation by a certified

orientation and mobility specialist, the need for any of the following modifications for classroom

instruction could also impact the student's ability to travel safely, efficiently and successfully in the

school, home and/or community environments. Therefore, referral for an O&M evaluation should

be made.
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Modifications for Near Acuity

Headache or fatigue due to eye strain

Use of magnifiers, CCTV, Zoom Text

Use of Braille

Tape recordings of required readings

Use of large print or talking calculator

Use of talking watch

Additional time to complete assignments

Reduced assignments

Use of peer reader or note taker

Reading materials in large print

Modifications for Distance Acuity

Enlarged writing on blackboard

Large high contrast writing on dry erase board

May go directly to chalkboard to see written material

Seating near instructional area

^ Handout versions of board work or overheads

OC Increased time to copy from the board

O Inability to read facial expressions

O Inability to recognize individuals across a classroom

Ph Use of monocular or handheld telescope

Verbal descriptions of pictures, movies, videos, etc.

Additional time for transitions to classes

Modifications for Restricted Field of Vision

Preferential seating to adjust for field loss

Eccentric viewing due to scotomas or field loss

Adaptations in Physical Education due to field loss

Modifications for Environmental Impact

Use of contrasting colors for visual discrimination

Use of black marker on dry erase boards

Use of paper with heavy black lines

Preferential seating due to glare

Wearing of hat or sunglasses due to glare

Use of highlighters for emphasis

Use of color transparencies

Additional time to adjust to changes in lighting

Assignment of an aide to assist/monitor the student

Modifications for Visual Tracking Difficulties

Increased time to copy board work due to oscillation or nystagmus

Adaptations in Physical Education class due to inability to see thrown balls

Headaches caused by eye fatigue
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Additionally, if a student with a visual impairment needs instruction in any of the following disabil-

ity specific core curricula area, an evaluation to determine the need for instruction in travel skills in

school, home and community environments should be conducted by an orientation and mobility

specialist.

• Career Readiness

• Daily Living Skills

• Listening and Study Skills

• Social and Interpersonal Skills

• Assistive Technology

• Visual Efficiency

• Recreation and Leisure

Whenever the following events occur for a visually impaired student, a COMS should automatically

be directed by the ARD committee to perform an orientation and mobility evaluation:

Impending promotion to another grade that necessitates changing schools

• Move into a different school system and/or attendance area

• Expected graduation from public education within two years

• Previous O&M instruction provided to a student transferring into a new district

• Onset or recent identification of a new visual impairment

• Presence of a progressive or unstable visual impairment
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Orientation and Mobility Training for Students Who Are Deafblind:

Going Beyond the Blue Book

By Melvin Marx, COMS, Houston ISD, Houston, Texas

Abstract: This article provides a sampling of modifications in O&M techniques for use with deafblind

students.

Key words: programming, orientation and mobility, O&M, deafblind, modifications, orientation and

mobility techniques

Do you have indelible memories of your collegiate experience? As a graduate of Stephen F. Austin State

University in the field of rehabilitation, majoring in orientation and mobility, I frequently think back on many

positive memories. I fondly remember the orientation and mobility practicum lessons under blindfold in

downtown Lufkin, the chaotic noise of twenty five Perkins Braillers hammering out inharmonious melodic

lessons in the Braille 301 class, or waking up at 8: 10 for Dr. Weber's 8:00 Rehab classes. Do these memories

ring a bell? These may be a few of your favorites as well. For me, each memory holds a special place in the

journey of what makes me who I am.

17



I believe that for all orientation and mobility professionals one memory that makes a lasting impression in

the field of O&M is the study of the "Blue Book." The "Blue Book" is officially entitled Orientation and

Mobility Techniques: A Guidefor the Practitioner. Written by Purvis Ponder and the late Dr. Everett "Butch"

Hill, the "Blue Book" is chock-full of precise technological application on every pre-cane and cane technique

known to the O&M field. This book is a point of reference for every O&M who has reached out to teach and

empower the life of a visually impaired or blind student. If the O&M profession had a bible, the "Blue Book"

would be it.

Full of confidence and success in my "Blue Book" knowledge and teaching strategies, I continued along

teaching fellow coworkers and students in the utilization of proper O&M techniques. I continued on my daily

crusade of furthering my students' independence until one day when I received a phone call from my supervi-

sor. She instructed me to go and evaluate a new student who was entering our program. This particular student

was totally blind and profoundly deaf and yet cognitively on target with his age. As I began working with this

student, I quickly came to a shocking reality. My method for teaching the "Blue Book" techniques to this

student was functionally impossible.

Needless to say I did continue working with this student and eventually had many success stories in

relation to developing his understanding of O&M concepts and the purpose for their use. I have also discov-

ered that, as the years have gone by, I have evaluated and picked up more of these students for O&M service.

Tragically, however, I have come to find out that this population of students is highly underserved. Probably

the largest reason has to do with the lack of preparation and schooling in this specific population. When it

comes to teaching students with dual sensory impairments of vision and hearing, we in the O&M field must be

willing to step out of the box of standardized teaching. Modification of what we have learned from the "Blue

Book" must become our mantra.

The information that follows is a sampling of a few modifications to the O&M "Blue Book" techniques. I

hope you find this material helpful as you assist your deafblind students in achieving the highest level of

independence that they deserve to reach.

• In teaching sighted guide the traditional method can be taught having the student holding on to

the guide's arm just above their elbow. For younger students the grip will have to be modified to

holding the guide's index finger or wrist depending on height and strength needs.

• For more receptive communication to assist the student's knowledge of what is coming up in his/

her environment, move the student's sighted guide position to a hand under hand guidance. This

method will allow the guide to wrap his/her thumb on top of the student's hand for more proprio-

ceptive feedback. The examples listed below should be given to the student right before the

requested movement takes place:

Left turns: hand movement goes twice towards the left.

° Right turns: hand movement goes twice towards the right.

Ramps: Angle hand 45 degrees in a descending or ascending direction depending on how you

are traveling on the ramp. Give an upward or downward hand motion, in the 45-degree

position, twice to indicate the direction of the ramp.

Straight ahead: a forward surge of the hand given in intervals depending on the length of the

straight travel.
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° Stop: hand moves from a degree position to a 90 degree position. Pause in the stopped

position to relate the requested action to the student.

Advanced directionality: This is for students who are emerging in their understanding of sign

language. The directions left and right can be signed with an "L" or "R" in the student's

hand to communicate which direction they are being requested to take.

Up: hand movement goes twice in an upward elevation.

Down: hand movement goes twice in a downward elevation.

• If some students need more proprioceptive feedback to grasp the concepts of up and down, have

the hand under hand guidance also establish contact at the guide's waist. This will give addi-

tional communication to the student to the length of the step up or drop off.

• Touch cues have additional communication benefits for students who are utilizing adaptive

mobility devices or for those who are engaged in trailing activities. These examples should be

given to assist the student in understanding movement they are being requested to initiate.

° Left turn: Using your index and middle fingers, make a sweeping motion down the student's

left upper arm.

° Right turn: Using your index and middle fingers, make a sweeping motion down the

student's right upper arm.

° Straight: While standing behind the student, make a sweeping motion across the student's

shoulder with the side of your hand. Your pinky finger should be the only finger of contact

on the student.

Stop: Place your hand firmly on the student's upper shoulder.

° Squaring off: You will need to have good rapport with your student for this modification.

The reason for this is because you will be physically maneuvering his/her body into a correct

positioning initially. After using the stop touch cue, drag your index and middle fingers

down the middle of the student's back to indicate squaring off. Position the student so that

their shoulders and feet are touching the wall in the correct squaring off position. Then give

the student a positive "good job" touch cue by patting them on the shoulder.

For all of these modifications the key is repetition. Remember, Rome was not built in a day. Your students

will need these modifications routinely in order to gain understanding of their purpose and meaning. May
these initial modifications assist you in teaching your children to develop to the fullness of their O&M poten-

tial.

Editor's Note: Melvin Marx graduatedfrom SFASU in 1991. He has worked both in the rehabilitation

and educational fields. He has received specialized training in the area of deaf-blindness from The Helen

Keller National Center in Sandspoint, New York. For the past twelve years Melvin has been employed by

Houston 1SD. His specialty areas of training include the multiply impaired and deajblind populations. You

may contact Melvin by email: mmarx@houstonisd.org

•
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The Early Braille Readers Project

Holly Cooper, Ph.D., Outreach Technology Consultant, TSBVI Outreach

Abstract: The Early Braille Readers Project, a grant-funded two-year project begun in the 2003-2004

school year, provides specific braille technology and training for vision teachers and classroom teachers of

braille-reading students ages 5-7. Infusing the classroom environment with braille and including the braille-

reading student more fully in educational activities with print-reading peers is encouraged.

Keywords: braille literacy, inclusion, Mountbatten braille writer

At the beginning of this fiscal year our grant, The Early Braille Readers Project, finally was funded after

a wait of almost a year. Many of our readers may be familiar with this project, as we published an announce-

ment in the Winter 2003 See/Hear newsletter. We received funding to purchase some high tech braille writing

devices, and to support the use of these devices through face-to-face and distance instruction. But the grant is

not about making technology available to students, it's about giving braille reading students more opportuni-

ties to read braille, giving them more opportunities to be included in classroom activities with their print

reading peers, and making braille writing easier for the students and teachers.

This two year grant funded a total of 20 different students in kindergarten and first grade classes across

Texas. Ten began in the 2003-2004 academic year, and ten more will be added for the 2004-2005 academic

year. To make the greatest impact on the students' education, we wrote the grant for students who were 5 to 8

years old, primarily braille readers, and at or near grade level for their age compared to their print reading

peers. According to the state census of students in this age group, we estimate we will provide services to

almost two-thirds of the braille reading students in those grades in Texas! That's a big impact on a very small

population.

To participate in this project, regional Education Service Centers were contacted and given the opportu-

nity to apply for partnership with the Early Braille Readers Project. Students in partner regions were then

eligible to apply. Since we got off to a late start with our funds not being dispersed until after the school year

started, we scrambled to contact partner Service Center consultants for students with visual impairments to

help us locate students and their teachers who were in the correct age and ability range. By late October, we
were able to fill a workshop with teachers interested in training on the technology.

As vision teachers, we are aware of the vast differences in access to reading materials between print and

braille users. Sighted children grow up in a world in which they are able to use vision to gain information from

both near and distant sources. They see print everywhere in the world around them. Early in childhood

potential print readers begin to recognize and attach meaning to signs, symbols, and letters, as any parent of a

toddler who sees a sign for their favorite fast food restaurant will testify. Strong correlations have been estab-

lished between environments rich in print and children's early success in learning to read. Preschool and

kindergarten teachers routinely label items around the room, post signs and schedules, provide books and

consumable print materials, and do art and learning activities which use letters and words. Our students who

are blind miss out on many of these rich opportunities. Parents and early childhood service providers struggle

to find and make books in braille, but this is just a small part of the literacy experience of young children.

There have been great strides in technology for braille users in the last decade. Unfortunately, most braille

reading students in the primary grades do not have access to much of this technology. Our grant selected one

device, which we believed would be versatile and easy to use both by the student and by the teacher. This

device was the Mountbatten Pro braille writer, which has features allowing it to: be used as an electronic
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braille writer; connect to a computer keyboard and will output braille; connect to a visual display device and

show in print what is written in braille; connect to a printer and output in print; and connect to a computer, and

with braille translation software, be used as a braille embosser. The Mountbatten also has voice output capa-

bilities and speaks the letters or words as the user writes. Because of the ease of use this device provides in

going from print to braille and braille to print, we believed it would be an ideal device to enrich the literacy

environment of braille reading children. We also believed it would facilitate interaction between the print

reading general education teacher and the braille reading student, and between the braille reading student and

the class peers.

In October, we began to meet our participants, and shortly thereafter we began to go on site visits to

deliver the equipment, set it up, and teach the vision teacher and classroom teacher to use it. It was February

by the time all sites were set up. We had three students in Region 4 (Houston and surrounding counties), two

students in Region 6 (Huntsville and surrounding counties), one student in Region 12 (Waco and surrounding

counties), three students in Region 13 (Austin and surrounding counties), and one student in Region 19 (El

Paso and surrounding counties).

We spent some exhausting months setting up and training vision teachers to use the Mountbatten and its

peripherals. We also worked hard to impress upon all staff members involved in each student's education that

this device was easy to use and could be used to provide a much greater quantity of braille reading opportuni-

ties to the student. We encouraged the use of the Mountbatten for creating braille "on the fly" easily and

informally. Classroom teachers were very interested in the technology and the ability to create braille. We
soon heard stories of classroom teachers making lists of spelling words, writing the "question of the day" in

braille, or introducing a topic for the student's journal page in braille. Classroom teachers were generally

eager to use the Mountbatten and to make materials for the braille reading student. Vision teachers loved the

ease of use and the ability to download materials translated by Duxbury using the computer into the Mountbatten

and output them in braille in the classroom. Close collaboration between the vision teachers and the classroom

teachers was now possible, as they became partners in educating the braille reading student.
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As part of the application process to participate in the Early Braille Readers Project, we tried to impress on

the vision teachers and classroom teachers that being part of this project would require extra work and time on

their part. Teaching a kindergarten or first grader to read and write braille requires a lot of time and energy

ordinarily, but adding a new device to the mix could potentially make it more complicated. Although the

Mountbatten took some additional effort for the vision teacher to learn, it also saved time by making braille

easier to produce and making it easier for the classroom teacher to share some of the responsibility. In no way

was this device seen by either teacher as a replacement for the vision teacher's role as instructor of the student

with a visual impairment in reading and writing braille. In addition, there was careful proofreading and check-

ing of braille content by the vision teacher. During the course of the year, we were often impressed with the

dedication and skill and energy and creativity of the teachers who participated in the Early Braille Readers

Project.

Results of surveys and other feedback from teachers indicated overall satisfaction with using the Mountbatten

to teach braille writing, and to support braille reading. Several specific advantages were mentioned:

• The braille keys were easy to depress, less finger and hand strength was required than was

needed for a Perkins braille writer.

• Many teachers cited the voice output feature of the Mountbatten as a significant support for their

students developing phonemic awareness and letter-sound correspondence.
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• Many teachers believe the use of the Mountbatten was highly motivating for their students

because the students enjoyed the features of the Mountbatten.

• Classroom teachers had increased awareness of braille as a result of the features of the

Mountbatten. The ease of use inputting print on a standard computer keyboard and outputting

braille, and the ability to see in print on the Mimic what the student was writing in braille, made

braille more accessible for these teachers.

• Classroom peers found the Mountbatten interesting, and were eager to participate in games and

other activities with the braille reading student.

• The braille reading student had access to more braille and to more spontaneously generated

braille because of the ease with which the classroom teacher and students could generate braille.

Some other features that vision teachers listed or stated were helpful for their braille reading students were

the following:

• It was easy for the student to correct mistakes using the Mountbatten.

• The Mountbatten helped the student become more aware of spacing between words because of

the auditory feedback.

• Some students "discovered" braille contractions before they were taught because they made

random braille characters or mistakes when writing.

Next year we will add some new regions to our project. New regions which have joined are: Region 1, the

lower Rio Grande Valley; Region 2, Corpus Christi and surrounding counties; Region 10, Dallas and surround-

ing counties; Region 14, Abilene and surrounding counties; and Region 16, Amarillo and surrounding coun-

ties. We are looking forward to adding 10 new students to the Early Braille Readers Project for next year, and

getting to watch as new students discover braille and the joy of reading and writing. Please contact the special-

ist for students with visual impairments at your Education Service Center if you know of an eligible child for

this exciting project.

RESOURCES

For more information about the Mountbatten Braille Writer, see the resources listed below.

Quantum Technologies, maker of the Mountbatten Pro Braille Writer

<http://www.quantech.com.au/products/quantum_products/braille/mountbatten.htm>

Tutorials and guides for using the Mountbatten

<http://www.quantech.com.au/support/index.htm>

SET BC (Special Education Technology British Columbia)

Vision teacher Graham Cook's Visual Guide and Teaching Guide and Lesson Plans.

<http://www.setbc.org/res/mbpro/default.html>

SETBC
Emerging Braille Literacy Project: a report on a project similar to ours which was conducted by SET BC
<http://www.setbc.org/projects/braille_lit/monty.html>
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Summer of Sights:

Summer Enrichment Program for Students with Visual Impairments

By Keri Harvey, M.Ed., COMS; Kathy Tomlin, M.Ed., CTVI; and Mary Ann Foster, CTVI,

Grayson County Special Education Co-op

Abstract: The Grayson County Special Education Co-op sponsors an annual two-week summer enrich-

ment program to teach compensatory skills to academic students with visual impairments.

Key Words: Programming, summer, special program, Co-op, academic, visually impaired

Summer of Sights is a two-week summer enrichment program for students with visual impairments in

grades 1-11. It is specifically designed for the academic visually impaired students who are served by the

Grayson County Special Education Co-op. The Co-op serves 11 small school districts throughout Grayson

County. These academic visually impaired students are usually the only visually impaired student in their

schools, giving them very little opportunity to meet and socialize with other visually impaired students. The

CTVI (Certified Teacher of the Visually Impaired) and COMS (Certified Orientation and Mobility Specialist)

observed that Life Skills students are provided many opportunities throughout the regular school year to ad-

dress compensatory skills. However, the academic visually impaired students do not always experience these

same opportunities. So the Summer of Sights was developed with one of its purposes being the opportunity for

these students to meet and socialize with other visually impaired students.

The CTVI and COMS begin each summer's planning by brainstorming about the focus for the summer

program. Last year, 2003, the focus of the program was daily living skills and social skills. This year, 2004,

the focus of the program is recreation/leisure activities and social skills. After deciding on the focus of the

summer activities, the CTVI and COMS prepared a proposal for the director of the Special Education Co-op to

review. The proposal included the focus, activities, personnel needs, transportation needs, and budget. The

proposal was presented, reviewed, and accepted.

FUNDING

The funding for Summer of Sights is shared between the Grayson County Special Education Co-op and

money raised by the VI teachers. For example, the VI money for the 2003 summer program was provided by

Mary Ann Foster, one of the VI teachers. She was awarded Teacher of the Year for Cook County and received

$1,000 which was shared with the summer program. The second year of the program, $2,000 was provided

by the Texoma Regatta fund-raiser, which provides funds for many special needs groups in Grayson County.

Examples of how the funding is divided between the Co-op and the VI programs include:

Co-op funding

• Salary for one COMS
• Salary for one bus driver/aide

• Transportation (a special education school bus)

VI funding

• Food
• Drinks

• Paper products for lunches and snacks

O
O
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T-shirts and transparency supplies

Capers for Kids

Amtrak

Dining out

Memory book supplies
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THE SUMMER OF SIGHTS PROGRAM

Each day begins for the students with the school bus picking them up at their homes. This is a 1 .5 to 2 hour

process because the students live all over Grayson County. The CTVI and COMS meet the bus at a centrally

located school which has been chosen to house the summer program. It is important to have access to an oven

and a gym for the "camp" activities. After the bus ride, the camper's day begins at 9 am and ends at 3 pm. The

first year, 2003, the Homemaking classroom was used as the home base. The second year, 2004, the PPCD
room is the camp classroom.

The following schedule is from the 2003 year of SOS. This is very typical of the activities that the COMS
and CTVI found to be appropriate for the goal of this camp, daily living skills and social skills. It is important

to remember that each community offers different opportunities of enrichment.

Schedule for Week 1

Day 1 : The CTVI and COMS developed the menu for the week. The students were involved in the

menu planning process. For example, they helped decide how much food would be needed for

the two weeks of camp. Next they had to decide what kitchen equipment would be needed to

cook the food they had chosen. After making the grocery list, everyone went out to lunch at a

Mexican food restaurant in Gainesville. After lunch, the campers and teachers went to Super

Wal-Mart to buy the items on their grocery list. Once at the store, the students were divided

into several groups and the list was divided among the students. The students shopped for the

food, checked out at the store, and returned to the school. The students then put the food away

in the cabinets, refrigerator, and pantry.

Day 2: Brownies were the order of the day-the students prepared brownies. The recipe on the

brownie box was enlarged so the low vision students could follow the directions on the box. A
Braille copy of the recipe was provided to the Braille reader. As the students prepared their

brownies, Kitra Gray, Christy Householder and Randy Foederer from the Region 10 ESC set

up the goal-ball court in the gym for the students. This support staff from Region 10 was

crucial in teaching the students the rules of goal-ball. The students also had scooter board races

in the gym after many goal ball activities. After goal ball and scooter board races in the gym,

the students, teachers, and support staff from Region 10 returned to the classroom where the

students prepared homemade pizzas and salad.

Day 3: The students did motor activities in the gym to begin this day 3. These motor skills included

goal-ball, scooter boards and basketball. Part of the social skill activities included playing

adapted board games and card games. UNO in Braille and Braille playing cards were used to

play several games. As the younger students played the card and board games, the older

students prepared lunch. Lunch today include quesadillas, queso, and fruit. After lunch we all

went swimming in a local community swimming pool. Prior arrangements had been made
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with the director of the swimming pool for the camp to have the exclusive use of the pool. The

community volunteered the use of two lifeguards the entire time the campers swam.

Day 4: The campers traveled to Dallas to Capers for Kids. This is a participant oriented drama pro-

gram. Our campers were met by the director of Capers for Kids. It did not take long for her to

have our campers in the process of showing different emotions. After we learned several

emotions and how to "act," our campers donned elaborate costumes. With care and direction

the campers performed a short skit that was designed to enhance the self-esteem of the stu-

dents. Several of the students commented that acting in a skit at Capers for Kids was their

favorite activity at SOS. We loaded back into the bus for our short ride to the Olive Garden

Restaurant, by the way, where our campers were readily provided with a Braille menu.

Day 5: This day was an evaluation and planning day for the COMS and the CTVI. This provides an

opportunity to put the first week's pictures into scrapbook form. Then plans were made for the

next week of camp. The students did not attend camp this day.

Schedule for Week 2

Day 6: The group ventured to Stonebriar Mall in Frisco. The younger students went to Build a Bear

where they were helped in the design, creation and naming of their own personal bear. As the

younger students built their bear, the older students conducted an orienteering activity in the

Mall. All students then were given $10 to buy their own lunches in the Food Court at the mall.

Day 7: Therapeutic horseback riding was on the agenda for today. This was also very good self-

esteem building activity for the campers. When the camper would climb into the saddle on the

horse, the student's face would just beam with joy. After everyone had a turn riding a horse,

the group made their way to Chuck E. Cheeses for lunch. The COMS had saved up coupons

for free tokens and $10 pizzas.

Day 8: The day began with motor activities in the gym. Afterwards, the students played adapted

board games and card games. For lunch today the menu included sandwiches, dirt cups and

kool-aid. After cleaning up the kitchen from lunch and a brief rest period, all the campers

went swimming, again, at the community swimming pool.

Day 9: All Aboard! ! ! ! ! ! Today began by making our sack lunches to carry with us as we prepared for

a train ride to Fort Worth. At this time the older students also prepared cookie dough for the

family picnic day planned for day 10. When lunches were packed and the cookie dough was

prepared, we loaded on a school bus to travel from camp to Gainesville. In Gainesville we

boarded the Amtrak for the exciting train ride to Fort Worth. Upon arrival in Fort Worth the

school bus picked us up at the train station and carried the campers to The Light House for the

Blind for a personal tour with our guide, Wayne Pound. The school bus carried all the camp-

ers and teachers back to the school. Due to the activities and the train's schedule, our day was

a little longer than usual.

Day 10: Family picnic day for the campers of Summer of Sights. The students spent almost all morning

preparing for the family picnic. They prepared brownies, cookies, hamburger patties, tea and

kool-aid. The school bus transported the students to the park where the campers were able to

play on the playground equipment in the City Park. Hamburgers and hot dogs were prepared

on a barbeque grill for all of the campers and their family. By noon all families were there

along with grand parents, brothers and sisters, and even some family pets. Everyone enjoyed

the cook out and visiting with the teachers and other campers.
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SUMMARY

Summer of Sights is an enrichment camp for students with visual impairment. It is intended to address the

Expanded Core Curriculum skills. The students were sent home from camp with a two month calendar which

listed a specific activity to complete each day. It was great to watch these students bond with other students

with visual impairments. They do not always have an opportunity to do any type of bonding with other

visually impaired students during the school year because they are often the only VI student in their school

community. Every camper's parent or guardian commented about how excited their child was each day when

they came home from camp.

Forms and printed materials usedfor Summer of Sights have been posted at <www.tsbvi.edu>

.

News & Views Section Editor s Note: In the last edition of SEE/HEAR, we announced Terry Murphy's

acceptance ofthe position ofCommissioner ofthe Department ofAssistive and Rehabilitative Services (DARS)

and the selection of Barbara J. Madrigal as the Assistant Commissioner of the Division for Blind Services

(DBS). Until recent agency reorganization, the commissioner of the Texas Commission of the Blind wrote a

regular column for this publication. Barbara will now become the ongoing contributorfor this column, and

her series will begin with the next edition. As usual, Dr. Phil Hatlen continues his regular contribution as

Superintendent of the Texas Schoolfor the Blind and Visually Impaired.

>

Our Commitment to Children With Multiple Disabilities

Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: Dr. Hatlen discusses the historic role of Teachers of the Visually Impaired in serving students

with additional disabilities, and the ongoing commitment to valuing and teaching all students who are blind or

visually impaired.

Key Words: News & Views, multiple disabilities, TVIs, MIVI

I think I may have developed an addiction to email, and the result is that I subscribe to just too many

listserves. One of these listserves recently became involved in a very sensitive topic. A contributor suggested

that teachers of the visually impaired (TVIs) do not provide the same level or quality of services to blind and

visually impaired students with additional disabilities as to other children. The writer suggested that my
profession tends to better serve academically capable visually impaired students first, and often attempts to

avoid serving more challenging students with multiple disabilities.

I know that the writer is wrong, so I attempted to provide a very brief, incomplete history of services to

children with multiple disabilities in response. Below is what I wrote. I would appreciate any reactions,

questions, or responses to this short statement.

The history of our profession and its role in serving children with multiple disabilities is rich with commit-

ment, dedication, and success. As with visually impaired students with no additional disabilities, there are the

occasional "horror stories" from both parents and educators about when the "system" didn't work. However,

these sometimes tragic stories in no way reflect the professional commitment of the vast majority of educators

of visually impaired students to those with additional disabilities.
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I must often remind myself that the first 35 years of my career were in California, and, while I thought I had

a good handle on what was happening with blind and visually impaired students in my home state, this did not

necessarily reflect the status of educational services nationwide. Thus, what follows is my perception of a very

brief history of services to visually impaired children with additional disabilities in California. If it can be

generalized, fine—if not, then at least you know something about my home state.

In the mid-1950s, children blinded from retrolental fibroplasia (RLF, now known as Retinopathy of Prema-

turity) were reaching school age. No one was ready for that population—schools for the blind had not ex-

panded their facilities, personnel preparation was limited to a handful of universities, and local school pro-

grams were few in number. For reasons I know, but will not elaborate here, most of the families of RLF
children became champions for local school education, and worked hard to make it a reality. Thus, the migra-

tion of blind children with no additional disabilities from schools for the blind to local schools began.

Until this time, most schools for the blind were strong academic schools, highly selective in whom they

admitted. Few children with additional disabilities attended schools for the blind prior to the late 1 950s. I

recall that the California School for the Blind had about 190 students in 1958. Mildred Huffman (author of

"Fun Comes First for the Blind Slow-Learner") taught one class with about 10-12 students who were consid-

ered at that time as mildly mentally retarded.

About a half-mile away from the California School for the Blind in Berkeley, I began as a resource teacher

in a regular elementary school in 1956-57. There were 15 blind children and one "partially sighted" child

enrolled at Emerson Elementary School. They were "successfully" included in regular classrooms, and I

pulled them out for limited amounts of time to work on braille and typing. In those days, as local school

programs developed rapidly all over California, there was a process used for determining which children were

to receive education in the public school system. The term "educationally non-feasible" was used by psy-

chologists and administrators to deny certain students the benefit of a "free and appropriate education."

•

Since it was considered very critical that early efforts to include blind students in regular classrooms be

successful, many, perhaps most, of the RLF children were labeled "educationally non-feasible" and denied

education at both the local school and the school for the blind. At one time, around 1959, in Alameda County

(where Berkeley resides), I knew of 26 blind children who had been denied admission to the Berkeley resource

program. More children were turned down than accepted. And these were the children who seemed to have

additional disabilities. My colleagues and I thought that many of them were functioning at a level below

chronological age because of experiential deprivation, but we found it almost impossible to convince our

administrators that at least some of these children with multiple impairments deserved an education.

Finally, in 1960, three blind children with multiple disabilities were admitted to Emerson School in Berke-

ley. Because I'm not very imaginative, I placed these children in regular classrooms—that's what I did with all

the academically capable students I served. Well, these three children could not be served effectively in

regular classrooms, and I had to resort to initiating a partially self-contained classroom. I want to emphasize,

however, that my commitment to those three children was as strong and passionate as with the other students

I served. I was not alone—colleagues from throughout California began serving students with additional

disabilities. They did it willingly and with dedication and professionalism. And we did it long before PL 94-

142.

<

Meanwhile, the California School for the Blind (CSB) was having difficulty with its enrollment. As parents

opted for local school placement, the number of students served by CSB began to decline. I became Principal
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of CSB in 1962. and the need to change the sendees and philosophy of the school was very apparent. When I

arrived at CSB in 1962. there were about 20 children with multiple disabilities. When I left in 1966. the school

had become ungraded, and by far the majority of children were multiply disabled. I believe that this rapid

transition happened throughout the country, and that it wasn't always an easy evolution. There are schools for

the blind that resisted this new role until they began to be concerned about their very existence.

Today schools for the blind stand tall as providers of high quality education for blind and visually impaired

children with additional disabilities. Some schools specialize in this population—for example, St. Joseph's

School in New Jersey, and the Western Pennsylvania School for the Blind in Pittsburgh. It would be difficult,

if not impossible, to find a better educational program for these students than that offered by these two schools.

I could easily add the Texas School for the Blind and Visually Impaired to this list, and this is generally true of

all schools for the blind, where the majority of children served have multiple disabilities.

In 1963. AFB published a classic small book entitled No Place to Go by Kathern Gruber and Polly Moor. It

described the desperate situation for many blind children who were being declared "educationally non-fea-

sible." This book was followed by No Time to Lose in 1968. edited by Polly Moor. Read the last paragraph in

this book, and know that we accepted this challenge:

".
. .Helping each child to reach his optimal development is not only the

crux of teaching but the joy of teaching. The benefits are shared by the child and

his parents, the teacher and school, and by the widening community in which the

child will live. Time is important. For the child there is no time to lose.

Teaching the blind child who is multiply impaired demands conviction, love.

patience, and a creative, daring spirit."

Recognition of the responsibility, the joy, and the challenge to serve blind and visually impaired students

with additional disabilities grew rapidly through the 1970s and 1980s. We learned quickly that many students

being served in other areas of special education also had a significant visual impairment, and TVIs collabo-

rj^ rated with other teachers and other disciplines so that all areas of need for the child were met. Personnel

preparation programs took initiative in adding course work for future teachers that better prepared them for a

M wide diversity of blind and visually impaired students.

>
«8

For many years I was involved in teacher preparation in Northern California. I know what students learned

about teaching a wide diversity of blind and visually impaired students. I know that they learned to love.

CC honor, and respect all children, regardless of various levels of additional disabilities. I never heard a teacher

uggest that she did not have responsibility for these children. I never knew of a teacher who placed children

W on a hierarchv. with those with complex additional disabilities on the bottom.

z
Today, many local school programs of which I am aware have tremendous programs for blind and visually

impaired students with additional disabilities. I have yet to meet a TVI who has suggested that she/he is not

professionally and morally responsible for the education of all children, including those with multiple disabili-

ties. Multi-disciplinary teams of highly trained experts work to provide these children with the very best

education we know how to provide.

Ever}- child is precious. We do not value one child over another. Even,' child deserves the very best we have

to offer, and I know that we are committed to providing the best.
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Assessment CD-rom Now Available in Spanish

Abstract: "Child-guided Strategies for Assessing Children Who Are Deafhlind or Have Multiple Dis-

abilities, " developed by Dr. Jan van Dijk and Catherine Nelson, is now available in Spanish.

Key Words: News & Views, van Dijk, Spanish, training, assessment

Traditional assessment methods are often very stressful to young children who are deafblind or have severe

multiple disabilities. The information that is gained from such assessments may be unreliable and inaccurate

as they fail to take into account the impact that disabilities including sensory impairments, motor disabilities,

communication deficits, and health concerns have on each of the interrelated developmental areas.

Based upon many years of assessing children who are deafblind, Dr. Jan van Dijk and Catherine Nelson

designed an interactive CD-rom that guides users through an assessment process that provides information

that is useful to educational planning and creates opportunities for children to demonstrate their best potential

in a comfortable, secure format. The children guide the process as the assessor meets them at their level and

discovers how they learn and can best be taught.

The Assessment CD-rom is now available in a Spanish, Windows version for $40. (The accompanying 28

page booklet has not been translated from English.) The English version of this CD-rom can be purchased for

$45, in either a Windows or Mac format.

The CD-rom "Living with CHARGE: Assessment, Prevention and Intervention of Challenging Behavior,"

developed by Dr. van Dijk and Dr. Arno de Kort, is also available. It contains up-to-date information about the

syndrome. Using an interactive format, four children are discussed in depth, their behavior is analyzed and

suggestions for intervention are discussed or demonstrated. The CD-Rom will help family members, doctors,

teachers and other service providers become more aware of the enormous impact CHARGE has on the unique

behavioral and learning challenges of children with this syndrome.

To purchase any these resources, send a check or money order payable to:

Mr. Joe Franken

4619 Spyglass Drive

Dallas, Texas 75287

Indicate 'Assessment Spanish," "Assessment Windows," "Assessment Mac" or "CHARGE" on the check

or money order.

w
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IDEA Reauthorization Update

By Beth Dennis, Children's/Transition Consultant, DARS Blind Services Division

Abstract: This article provides a summary of the bills passed by the House of Representatives and the

Senate to reauthorize IDEA.

Key Words: Individuals with Disabilities Act, IDEA, IDEA reauthorization, special education, legisla-

tion, News & Views

BILL REAUTHORIZATION HISTORY (TAKEN FROM WRIGHTSLAW.COM)

On April 30, 2003, the House of Representatives voted 251-171 to approve HR 1350, the Republican bill to

reauthorize the Individuals with Disabilities Education Act. The New York Times reported, 'The bill is in-

tended to reduce the number of students deemed learning disabled by helping struggling children earlier. It is

also intended to cut down on the paperwork involved in special education, and reduce the legal expenses of

states that face lawsuits from parents seeking extra help for disabled children." However, many consumer

groups have opposed the bill because it proposes "optional" 3-year IEPs, eliminates IEP objectives and bench-

marks, weakens procedural safeguards and protections for parents and kids, and allows schools to suspend or

expel students who have behavior problems for violating school "codes of conduct even if the misbehavior is

related to their disabilities."

On May 13, the Senate passed S. 1248, the Senate version of the reauthorization of the Individuals with

Disabilities Education Act (IDEA), on a 95-3 vote. According to Wrightslaw, "this bill is significantly differ-

ent from the bill passed by the House of Representatives last year. Ajoint House-Senate conference committee

will meet in an effort to resolve these differences. After the House and Senate agree on a compromise bill, they

will vote on the final version of the bill. Although we cannot predict what Congress will do, it seems unlikely

that the House and Senate will resolve their differences this year (an election year). If the conference commit-

tee does not develop a compromise bill that is acceptable to the Senate and House this year, IDEA will be

lf± reintroduced next year."

Ed BILL PROVISIONS

^ The AFB website noted that HR 1 350 includes provisions that would facilitate access to printed educational

qX material. These provisions accomplish certain key elements contained in the Instructional Materials Accessi-

rp. bility Act (HR 490). While this is a welcome development, this language does not include a central repository,

^ capacity-building grants and state plan requirements that are part of the IMAA legislation. The National In-

r^ structional Materials Accessibility Standard referred to in the legislation is presumed to be the standard being

5^ developed with funding from the U.S. Department of Education (See the Dept. of Education issues press

release: "Voluntary National Standard for Accessible Digital Instructional Materials to be Developed").

The American Council for the Blind website indicated support for several specific provisions in Senate bill

1248, including:

• Sec. 602(25) which ensures that "orientation and mobility" and "travel training" instruction are

recognized as distinct disciplines in the IDEA definition of "related services";

• Sec. 612(a)(2) and Sec. 613(a)(6) which clarify the relationship between state and local educa-

tion agencies and publishers of instructional materials to ensure that required textbooks and

related materials are made available to students with disabilities in a timely manner;
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• Sec. 614(d)(3)(B)(iii)(II) which ensures that socialization and independent living skills, orienta-

tion and mobility, and skills in the use of assistive technology including low vision devices, are

among the instructional services that receive special consideration in the development of IEPs

for children who are blind or visually impaired; and

• Sec. 675 which creates both a uniform national standard for electronic textbook files prepared by

publishers and a central repository for such files to facilitate efficient access by state and local

education agencies, as well as those entities which produce materials in alternate formats such as

braille, large print and audiocassette, for students who are blind or have other print disabilities.

They also note their opposition to the provisions in the IDEA that are going to hurt children and families.

These provisions include caps on attorney's fees and paperwork reduction efforts that harm protections for

parents and students. They are also calling for mandatory full funding of part B.

The Center for Law and Education, an interdisciplinary research institute established by Harvard Univer-

sity and the U.S. Office of Economic Opportunity, whose mission is "to protect and advance the legal interests

of the poor through research and action on the legal implications of educational policies, particularly those

affecting equality of educational opportunity," states on their website that Senate Bill 1248:

Makes it easier for school personnel to remove students with disabilities from school instead of

requiring behavior to be treated as an education issue;

Eliminates the right of students with disabilities alleged to have violated school codes (e.g.,

cutting class, being tardy) to "stay put" in their current school placements during the period of

an appeal by parents who challenge the basis for removing their child for more than 10 school

days; or a school's determination that the student's action was unrelated to his/her disability; or

that the school was not providing the student needed supports and services;

Removes parents' decision-making role in programming and placement determinations affecting

teaching and learning;

Eliminates required benchmarks or short-term objectives from a student's IEP—components

described by the House-Senate Committee Report in 1997 as "crucial" for improved and effec-

tive teaching and instruction;

Allows 3 year IEPs instead of requiring annual IEPs for students in their last years of entitle-

ment;

Permits teachers of those students with disabilities, who are presently achieving behind their

peers, to have less content-based knowledge than teachers of non-disabled students who are also

behind grade level.

'
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Several groups, including TASH, the League of SpecialEd Voters, and Our Children Left Behind, opposed

the bill stating that S. 1 248 will hurt our children by:

• removing short-term objectives from IEPs,

• allowing children with disabilities to be removed from classrooms for non-disruptive, non-

dangerous behaviors,

• restricting the due process rights of families.
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Air Travel Hotline

Announcement from the Department of Transportation

Abstract: an announcementfrom the Department ofTransportation to promote use ofthe Toll Free Hotline

for air travelers with disabilities for information regarding rights andfor assistance in resolving issues.

Key Words: disability, rights, Department of Transportation, air travel, Toll Free Hotline, News & Views

The U.S. Department of Transportation is calling on all disability organizations to promote public educa-

tion about its Toll Free Hotline for air travelers with disabilities through their organization newsletters, listserves

and sponsored events.

The Toll Free Hotline for disabled air travelers has been in operation since August 2002 and is available

for callers from 7 a.m. to 1 1 p.m. Eastern Time, seven days a week. It is currently not being fully utilized. The

Hotline serves two main purposes: (1) education and (2) assistance in resolving disability-related air travel

problems.

Many disabled air travelers are not aware of their rights and the Hotline, in part, exists as an educational

service to inform air travelers with disabilities about their rights under the Air Carrier Access Act and the

Department's implementing regulations 14 CFR Part 382 (Part 382). Hotline operators are well versed in the

ACAA and Part 382 and can provide callers with on the spot general information about the rights of air

travelers with disabilities. The Hotline operators also respond to requests for printed consumer information

about air travel rights of the disabled.

The Hotline can also assist air travelers with disabilities in resolving real time or upcoming issues with air

carriers. The purpose of "real-time" assistance is to facilitate airline compliance with DOT's rules by suggest-

ing to the passenger and the airline involved alternative customer-service solutions to the problem. The airline

r
~ remains responsible for deciding what action will be taken to resolve the issue in accordance with the ACAA

and Part 382. Generally, if a caller has a real time problem or an upcoming issue with an air carrier, a Hotline

Duty Officer will contact that air carrier and attempt to resolve the issue. For example, there have been a

number of incidents in which Hotline Duty Officers have contacted air carriers and convinced them to accept

service animals and electric wheelchairs on board flights, to stow folding wheelchairs in the cabin, and to

<$$ provide requested wheelchair assistance.

CO
Air travelers who want information about the rights of persons with disabilities in air travel or who expe-

y rience disability-related air travel service problems may call the Hotline to obtain assistance at: 1-800-778-

Z 4838 (voice) or 1-800-455-9880 (TTY).

Air travelers who want DOT to investigate a complaint about a disability-related issue still must submit

their complaint in writing via e-mail at <airconsumer@ost.dot.gov> or postal mail to: Aviation Consumer

Protection Division U.S. Department of Transportation. 400 7th Street, S.W., Washington. D.C. 20590.

To request flyers promoting the Hotline to distribute to your membership, contact (202) 366-1617 (voice)

or (202) 366-0511 (TTY).

-
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Tell Me Service, 1-800-555-8355

By Beth Dennis, Children's/Transition Consultant, DARS Blind Services Division

Abstract: This article describes a telephone information service that provides local travel information, as

well as news, sports and entertainment information.

Key Words: travel, Tell Me Service, local information, News & Views

A colleague informed me of the Tell Me Service, a telephone service he has used to obtain local travel

information, as well as news, sports and entertainment information. A friendly computer-generated female

voice answers the telephone, "Good afternoon. Welcome to 1-800-555-TELL," and provides all the categories

of information. These categories are Stock Quotes, News, Sports, Entertainment, Travel, and Short Cuts.

Each of these categories has a menu. For example, the menu under the travel section includes Airlines, Hotels,

Rental Cars, Taxi, Weather, Traffic, and Driving Directions. The service will obtain location information and

connect the caller free of charge to a taxi service. This service will also connect the caller free of charge to the

airline, hotel or rental car of their choice, as well as provide weather, traffic and driving directions. The driving

directions were clear and easy to follow. Although it was unable to locate the address for the DARS Adminis-

trative Building, it was able to provide directions from the intersection where the building is located.

The menu for the Entertainment section included Movies, Horoscopes, Soap Operas, and Black Jack. Us-

ing the menu guide, I was able to identify a movie and locate the nearest theater and playing time. It also

provided the option of purchasing a ticket over the telephone.

Head of Deafblind Medicaid Waiver Retires

Abstract: Steve Schoen, who created the Texas Medicaid Waiverfor people who are deafblind with mul-

tiple disabilities, has retiredfrom the Texas Department ofHuman Services.

Key Words: News & Views, Services, Deafblind, Community, Medicaid Waiver

The Texas Deaf-Blind/Multiple Disabilities Program lost a strong advocate for people with deafblindness

when Steve Schoen retired from the Texas Department of Human Services in June. Steve has been a champion

for this program ever since he took the position almost 15 years ago. Steve was instrumental in converting the

program to a Medicaid Waiver that allows individuals age 18 and older to access funds to support them in

living outside of institutional settings. This includes support to individuals living both with their families or in

the community, allowing them to having meaningful days and continued opportunities to learn. The program

also provides funds to allow children and adults who are deafblind to attend a one-week deafblind session of

camp near Dallas each year, and funds the annual DBMAT weekend Family Conference at Camp John Marc.

We will all miss Steve and the excellent job he has done, but we know that he will enjoy pursuing other

interests such as playing the piano in jazz clubs. Though he may no longer be the man to call for questions

about the Deafblind Waiver, we have every reason to believe he will continue to be involved in advocating for

services to people with deafblindness. Thanks Steve, for all the good things you have helped bring about for

individuals with deafblindness and their families.

58
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We welcome Cindy Eilertson as the new program administrator, and look forward the continued health and

contribution of the Texas Deaf-Blind/Multiple Disabilities Program.
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Invitation to Participate in a Community of Practice on Interveners

Abstract: An announcement ofa Community ofPractice for interveners and paraprofessionals working

with deafblind youth and information about thefunction and needfor communities ofpractice.

Key Words: deafblind, deafblindness, children, youth, community ofpractice, intervener, best practice,

No Child Left Behind, National Intervener Task Force, listserv, News & Views.

The SKI-HI Institute at Utah State University and NTAC invite you to join a Community of Practice fo-

cused on Interveners and Paraprofessionals Working with Children and Youth who are Deaf-Blind.

WHAT IS A COMMUNITY OF PRACTICE?

Communities of Practice "are groups of people who share expertise and passion about a topic and interact

on an ongoing basis to further their learning..." (Zeller, 2004; Weager, 2003).

WHAT DO COMMUNITIES OF PRACTICE DO?

Communities of Practice "members typically solve problems, discuss insights, and share information"

while developing "tools and frameworks that become part of the common knowledge of the community..."

(Zeller, 2004;).

WHO ARE THE MEMBERS OF COMMUNITY OF PRACTICE?

The community is open to anyone who is involved or interested in the topics of interveners and paraprofes-

sionals with children and youth who are deafblind.

WHY USE COMMUNITIES OF PRACTICE AS A TECHNICAL ASSISTANCE STRATEGY

States and state deaf-blind projects are facing a variety of complex issues as they attempt to meet the

paraprofessional standards of "No Child Left Behind," as well as to determine standards and training require-

ments related to the use of interveners with children and youth who are deaf-blind. Although each state project

must address these issues within the context of their individual state, there are many common needs for infor-

^ mation and resources which have been identified and successfully addressed by others. Sharing these re-

q£ sources and strategies among others in a Community of Practice enhances the collective knowledge base

rg\ through the sharing of what others know, have developed and found to be successful.

in

z
NEED FOR THE COMMUNITY

Early intervention and educational agencies have attempted to respond to the unique needs of students with

deaf-blindness in many ways throughout the years. One such response, which has been increasingly relied

upon in recent years is the use of a one-to-one paraprofessional or a one-to-one intervener. Although their roles

and job assignments often appear similar, paraprofessionals and interveners are typically differentiated by the

amount and type of specialized skills related to deaf-blindness which are recommended for interveners. Also,

a variety of topics related to the design of training systems, adoption of competencies and training systems

integration into larger state paraprofessional initiatives has been identified.

Many state and multi-state deaf-blind projects have already, or are currently initiating paraprofessional and

intervener training programs. What is needed is the melding of values-based content recommendations with
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research-based strategies into a model of recommended practices, which can then serve as the basis for the

state/multi-state deaf-blind projects training activities and to further research and validation of the practices.

FOCUS OF THE COMMUNITY OF PRACTICE ON INTERVENERS AND PARAPROFESSION-
ALS WORKING WITH STUDENTS WHO ARE DEAF-BLIND

Based on the needs and activities previously identified and initiated by the National Intervener Task Force

and others, the identification of recommended practices related to the use of paraprofessionals and interveners

has been targeted as the initial focus of activities proposed to the Community. Five specific areas for the

identification of recommended practices have been identified to date. These areas are:

• Refining competencies for interveners and paraprofessionals working with students who are

deaf-blind and the content of their training;

• Designing and delivering effective training and implementing effective models;

• Integrating training activities into larger state NCLB and IDEA CSPD infrastructures;

• The design and implementation of evaluation models for documenting systems change, training

and child impact;

• The identification of recommended standards of practice related to the use of interveners and

paraprofessionals.

The Community will address additional focus and activities as they emerge.

PARTICIPATING IN THE COMMUNITY

The SKI HI Institute is hosting a dedicated Paraprofessional and Intervener Training listserv, which will be

used as the primary discussion board for the Community. To join the listserv, simply go to the following

website and follow the enrollment directions:

http://lists.usu.edu/mailman/listinfo/intervener-para

Once you have registered, go to: <intervener-para@lists.usu.edu> to submit postings.

Face-to-face meetings of Community members will be scheduled in future naturally occurring opportuni-

ties, such as NTAC's Annual Project Directors Meeting and/or Topical Workshops.

CONTACTS

For further information contact:

z
w
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Linda Alsop, SKI-HI Institute

<lalsop@cc.usu.edu>

John Killoran, NTAC
<killorj@wou.edu>
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CLASSIFIED
Mail or e-mail your new classified to Carolyn Perkins:

TSBVI Outreach. 1100 West 45th St.. Austin. TX 78756. or <carolynperkins@tsbvi.edu>.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI*s website at <www.tsbvi.edu>

The Deaf-Blind Multihandicapped Association of Texas (DBMAT)
32nd Annual Statewide Family Conference

"Building the Spirit"

A Fun-Filled Learning Weekend for the Entire Familv

October 8-10, 2004
Camp John Marc, near Meridian. Texas

For more information, contact:

Cyndi Hunley. Conference Registrar

23202 Bright Star: Spring. TX 77373

"281-821-9005

chunlev@aol.com

2005 Texas Symposium on Deafblindness

Please note: a new date has been finalized.

Feb. 25-26, 2005

<
r3

Hyatt Regency Hotel

Austin, TX

Top local and national presenters will discuss issues and strategies for educating and parenting young

people with deafblindness. There will be opportunities to network and build communities of

committed people with an interest in children and youth who are deafblind.

Mark your calendars, and look for more details this fall.
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Virginia Murray Sowell Center

Distinguished Lecturer Series

Michael Collins

Director, Hilton/Perkins Program

Perkins School for the Blind

Louis T\itt

Principal, Colorado School for

the Deaf and the Blind

Transition Strategies for

Students with Deafblindness:

Living, Work, and Leisure

September 17 & 18

Texas Tech University

College of Education, Room 001

Lubbock, Texas

Contact: Dr. Roseanna Davidson

806-742-1997, ext. 246

Programming for Students with

Cortical Visual Impairments

September 29-30, 2004

Sheraton Grand Hotel,

4440 W. John Carpenter Freeway (Hwy 1 14)

Irving, Texas 75063

Presenter: Dr. Christine Roman

Contact: Kitra Gray at

<grayk@esc 1 0.ednet 1 0.net>

Registration: <www2.ednet 1 0.net>

CAMP CONNECT
Third Annual Retreat for Central

Texas Families of Children with

Combined Hearing and Vision Loss

and Deafblindness

Saturday, September 25, 2004

Peaceable Kingdom Retreat - Temple, TX

Sponsored by Region 12 Education Service Center,

Department of Assistive and Rehabilitative Services

-Division for Blind Services,

and Texas Deafblind Outreach

Travel Assistance available. This retreat is provided

free of charge to families including a lunch and din-

ner. Travel assistance is also available for families to

cover the cost of gas. For families who are unable to

bring their children with them due to age or medical

considerations, reimbursement to help cover the cost

of child care arranged for the child at home is also

available.

Overnight accommodations provided if necessary.

Families traveling from over an hour-and-a-half away,

may also be provided overnight accommodations free

of charge.

If you are interested in learning more about this event

call Tina Herzberg at 254-666-0707.

SWOMA 2004

Promoting the Development of

Recreation and Leisure Skills

October 30 & 31, 2004

Greene Family Camp.

Bruceville, Texas (just south of Waco)

Registration materials will be available at

<www.tsbvi.edu> on August 16, 2004

o
>
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6th ANNUAL
SPORTS EXTRAVAGANZA

Sports Competition For Students

with Visual Impairments

October 22-23, 2004
Irving High School

900 N. O'Connor

Irving, Texas

There are no limits in this competition for athletes 22

and under who happen to have visual impairments.

Activities will commence on Friday October 22 from

5:00 p.m. to 10:00 p.m. with a goalball tournament for

players 12-22 . All other events will take place from

8:30 a.m. to 4:00 p.m. on Saturday October 23.

Participant Categories

Low Organized Games (ages 0-5)

Physically and/or Mentally Challenged (6-22)

Low Vision & Blind (6-11)

Low Vision & Blind (12-22)

Events

Parent Networking Venue

Non-Competitive Events

Wheelchair Obstacle Course

25 Meter Walk

Ball Throw (Tennis & Softball)

Ball Strike for Distance

Shot Put

25-400 Meter Dash

Standing/Running Long Jump

Goalball Events

Beep Ball Events

Archer}/

For more information or to request entry packet,

call Region 10 ESC.

Kitra Gray, Consultant, 972-348-1580

Randy Foederer, Consultant, 972-348-1570

Sponsored by Region 10 ESC and Lions Club

International, Districts 2-X1 and 2-E2.

INSITE Trainings for 2004-05

ESC Region 7, Kilgore, TX
October 5 & 6, 2004

November 10 & 11, 2004

December 8 & 9, 2004

Liz Adams (Region 7) and Alicia Favila (Region 10)

will work together to support this INSITE training.

ESC Region 1, Edinburg, TX
October 21 & 22, 2004 (Thurs. & Fri.)

December 14 & 15, 2004 (Tues. & Wed.)

January 6 & 7, 2005 (Thurs. & Fri.)

Contact: Peter Graves, ESC 1

ESC Region 14, Abilene, TX
February 7 & 8, 2005

March 7 & 8, 2005

April 7 & 8, 2005

Contact: Linda Laughlin

Distance Broadcasts from TSBVI
on TETN

Contact your regional ESC consultant to see if they

will be connecting to these broadcasts. Broadcasts

are from 1:30-3:30 PM Central Time. Sorry, these

broadcasts are not available outside of Texas.

September 22 - Section 504 and the student with

visual impairments and Q&A with Marty

Murrell

October 20 - Issues in deafblindness: Involving

deaf education in programming for deafblind

students

November 17 - Motor issues for older students with

visual impairments

January 19 - A review of the Accessible Graphing

Calculator with Susan Osterhaus

February 16 - Conducting a Functional Behavior

Analysis on students with visual impairments

April 20 - Transition issues for students with visual

impairments
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Technology Training

At TSBVI
TSBVI Short-Term Programs

2004-2005

These workshops will be offered on the campus of

the Texas School for the Blind and Visually Im-

paired in Austin. Enrollment is limited to allow for

hands-on participation. Registration information

will be available after July 30 at <www.tsbvi.edu>.

September 24 - Using Technology to Promote

Emerging Literacy (presented by Donna

McNear)

October 15 - Matching Needs to Technology: Tech

Assessment for Academic Track Students

November 13 - Technology for Students with

Multiple Impairments: Using a Team Ap-

proach to Assess Needs and Implement Use

December 11 - What's New in Technology for

Students with Visual Impairments: An
Overview of the Latest Technology

January 21 & 22 - Using Duxbury to Prepare

Materials in Braille

February 12 - Everything You Want to Know About

Using Screen Readers with Email

If you have questions about these trainings contact:

Jim Durkel at (512) 206-9270

<JimDurkel @tsbvi.edu>

or

Karen Scanlon at (512) 206-9314

<KarenScanlon@tsbvi.edu>.

Fall Semester 2004

September 12 - 17 Technology Week #1

(secondary)

* October 1 - 3 Braille Olympics (5
th-8 th grade

Braille readers)

Oct 17 - Oct 22 Elementary IEP # 1

November 7-12 High School IEP # 1

Nov 28 - Dec 3 Math (secondary)

* December 9-12 Middle School Independence

Weekend

Spring Semester 2005
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January 9-14 Middle School IEP #1

January 23-28 Technology Week #2

(secondary)

* February 10-13 Elementary Independence

Weekend

* February 17-20 Low Vision Weekend

(secondary)

Feb 27-Mar 4 High School IEP #2

March 20-24 Capitol Experience

(secondary)

* Mar 31- Apr 3 High School Independence

^VppkfinH

April 10-15 Middle School IEP #2

May 1-6 Elementary IEP #2 o
r

* = Weekend Program

Contact: Lauren Newton, Ph.D.

>
inm
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Principal of Special Programs

Texas School for the Blind & Visually Impaired a
(512)206-9119 laurennewton@tsbvi.edu
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Published quarterly: February, May, August, and November

Available in Spanish and English on TSBVI's website at <www.tsbvi.edu>
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TSBVI Outreach
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Austin, Texas 78756
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My First Job

By Mary Sefzik, Student, Garland, Texas

Abstract: A young lady who is blind shares her experiences with herfirstjob in the mountains of Glorieta,

New Mexico.

Key Words: Family, blind, deafblind, summer work, independent living skills

Editor 's Note: Mary is a twenty-one-year-old college studentfrom Garland, Texas. She has been totally

blind since birth due to retinopathy ofprematurity. She attendedpublic schoolfrom kindergarten through 12th

grade and completed two years at Eastfield Community College in Mesquite. Mary was honored to receive a

scholarship from TAER this past spring and was Student of the Year in 2002. This fall she will be attending

Texas A&M University in Commerce where she hopes to major in speech communication with a minor in

music.

I arrived in Glorieta with many unanswered questions. . . would I be able to do the tasks that were expected

of me? Would the other workers accept me and treat me as an equal? How would I get from place to place on

the big confusing campus?

I spent six weeks of my summer working on the college summer staff at Lifeway Conference Center in

Glorieta, New Mexico. My specific assignment was singing and reading stories to children in preschool (birth

to age 5) and day camp (grades 1-6). I also went on hikes and helped out where I could. I decided to include

a question and answer time about Braille and blindness for the school-age children. This was my first daily job

and it taught me so many things ! It is amazing and wonderful how all the pieces of the puzzle came into place

to make for a wonderful summer experience! I had many new experiences on and off the job and each one

taught me a little something more about myself and my capabilities.

My first experience living in an apartment with a roommate taught me that I could manage things on my
own. I couldn't have asked for a better first roommate! She accepted my blindness right away, and we shared

many good laughs and late night talks.

Thanks to my roommate, I also had my first experience behind the wheel of a car! We were driving home

from church one Sunday, and I made the off-handed remark that if I could see, one thing I would love to do was

drive a car. Several minutes later she surprised me by saying, "Get out of the car. We're in the dining hall

parking lot, and you're going to drive!" She explained to me how the pedals worked, and I took my shoes off

so that I could get a better feel for things. My roommate helped me steer, of course, but I got to get a good feel

for how everything works. Even though blind people aren't able to drive, I think they should still have an

opportunity to sit in the driver's seat and experience it firsthand.

My first Whitewater rafting trip showed me the fun and rewards of trying something new and a little

challenging. My experience on the 40-foot-high ropes course taught me to trust my coworkers and served as a

great icebreaker! It showed my coworkers that even though I couldn't see, I was still willing to try new things.

I was nervous about working with the children at first, but quickly learned that they loved what I had to

share and genuinely wanted to learn from me. I especially appreciated the hugs at the end of the week and one

day camp group's insistence upon giving me a bowl of homemade vanilla ice cream . . . even though it was half

melted! After a long work week, my first paycheck allowed me to reap the rewards of a job well done!



I'm not the only one who learned from this experience, though. My fellow day camp and pre-school

workers probably learned more than they ever wanted to know about a blind person, thanks to the many

questions that the kids asked! Sometimes after answering a question, I'd hear a response from one of the

workers like "Wow! I'd never thought of that before!" I think I had an impact on the kids, too. Some of them

asked very well thought-out questions and others brought their parents over to meet me. My boss, who was

very apprehensive at first, told me that she had received nothing but good reports about me.

On the days when I was weary after answering the same question for the hundredth time or when I felt that

there was nothing that I could do to help, I thought of the many good things that I had been blessed with. .

.

wonderful coworkers who accepted me for who I was, and a beautiful cool place to work away from the Texas

heat! I was reminded that even though I couldn't see it at the time, I was truly making a difference and that is

the best thing that any of us could hope to do!
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How I Spent My Summer Vacation

By Jeanette McClennan, Parent, Baytown, Texas

Abstract: A parent describes her experience at the DeMorsier Syndrome/Optic Nerve Hypoplasia/Septo

Optic Dysplasia Conference.

Keywords: Family, blind, deafblind, national conference, DeMorsier syndrome, Optic Nerve Hypoplasia/

ONH, Septo Optic Dysplasia/SOD

My name is Jeanette, and we have a son who will be nine years old in October 2004. James has DeMorsier

Syndrome/ONH/SOD. DeMorsier is the name of the physician who first diagnosed children with ONH (Optic

Nerve Hypoplasia) and SOD (Septo-optic Dysplasia). ONH/SOD have similar traits (and I am not here to

argue the difference), but they include underdeveloped optic nerves, midline abnormalities and underdevel-

oped pituitary glands.

I recently went to a Family Focus conference in Kansas City, Missouri. Yes, it's a little further from home
than I usually travel, but it was well worth the trip. This is a national conference focused on providing informa-

tion about ONH/SOD and other related conditions. I wanted to let everyone know what a wonderful confer-

ence this was.

Dr. Mark Borchert who spoke on ONH was very informative, and I felt that I got a lot of information from

him. He went into some detail on what studies have shown to cause this disorder. He also spoke of the different

medical traits that can occur with children having ONH/SOD. Dr. Jill Jacobson spoke on SOD. She was a good

speaker with quite a bit of information, but I must say, I didn't agree with everything that she had to say.

Friday evening we took a charter bus to a local church where we had a barbecue dinner and were privileged

to hear Kodi Lee sing. Kodi Lee is an amazing young man who not only has ONH but is autistic as well. He
does not communicate well verbally, but he can sing and play piano. It was quite amazing to see and hear him.

Kodi listens to the song or music and in a very short time can play and sing the song back. He really got the

crowd rocking with "Great Balls of Fire" and other songs.
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On Saturday morning a behavior analyst, Dr. Campbell Thompson, discussed behavioral traits and medical

problems some of these children can have. He was a very entertaining speaker. Last, but certainly not least,

was Craig Reeves, an attorney in both Kansas and Missouri, who spoke about special needs trusts. Mr. Reeves

discussed different options for providing for our children that would not cause them to lose the benefits they

may be receiving now or in the future. I learned so much from all of the speakers. Each provided me with

information that previously I had not considered relevant to my child.

The Family Focus families are a wonderful bunch of people who were so friendly. They had a silent auction

to raise money to help defer the cost of the conference to keep the cost down for the families wishing to get a

better understanding of ONH/SOD. We had a good time outbidding each other. The only thing that I wish

could have been different was to have brought my child with me. Family Focus provided childcare, keeping

the children well entertained. My son stayed with his grandparents and had a wonderful time being "spoilt" but

he would have had such a good time with the other children and swimming in the indoor pool.

Next year's conference has not been finalized but it is to be held in New Mexico. Further information on

ONH/SOD is available by going to <www.focusfamilies.org>.

Riding by Feel

By Dana Joseph

Reprinted with permission from Cowboys & Indians magazine, June 2004. <cowboysindians.com>

Abstract: For a young rider in Weatherford, Texas, a horse is more than a way to get around life 's barrels.

Key Words: Family, blind, deafbind, horseback riding, recreation and leisure

Lots of folks come to trainer Jyme Beth Cochrane's Lightning C Arena in McAlester, Oklahoma, with

special horse needs. One client from Weatherford, Texas, is especially particular. Her horse has to be gentle

and calm and willing to let her halter and groom him and load him in a trailer. Her horse has to be knowing and

willing to take care of her no matter what. He has to automatically sense her every nuance. And he has to run

barrels like nobody's business.

This rider isn't overly picky. This buckle-winning barrel racer is blind.

Not that you'd know it when you meet 14-year-old Brittney Holland, who rode first as a baby in the saddle

in front of her mom and started riding alone at age 4. If her story sounds vaguely familiar, you might have seen

her featured on an episode of Miracle Pets three years ago. Though Brittney was born with no macula - she is

totally blind in her right eye and can make out only movement and blurred images in her 20/400 left eye - she

zips around house, school, barn, and barrels like a sighted kid. She lives and rides almost exclusively by feel -

and heart.

Blindness hasn't stopped her from becoming a real contender in barrel racing either. In fact, it just might

have propelled her. "I like competing against others," she says. "I just want to try to get as good as I can. A fast

time or slow time doesn't matter. Just riding horses is fun." Still, she has set her sights on riding in the National

Finals Rodeo and meeting her idol and role model, Charmane James.

If Britt's accomplishments in school are any indication, she'll get it done. Until a high-tech device called
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a Flipper Port recently came on the sight-impaired scene - allowing her to read two fuzzy letters at a time by

aiming and rolling a powerful magnifier - Britt used to read in two-letter increments holding a little telescope.

Determination and perseverance have made her a straight-A student.

She goes at barrel racing with the same can-do-it-darn-it attitude. She's been bucked off several times, and

almost been stepped on. But she takes it in stride and gets back on the horse. "I believe God made me the way

I am, and He has a plan for me," she says. "If I weren't like this, I wouldn't be able to do the things He has

planned for me."

It's a faith the whole family has relied on. "When the doctor looked in her eyes and said they hadn't

developed, it was one of the darkest days of our lives," her mother says. "It took a year - and the confirming

diagnosis of five doctors - to accept it." But they had a deep faith that "with God's guidance, Brittney was still

going to do great things."

One of those great things turned out to be barrel racing, a talent she in part comes by naturally. Britney's

mother, Susie Holland, barrel raced competitively. She intimately knows both the exhilaration of barrel racing

- the skill, precision, and courage it takes - and the challenges her daughter faces in life and the saddle. "The

first time I had to tell Brittney she wouldn't be able to see was when we were on a horse together riding next to

her sister, Hayley. I said, 'Look at Hayley, Brittney; and of course she couldn't. She said, 'Mom, will I ever be

able to see Hayley?'"

Though she couldn't see Hayley, she could compete like her. "Britt knew that her sister was competing,

and she wanted to do it, too." So Susie got Brittney her first horse, Doc, a sedate old soul who knew his way

around the barrels. Though he was the perfect starter horse for Brittney, she outgrew him, and Susie started

going to her old friend Jyme Beth for horses. With Jyme Beth's help, Britt moved on to Mr. Ed, who would

lope, trot, and mind her. On Mr. Ed, Susie says, Brittney became a real contender.

But however gentle and intuitive her horses were, Brittney still had to develop very special methods for

barrel racing blind. "When I was little," Brittney says, "we had walkie-talkies with an earpiece. My mom
would talk me through the race and tell me where to turn." As her confidence and skills grew, Brittney started

riding Red. Her latest - and fastest - horse is Two Dollar Colonel (Dollar for short), a 6-year-old registered

quarter horse, who stands 15.3 hands and runs like the wind. As she has gotten older and the horses have gotten

faster, Brittney has come to rely more and more on a system: Trust the horse.

"When I'm riding, I can't see where the barrels are," Brittney says. "I trust that my horse knows which

barrel to go to." Like an athlete who walks the course before the race, she tries to "sight" the barrel placement

before the rodeo starts. "I usually stand in the middle of the alleyway next to my horse and look through my
telescope. I find the barrels and a color on them and look to a wall so I can sort of place the barrel relative to the

wall. When I'm racing and I see that color, I know where I am." And she knows when Dollar goes to turn, she

has to help him around the barrel, pulling him around it. Hearing her mom or Jyme Beth yell from the stands

helps, too.

Though the horse-rider connection was immediate with Dollar, it will take time for the team to develop the

speed and skill they'll need to make it to the NFR. Jyme Beth should know: She picked the horse for Brittney

with that in mind, and she herself has been in the top 15 of the NFR. "Dollar was young and not seasoned, but

I had a feeling about him for Brittney," Jyme Beth says. Even though he was young. Dollar was calm and easy

down the alley, not jumpy at all or ready to run. "I said, 'Just take him and ride him and see.'" Which Brittney
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did - and she knew she'd found her horse. They've been getting faster together ever since. "Dollar has really

picked up on Britt." Jyme Beth says. "You know how some animals just know? It seems like he just knows."

And if the horse knows, and the trainer knows, mother Susie has the fix on Brittney. too. "When she's riding,

she has control of a 1.500-pound animal." Susie says. "That helps her spirit. We believe she sees with her heart."

For Brittney. though, it's all in a day's work as a teenager. In her "Texas Couture" T-shirt and leather-

embellished studded jeans, she is in many ways like any other eighth-grade girl. She likes math and Garth

Brooks and wants to be a veterinary assistant or a politician. She's constantly on the phone with friends. She

dances with a competitive clogging troupe. She plays snare and bass drum in the school band. Her Uncle

Roger is teaching her to rope. When she goes to high school, she'll join the rodeo team. She grooms and rides

Dollar every day to keep him legged up. She does chores, feeding her horse every morning and night and

cleaning out his stall. And she treasures a very special gift her Aunt Becky brought back from the NFR: an

autographed poster of Charmane James that hangs above her bed.

Today Britt "s going to help Jason the horseshoer while he fits Dollar with new rims and slicks. Later, she's

babysitting for special-needs kids during the Bible study at church. .And somewhere in there, she'll find the

key to the shed where one of her cats got locked in accidentally. It's a busy life, but she's still got time to be

thoughtful about what a relationship with a horse can mean.

"Ahorse is my best friend." Brittney says. "It's like a person I see and take care of every day. I get freedom

and a friend in return." She loves it that horses try to be funny. "Like Dollar," she says, "when I give him a

drink of water out of his bucket after a ride, he throws it on me - hay, too. He comes to his name. Horses like

to be loved, and they try to give love back to you."

And horses give her something that the rest of her life can't. "It's the one thing I don't have to ask for help

on." Britt says. "When I'm riding I feel free."

On that note, she's off to the barn, jumping a puddle of water that she feels more than sees.

Cornelia de Lange Gene Identified

By Mel Dugosh. Parent. Hondo. Texas

Abstract: A parent describes a medical breakthrough announced at the 22nd National Conference of the

Cornelia de Lange Syndrome Foundation held in Chicago this summer.

Keywords: Family, blind, deafblind, national conference, Cornelia de Lange Syndrome Foundation, medical

breakthrough

Attendees at the 22nd National Conference of the Cornelia de Lange Syndrome Foundation held in Chi-

cago in late June 2004 were astonished when Dr. Ian Krantz of the Children's Hospital of Philadelphia an-

nounced the identification of the gene on chromosome 5 that is the cause of Cornelia de Lange Syndrome(CdLS).

His official findings in close collaboration with colleague Dr. Laird Jackson are that the "Cornelia de Lange

Syndrome is caused by mutations in NIPBL. the human homolog of the Drosphila Nipped-B gene."

In the past the diagnosis of CdLS derived from assessing the number of tangible manifestations which
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might include, but were not limited to deaf/blindness, mental retardation, facial features, limb differences,

small stature, and gastroentrological distress.

Christopher Dugosh, my son and a student at TSB VI, and our family provided one set of the original 150

blood samples available to Dr.Krantz for testing. It took more than a decade to obtain enough viable samples

and raise the funds for the tidious research to begin the testing. At present NIPBL mutations have been found

in about half of all the sampled children with CdLS. This research also discovered that the change of the

NIPBL arose as the result of a new mutation in the single egg or sperm that went on to form those children.

This knowledge is important to the vast majority of families with a child with CdLS because they will not have

an increased risk for having future affected children.

The newly identified NIPBL marker has resulted in a genetic test that is now available to confirm the

diagnosis of CdLS. Unfortunately is believed that over 10,000 individuals in the United States have CdLS but

have been living without a diagnosis. Subsequently the CdLS Foundation located in Avon, Connecticut has

launched an all out "Find One Child" campaign to assist in the finding these undiagnosed individuals who may
be without benefits of appropriate services.

This huge discovery for CdLS combined with many more years of diligent research might someday lead

to implications for treatments of individuals currently living with CdLS. The current crucial need for the

advancement of stem cell research could eventually provide the means potentially for the gene to be altered

close to conception, prior to birth.

More information about CdLS can be accessed at <www.CdLSusa.org>. More specifics on the critical "Find

One Child" campaign can be obtained by emailing <awareness@cdlsusa.org> or calling (800)753-2357.

>
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Legally Blind Musher Withdraws from 2004 Race

By Jon Little

Reprinted with permission from Cabella's website <www.cabelasiditarod>

Abstract: A story about a legally blind woman s attempts to qualifyfor the Iditarod.

Keywords: Family, blind, deafbind, achromatopsia, Iditarod, blind athletes, accommodations

The Iditarod's record wave of rookies converged on Anchorage Dec. 6 and 7 from Alaska, Canada, the

Lower 48 and Europe for a mandatory two-day race orientation, but there was a significant no show.

Rachael Scdoris, a legally blind musher from Bend, Oregon, did not attend the meeting, a move that

makes her ineligible to run the 2004 race. The withdrawal is the second from a record field of 109 mushers, 51

of which are rookies. Melanie Shirilla, wife of four-time champion Doug Swingley, would have been a rookie

this year but withdrew her entry before the rookie meeting. About 10 to 20 percent of the entrants are histori-

cally winnowed out by the March 6 race start.

Rachael Scdoris' father, Jerry, said his daughter's decision to stay home was based chiefly on money, but

said it also gives her another year of training and running qualifying races.

Scdoris, 19, originally hoped to have a visual assistant ride along on a snowmobile and alert her via
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handheld radio when she was about to run into something tricky like an overhanging branch, steep turn or open

water. The Iditarod Trail Committee initially rejected that plan, but later offered a compromise: The visual

interpreter could be another qualified Iditarod musher traveling by dog team. The pair can use radios.

The need to pay for a second dog team was a budget breaker, at least for 2004, Jerry Scdoris said. "It

doubled her budget, and we just don't have the money, but we will next year. And also, she's just going to

spend the winter getting qualified. She's got 1,000 miles on her dogs right now and they're looking great. But

the proof's in the pudding." She aims to run The Atta Boy 300, a premier stage race managed by Jerry Scdoris,

the Seeley Lake 200 in Montana and Montana's Race to the Sky, a 350 miler.

The Scdoris family had planned on Iditarod 2004 costing between $40,000 and $50,000. That was without

having to pay for a second team. They assume costs will double with the other dog team.

Scdoris acknowledged that the dollar figures are fairly high. Many mushers can field a team for a fraction

of that, especially mushers living within Alaska. But travel and shipping costs spike up for those outside the

state, and there are some unique expenses created by Rachael Scdoris' disability, her father said.

For instance, he said, five-time Iditarod finisher Dan MacEachen would be the likely visual interpreter.

He's done it before in other races, by snowmobile. But MacEachen runs a profitable sled dog tour business in

Aspen, Colo., and Scdoris said he would pay MacEachen's expenses for the time he was away.

Scdoris has congenital achromatopsia, which leaves her with 20/200 vision. She is both near- and far-

sighted and color blind. Her vision has been described as like looking through a pair of glasses smeared with

grease. Questions have been raised about her ability to care not just for herself on the grueling and challenging

Iditarod trail, but also for her dogs during the two-week endurance event.

The Scdorises wanted to get an assistance compromise worked out with the Iditarod beforehand, Jerry

Scdoris said, because it was important to know what would be an acceptable qualifier and what wouldn't. The

1,100-mile Iditarod requires mushers to have completed 500 miles of racing within two years of the race start.

Even though Rachael Scdoris is officially withdrawn from the 2004 race, she is just as optimistic as she

was before, her father said. "She's got to qualify just like every other person running the race. If she doesn't

qualify, it's real simple. She won't run."

Editor's note: Rachael has qualifiedfor the race in March 2005!

NOAH Conference 2004: A Life Changing Event

By Erika Martinez, Parent, Lozano, Texas

Abstract: A parent describes herfamily's experience attending the National Organization for Albinism

and Hypopigmentation conference.

Keywords: Family, blind, Albinism, Hypopigmentation, NOAH

My husband Jorge, our two daughters Scarlett and Hailey, and I returned home this summer from the most

amazing trip of our lives. We drove to Atlanta, Georgia, to attend the 10th annual NOAH conference. The
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conference is sponsored by the National Organization

for Albinism and Hypopigmentation (NOAH) for

people with albinism and their families.

Erika, Hailey, Jorge, and Scarlett Martinez

Our youngest daughter, Hailey, who is 2 Vi years

old, has oculocutaneous albinism. This means she lacks

pigment in her hair, skin, and eyes. This was the first

time we have attended a NOAH conference, which

are held every two years. It was a 3 Vz day event, with

each day's schedule comprised of different sessions

with different speakers, events for children, teenag-

ers, and parents, and optional tours and trips of the

city of Atlanta. There were different sessions that per-

tained to the interests of every age group and sessions

for parents of children with albinism, or adults or teens

with albinism.

The sessions that we attended were very diverse,

so educational, and informative. Topics ranged from

the latest genetic research concerning albinism pre-

sented by geneticists from all over the country; to vi-

sion and education with Dr. Ann Corn from Vanderbilt

University (a leading expert on low vision and educa-

tion); to the latest research and information on oph-

thalmology from expert ophthalmologists in the field

of low vision; to support groups for parents of chil-

dren with albinism. These were just a few of the ses-

sions that were offered. There were many others that

appealed to different ages and people.

One of the things that was so amazing about the

>
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The Martinez family discover a life changing event in the 10th Annual NOAH Conference.
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conference was how friendly, kind, and polite everyone we met was. We have never been anywhere where we
have experienced so much warmth and friendship coming from such a large and diverse group of people.

There were over 600 attendees from all over the U.S.A., Canada, and other countries. It is so amazing that

everyone is so kind, and all because of the very special bond we share of albinism.

Thanks to partial funding from TSBVI Outreach, our family was able to attend this life-changing event!

We appreciate your generosity so very much. Your support made our dream of attending the NOAH confer-

ence a reality. We are so thankful for the kindness and support you gave us. This conference was truly magical!

We are very grateful that our daughter, Hailey, has these conferences to look forward to throughout her life.

The support and love you feel from the albinism community is like no other!

HAPVI is Back in Houston!

By Laura Bostick Adair, HAPVI President, Houston

Abstract: Read about the parent support group that is active in the Houston area.

Keywords: Family, blind, deafblind, support group, Houston

The Houston Association for Parents of Children with Visual Impairments (HAPVI) is a network of par-

ents of children with visual impairments, with or without other disabilities, in the greater Houston area. Our

goal is to provide support, resources, educational opportunities, and fellowship to families dealing with blind-

ness issues. HAPVI is an affiliate of the National Association for Parents of Children with Visual Impairments

(NAPVI) <www.spedex.com/napvi> and of TAPVI - the Texas statewide NAPVI affiliate <www.tapvi.org>.

HAPVI started out as the Texas Commission for the Blind (TCB) Parent Network in 1995, and later

became an active chapter of NAPVI. HAPVI offered monthly educational and social opportunities for mem-
bers. After several years, some board members moved away, and the group stopped meeting. Then in 2004, a

few new families interested in starting a parent support group contacted Alison Rickerl, former HAPVI co-

founder and now NAPVI Region 5 Representative, and HAPVI was reborn!

Our first HAPVI event was a social gathering on April 24, 2004. "Picnic in the Park" was held in the

Challenger Seven Memorial Park, and it was a great success. There were eleven adults (including two grand-

parents and a TCB/DARS caseworker!), six blind or visually impaired children, and one sibling in attendance.

Our first HAPVI general educational meeting was on August 26, 2004, at the Clear Lake United Method-

ist Church. Colleen Davis, a La Porte ISD teacher of students with visual impairments (TVI), spoke on the

topic "How Will My Child Learn to Read?" She talked about the roles of classroom teachers and TVIs in

teaching children to read, the reading process, and special considerations in learning to read Braille. Jean

Robinson traveled all the way from the Austin area to tell us about TSBVI (Texas School for the Blind and

Visually Impaired) services. In addition to Colleen and Jean, ten parents, two Lighthouse of Houston employ-

ees, two children with visual impairments, and four siblings attended. Childcare and refreshments were pro-

vided. Colleen and Jean answered questions and handed out materials, and Colleen was very generous in

giving away a lot of the Braille books she brought with her in a drawing!

Our next HAPVI event is on September 29, 2004, from 5:30 p.m. to 7:30 p.m. at the Region IV Education
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Center. The topic is "How Assistive Technology Can Impact Braille Literacy." Mr. Jim Sullivan of Optelec

(USA) will be on hand to discuss the importance of Braille Literacy and to give those in attendance a first hand

look at the Mountbatten Braille Writer and the Jot a Dot. This will be a very informal open house atmosphere

where parents and children can get hands on experience with the equipment.

If you live in the Houston area, and you are interested in joining HAPVI, please contact one of the board

members:

Laura Bostick Adair, President, (281) 648-6459, <ladair@houston.rr.com>

Alison Rickerl, Vice President, (281) 286-9820, <arickerl@hotmail.com>

Rick Taylor, Secretary, (281) 218-9196, <Rick.Taylor@Honeywell.com>

If you would like to join a Texas parent support group, but you do not live in the Houston area, please

contact the Texas Association for Parents of Children with Visual Impairments (TAPVI):

TAPVI
www.tapvi.org

12801 Midway RD Suite 212

PMB231
Dallas, TX 75244

Toll free: 866-99-TAPVI (82784)

o
o
>

No one understands the needs and concerns of a parent of a child with a visual impairment like another

parent does. I urge you to join a parent support group. There are plenty of parents willing to help you, and 2
many others who may need your help. Together we are stronger. O

Supporting High Quality Interactions with Students Who are Deafblind

Part One: A Summary of Current Research

By Craig Axelrod, Teacher Trainer, TSB VI, Texas Deafblind Outreach

Abstract: Educators can have more positive, responsive and reciprocal interactions with their students

who are deafblind by learning how to modify their own interactive behaviors and adapt the interactive con-

text. High quality interactions contribute to improved educational outcomesfor students with deafblindness.

Key Words: programming, blind, deafblind, Jan van Dijk, research-based, interaction, behavior, commu-

nication, educator-oriented intervention, instructional strategies, video analysis

"Interaction is defined here as the process by which two individuals mutually influence each other's

behavior." (Janssen, Riksen-Walraven & van Dijk, 2003b, p. 198).

During a visit to Texas School for the Blind and Visually Impaired (TSBVI), Dr. Jan van Dijk suggested

that a team from the school review recent research about interactions with students who are deafblind, then

develop a process for sharing the information with other educators and helping them put its principles into

practice. Part One of this two-part article summarizes research-based conclusions about interactions with

students who are deafblind. Part Two, which will appear in the Winter 2005 edition of SEE/HEAR, describes

the educator-oriented interaction training that was developed at TSBVI and incorporates these findings.
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INTERACTION PROBLEMS AND POSSIBILITIES

Many in the field of deafblindness intuitively value and try to maintain high quality interactions with

students who are deafblind. As research continues to validate the role of interaction in attachment, security,

relationships, learning and communication, the need for educators of students with deafblindness to develop

their interaction skills becomes more apparent. Appreciating the importance of positive interactions is a step in

the process. Improving the quality of one's own interactions with students who are deafblind is a bigger challenge.
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Typical development

"It is a universal trait of our species that mothers have the innate skill of mothering. They are able (and it

seems that this is similar in all cultures) to provide the newborn child with warmth and security. Mothers feel

that the newborn child needs a safe harbor for exploration." (van Dijk, 1999, p.l). "Children who are securely

attached to their caregivers have a secure base from which to explore the environment....Children see indi-

viduals to whom they are securely attached as available and responsive. . ..Secure attachments are built when

caregivers are sensitive and responsive to the infant's communications....Positive interactions occur as the

caregiver and the infant respond to each other. . .The infant sends cues, the caregiver responds, and the infant

responds in turn. Each partner learns the rules of turn-taking from the feedback of the dydactic partner." (van

Dijk and Nelson, 2001, p. 18). "Given that interaction is the 'vehicle of communication,' it is obvious that

harmonious (smooth, balanced and finely attuned) interactions are indispensable to develop high-quality com-

munication." (Janssen, et al., 2003b, p. 198).

"Harmonious interactions and their importance have been characterized in various terms. Attachment

theorists emphasize the importance of sensitive responsiveness: A sensitive caregiver is keenly aware of a

child's signals, interprets them accurately, and reacts promptly and appropriately so that the child feels under-

stood. During such harmonious interactions, the child learns to trust the caregiver's availability as a source of

emotional comfort and support." (Janssen, et al., 2003b, p. 198). Dr. van Dijk has referred to this quality of

sensitive responsiveness as "IT." This is how he once described IT. "I have been looking all over the place to

find a CD-rom fragment of Suzanne with her mother interacting. Mother wants her to clap her hands, but S.

wants her to touch her lips. Mother adjusts her intention to S.'s request. This is IT." (personal communica-

tion, October 18, 2002).

"Harmonious caregiver-child interactions have been found to relate to later socioemotional development

in various empirical studies. . ..a secure infant-parent attachment relationship - which clearly relates to sensi-

tive parenting - predicts various developmental outcomes for children up to late adolescence. . ..early harmo-

nious interactions influence the development of brain structures and brain functions that mediate the future

regulation of emotions, adaptation to changing circumstances, and ability to cope with stress....Particularly,

the sharing of high levels of positive affect during interactions appears to have beneficial effects on early brain

development." (Janssen, et al., 2003b, pp. 199-200).

The impact of deafblindness

"Children who are deafblind often require considerable time as they establish relationships with others

and become comfortable in new environments . . . .The ability of children with severe multiple disabilities to

develop secure attachment and turn-taking social interactions may be threatened by multiple factors including:

(a) time spent in intensive care units separated from their parents, (b) severe health problems which may have

limited physical contact with caregivers, (c) low levels of arousal and an alert state that is not long enough for

attachment to occur, (d) extremely elevated levels of arousal that lead to over-stimulation, (e) communicative
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cues that are atypical and difficult to read, and (f) limited ability to read caregiver cues (e.g., if vision is

limited, the young child may not be able to imitate the social cues of his caregiver such as a smile and he may

not know when he should take his turn in a social interaction)." (van Dijk and Nelson, 2001, pp. 4, 18-19).

Interactive challenges

"Various studies have indeed shown both deafblind children and their parents to encounter serious diffi-

culties with their interactions. The visual impairments of the children greatly affect quality of the children's

interactions with their parents. Eye contact, reading facial expressions, or mutually gazing at the same object

are virtually impossible. Lack of responsiveness or over-sensitive reactions such as 'slipping away' in the

children may cause feelings of disappointment or frustration in the parents....Auditory stimuli are not well-

perceived or processed by deafblind children due to sensory-neural impairment. They may respond very little,

not at all, or even negatively to voices and other sounds. Caregivers are therefore dependent on touch and

proprioceptive stimulation to keep the interaction going....Rowland (1984) showed the mothers of multiple

handicapped visually impaired children to encounter difficulties with the regulation of turn-taking and to

inconsistently respond to the vocalizations of the child....Preisler (1996) found-deafblind children to elicit

contact with their parents by means of body movements, facial expressions, and vocalizations. The children

can also take part in joyful interactions, mostly in the form of body games. It is nevertheless difficult to read

signals of deafblind children. Their movements and expressions are often very subtle or vague and unfold at

a much slower pace when compared to those of sighted and hearing children. Use of idiosyncratic signals and

forms of communication by the deafblind can easily lead to misunderstandings." (Janssen, Riksen-Walraven

& van Dijk, 2002, pp. 88-89). "The attachment process described by Bowlby (1969), through which the child

develops a secure bonding with his primary caregiver allowing him/her to explore and access new opportuni-

ties for experience and learning, is endangered in children with multiple disabilities due to the described

difficulties in establishing readable signaling systems." (Amaral, 2003, p. 4).

"For educators, the first hampering factor in building harmonious interactions is the lack of natural skills

to participate in the deaf-blind world of touch and proximity. . . .In her study of the communicative interactions

between children with multiple disabilities and their teachers, Amaral (2002) concluded that teachers do not

spontaneously develop the interaction and communication skills that are necessary for responding to the needs

of such children. . ..The educators of deaf-blind children are often not fully aware of the importance of devel-

oping harmonious interactions before they focus on understanding the children's message or on further devel-

oping communication and language." (Janssen, et al., 2003b, pp. 198, 201). "When the educator of deafblind

individuals lacks the insight and skills to understand the world of the deafblind child, one can observe how the

individual retreats into himself, avoids touching objects, and attempts to cope with his 'unbalanced organism'

by exhibiting stereotypic behaviours." (van Dijk, J., 1999, p. 2). "Professional educators, such as teachers,

classroom-assistants, and the residential staff face the same interaction problems as the parents and sometimes

even more serious problems. The educators typically start interacting with the deafblind children at a later age

than the parents, which means that many of the children have already developed a number of idiosyncratic and

'difficult' behaviors that can hamper further interaction." (Janssen et al., 2002, p. 89). "The final factor that is

known to hamper harmonious interactions with deaf-blind children holds particularly in institutional settings

(schools and residential facilities) and concerns continuous changes. While professional educators regularly

rotate from one class, home setting, or group in a residential facility to the next and thus from one deaf-blind

child to another, the risk of disharmonious interactions increases with each switch, particularly when the

professionals have not been sufficiently introduced in the new work setting and too many staff changes occur

at the same time." (Janssen, et al., 2003b, p. 202). "It is obvious that when a child, whose emotional balance

is easily disturbed, is provided with many different caregivers, it is hard, if not impossible, for the foundation
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of security to be laid." (van Dijk, J., 1999, p. 3). "Given that the principles of individuals' communication and

interaction are often not well recorded, the risk of disharmonious interactions following such staff switches

increases." (Janssen, et al., 2003b, p. 202).

Adult-dominated interactions

Rick van Dijk and his colleagues noted, "In normal language development, one would expect a parent or

a professional teacher to leave the initiative in communication to the child and to respond in a contingent way

whenever the parent or teacher feels the child has the possibility to take the initiative. Only in this manner

does the child have the opportunity to explore his communicative possibilities...Communication will only

lead to language development if the child is enabled to actively take part in communication. . ..we know that

parents often have a tendency to control the interaction with a deaf child because they cannot fully understand

the utterances of the child. Although understandable, this control is, in itself, detrimental to language develop-

ment. The more parents try to control the responses of a child, the turn taking interaction, and especially the

topic of conversation, the slower language development will proceed. There is solid empirical evidence that a

less controlling interaction style by parents not only facilitates the quality of interaction between parents and

deaf children, but also the process of language development. . ..there is no reason to think that this is not also

the case in children who are deafblind." They suggested that ". . .if one studies interaction and communication,

and most certainly if one studies these processes in relation to the facilitation of language development, one

would...want to study aspects such as initiation of interaction, contingent and noncontingent reactions of

communication partners, and the functions of interactive turns." (van Dijk, R., Vervloed, Knoors & van Dijk,

J, 2002, pp. 5, 16-17).

A study was designed to analyze the interactions between a teacher and his 3-year-old student with con-

genital deafblindness. The primary research question asked, "...to what extent it would be possible for the

teacher to attend to the deafblind child's initiatives and responses and respond appropriately, thereby resulting

in contingent interaction patterns. . .Three target activities that offered many opportunities for close interaction

were chosen for study. . ..These events were selected because they recur daily and fit in the schedule of daily

routines for this boy. It is widely accepted that such daily routines foster effective interactions and enhance

memory processes." Videotaping the observations was considered necessary "...because online [during the

interaction], it is extremely difficult to notice all the potential communicative signals exhibited by the deafblind

child." (van Dijk, et al., 2002, pp. 6, 7).

"Over a period of 4 months, 16 hours of recording were made during bathing, dressing, and

playing.... specific events were chosen for video recording in order to capture the most favorable conditions

for the elicitation of social interaction and communication. . . .The following criteria were used to include scenes

into the study: 1. Both the teacher and the child should be within reach of the camera. 2. The recordings

should be of good quality... 3. There should be a prolonged period of communicative activity of at least

several seconds." Of the original recordings, "...less than 2% of the recording time contained prolonged

interactions between teacher and child. . ..most of the failures were due to the teacher being too far away from

the child to be able to communicate properly or due to the total absence of prolonged communication periods

between the two." (van Dijk, et al., 2002, pp. 8, 11). Video fragments that met the criteria were reviewed, and

each of the teacher's and student's interactive behaviors were assigned to one of "six observational categories:

A. Child acts in order to influence adult's behavior

B. Child reacts

C. Child acts, no attempt to influence adult's behavior
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D. Teacher acts, initiates interaction

E. Teacher reacts

F. Teacher takes action, no intent to influence child's behavior." (van Dijk, et al., 2002, pp. 23-24).

The authors then counted the frequency of these interactive behaviors and analyzed the transitions be-

tween them. They concluded, "The amount of interaction is... representative of normal daily interactions

between this teacher and deafblind boy....only a limited portion of the time when the teacher and deafblind

child were together was devoted to communication and interaction. . ..There exists a true interaction between

teacher and child, although both miss the initiatives of each other frequently. . ..Both teacher and child did not

respond significantly to each other's responses. . ..the number of the teacher's initiatives exceeds the number

of responses considerably." They also speculated "...that interaction between the partners stops after one

response." From this study, the authors determined that "...it is possible to quantify interaction between

teachers and deafblind children and this can be accomplished in a way that gives insight into the elements of

the interaction and communication process that are important for the development of language." (van Dijk, et

al, 2002, pp. 14, 15).

Consequences of disharmonious interactions

"It is likely that the emotional and behavioral problems of deafblind children are at least partially due to

the difficulties they experience, from birth on, in their everyday interactions with caregivers. High quality

interactions with primary caregivers who sensitively respond to normal children's signals and needs have been

found to foster a sense of security and competence in the children and to positively affect both their social and

personality development in later years. In contrast, children with insecure attachment relationships reflecting

a history of disharmonious interactions with their primary caregivers have been found to be at risk for devel-

opment of disorders such as problems in self-regulation, depression, and conduct disorders....Given that the

interactive signals of deafblind children are often subtle and difficult to interpret, they are frequently missed or

misunderstood by caregivers. As a result, children tend to intensify their signals, express frustration via self-

abuse or aggressive behaviors or both, and withdraw into stereotypic behaviors or passivity. Such 'inappropri-

ate' behaviors can then elicit inadequate responses from the caregivers, with the risk of both the caregiver and

child getting caught in a downward spiral." (Janssen et al., 2002, pp. 88, 90).
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Educator-oriented intervention

Dr. Marleen Janssen and her co-authors designed an educator-oriented intervention program to improve

the quality of interactions between deafblind children and their professional educators. To determine the

program's effectiveness, their research questions were, "(1) Does the intervention produce an increase of

appropriate [educator] responses and a decrease of inappropriate [educator] responses to the interactive behav-

iors of the children? (2) Does the intervention result in an increase of appropriate interactive behaviors and a

decrease of inappropriate interactive behaviors on the part of the children? (3) Is the intervention effective

with different educators and in different situations?" (Janssen et al., 2002, p. 90).

After identifying appropriate and inappropriate child behaviors, and appropriate and inappropriate educa-

tor responses, "First, the educators were trained to respond more appropriately to the children's interactive

behaviors. Second, the educators were trained to adapt the interactive context to facilitate the occurrence of

appropriate interactive child behaviors. Such adaptations were as follows: (1) offering communicative aids

[in an] orderly [way], (2) offering choices, (3) removal of distracting stimuli, (4) removal of stimuli not wanted

by the child, (5) attuning activities to child's abilities (sensory or motor), and (6) demonstration of appropriate

interactive behaviors to the child." (Janssen et al., 2002, p. 94).
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The study concluded that

"

it is possible to improve the interactive competence of deafblind children by

teaching their educators to respond more appropriately to [the children's] interactive behaviors. In three of the

four target children, both an increase in appropriate interactive behaviors and a decrease in inappropriate

interactive behaviors were observed. The intervention also proved to be effective for different educators

across various situations." (Janssen et al., 2002, p. 104).

Development of an intervention model

As a continuation of their earlier work, Dr. Janssen and her colleagues developed ".
. .a diagnostic interven-

tion model as a guide for designing and conducting interventions to foster harmonious interactions between

deaf-blind children and their educators in various settings...The intervention is educator oriented and thus

aimed at achieving the goals of intervention for the children who are deaf-blind by changing the behaviors of

their educators." (Janssen, et al., 2003b, pp. 197, 208).

In this model, the behaviors of both the child and educator are assigned to one of eight core categories of

interactive behavior. "The definitions of the categories are adapted for the purposes of an intervention and are

translated into concrete behaviors per individual case." (Janssen et al., 2003b, p. 207). The eight core catego-

ries of behavior ".
. .are as follows:

1. Initiatives: starting an interaction or raising something new as part of a reaction

2. Confirmation: clear acknowledgement that an initiative has been noticed and recognized

3. Answers: positive (approving) or negative (disapproving) reaction to an utterance of the partner

4. Turns: turn taking, or becoming the actor, and turn giving, or allowing the other to become the

actor

5. Attention: focus on the interaction partner, the content of the interaction, and the people and/or

objects within the interaction context

6. Regulation of intensity of the interaction. For the educator: waiting while the deaf-blind child

regulates the intensity of the interaction. For the child: appropriate regulation of intensity by,

for example, withdrawing (turning his or her head away) or some other individual signal (such as

laying his or her hand on the partner's hand) and apparent processing of information, and inap-

propriate regulation of intensity by, for example, self-abusive or aggressive behaviors

7. Affective involvement: mutual sharing of emotions

8. Independent acting. For the educator: acting with no focus on the child. For the child: execut-

ing actions independently (e.g., putting a garment or part of a garment on alone)." (Janssen et

al., 2003b, p. 207).

"On the basis of video analyses, the educators learn to recognize a deaf-blind child's signals, to attune their

own interactive behaviors to those of the child, and to adapt the interactive context to promote the occurrence

of certain target behaviors . . . .The intervention is evaluated in terms of the intervention aims and the occur-

rence of particular behaviors before and after intervention." (Janssen, et al., 2003b, p. 208).

A companion study summarizes the successful implementation of the intervention model described above,

with six congenitally deafblind children and adolescents, and their teachers, caregivers and parents, in differ-

ent settings and interactional situations. (Janssen, Riksen-Walraven & van Dijk, 2003a).
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TO BE CONTINUED

Part One of this article summarizes recent research about the importance of high quality interactions with

students who are deafblind, including information about characteristics of deafblindness that can result in

interaction problems, and the description of an educator-oriented approach that helps clarify and address those

problems. In the next issue of SEE/HEAR, Part Two will describe the interaction training process developed

at TSBVI that incorporates this information. Case studies will be presented of four training participants and

their students with deafblindness. There will be a session about TSBVI's interaction training process at the

2005 Texas Symposium on Deafblindness which takes place February 25-26, 2005 in Austin.
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Where Is There Joy in This IEP? or,

What Did I Bring Away from The Deafblind International Conference?

by David Wiley, Transition Specialist, with help from Kate Moss, Education Specialist

Texas Deafblind Outreach

Abstract: This article discusses the importance of building highly motivating instructional elements into

daily programming in order to improve the students openness to instruction.

Key Words: programming, blind, deafblind, appetite/aversion, motivation, assessment

Several years ago I received a call from a teacher wanting some help in addressing a behavior problem for

one of her students. I receive such calls from time to time in my role at Texas Deafblind Outreach, and always

explain that it would be very difficult to offer advice without observing and knowing all the facts in the
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situation. She wanted to give it a try over the phone, however,

conversation included an unusual problem.

I don't remember all the details, but the

She explained that the problem was that most days the student was refusing to even come to school. When
at school, there was seldom a problem, but often she would refuse to get on the school bus, or cooperate with

her parents in getting her to school. The student would only willingly come to school on days when she was

going to do something fun.
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"What do you mean?" I asked.

"Well, she understands her schedule well, and only comes to school on days when something fun is

planned, like a party, pep rally, or special event. Otherwise, she will tantrum and refuse to leave her house."

I must admit, that I hadn't encountered this specific issue before. Though it is hard to fully understand a

situation without being there, one solution seemed obvious. My suggestion: why not plan to do something fun

every day?

She reacted as if I was crazy. To paraphrase, the teacher's response was something like, "We can't do

something fun every day. This is school. There is work to be done." This ended the conversation. I suppose

she considered me thoroughly unhelpful, and I never heard how the situation turned out.

This story was brought back to my mind last summer as I was attending my first Deafblind International

(DBI) conference in Toronto. DBI is a worldwide organization of people concerned with deafblindness, and

participants from the conference last year came from 48 countries. I had a number of "aha" moments during

the event, but my first came during the first plenary panel on the first morning of the conference. One of the

panelists talked about the need for joy in communication instruction. She showed video clips of students

learning language at her school. The students had differing abilities and communication styles, but they were

all engaged in exchanges about subjects they found highly motivating, things they were passionate about,

things that brought them joy. The speaker was from India, and I reflected that I seldom hear communication

presentations around here in which the key theme is joy.

The next morning Dr. Jude Nicholas of Norway provided some neuropsychological background in a talk

about his paper, "Communicating Research to Practice and Practice to Research: From Theoretical Contribu-

tions to Therapeutic Interventions." In describing new research and views of how the brain works, he writes,

"emotions are the mechanisms that set the brain's highest-level goals. Perhaps, then, in the field of deafblind

education, communicative exchanges in interpersonal processes should pay more attention to the emotional

aspects of the communication process." (Nicholas, 2003) So maybe we should pay more attention to the

child's emotions when planning instructional goals.

What if the child described in the phone call above experienced joy every day in her learning activities?

Would she be more willing to go to school? Would she look forward to learning? Unfortunately, I think too

often we fail to consider the student's preferences, passions, and joys when developing classroom activities

and routines.

So how do we create joy in the classroom. These simple solutions will make the students look forward to

coming to class, create positive emotions, and maybe improve their learning.
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FIND OUT WHAT IS MOTIVATING TO STUDENTS

In order to find out what is motivating to a student it is important to be a good observer. Take some time

to simply watch the child during a variety of activities and settings. When does the child smile or laugh?

When does the child become fussy or go to sleep? If there are four objects nearby, which, if any, will the child

try to get?

It is important to consider the child's self-stimulations as well. Does the child use his hand to flick in front

of his face? Does he make interesting noises? Does he find things in his environment that vibrate? Does she

constantly bounce or spin? Chances are, whatever the child does as self-stimulation is somehow pleasing or

interesting to him or her.

Talking to the child's parents is also an important step to take in finding out what is motivating or just as

importantly not motivating. Ask them how they calm their child when the child becomes upset. What are the

child's favorite play things? What are the child's favorite activities with mom, dad, and siblings?

Once you begin to collect this information it is a good idea to organize it. A simple form that we have used

for a number of years is the Appetite/Aversion Form shown below. o
o
>

Appetite/Aversion Form
Adapted from personal notes from a seminar by van Dijk, J. 1985

Fill one sheet out for each child. Over a period of time through listening to stories from others and through

observation of the child, simply list things the child likes and things he doesn't like. We all enjoy things that

we are good at and that we understand. The child's "Likes" will be his areas of strength and using sensory

channels that are working. His "Dislikes" will be areas of weakness and sensory channels that may not be

working efficiently. The information gathered on this form will give you underlying themes that you can use

for modifications, teaching strategies, topics for communication, ideas, and activities.

Child's Name Date

APPETITE(LIKES) AVERSION(DISLIKES)

Summary Information:

What sensory channels is the child using the most?

What are possible topics for communication?

What are some new activities that the child might enjoy?

What other modifications or strategies are suggested by the above information"
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ASSESS TO SEE IF STUDENT IS ENJOYING THE DAY AT SCHOOL

Take time to observe the student's day at school and identify the times when the child is experiencing

some joy in the activity. How much of the day is fun for the student? When does the student become bored,

fussy, or disruptive? Is most of the day unpleasant? Are there times when including a fun activity would help

the student regain his or her composure and willingness to participate? Are there activities that need to be

scraped or greatly modified to include more motivating components or materials?

PLAN ACTIVITIES THAT INCORPORATE MOTIVATING ELEMENTS FOR THE STUDENT

Once you know what the child finds motivating, think about how some of these elements can be incorpo-

rated in the routines you are currently doing daily with the child such as dressing, eating, bathing, and so forth.

For example, if the student really likes the color red you can have red items of clothing, include red plates or

cups, select foods that might incorporate red in each meal (ketchup, apple, strawberries), use a red wash cloth

and towel or red bubble bath.

You can also brainstorm new activities that might include a particular element or several elements. For

example, the student likes playing in water. Can we build an activity where the child waters plants, washes the

dishes, bathes a doll, or paints the sidewalk with clear water? Think of as many potential activities as you can,

then decide which one has the most potential for including opportunities to work on goals and objectives and

allow for as many motivating factors to be included in it as possible. For example, the child might like

vibration, food that is blended, and banging with a spoon. You could create a blender activity to make a

smoothie or pudding that you have to rake out of the blender with a long wooden spoon.

ALTERNATE LESS MOTIVATING ACTIVITIES WITH ONES THAT CREATE JOY

Sometimes there are activities that cannot be made terribly motivating to the child, but that still need to be

done. First of all, try to eliminate as many of the negatives as possible in the activity. If cold lotion makes her

cry when you are changing diapers, place the lotion in a cup of hot water to warm it slightly BEFORE you start

changing the diaper.

Once you have eliminated as many aversive aspects of the activity as possible, try to place a highly

motivating activity immediately following the negative one. The child may not like to do the job of loading the

washer, but will suffer through it in order to do the next activity, which is buying a coke from the vending

machine or going for a walk outside.

TEACH LANGUAGE USING HIGHLY MOTIVATING TOPICS

Think about the last great conversation you had with someone. Wasn't part of the pleasure related to

having a topic to discuss that you found interesting? If we looking for highly motivating topics to focus

language instruction around, the chances are much better that the student will be motivated to learn. If lights

are motivating to the student, think of all the great activities that can include lights. You can talk about the

color of lights, the number of lights, the size of lights, the temperature of lights, the purpose of lights, how

lights can be turned off and on, who uses lights, where lights are typically found, and so forth.

TEACH LITERACY USING HIGHLY MOTIVATING TOPICS

Literacy is a natural expansion of language instruction, and so making the topics you use to teach literacy

highly motivating makes sense as well. When the student has a great experience, create memory books or

experience stories about the experience. Have the student share information about the object or experience
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and write that information in the book. For some students this might be in Braille and for other students it

might be in print. Always include objects that are motivating to the child as well when selecting objects or

pictures to include in the book. For example, if the student is delighted with the ice cream at the Dairy Queen,

but only lukewarm about the french fries, choose the ice cream cup as the object for the experience book or

story. Pick the favorite activity of the day for the topic of your story rather than an activity that the child finds

minimally interesting.

\

It really is a myth that school can't be fun. Learning should be fun. Learning should bring you great joy.

It doesn't take much most times to turn a school day around for a student if we look for ways to bring the fun

back into the classroom. The additional payoff is that the teacher will usually find more joy in the day as well.

Job One for Educators: Becoming a Good Playmate

By Stacy Shafer and Kate Moss, Educational Specialists, TSBVI Outreach

Abstract: If children learn through, then we must become better playmates in order to facilitate better

learning for the child.

Key Words: programming, blind, deafblind, assessment, appetite/aversion, Active Learning, van Dijk,

communication, instruction, routines, model, turn-taking

All human beings are motivated to learn when they find the learning activity interesting, useful or fun.

Learning takes place best for us when we are in a calm and alert state. This means that we need to be physi-

cally comfortable, feel emotionally or physically safe, and have the physical vigor to be able to interact with

people or objects in the environment. Children with visual impairments, deafblindness and other physical and

cognitive disabilities are no different from other learners in these requirements. Unfortunately, many of these

children may not have the language or physical ability to easily tell us their needs and preferences so we can
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make learning fun and motivating for them. Often times we feel at a loss for how to begin.

There are some strategies that we know work for these children. One strategy, often discussed by Dr. Jan

van Dijk and Dr. Lilli Nielsen, is to follow the child's lead. Another is to build predictable interactions with

people and environments through the use of routines or highly structured activities. Barbara Miles reminds us

that, children who are deafblind (and to some degree, children who are visually and multiply disabled) use

their hands as tools, eyes, ears, voice and also to relieve stress. We also know we need to recognize and

respond to any attempt a child makes to communicate if we want to foster the child's communication skills

development. Underlying all of these strategies is the notion of making the experience inviting and fun for the

child. In short we have to become good playmates for the child.

FIRST ASSESS

So how can we do this? First we have to get a clear picture of where the child is by thoroughly assessing

the child's skills in the areas of vision, hearing, communication, fine and gross motor, emotional development,

and cognitive development. We also want to get an idea of the level of play and interaction skills the child uses

with people and objects. A list of some resources educators might use to do this assessment is included at the

end of this article.

We also need to take a thorough inventory of what the child likes and dislikes, what is often referred to as
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an Appetite/Aversion assessment. This includes types of sensory input, objects, people, activities or actions,

and environments that are preferred or not well tolerated.

GAIN THE CHILD'S TRUST

Once you know where the child is and what is interesting to the child you begin by gaining the child's trust.

This means sometimes, simply sitting in the same room as the child and not making any demands upon him. You

also show an interest in what the child finds motivating whether that is moving his body a particular way or interact-

ing with particular types of objects. As the child becomes more comfortable with you, you can increase the level and

amount of contact with the child until he readily accepts your close proximity and begins to seek you out.

DISPLAY THE CHARACTERISTICS OF A GOOD PLAYMATE

When the child trusts you, you are ready to become more of an active playmate. Think about the type of

playmates you experienced as a child. Remember when you were required to play with a child at some event

you attended with your parents? Did you ever get stuck with the child who was bossy, always controlled the

objects or activity, didn't play any of the games you knew and liked or only played games that you were bad at,

and who hoarded all the good toys? Did you enjoy that interaction? No! You probably tried to get away from

that child as soon as possible. Most of us were happier if we had an opportunity to find a generous playmate,

someone willing to share all his toys with us. We wanted someone who was interested in the things that

interested us. A good playmate was someone who took turns, and offered new ideas and experiences without

demanding that we go along with his suggestion.

As an educator (or parent) working with a child who is deafblind or visually impaired with additional

disabilities you must become the good playmate to the child. So how do you do this?

Slow your pace

First of all, consider the pace of your interactions with the child. How fast can this child take in informa-

tion? How long does it take for the child to physically be able to respond to sensory input? Is the child unsure

of what you might do with him and a little fearful of the speed at which you move? A much slower pace than

you would typically utilize may be needed. Unless we discipline ourselves to be aware of how fast we are

moving around the child, we are likely to frighten him or simply overwhelm him. Step one, slow down.

Be generous

Be generous with the toys you have. Offer the whole toy box and see what the child picks. In order to

learn about objects and their properties children have to have a wide variety of objects so they can compare the

objects to each other. Typical two-year-olds don't play with one object. They play with many objects in a

sequence, often returning to familiar objects to compare with a new object.

Be generous with yourself in your interactions with the child. If the child is interested in continuing the

interaction, give him extra turns. Make your hands available for the child to use to as he chooses allowing him

to guide you in the interaction. Wait and give him time to consider how he wants you to respond. Let him

know you understand or value what he is trying to tell you by mirroring back what he shows you. This type of

generosity is the beginning of many good conversational interactions.

Don't be bossy or controlling

Don't be bossy. Let the child control the activity. Be quiet and don't make demands of the child. For
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example when you are sharing a ball don't say, "Throw me the ball. Let's put it in the basket." Instead make

a variety of balls available to the child and imitate what he does with the ball.

Don't try to control the action or the object. Offer to be a part of the exploration, but respect the child if he

refuses your involvement. Don't correct him or tell him he is handling the object incorrectly or not completing

the correct action. He will be much more inclined to include you in his game if you aren't trying to take over.

Don't make him share until he is ready

Having duplicates or a sufficient quantity of toys is also an important. This allows you to model things to

do with an object without making the child share his toy with you. Remember, at first the child with not be

open to sharing his toys with you. He may show you his toy and you can comment on how lovely it is, but

don't make the mistake of taking it from him until he insists you have it. It takes longer for some of us to learn

to share, so don't rush it.

Be an interesting model

As the child experiences success in the way he is acting on the object you can offer an idea of something

new to do by modeling an action. Try to determine what is interesting to the child about that object based on

how he is playing with it. Is he fascinated with the shape of the object? Show him how the object's shape will

fit with another shape, for example putting the ball into a tube or a container. Is he interested in the texture of

the object? Show him a different object with the same texture or offer a very different texture in a similar

object for him to compare. Is the child interested in the way the object bounces or sounds when you throw it?

Show him how many different objects bounce or sound. Remember, if the child decides he is not interested in

what you are showing him you should return to his game. A little later you can try modeling the new action again.

Let the child feel success as well as challenges

Make sure that what you model is only slightly higher developmentally than the the child is currently

demonstrating. For example, if the child is taking things out of a container you might show him how to put

things in a container. It is important to have a clear notion of the "next step" when you sit down to play with

a child so that you don't target skills that are too high.

Educators have a natural tendency to constantly be working on the child's IEP goals, which typically are

written just above where the child is able to function. However, to be a good playmate, you need to strike a

balance between letting the child feel success by practicing learned skills and challenging him to develop new

slightly higher level skills. Let the child be competent in play.

Go from imitation to turn-taking to participating in routines

As the child becomes more inclined to engage with you, slowly work from imitating him to having him

imitate you, to setting up turn-taking interactions. Taking a turn is a first step in participating with someone in

an activity. Learning a series of steps is what we do when we teach a child a routine. Being able to carry out

a routine means that the child has a memory of a series of events that can be expanded on by adding new

information.
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By being a good playmate we can entice the child to join in with us as we explore the world around us. As

good playmates we can share information about actions and interactions that are possible. When we are good

playmates, we are also being good educators. When we are good playmate we generally enjoy teaching more.
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Santa Claus Is Coming to Town

By Kate Moss, Education Specialist, Texas Deafblind Outreach

Abstract: Thoughts about selecting appropriate giftsfor children who are visually impaired or deafblind.

Key Words: Programming, blind, deafblind, toys, play

This time of year parents become painfully aware that Santa Claus is coming to town, sooner not later.

Moms, dads, grandparents, aunts and uncles all start searching for the perfect Christmas present for the chil-

dren in the family. Sometimes when the child is visually impaired or deafblind finding the perfect present

becomes much more difficult.

Part of the problem is that many toys are so visual there is not much pay off for the child who doesn't see

or who sees very little. Most of the toys nowadays are made from plastic, so there is not much to offer that is

tactually interesting. Other toys focus on sounds or require good hearing to be able to utilize them. For many
children, the developmental level, in terms of cognitive and motor skills, is too advanced for the child or if the
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toy is at their level it may appear to be inappropriate for their chronological age. What's Santa to do?

THINK ABOUT THE THINGS THAT ARE VERY INTERESTING TO YOUR CHILD

It's always a good idea to think about the things that interest your child. What things or activities really

bring pleasure or interest? Is your child most happy when he is outside? Does your daughter like playing in

the water? Is music the thing that always brings a smile? Start by making a list of these things then think about

the aspects of these pleasurable things seem to be the most motivating. Is it feeling the water flowing from the

faucet or is it pouring water from different containers? Is it the loud bass sound, the slow calming refrain or the

singer that makes the music work? Once you have a clear idea about what your child really finds enjoyable it

is easier to get creative about finding new things and activities that share similar characteristics.

ARE THERE BIG-TICKET ITEMS TO CONSIDER?

Sometimes holiday gifts are more costly such as bicycles, television sets, computers and so forth. Con-

sider asking relatives who want to give gifts to contribute to the purchase of more expensive items. For

example, if your child is using some of the Active Learning equipment at school and you think he might also

enjoy playing with these things at home, could duplicate materials be purchased if everyone pitched in to pay

for it? Maybe the child could ride a bicycle if it were a tandem bike. If family members typically want to buy

gifts, suggest that they may want to make a contribution toward a bigger ticket item instead of buying indi-

vidual inexpensive gifts.

in

THINK ABOUT A COUPON FOR A SPECIAL ACTIVITY

Instead of a toy that may not appeal to the child, family members might consider giving a coupon for a

special outing or event. For example, one trip to the ice cream store with Aunt Susie, a fishing trip with

Grampa, a ticket to a skating rink with dad, or a day at the beauty shop with mom might make lovely gifts. The

coupon can be attached to something the child would like such as a candy bar or small stuffed animal if you

want to make sure he has something to open. Planning for the outing and sharing the experience with others

later gets a lot of mileage out of the event.

W THINK ABOUT TRADITIONAL AND NONTRADITIONAL "TOYS"

^ There are many wonderful manufactured toys and games, but sometimes the thing the child might like

d£$ most isn't a toy at all. Is the child interested in keys? How about getting him a collection of different kinds of

jjy keys? Maybe you could throw in a few locks as well. Does the child like lights? What about getting an

^ aquarium with very colorful fish inside and interesting plants? The child could have the enjoyment of watch-

rv| ing the fish in the aquarium and maybe learn to feed the fish as well. Let yourself think outside the box when

^ purchasing gifts.

If you do buy traditional toys, consider these guidelines mentioned in the article, Helping Your Customers

Choose Toysfor Children Who Are Blind or Visually Impaired, from the American Toy Institute and American

Foundation for the Blind:

Consider toys that talk or produce sounds. Children with visual impairments will benefit from

the influx of technology in today's toys. Toys that talk or imitate real life noises attract children's

attention to the world of sounds, help them understand cause and effect, and teach them to use

auditory senses effectively as they grow. (Make sure the child's hearing is good enough to be

able to access the noise each toy produces.

)
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• Have bright colors, high contrast and emit light. Toys with simple contrasting patterns of lines

and shapes that are brightly colored or light up during play stimulate children to use their vision

to its best potential.

• Feature a variety of interesting surfaces and textures. Toys that have dials, switches, buttons and

other surfaces that are fun to touch and operate encourage children to use their fingers and hands

to explore. Textures introduce children to the way everyday objects feel. Interesting, flexible or

rubbery surfaces make dolls, rattles and balls easy to play with and appealing.

• Stimulate thinking and creativity. Puzzles, building toys and railroads help children discover how
parts make up the whole, and stimulate their imagination to plan and build. Toy letters and

numbers marked in Braille and phonics toys introduce children to the wonders of learning

through reading. Craft kits and art supplies help enhance creativity.

• Encourage movement and exploration. Climbing and riding toys, athletic equipment and other

action toys engage children in movement and exploration. Physical activity promotes the growth

of strong muscles for walking, running and sports; toy rattles, hand puppets and musical toys

enhance the development of fine motor and hand skills, and facilitate graceful and easy movement.

• Promote cooperation, sharing and social growth. Games and role-playing activities engage

children in play with their friends, family and teachers. Games that encourage cooperation and

sharing build the foundation of friendship and relationships with others.

• Develop awareness of people, places and things. Dolls, stuffed animals, puppets, vehicles and

play towns introduce the sights and sounds of daily living, acquaint children with the jobs that

people do at home and at work, and stimulate creative role-play.

Here's wishing you a merry holiday shopping season. Have fun!

We're Not an Island

Phil Hatlen, Superintendent

Texas School for the Blind and Visually Impaired

Abstract: Dr. Phil Hatlen discusses the issuesfacing our state and the nation related to individuals with

visual impairments and the importance of keeping existing VI systems intact.

Key Words: News & Views, blind, deafblind, education, rehabilitation, systems, visually impaired profes-

sionals

We should be forever thankful that blindness and low vision are low prevalence disabilities. However,

when a child becomes blind or low vision, we must be prepared to offer the family and the child the very best

developmental and educational services possible. A lesson we at TSBVI continue to learn is that what we do has

potential to impact children throughout the U.S. And what a teacher in Montana, for example, does, may well effect

how we teach children at TSBVI. We are a small profession serving a small number of children and families.

When it comes to serving blind and visually impaired students, there should be no city, region, or state

boundaries. I care very deeply about the education being offered to children in Oklahoma, in Maine, in

Oregon. We mutually benefit from one another if are always open to sharing and communicating. We also

often face the same issues.

2

<
m
in

27



Xfl

£
W
*-*

>
<%

m
£
W
z

Challenges in the education of blind and visually impaired students exist everywhere, and I want to share

some of these with you—we are not an island, but a part of a state and national system of education.

At the national level, our country continues to suffer from a chronic shortage of teachers and orientation

and mobility specialists. This is not a mild shortage—it is massive, and those charged with attempting to

minimize the shortage have not yet found a solution. Imagine if you were a parent of a blind child and were

told by your local district that no teacher was available for your child! This happens in some form countless

times in this country where we place such a high value on equal opportunity for all of our citizens.

Nationally, there are issues regarding who is blind and who is low vision, issues around appropriate

placement, issues related to delivery of the expanded core curriculum, issues about vocational preparation,

issues about quality services to blind and visually impaired infants and preschool children. I'm sure some of

you could name many more vexing issues, but the situation is clear—we still do not have all the answers we
need in order to provide the services we should to blind and visually impaired students. The National Agenda

is an excellent, positive step forward, and all of us need to be active in its progress.

At the state level, issues of children living in rural areas continue to defy solutions. While we have made

significant progress toward minimizing the teacher shortage, thanks to the collaborative efforts of Texas Tech

University, Stephen F. Austin University, and TSBVI, we have not closed the gap enough, and there is soon to

be a mass exodus of a very large graying population of teachers and O&M specialists.

One of the critical keys to the success of a continuum of service model in Texas is the Education Service

Centers (ESC). The presence of expertise in both education and O&M in these regional offices makes a

tremendous difference in the quality of services in local school districts. Since I've been in Texas, there has

been a precarious feeling about the continuation of this expertise at the ESC level. Also, Texas is very fortu-

nate to be one of the only remaining states that has a consultant at the state level who is an expert in visual

impairment. However, it seems that every year this person is given more responsibilities that have nothing to

do with her expertise.

Both national and statewide issues involving the education of blind and visually impaired students impact

TSBVI every day. We are part of a national and a statewide system, and we do our job well in large part

because the rest of the system works well. If one part of the system were to disappear or be severely damaged,

it will affect the entire system, including TSBVI. This why we must be vigilant and persistent in communicat-

ing to policy-makers and legislators about how vital it is that at the national, state, and ESC level, there be

expertise in education and O&M for blind and visually impaired students.

Some Things Haven't Changed!

By Barbara J. Madrigal, Assistant Commissioner, Division of Blind Services

E-mail: barbara.j.madrigal @dars.state.tx.us

Abstract: In Assistant Commissioner Madrigal 's debut article in See/Hear, she reviews the recent changes

in state government and discusses the things that have not changed in the Division ofBlind Services, such as

the service delivery systems, the quality ofprograms and staff, and the gratitude to those who support staffand

programs.

Key Words: News & Views, blind, deafblind, Division for Blind Services, DBS, DARS, consolidation,
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Blind Children 's Vocational Discovery and Development Program, Transition Program, succession planning,

consumer mentoring program.

This is my first article for See/Hear as Assistant Commissioner of the Division for Blind Services (DBS).

I am honored to serve in this capacity, and I appreciate the Department of Assistive and Rehabilitative Services

(DARS) Commissioner Terry Murphy's confidence in me.

This is an interesting time to work in state government—particularly in the health and human services

arena where so much is changing so rapidly. It can be quite a challenge to maintain high quality services to

Texans who are blind while managing the demands of changing roles, responsibilities, organizational struc-

tures and other things associated with building a new, consolidated agency. Nonetheless, let me assure you

that DBS staff is meeting the challenge!

I have never been more proud to work with this fine group of professionals than I am now. They are

dedicated to our mission. They are working hard to stay focused on what's most important—the consumers

and families who rely on our expertise and support.

Much of the news we hear about DARS and HHSC is what has changed or is about to change. I think it's

important to remember a few things that haven't changed at DBS. Our staff's commitment to providing

quality services certainly tops the list.

Our service delivery programs have not changed. We are still the vocational rehabilitation agency for

persons who are blind. We have the same regional structure, same number of counselors, teachers, indepen-

dent living specialists and support staff members as there were before DARS came into existence. Our Blind

Children's Vocational Discovery and Development Program, Transition and Independent Living programs are

thriving. We have more and better workshops and activities for children and their families than ever. A recent

example is the First Confidence Builder's Conference - Foundation for Life - held in Corpus Christi at the end

of July with 30 families and over 140 individuals attending the three day conference. Consumers, parents and

siblings had an opportunity to interact, learn and increase their confidence! The Criss Cole Rehabilitation

Center (CCRC) continues to do an outstanding job of teaching independence, confidence and how to LIVE
with blindness. And our programs to assist employers provide assistive technology and offer employment

opportunities through Business Enterprises of Texas (BET) are as strong as ever.

Something else that will not change is our gratitude to friends and colleagues for their ongoing support of

our programs. We know the changes we experience often have an impact on others—directly or indirectly. We
appreciate everyone's patience and guidance as we work our way through these changing times. And we look

forward to working together now and in the future to promote the independence and productivity of Texans

who are blind.
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Speaking of the future, we have a full agenda in the immediate months ahead. As you may know, we have

just started a new state fiscal year—SFY 2005. Like the other DARS divisions, we are likely to face more

changes and refinements to strengthen the consolidated agency in the coming year; but it appears most of the

major structural changes are behind us.

That's a good thing because it's time to devote attention to the upcoming legislative session and our

Legislative Appropriations Request (LAR). For the latter, we have already started meeting with the Legisla-

tive Budget Board (LBB) staff to negotiate performance measures, among other things. I will provide more
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detail about the LAR and other legislative issues as we get beyond this preliminary work.

In the meantime, I'm proud to report that we ended SFY 2004 in good shape in terms of our service

numbers. We are still tallying the results, but it appears that we maintained our previous level of service in all

programs, and gained ground in a couple. Considering the climate of change and uncertainty our staff was

working in, we can be proud that it did not have a negative impact in terms of the number of people we served.

That gives us something to build on as we start this New Year in this new environment. We're steadfast in

our determination to continue to strengthen our programs and services to the benefit of Texans who are blind.

As an example, we have already started work on a couple of exciting initiatives that may be of interest to you:

• Succession planning is a way to assure that there are highly qualified people in all positions in

an organization—today and in the years to come. With everything going on in the health and

human services world today, it's especially important that we have a plan to guarantee that

Texans who are blind will be served by qualified and experienced staff for years to come; so, we
are initiating succession planning for DBS. We're working with the Region VI Rehabilitation

Continuing Education Program (RCEP) and researching what other states are doing in this area.

• Consumer mentoring programs already exist in some DBS regions. They are yielding such

positive results that we are working to establish a consumer mentoring program in each region.

In future columns, I'll keep you posted on our progress on these and other initiatives aimed at continuing

to provide the best possible services to Texans who are blind. In the meantime, I hope you will feel free to

contact me if you have questions or concerns about DBS activities. As always, thank you for your interest in

our programs and services.
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So, What Do You Want to Be When You Grow Up?

By Karen Wolffe, Ph.D., Austin, TX

Abstract: AFB has a newfeature on its website, CareerConnect, that helps individuals learn about career

opporutnities for individuals with visual impairments.

Key Words: News & Views, blind, deafblind, careers, job exploration, mentor

Such a simple question, "So, what do you want to be when you grow up?" and such a difficult one for

many children and young adults with visual impairments to answer. Unfortunately, the expectations of many

in the larger society are that young people with disabilities are not likely to go to work when they grow up.

Hence, they frequently don't even bother to ask children with disabilities the "What do you want to be when

you grow up?" question. If they do, it is usually with a preconceived idea of what they think the child can do.

So if the child should be so bold as to say doctor, policeman, fireman, or some other job that the average person

cannot fathom a person with a visual impairment doing; the response from the adult may well be, "Oh, honey,

I don't think that's possible, but have you thought about working with computers or answering the phone - I

know that someone without sight can do those jobs." It's rare that someone will actually encourage the child

to dream or consider related jobs - and that's what children with visual impairments need from adults - the

prerogative to dream and the support to investigate broadly in the career fields that appeal to them.

The "So, what do you want to be when you grow up?" question begs an answer, and the reality is that blind
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and visually impaired children can look forward to doing almost anything when they grow up -just like their

peers with good eyesight. Technology has opened many career doors that were once closed and adults with

visual impairments can be found who are working in many, many different kinds of jobs, from physicist to

florist. How though can students with visual impairments, their parents or caregivers, and teachers find suc-

cessfully employed adults and learn about the jobs that they are doing as well as find information about related

careers? The answer is to access the American Foundation for the Blind's latest career exploration and job

seeking skills tool, AFB CareerConnect™. CareerConnect is a free, fully accessible and interactive web site

<www.afb.org/careerconnect> that hosts a mentor database of blind and visually impaired adults who are

successfully employed and willing to share their experiences about how they got their jobs and how they do

their jobs.

AFB CAREERCONNECT™

When you first visit the CareerConnect site, you will see a logo, which looks like a window with four

panes - one with a globe and the other three with the letterW in them. This is the logo for a new feature on the

CareerConnect site, Window on the Working World. Window on the Working World presents first-hand ac-

counts of jobs being performed by individuals who are blind or have low vision. The feature is changed every

other month and articles that come down are archived under the mentor option on the web site. Also on the

home page, you will find an option to register. Please do register - it's free and only by registering can you

experience the full power of the web site. By registering, you are able to make contact with mentors and

access the interactive components of the site. When you first visit CareerConnect, I suggest that you take

advantage of the overview of the site - it will help you understand fully what's available on the site and how

best to use the site's features to accomplish your goals. For visitors who are visually impaired, the home page

also offers an opportunity to become a CareerConnect mentor. There's always room for more successfully

employed blind and visually impaired adults - if you know someone or if you are visually impaired and

working, please consider becoming a mentor or encouraging the person you know to do so.

On the CareerConnect web site, there is also general information about careers (under the Careers tab)

that has been imported from the federal government's career databases and reformatted for ease of navigation

with speech or braille output devices. The general career information includes the job category that an occu-

pation resides in and a general description of the most common tasks a worker in that occupation performs.

There is also information about other typical job titles in that particular job category and a list of related job

categories. In addition, there is a link following the job tasks list to any mentors that are available within the

CareerConnect database. There are also links to any of the related job categories listed that the site user would

like to investigate further.

Following the general career information section, is an option to connect with mentors (under the Mentors

tab). This is where you can contact a mentor directly or search for a mentor by city, state or province, key word

(law, nursing, computer programming, and so forth), vision status (no useful vision, some useful vision), or

member identification number (more about that later!), and you have a choice as to whether you want to

include mentors whose former jobs match the job in which you are currently interested. Before you contact a

mentor, however, I encourage you to read Tips on Contacting a Mentor. This tip sheet gives you examples of

some of the questions that you may want to pose to a prospective mentor.
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In addition to the information about careers and mentors, the CareerConnect web site offers tips for job

seekers (under the Tips tab). The tips are divided into three broad categories: finding a job, getting hired, and

keeping a job once you've been hired. Under each category, there are short articles or tip sheets on subjects

ranging from organizing your workspace to deciding when to disclose that you have a disability in the job
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search process,

reference.

These tip sheets can be downloaded and printed or brailled out for students' or adults' future

The site also includes an interactive component, My CareerConnect, which enables a registered user to

develop a personal data sheet (to assist with completing applications) or a resume. These documents can be

saved on the site or printed for immediate use. Under the My CareerConnect tab, there is an electronic calen-

dar option for keeping track of appointments or interviews and a electronic message board. The message

board provides young people with an option for sending and receiving messages with mentors that allows for

confidentiality. They can send their messages from the CareerConnect web site, using the CareerConnect

Internet address and receive messages in response at the same address. Although mentors all are required to

sign a "Terms of Service" agreement that specifies that they "can do no harm" this added measure of security

is a built-in protection for young people who may not be mature enough to screen e-mail messages from

strangers.
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Another wonderfully informative option on the CareerConnect web site is the technology section. Tech-

nology has truly made many jobs viable that were once off-limits to people with severe visual impairments and

this site shares important information about the many assistive technology devices that are available to use in

the work place. Under the Technology tab, there is information about screen magnification systems, braille

technology, synthetic speech systems, optical character recognition equipment, video magnifiers, and more.

There is both descriptive information and details about where such equipment is available, at what cost, and a

listing of vendors from whom equipment can be purchased. Finally, my favorite place to visit in the technol-

ogy section: a link to AccessWorld. AccessWorld is AFB's premier publication about technology and people

with visual impairments, now available on-line without a paid subscription. AccessWorld describes technol-

ogy (mainstream and assistive technology) and presents articles about how people are using technology to do

their jobs.

The final section on CareerConnect is the Resource section. In the resource section, a visitor will find

links to job listings, disability-related employment resources, a listing of local resources for job seeking assis-

tance (by state or province), recommended readings, and a bibliography of biographies and autobiographies of

blind and visually impaired people. Also included under the resources section are a series of guides that have

been developed for teachers, parents, students, rehabilitation practitioners, and adult job seekers that describe

how to use the CareerConnect materials and offer additional career exploration and job seeking tools and

techniques. In addition, there is a link to a web cast of a demonstration of the CareerConnect site.

If you don't have easy access to the Internet, you can still access many of the features described in this

article by requesting a CareerConnect CD-ROM. To request the CD, call 888.824.2184 (toll-free) or send a

request via e-mail <careerconnect@ afb.net>. The CareerConnect CD contains a listing of the jobs represented

in the CareerConnect mentor database and general information about the mentors. Although private, identify-

ing information about the people in the database has been omitted for purposes of confidentiality; each pro-

spective mentor has been assigned an identification number, which you can use to refer to a particular indi-

vidual. You may contact CareerConnect members via e-mail, telephone, or through written correspondence.

To find out how to reach the mentors, call the toll-free telephone number for CareerConnect (888.824.2184)

and speak with a CareerConnect staff member.

The CD also contains the guides described earlier, the tips, the information about technology, and the

resources. What it doesn't contain is the interactive component, My CareerConnect, the general career infor-

mation database, and the Window on the Working World feature. Obviously, the Internet option, AFB
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CareerConnect™, is richer and lends itself to a more dynamic environment; therefore, when possible that is

the preferred avenue for accessing information about careers and doing job searches. However, when Internet

access is not available, the CD is an excellent second choice for gathering relevant career information. Finally,

it is important to note that parents, teachers, and students are encouraged to seek out information from the

people behind these resources: the staff at CareerConnect, including the author of this article. To reach the

staff, you can call the toll-free number (888.824.2184), write via e-mail <careerconnect@afb.net>, or corre-

spond by post (AFB TECH, Suite 200, 949 3
rd Avenue, Huntington, WY 25701).

Happy career exploring. . .may the children and students you know and orient to these resources delight

in answering, "So, what do you want to be when you grow up?"

Listen Up - Blind Birders Tune in to Nature's Call

By Eric Garza, staff writer for The Monitor in McAllen, Texas

(Reprinted by permission of the author. This article may not be reprinted in other publications or websites

without consent from Eric Garza. You may contact him at egarza@themonitor.com)

Abstract: the author reports on the Outta-Sight Song Birder Tournament, a bird watching group com-

posed of contestants who are blind and visually impaired.

Key Words: News & Views, blind, bird watching, recreation

MISSION - A smile crept across Valerie Mercurio's face early Sunday morning at Bentson State Park in

Mission when she heard the birdsong.

Her ears perked up as she strained to identify the small gray bird she could not see.

"Oh, I think that's a beardless-tyrannulet," she said, waiting for confirmation from the five other members

of the group.

The others listened intently before nodding in agreement. Her husband, Tom, then pulled out a black felt tip

pen and quickly added it to a list of birds they had identified earlier that morning.

The group of six were among the three teams competing in the Outta-Sight Song Birder Tournament, part of

this year's Great Texas Birding Classic. But the contestants in the event were unlike any other ever seen in the

Rio Grande Valley. Mercurio, along with three other members in the group, is blind.
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Even the tour guides participating in the tournament did not have the benefit of their eyesight as they were

blindfolded throughout the event.

"It was a little rough at the beginning, "said Roy Rodriguez, one of three tour guides for the participants.

"I've been to the park a million times, so I figured I wouldn't have any problem, but the minute we stopped and

turned in one direction and turned around again, I had no idea where we were."

The idea of bird watching as a hobby for the Valley's blind population was sparked by Raul Reyes. Reyes,

who has been blind since 1989, said he often goes to local adult day care centers to find tilings to occupy his time.
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During one of his visits late last year, one of the caregivers offered Reyes the opportunity to tag along on a

birding trip with some of the other people at the center.

"I took the opportunity because I really had nothing else to do," Reyes said. "I'm always looking for

something to do for the blind because there's nothing here in the Valley as far as activities go. The blind in the

Valley are a large number but there's nothing for us."

He said he enjoyed the trip so much that he quickly contacted other blind people in the area and proposed

an informal club for blind bird watchers.
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Rodriguez said he was approached by several of Sunday's contestants about six months ago who asked for

his help in organizing the event.

"They don't have very many activities... so they wanted something to motivate them and stimulate them

mentally," Rodriguez said. "We introduced them to bird watching and told them that 80 percent of bird

watching is by ear anyway."

Armed with compact discs, the blind birders started learning the songs of many indigenous birds. Their

practice was often no more than wandering into their backyard to try to identify as many bird calls as they

could. Their studies were apparent Sunday as most of the group was quick to identify at least a couple of the

birds fluttering around them.

"At first I thought I hadn't studied the songs enough," Mercurio said. "I guess I did."

Jesse Garza said he's always enjoyed being outdoors. He said he was pleasantly surprised when he learned

of plans to start a blind birders group. "It's something new. I never thought that it could be done," Garza said.

"Even in my backyard in my home I can hear the Inca Dove or the woodpeckers." He said he expects that in

the near future the hobby will grow by leaps and bounds. He said he hopes the hobby will spread quickly and

that future tournaments will feature teams from across the state. "Right now this is something new, but I think

the more people read about it. . .the more people will join," Garza said.

Gladie Cruz, another participant in Sunday's Outta-Sight tournament, said some of the blind birders could

eventually become tour guides for other blind people interested in bird listening. "The beginners will eventu-

ally get better and be able to train other people," Cruz said. "It'll be the blind leading the blind."

The Power of Play

Press release from Hadley School for the Blind

Abstract" An announcementfrom Hadley School for the Blind describing their new course, "Learning

Through Play.

"

Key Words: News & Views, blind, deafblind, Hadley Schoolfor the Blind, child development, play

Did you know that play is not only entertaining but also essential to a child's growth and development?

The Hadley School for the Blind's new course, "Learning Through Play," explains how play teaches children

who are visually impaired about themselves and the world around them. This tuition-free course suggests
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various ways that parents and classroom personnel can use play to help children acquire self-confidence and

independence.

In seven lessons, this course explores how play is vital to a child's growth and development. It begins by

examining the importance of play. Then, it discusses the special considerations related to vision impairment

that can affect a child's play. Also examined is the connection between a child's development and the develop-

ment of play at different ages (i.e., newborn to six months, six to 18 months, and 18 months to five years). The

course suggests ways to create a nurturing play environment. It even describes how to select toys and activities

that suit the child. Also included is an appendix with additional play ideas and a Resource List with reading

suggestions, contact information for vendors, and related Web sites.

"Play is a child's natural method for learning," says instructor Pam Winters. "After all, learning should be

fun-not only for the child, but also for you. This course's suggestions can help you and the child enjoy learning

through play." This course is open to students in the Family Education and Professional Education Programs.

(Teachers of early-childhood-education vision classes may find the content of this course a review, however.)

So, why not enroll in this course so you can play and learn with the child in your life? To do so, just call Student

Services at (800) 526-9909.

Founded in 1920, The Hadley School for the Blind is one of the largest worldwide educators of people

who are blind or visually impaired. Hadley offers more than 90 tuition-free courses to eligible students. The

school serves 8,600 students annually, from all corners of the United States and 90 foreign countries. Courses

are also available to blind individuals 14 years of age and older. Visit us on the Web at <http://www.hadley-

school .orgAVeb_S ite/Hadley-School .asp>

.

Perkins Panda Early Literacy Program

Abstract: Perkins Schoolfor the Blind announces the launch of the Perkins Panda Early Literacy Program

Key Words: News & Views, blind, deafblind, Perkins Schoolfor the Blind, literacy. Braille, Odds Bodkin

After several years in development and nationwide testing, Perkins School for the Blind is proud to

announce the launch of the Perkins Panda Early Literacy Program - a collection of materials designed both to

teach fundamental literacy skills to children with visual impairments and to help parents and other caregivers

support children's literacy development.

The kit consists of three interrelated storybooks, activity guides and cassettes; a resource guide; a story

box; a Gund plush panda with a backpack that can hold a dual-speed tape player; and carry bags. All the

storybooks have visually appealing high-contrast illustration, large print and uncontracted Braille. Odds Bod-

kin, a well-established storyteller and songwriter, worked with Perkins to write the books and the stories and

songs on the cassettes.

The primary audience is families of children with visual impairments, ages birth to 8. In addition, the

materials are valuable in program settings, to families with older children with multiple impairments and to

parents and grandparents with visual impairments for use with sighted (grand)children.

All components are available as a kit or separately. For more information, call 800-972-7671 or 001-617-

972-7667, e-mail <Perkins.Panda@Perkins.org>, or visit <www.Perkins.org>.
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Survey on the Assessment of Communication and Cognitive Skills

in 2-8 Year Old Children who are Deafblind

By Charity Rowland, Ph.D., Oregon Health and Sciences University

Email: rowlandc@ohsu.edu, Phone: 503-238-4030 ext. 115
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Abstract: Requestfor participants to complete a survey on assessment of communication and cognitive

skills as a part ofa grantfrom the U.S. Department of Education.

Key Words: News & Views, blind, deafblind, survey, asssessment, communication, cognitive skills

Oregon Health & Science University, under the direction of Dr. Charity Rowland, has received a grant from the

U.S. Department of Education to study and validate methods for assessing the communication and cognitive skills

of 2-8 year old children who are deafblind. This is a collaborative effort with Dr. Deborah Chen (California State

University, Northridge), Dr. Harvey Mar (St. Lukes/Roosevelt Hospital and Columbia University, New York), Dr.

Robert Stillman (University of Texas at Dallas) and the National Family Association for Deaf-Blind.

We are currently distributing surveys to parents and professionals who have recent experience in the assess-

ment of 2-8 year old children who are deafblind. We are seeking a nationwide sample of parents and profession-

als to provide information about the assessment process in general and about specific assessments that they recom-

mend. The surveys are estimated to take about 35 minutes to complete. The survey information is collected without

identifying information. A $20.00 gift certificate is provided to those who (separately) provide a mailing address.

If you would like to suggest individuals to participate in the survey or would like to participate yourself, please

contact me. I can either mail surveys directly to names/addresses that you provide or I can mail them to you for you

to distribute. In either case, the surveys are returned to us without any identifying information, so we do not know

who completed them. Thank you for considering this request.

TSBVI Short-Term Programs 2004-2005

Fall Semester 2004 Spring Semester 2005

Oct ober 17- 22 Elementary IEP #1

November 7-12 High School IEP #1

Nov. 28 - Dec. 3 Math (secondary)

December 9-12 Middle School Independence

Weekend

Contact: Lauren Newton, Ph.D.

Principal of Special Programs

Texas School for the Blind & Visually Impaired

(512)206-9119

email: laurennewton@tsbvi.edu

January 9-14

January 23-28

February 10-13

February 17-20

Feb. 27-Mar. 4

March 20-24

Mar. 31- Apr. 3

April 10-15

May 1-6

Middle School IEP #1

Technology Week #2 (secondary)

Elem. Independence Weekend

Low Vision Weekend (secondary)

High School IEP #2

Capitol Experience (secondary)

High Sch. Independence Weekend

Middle School IEP #2

Elementary IEP #2
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CLASSIFIED
Mail or e-mail your new classified to Carolyn Perkins:

TSBVI Outreach, 1100 West 45th St., Austin, TX 78756, or <carolynperkins@tsbvi.edu>.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>

2005 Texas Symposium on Deafblindness

Feb. 25-26, 2005

Hyatt Regency Hotel - Austin, TX

Texas Deafblind Outreach is proud to host this event for family members, professionals and paraprofes-

sionals involved inthe lives of children with deafblindness who are between the ages of birth and 22. This

year's Symposium will include both general and breakout sessions featuring a variety of speakers from Texas

and other parts of the United States.

General sessions include a keynote on concept development presented by Robbie Blaha from Texas

Deafblind Outreach as well as presentations by Rosie Yanez and Leigh Ann Bryan, adults with deafblindness,

on what it means to be a person with deafblindness. Also presenting is the Knapp family from Houston who

will talk about their lives with Christian, a young adult with deafblindness and multiple disabilities.

Our national speakers include such individuals as Barbara Miles, co-author of Remarkable Converesations

and consultant for Hilton-Perkins International, Cathy Nelson, co-author with Jan van Dijk of Child-Guided

Strategies for Assessing Children who are Deafblind or Have Multiple Disabilities and Clinical Assistant

Professor of Special Education University of Utah, Tim Hartshorn, parent of a child with CHARGE syndrome

and professor of psychology at Central Michigan University, Dr. Sandra Davenport, Pediatric Geneticist, who

is an internationally recognized expert on Usher Syndrome and CHARGE syndrome, Maurice Belote and

David Brown from California Deafblind Services, and Tanni Anthony, COMS and Project Director for Colo-

rado Services for Children with Combined Vision and Hearing Loss (Deafblindness) Project.

Texas presenters include: Tish Smith and Kim Conlan, Speech Language Pathologists at TSBVI and

along with Craig Axelrod from Texas Deafblind Outreach. They will present information about a special

project they are collaborating on, with support from Dr. Jan van Dijk, about supporting high quality interac-

tions with students who are deafblind. Kate Moss from Outreach will present on Person-Centered Planning.

There will be opportunities to network and share ideas with committed people who are interested in

educational and life issues for children and youth who are deafblind and their families. A social for parents on

Friday will be cohosted by the Deaf-Blind Multihandicapped Association of Texas.

Family Members and Professionals:

Paraprofessionals:

Out-of-State Participants:

Registration by Jan. 10th:

$175

free

$300

Late Registration:

$225 (after January 10th)

$50 (after January 10th)

$350 (after January 10th)

o
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For more information contact: Beth Bible at 512-206-9103 or <bethbible@tsbvi.edu>

or visit the TSBVI website at< www.tsbvi.edu>
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INSITE Trainings for 2004-05

ESC Region 7

Kilgore, TX
November 10 & 11, 2004

December 8 & 9, 2004

Liz Adams (Region 7) and Alicia Favila (RegionlO)

will work together to support this INSITE training.

903-988-6899;

ESC Region 1

Edinburg, TX
October 21 & 22, 2004 (Thurs. & Fri.)

December 14 & 15, 2004 (Tues. & Wed.)

January 6 & 7, 2005 (Thurs. & Fri.)

Contact: Peter Graves, ESC 1

956/984-6165, Ext. 6165

ESC Region 14

Abilene, TX
February 14 & 15, 2005

March 28 & 29, 2005

April 18 & 19,2005

Contact: Linda Laughlin

325-675-8632; llaughlin@escl4.net

ESC Region 18

Midland, Texas

March 22 & 23, 2005

April 26 & 27, 2005

May 17 & 18, 2005

Contact: Fred Martinez, ESC 18

432/567-3254

Understanding Usher's Syndrome
January 25, 2005

Region IV ESC, 7145 Tidwell, Houston TX 77092

Presenter: Jenny Lace, Outreach-TSBVI

Fee:$30

Contact: Karen Crone, 713/744-6324

kcrone@esc4.net, or

Cecilia Robinson, 713/744-6379

crobinson@esc4.net
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2004-2005 Intervener

Training Opportunities

A series of training opportunities are available for

individuals currently working as interveners, their edu-

cational teams and others who are interested in learn-

ing more about the role of the intervener in working

with students with deafblindness. Interveners wish-

ing to attend the Symposium may receive free regis-

tration if they register before January 10th. A com-

plete listing of the training opportunities for intervers

and their teams are listed below:

TETN on November 3 rd from 2:00-3:30

Topic: The Ins and Outs of the Intervener Model

The 2005 Symposium on Deafblindness

February 25th & 26th

This event held in Austin will include opportunities

for interveners to gather, network and learn.

Tentatively scheduled for June

Introduction to the Intervener Model
Introductory statewide training for interveners

and a team member who have not

attended previously.

If you are interested in learning more about the

use of the Intervener Model with students who are

deafblind, please contact Texas Deafblind Outreach

(512-206-9103).

An Introduction to Seating and Positioning

for Accesss to Assistive Technology

December 2, 2004

Region XI ESC, Fort Worth TX
Contact: <www.escll.net>

Orientation and Mobility for

Individuals with Low Vision

February 28, 2005

Region 10 ESC - Richardson, TX
Presenter: Richard Ludt,

Orientation and Mobility Intern Coordinator

Western Blind Rehabilitation Center,

Palo Alto CA
Contact: Kitra Gray, GRAYK@escl0.ednetl0.net



From Region 4 ESC in Houston Technology Training at TSBVI

Working Together: Teachers of the Deaf and

Teachers of the Visually Impaired

December 1,2004

Presenter: Kate Moss, Texas Deafblind Outreach,

Austin TX

In Focus with Low Vision: Septo-Optic Dysplasia

December 10, 2004

Fee: $20

Presenter: Dr. Randy Jose,

University of Houston, College of Optometry

Exploring Technology for Elementary Students

with Visual Impairments

January 25, 2005

Fee:$50

Cortical Visual Impairment: Identificiation,

Assessment and Intervention

February 2-3, 2005

Fee: $60

Presenter: Dr. Christine Roman,

Marshall University, Huntington, West Virginia

In Focus with Low Vision: Congential Glaucoma

Fee: $20

Presenter: Dr. Randy Jose,

University of Houston,College of Optometry

Contact for information about these events:

Karen Crone, 713/744-6324, kcrone@esc4.net

Cecilia Robinson, 713/744-6379,

crobinson@ esc4.net

The North American Active Learning

Convention, Lighting the Fire:

Igniting the North American

Active Learning Agenda
February 7-9, 2005

Oakland Marriott City Center, Oakland CA
Presenters: Dr. Lilli Nielsen and leading North

American Active Learning experts

Hosted by: LilliWorks Active Learning Foundation

For more information: <www.lilliworks.com>

512/814-9111

These workshops will be offered on the campus

of the Texas School for the Blind and Visually Im-

paired in Austin. Enrollment is limited to allow for

hands-on participation. Registration information is

available at <www.tsbvi.edu>.

November 13 - Technology for Students with

Multiple Impairments: Using a Team Approach to

Assess Needs and Implement Use

December 11 -What's New in Technology for

Students with Visual Impairments:

An Overview of the Latest Technology

January 21 & 22 - Using Duxbury

to Prepare Materials in Braille

February 12 - Everything You Want to Know
About Using Screen Readers with Email

Distance Broadcasts on TETN

Contact your regional ESC consultant to see if

they will be connecting to these broadcasts. Broad-

casts are from 1:30-3:30 P.M.Central Time. Sorry,

these broadcasts are not available outside of Texas.

October 20 - Issues in deafblindness:

Involving deaf education in programming

for deafblind students

November 17 - Motor issues for older students

with visual impairments

January 19 - A review of the Accessible Graphing

calculator with Susan Osterhaus

February 16 - Conducting a Functional Behavior

Analysis on students with visual impairments

April 20 - Transition issues for students

with visual impairments

Josephine L. Taylor Leadership Institute

March 11-13, 2005

Location: Boston MA, Marriott Long Wharf Hotel

Registration Information: <www.afb.org/jltli.asp
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Published quarterly: February, May, August, and November

Available in Spanish and English on TSBVI's website at <www.tsbvi.edu>

Contributions to the newsletter can be mailed or emailed to section editors at:

TSBVI Outreach

1100 West 45th Street

Austin, Texas 78756
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The Three Amigos

By Alaine Hinds. Jennifer Vincent and Annette Oseguera,

Texas Association for Parents of Children with Visual Impairments (TAPVI) Members, Houston Area

Reprinted with permission from TAPVI Times newsletter. Summer 2004

Abstract: Tliree parents share their thoughts on their friendship, the bond between their children, and

supporting each other through their personal journeys of having children who are visually impaired.

Keywords: family, blind, deafblind, friendship, support

Editor's Note: the following article appeared in the first newsletter produced by TAPVI. Alaine Hinds,

TAPVI Co-Chair, shared in her introduction that she turned to her bestfriends, known to many as Tlte Tliree

Amigos, to help her write an article about their friendship and the bond between their children. While her

intention was to combine all of their thoughts to make a story, her friends' thoughts were as unique and

individual as the three of them.

-

To learn more about TAPVI, please visit their website at <www.tapvi.org>. To become a member, leave a

telephone message stating that you would like a brochure. Their toll-free telephone number is 1-866-99TAPVI

(1-866-998-2784). Please note that TAPVI has recently experienced difficulties with their telephone and

mailing address so ifyou have tried to contact them in the past six months and not received a response, please

contact them again. Written correspondence can be sent to 12801 Midway Rd., Suite 212, PO Box 231,

Dallas, TX 75244. You may also communicate with them via email at < info@ tapvi.org>.

THE UNSPOKEN WORDS OF FRIENDSHIP BY JENNIFER VINCENT

My daughter. Alexandra has two incredible friends, Rebecca and Annette. The girls and moms have

bonded over the past three years of their life because of their disabilities. Their "disabilities" have provided a

great opportunity and "ability" to form friendships at such a young stage of their lives. The girls attend

numerous events together including birthday parties, conferences, and social activities. The three girls share a

love for music and attend music class once a week. Rebecca and Alexandra share the same classroom at

school while our dear friend, Annette, receives services at home. The girls enjoy story-time at the public

library, Mardi Gras for special people in Galveston, and the Strawberry Festival in Pasadena. I think our girls

have a better social life than most adults do, and how blessed they are for that. We call them "the three

amigos." All three girls would be considered nonverbal at this point but they know, recognize and love each other.

I would like to encourage all families with children who may have a disability to promote socialization as

early as possible. All children need friendship and, more importantly, deserve friendship. Friendship is natu-

ral, but with our children it helps if we provide them with the opportunity to form the friendship. We all want

our children to be as independent and self-sufficient as possible, but please remember, we don't want them to

grow up lonely. As a parent and as an adult. I survive life by my friendships. Friends get us through tough

times and help us enjoy the best of times.

MAKING FRIENDS BY ANNETTE OSEGUERA

In 2002, several months after my little Annette had been trached. she was doing good health wise. I figured

it was time to go out and meet other parents and make connections. The first parent group I went to was in

Pasadena. It was at this meeting that I met Alaine Hinds and her daughter, Rebecca. Yes, I remember hearing

that distinctive voice across the room. Alaine was talking about the problems she was having with ECI. I

tuned into that. I was in the same boat as she was. Before the meeting, I had bought a new 2003 calendar



appointment book, which I was using to write down notes from everything I heard. After the meeting, I went

outside and started talking to Alaine. I asked her about the resources and services Rebecca received. She said,

"Here, let me give you my number." She proceeded to write her phone number in my spanking new appoint-

ment book. Not only that, but she wrote it in pen, thus sealing our friendship, making it permanent.

It was at ECI's Christmas party that I saw Alaine again. We talked for a while and she told me about her

friend, Jennifer Vincent. She thought I should really meet her. Well, it was days, maybe even weeks before I

called Alaine again. We were going to meet at Hope's Mardi Gras Ball in Galveston. Jennifer would be there.

By the time I found Alaine, my son Amadeus and little Annette were ready to go. I briefly talked with Jennifer,

but I did meet beautiful Alexandra and her siblings Destiny and Bryant.

>
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Little did I know that chance meeting with Alaine and that brief encounter with Jennifer would blossom into

strong allies and friends in the special needs roller coaster ride, which I find myself on. Now, I have someone

who knows how I feel, can listen without making judgments, shows no pity only empathy at my daughter's

situation, and is genuinely happy at the little accomplishments my children achieve. I can unload and reload

with both of my friends. The most wonderful facet of our alliance is the friendship our children have made

with each other. When all of our children get together Alexandra, Amadeus, Annette, Bryant, Destiny, Luke,

Rebecca and Sarah always have someone to play with. They share the same characteristics among each other

as Jennifer, Alaine and myself. Annette, Alexandra and Rebecca's friendship mirrors our own. They know

when the other is around and have come to know each other very well. Annette knows Alexandra the "hair

puller" and Rebecca "the kicker." Her eyes will pop open when she hears their yells or laughs and she will

frantically turn her head trying to find them. Because of their joyful clamor, Annette has begun voicing.

Because of their movement, Annette has begun moving also. First her eyes, then her head, and now her body.

Annette has become more attentive and observant from being around such a big group. Like her mama, my
little angel knows when her friends are around. You can just feel the warmth and know that you are not alone.

SILVER AND GOLD BY ALAINE HINDS

When I first learned that my daughter was multiply-disabled, I grieved for all that she would not have.

Friendship was one of the things that I feared was out of her reach. I was wrong. My three-year-old daughter

has several friends; two are her best friends. Alexandra and Annette are special not only because they share in

their disabilities, but also because they truly enjoy each other's company. My daughter has spent much time in

music classes, play groups, and Lighthouse activities with these two girls. In fact, when you see one of them,

you usually see the other two close behind. The bond between my daughter, Rebecca, and her friends is

evident to all who see them. Most people now refer to them as the "three amigos."

My daughter has taught me a lot about friendship. She is the reason I have met my best friends. She has

also shown me that friends don't have to talk to communicate. They don't have to walk to spend time together.

They don't really have to do anything to be aware of the other person's companionship. Friendship is not

really all that complicated. Rebecca, Alexandra and Annette have formed a truly unique bond over the last

couple of years. They are blessed to have each other and they seem to know it.

I have become very close to the mothers of these wonderful girls. We have become best friends, also. We
depend on each other for support, companionship, and. . .well, I depend on them for everything. There is not

anything I would not do for these two moms, and I feel confident the feeling is mutual. The girl's siblings have

also connected and attend events like "Sibshop" together. We celebrate birthdays and milestones together as

families. All of this because our sirls share disabilities.
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There is a Girl Scout song that I learned when I was young that talks about friendship as silver and gold.

My daughter and myself have found our silver and gold.

Ms. Vic's Volleys

By Victoria Juskie, IPVI Treasurer

Reprinted with permission from IPVI Outlook

Illinois Association for Parents of Children with Visual Impairments <www.geocities.com/ipvi2002/>

Abstract: A parent shares her personal journey in understanding her son 's visual impairment and being

reminded of children 's wonderful ability to be resilient and independent.

Keywords: Family, blind, deafblind, personal story

Author s note: Each child's vision, physical and mental issues vary so this is solelyfrom my perspective as

a mother of an 8-year-old with aniridia, nystagmus, and foveal hypoplasia. In layman's terms this means he

sees at 10feet what someone with 20/20 vision would see at 200feet; he has a perpetual eye motion; and he 's

extremely light sensitive. He has poor depth perception but other than this is not physically or mentally chal-

lenged. He is currently learning Braille but can see print which is 14 pitch or higher by reading the print about

two inchesfrom his face.

For a long time after our child was born we felt we were living under a dark cloud because of the many
unknowns yet to come. For example, will he develop tumors in his kidneys, too? Does over use and strain

deteriorate what vision he has? Will he lose his vision altogether? Besides direct pain while in bright sunlight,

must he avoid going outside because it could have adverse effects on his vision? Will dark glasses and caps

sufficiently protect the eyesight he has remaining? All these things still aren't answered, but we do the best we can.

As you know, for the first three years or so of a child's life, they really don't grasp what is being asked of

them regarding the professional-posed vision questions. Articulating medical information about the concept of

vision is hard enough for me to understand let alone a toddler. All a child knows is you're upset and worried.

It's something about his eyes. Until he talks and conceptualizes vision to tell you, you just do your best at

guessing for him. When I responded to the ophthalmologist's questions, my answers were based on my obser-

vations on how he reacted in every day life to objects and/or things in print. So you patiently wait for your

child to talk to you and convey how things are. Then you find out that eyes usually continue developing until

a child is seven or so, sometimes you really won't have a definite long-term prognosis until then, during which

time your over-protectiveness may kick in.

For me, during the first three years of his life, I kept all twenty-three windows in our home covered with

dark curtains and blinds. I only opened them for cleaning. Since my son is very light sensitive, I tried to protect

him as much as possible. He wore lightly darkened glasses indoors and the darkest glasses we could find

outside since he was six months old.

He went through 0-3 intervention commencing at six months old and entered preschool at 36 months with

itinerant vision services on a weekly basis. We learned all we could about his issues and struggled through it

all. Our goal was to keep whatever vision he had.

But one day I found out I was going overboard. He came home from a regular preschool day and I was

cleaning windows. He said, "You should keep the blinds open. I like the sunlight coming through the win-

4



dows." At that moment, the cloud lifted. I no longer felt I had to physically live in darkness for my son. He was

three and he told me that sunshine was good. From that moment I began to heal from the inside out emotion-

ally. My son was going to go to a regular school on the bus with the other neighborhood kids, and he liked

sunshine. Yes, he's going to have some rough time, but he was enjoying his life to the fullest.

So my tip for today is: In each situation try to first treat your child like any other one. Then if vision plays

a part in the scenario, consider it into the equation and let him compensate. Children are very adept at finding

ways to compensate. Don't let vision issues rule your life. Put them in perspective. Let your child be a kid.

He's going to run, fall, get bruises, and cry. However, if you don't give him a chance to try things, no one will

know how far in life he'll get. They are resilient and love being independent. Teach them independence;

everyone will be better off.

>

Seven Habits of Highly Effective IEP Teams

By Eileen Hammar & Anne Malatchi (with acknowledgment and thanks to Stephen R. Covey)

Reprinted from The Parent Advocate Quarterly,

Published by Partners Resource Network, Inc., Beaumont, TX.

Abstract: Using Stephen R. Covey's Habits, the authors share their recommendations on building highly

effective IEP teams.

Keywords: Family, blind, deafblind, self-determination, IEP team strategies

Editor 's Note: Fifteen years ago, Stephen R. Covey published the classic The Seven Habits of Highly

Effective People, . In an interview with Julie Chen, Early Show co-anchor, on November 12, 2004, Covey

described The Seven Habits Of Highly Effective People as guiding principles that " ...encouraged people to

take a mindful approach to life — not letting trivial urgencies of day-to-day life get in the way of the most

important things. " As you read the following article published in The Parent Advocate, I encourage you to

expand the principles of Seven Habits of Highly Successful IEP (Individual Education Program) Teams to

include the 8th Habit. What better way to develop an IEP that leads your child to find his own voice and do

what he loves to do throughout his life!

SEVEN HABITS OF HIGHLY EFFECTIVE IEP TEAMS

1. Be proactive: taking initiative does not mean being pushy, obnoxious, or aggressive

It does mean recognizing our responsibility, to make things happen. Fundamental in our efforts to become

proactive members of the IEP/ARD teams is adopting an attitude that is collaborative and responsible. To be

proactive requires a shift in our thinking from a deficit-based model of education to a capacity model. Often,

goals for IEPs are developed as a result of a label or something that appears to be wrong — i.e., reacting to a

behavior that others do not think is acceptable. Proactive goals and objectives are based on the idea that the

entire team is responsible for making things happen. John will use a transition object such as a computer disc

when it is time to go to computer class. The team realizes if John knows in advance it will soon be computer

time, and can carry something with him where he is going, he will be less likely to exhibit challenging behav-

iors when asked to go to computer class.

2. Begin with the end in mind

(This habit). ..is based on imagination — the ability to envision, to see the potential, to create with our
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minds what we cannot at present see with our eyes. Before developing an IEP, learn about the student. Be able

to envision the future, the possibilities. What are his or her dreams? Nightmares? What are the learner's strengths

and needs? Where does he or she want to live after school? What kind ofjob would he or she be filling? It has

been too easy in the past to look at the small picture instead of determining what the end of the journey will

look like. Once that picture is clear, it makes sense to decide what must he or she be taught in order to get

there.

3. Put first things first

Create a clear, mutual understanding of what needs to be accomplished, focusing on what, not how;

results, not methods. Spend time. Be patient. Visualize the desired result. Prioritize! It is impossible for any-

one, in one year's time, to work on everything they would like to learn. Having nine or ten or more goals and

dozens of objectives on an IEP is setting yourself up for failure. What is urgent or most important in the coming

year that needs to be addressed on the IEP? It is better to come back and revise the IEP to add new goals and

objectives. It shows progress and achievement.

4. Think win-win

Win-win means that agreements or solutions are mutually beneficial and satisfying. Consensus building is

a key element of effective, collaborative IEP meetings. Reaching consensus indicates that power and control

has been shared.

5. Seek first to understand, then to be understood

Seek first to understand involves a very deep shift in thinking. We typically want to be understood. Most

people do not listen with the intent to understand; they listen with the intent to reply. In truly collaborative IEP

processes educators will listen to and understand parents; parents will listen to and understand educators.

6. Synergize

It is teamwork, team building, the development of unity, and creativity with other human beings. Effective

IEPs are those that have been developed collaboratively by a transdisciplinary team.

7. Sharpening the saw

It is the habit of continuous improvement that lifts you to new levels of understanding and to living each

of the habits.

Editor's Note: In November, Covey s sequel, The 8th Habit: From Effectiveness to Greatness, hit the

bookstores. He describes Hie 8th Habit as adding another dimension to thefirst seven habits; a new mind set

that is essential to surviving in today s world.

According to Covey, "Hie crucial challenge ofour world today is this: tofind our voice and inspire others

tofind theirs. " This is what he calls the 8th Habit. "Finding your voice ", he says, "meansfinding what you

love doing, that you feel passionate about, that serves a real need, and that your conscience tells you to do.
"

Covey 's 8th Habit goes hand in hand with self-determination, which is often described as having knowl-

edge, competency and opportunities to exercisefreedom and choice in ways that are personally valuable.



Uniting the Village

By Juanita Barker, Regional Supervisor and Al'An Kessler, Children's Specialist, Abilene, DARS -DBS.

Tricia Lee, Education Specialist, Region 9 Education Service Center, Wichita Falls,

Sharon Trusty, Education Specialist, Education Service Center Region 17, Lubbock,

and Pat Pearce, Education Specialist, Region 16 Education Service Center, Amarillo

Abstract: This article describes the unique collaboration between a number of the education service

centers and the Department ofAssistive and Rehabilitative Services - Division ofBlind Services in providing

training activitiesfor parents and students with visual impairments in the Panhandle and West Texas regions

of the state.

Key Words: Family, blind, deafblind, workshops, camps, collaboration.

The year 2005 marks the eighth anniversary that a sprawling 91 -county village consisting of counties in the

Panhandle and West Texas decided to come together to better meet the needs of the children we all had a

mission to serve.

The Cluster, as we named ourselves, was formed out of the simple recognition that what was undoable

alone was achievable together. Results from this collaboration are a series of annual events offered to the

children and families we serve. The powerful and effective nature of these collaborative events is best illus-

trated by the following quotes from families who have benefited from these services.
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COMMENTS FROM THE FAMILIES

"This conference had information on (a) therapy method by Lilli Nielsen that will be very useful to help

improve the quality ofmy child's life. Networking with otherfamilies about doctors and therapists and equip-

ment not available in my town. In addition to this - This conference gives families coping with children 's

disabilities the opportunity to walk into a room full ofpeople and notfeel outcast. We experience compassion

and understanding at this event that nothing else we take part in provides, not even church orfamily. We are

empowered to prevail by each other's struggle and success. This is so importantfor new, young parents and

old war horses (like me). We draw strength from each other. Can anyone not living this life understand how

closed out we feel sometimes?

To see thefamilies mingle on Saturday night is a pure joy. The children and adults dance, hop, follow, lead

and visit like nothing else I have ever witnessed; there is a peace and an almost abandon about it. The joy of

acceptance, I guess.

Two other points I want to make are these: Many of the families are probably unable to articulate their

feelings on this, and more important it is often days or weeks after the conference (before) we can wrap our

brains around all we learned this weekend. I thank you from the bottom ofmy heartfor your financial assis-

tance for this event. It is a ray of light in a dark, lonely world.
"

"Good networking opportunityfinding other families in my area.
"

"Allow(s) me to be a better advocate for my child. Useful info on transition and preparing for ARD pro-

cess. Wonderful help in networking with otherfamilies.
"

z
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"We have received valuable information to help us understand the ARD process and how to help the com-

mittee understand our child's needs. We also gained knowledge on how to get our daughter to explore her

7
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environment and items around her. We arefrom a rural area and do not always get to meetfamilies with needs

and disabilities like ours. Jlie information and relationships formed at this conference have been the most

valuable.
"

"I was really excited to learn specific techniques on how to teach my VI child how to communicate with me
and my husband and especially others.

"

"Tilings I can do with my child at home. First time here and enjoyed talking to other parents. Would like

to come back next year and meet some more parents, and bring my baby back because she'll be older and

she'll be able to enjoy it.
"

"Learned new ways to let my child explore her world and interact with others. How to use play for teaching

which has been a real problem with her multiple impairments. I also learned about new tools that are available or

that we can make ourselves. Networking and talking with other families who are in similar circumstances or have

dealt with similar problems already is very usefid and provides needed emotional support.

"

"Will help us to make decisions that are bestfor our children.
"

"Because of this conference I have gained info on how to begin preparingfor my child'sfuture. I have also

met people who have the same needs as myfamily. I hope we have this conference each year, because I know

I will need answers to more questions as (my child) grows up.
"

"There were several good presenters that gave us good information that I will put to use with my VI/Multi-

handicapped child in school through IEP 's andARD meetings. Keep the conferences coming! Tlw conference

allowsforfamilies to meet and greet and continue networking and helping each other throughout the year. We

lookforward to comingfrom year to year.
"

"I have learned how to better plan for my child's future and what steps to take in getting started.

"

"Gained lots of informative information concerning school and home activities to better serve my child in

learning to deal with his disabilities.
"

UNITING THE VILLAGE

This article is in response to the multiple requests we have had from others wanting to "unite their villages."

The process we recommend involves three steps and a number of key components.

First, identify who is in "your cluster."

The Cluster is comprised of families and service providers in a 91-county area of North and West Texas that

includes the cities and areas surrounding Abilene, Amarillo, Lubbock, Midland/Odessa, and Wichita Falls.

The service providers include the Division for Blind Services (formerly Texas Commission for the Blind),

Education Service Centers in Region 9, 14, 16, 17, and 18, the Outreach Department of Texas School for the

Blind and Visually Impaired, and Texas Tech University.

Second, meet and establish your common goals and objectives.

Each partner in the village brings a different set of resources, experience, and expertise to the table, but it is the

combining of these differences that allows the creation of a group that derives its strength from its diversity.

8



Third, determine the activities that will most effectively meet your needs.

The Cluster currently offers a wide range of confidence-building, group skills-training opportunities that

include annual activities (Family Conference, Camp VILLA, Camp Experience, Project SWEEP), and one-

day events.

SPECIFIC EVENTS SPONSORED BY THE CLUSTER

Family Conference

A weekend-long conference that offers training to parents, caregivers, children with special needs, siblings,

professionals and paraprofessionals. The training topics are determined by input received from families. Our

next conference, "Discover the Magic Within," will be held on April 1-3, 2005 in Lubbock. This year's

sessions will target the areas of deafblindness, multiple impairments, transition, infancy, preschool, resources

and independent living.

Camp VILLA

VILLA: Vocational, Independent Living, Leisure/Recreation Activities. This marks the 20th anniversary of

our week-long camp held at Ceta Glen near Happy, Texas. The 9 to 15 year old campers participate in rigorous

confidence and skill-building activities such as primitive tent camping on the prairie, mountain climbing in

Palo Duro Canyon, and orienteering in the rugged outdoors. Camp VILLA is June 6-10, 2005.

Camp Experience

Camp Experience was designed to introduce the camping experience to families with younger children as

well as children whose needs might limit them in other camps. This camp is open to children who are not

attendees of Camp VILLA or Project SWEEP. It was designed to be a family camp where all members of the

families benefit from a variety of confidence, skill-building activities. These include swimming, a ropes

course, wall climbing, as well as nature hikes, crafts, and an evening by a campfire. Specialists are on hand to

provide assistance with education, therapy, networking, and skills training. This year's camp will be August 1-

4, 2005 at Camp Butman, near Merkel, Texas.

Project SWEEP

Job training and independent living skills are the focus of this five-week program for students who are 14-

21 years of age and enrolled in public school. The Project is held in Lubbock. The students reside on the Texas

Tech University campus and acquire summer jobs at various sites in the city. They have the opportunity to

work with job coaches and develop job skills, travel on public transportation, using both local and long dis-

tance buses, develop and perform independent living skills such as laundry cooking shopping. One of the most

valuable benefits is the opportunity to have ongoing social interactions with peers and community members.

Project SWEEP will run June 20 to July 22, 2005.

One-day Topical Workshops

Various training opportunities for families and professionals on a variety of topics are offered each year.

KEY COMPONENTS OF THE COLLABORATION

Key components to develop a powerful and strong group that is able to deliver world-class services to

children who are blind and visually impaired and their families are:

o
o
>

z
o



1) Each partner will have differing resources at different times.

Don't allow your cluster members to get bogged down by "Each partner's contribution has got to be equal

for each event." Value each member's contribution. Recognize that each member's resources will vary from

event to event and from year to year.

2) Make sure that what your group offers to children and families is driven by assessment, feedback

and evaluations of those you serve.

It HAS to be about these expressed needs, not what you "think they need"'. Planning for each event should

be driven by the regional needs assessments that have been done and feedback received through evaluations

and input from the families and students throughout the year.

3) Leave your individual identities (agendas, territorial concerns, conflicts, turf issues, politics, etc.) at

home.

M Come together as a group with the intent and purpose of creating something new. Each partner must have

|g an equal, valued, and valid voice. Disagreement is part of the creative process. It must be done in an accepting

atmosphere through a proactive, open process. Ultimately, all must come to consensus; discard individual

differences and support fully the group decisions.

r hw
o

4) Allow the time to meet and work as a group.

It is an evolutionary process. Like with any village, you must get to know one another, identify individual

strengths, develop trust, and each of you must be committed 100% to give "birth" and "raise" the results of

vour village's efforts. Having resular times to meet and discuss goals and issues without distractions is critical

to this type of collaboration.

Do not veer in your commitment. You can unite your village. The rewards will far exceed the effort.

Hearing Aids

Jim Durkel. CCC SLP/A

Texas School for the Blind and Visually Impaired, Outreach Program

Abstract: This article provides basic information about hearing aids, assistive listening devices and

cochlear implants and how they are fittedfor children with deafblindness and additional disabilities.

Key Words: Programming, deafblind, hearing aids, assistive listening devices, cochlear implants

A hearing aid is a device that helps a person with a hearing loss get better access to sound. Some of the

earliest devices looked liked huge horns or trumpets with the listener holding the small end to his or her ear and

pointing the larger end towards the speaker. The good news is that hearing aids have become more sophisti-

cated and useful to more people since that time. The bad news is that hearing aids have become more expen-

sive and rely on fine electronics that often need repair, especially when worn by a young child!

Today's hearing aids use batteries for power, have microphones to take in sounds, have circuits that make

the sounds louder and have some way to get the changed sound to the listener's ear.

SIZE AND HOW THE HEARING AID IS WORN

The first way that we categorize hearing aids is by the size and how the hearing aid is worn.
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The largest hearing aid is called a body aid. A body aid is about the size of a pack of cigarettes. It is

usually held to the listener's chest with a special harness or is carried in a shirt pocket. Body aids used to be

necessary for listener's who needed power but as technology has improved they are no longer used very often.

Body aids need to be connected to the users ear with ear molds. A wire runs from the hearing aid and connects

to the ear mold by way of snap ring.

Behind-the-Ear (BTE) hearing aids are the most common type of hearing aid worn by children. The

hearing fits behind the child's ear and is connected to the ear by the use of an ear mold. BTE hearing aids have

the advantage of being small but still able to deliver power when needed.

A BTE aid will have a compartment to hold a battery, an on/off switch, and a volume control. Sometimes

the on/off switch will have a setting marked T as well. We will talk about the T setting later.

The BTE has a curved hard plastic piece coming out ofhearing aid and connecting to the tubing on the ear mold.

This part is called the tone hook. Some times changing a tone hook's size and shape can help a BTE aid fit better.

It is easy to lose a BTE aid because they are small. Another problem is that even though BTE aids are

small, they can be large compared to a young child's head. Sometimes there just isn't enough ear to hold the

BTE against the child's head. Fortunately there are some things that can be done to solve the problem. Ad-

justments to the tone hook or ear mold often can help hold the hearing aid more tightly to the child's ear. There

is also a piece of tubing, called a "Huggy", which connects to the hearing aid and helps hold it against the head.

o
o
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The other types of hearing aids are In-the-Ear (ITE), In-the-Canal (ITC), and Completely-in-the-Canal

(CIC). These smaller aids don't have as much power as BTE aids and are not typically recommended for

children. These hearing aids are small and not very noticeable when worn. However, the hearing aid is built

into the ear mold. Whenever there is a need for a new ear mold, the hearing aid user is without the hearing aid.

Also because of the small size of the hearing aid, very good fine motor control is needed to operate the

switches and replace batteries.

2

CIRCUITS

Until recently, all hearing aids used analog circuits. What is important to know about these hearing aids is

that while powerful, this type of hearing was not as adjustable as the newer (and more expensive) digital

hearing aids.

Fitting a hearing aid is the process of making sure that the hearing aid is right for the listener's hearing

loss. The first part of fitting an aid is to get a good behavioral audiogram. We want to know at what intensity

level (decibels or dB) the listener can just detect whether or not a sound is present. This is called the threshold.

We need thresholds across the frequency range of speech, from 250 Hertz (low pitch sounds) to 8000 Hertz

(high pitch sounds). Hertz is a measure of frequency and is abbreviated as Hz. We look at the threshold the

listener has without hearing aids, then look at what we would like the threshold to be. The difference is how
much "gain" we need at that frequency. We pick and adjust hearing aids to provide just the right amount of

gain for each frequency we test. This is why it is important to have an unaided behavioral audiogram and then

redo the testing with the hearing aid; this lets us measure the actual gain the listener is getting.

If the listener can repeat words, it is best to do word discrimination testing with and without the hearing

aid. During word discrimination testing, the listener repeats list of words and the percent of words repeated

correctly is the word discrimination score. If the word discrimination score doesn't improve significantly, the
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hearing aid is not a good fit for the listener. Unfortunately children, especially those who are young or who
have multiple impairments, can't do word discrimination testing. Therefore aided and unaided behavioral

audiograms are even more important in hearing aid fitting for these children.

While both analog and digital aids may be able to be programmed, analog aids do not allow for as precise

setting of gain as digital aids. Digital aids have some additional "bells and whistles" that analog aids can't

offer. For example, digital aids do a better job at detecting noise and filtering it out. Digital aids also may have

a feature that helps prevent feedback (whistle) that can happen when ear molds don't fit tightly.

Many hearing aids have a feature known as compression. Compression means the hearing aid will am-

plify quiet sounds more than loud sounds. Without compression, hearing aids will make already loud sounds

louder. This can be painful and irritating to a hearing aid user.
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Some hearing aids may have multiple programs. That is, the listener can select a setting for listening in

quiet and a different setting for listening in noise.

Generally, the hearing aid will be set so that the listener uses it with the volume control set about half way.

This gives the least amount of distortion. If a listener is constantly changing the volume control, this may a

sign that the hearing aid was not correctly fit to the listener.

MICROPHONES

All hearing aids use microphones to take in sounds from the environment. In typical auditory systems, we

take have two ears that take in sound. It is usually best if a hearing user has two microphones at ear level.

Having a microphone on each side of the head helps with an important auditory skill, localization. Localiza-

tion is the ability to know from where in space a sound is coming. This skill is used during orientation and

mobility training.

In a body aid, those microphones are on the hearing aid and so are at the level of the listener's chest. This

kind of arrangement does not allow for good localization.

BTE hearing aids can have directional or omnidirectional microphones. Omni directional microphones

pick up sounds more or less equally in 360 degrees. Directional microphones pick up sounds in coming into

the front of the hearing aid more than sounds coming in from other directions. Directional microphones may
improve listening in noise but may make localization for travel harder.

HEARING AIDS AND ASSISTIVE LISTENING DEVICES

Even with the most sophisticated hearing aids, listening in noise is always hard. Localization may be

affected. Following conversations in a large group is a very difficult listening situation. An assistive listening

device (ALD) might be needed in conjunction with the hearing aid to help with some of these problems. See

<http://www.tsbvi.edu/Outreach/seehear/winter03/ald.htm> for more information about ALDs.

Remember the T setting on the switch controls? T stands for telecoil. This is an alternate way for sound

to get into the hearing aid. Inside the hearing aid is a coil that can receive electromagnetic energy. Old

telephones used to leak this energy and hearing aid manufacturers took advantage of this fact to help hearing

aid users use the telephone more efficiently. These days, you have to special order telephones that leak this

energy. Children use the T setting most often to connect the hearing aid to an assistive listening device.
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There are other ways to connect a hearing aid to an assistive listening device, such as the use of a "boot/*

This is a connection on the hearing aid that allows the hearing aid to be directly connected to an ALD. There

are some hearing aids that are built to receive information from a remote microphone; the ALD is built in. It is

usually preferable to use a personal hearing aid in conjunction with an ALD rather than using the ALD as a

personal hearing aid. This is because hearing aids can usually be better individualized than an ALD.

BATTERIES

Depending on the type of hearing aid and how long each day the listener wears the hearing aid, a typical

battery life is 5 to 7 days. Batteries can go any time so it is a good idea to always have spares handy. Hearing

aid batteries can look like candy to young children, so care must be taken to dispose of used batteries. Some-

times the most economical thing to do is to join a hearing aid battery club where one can get batteries at a

discount as well as getting free packs for every so many packs purchased.

EAR MOLDS

All BTE and body hearing aids need a separate ear mold. The ear mold fits tightly in the ear. Ear molds

need to be custom-made for the hearing aid user. They come in a variety of materials and colors. It is not

uncommon for children to need a new ear mold every 6 months or so because as the child grows, the ear mold

doesn't fit tightly any longer.

If a child is having middle ear infections, there may be feedback with the hearing aid even if the ear mold

has a tight fit. If a child has an infection of the ear canal, it can be painful to wear the ear mold. Sometimes

hearing aid users have allergic reactions to one ear mold material and have to have the ear mold remade in

another material.

Various modifications can be made to the ear mold to make it lighter, more comfortable, and more appro-

priate for a particular child's hearing loss. Talk with your audiologist or hearing aid dealer if it appears the ear

mold is causing discomfort for the child. Sometimes the ear mold just needs a little bit of buffing to remove a

small, but irritating, rough spot.

Ear molds need to be cleaned on a regular basis. It is common for earwax to accumulate in and block the

ear mold. A mild dish soap and warm water can be used to clean the ear mold. Be sure to let the ear mold dry

thoroughly before using it.

Ear molds can be "lubricated" to help get them into a child's ear. Just don't use any petroleum-based

product, like Vaseline, to do this as these can cause some ear mold materials to disintegrate.

LEARNING TO USE A HEARING AID

Hearing aids do not restore hearing or make hearing "normal." They help make some sounds more avail-

able to the listener. It is not reasonable to think that it is okay to just put a hearing aid on a child and that will

take care of the child's hearing loss.
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It may take some time for the child to become used to wearing the hearing aid. Ear molds can be uncom-

fortable to wear, but over time the hearing aid user learns to ignore them. Hearing aids are giving the child

auditory information the child never had before. At first, this information may be overwhelming and frighten-

ing to the child. Children may need some specific training to learn to use the new auditory information the

hearing aid brings.
13



Auditory training is an important part of learning to use his or her hearing aid. This includes not only

learning to use the auditory information coming in through the hearing aid but also learning how to care for the

hearing aid itself.
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BUYING AND MAINTAINING A HEARING AID

The life of a hearing aid, even when well maintained, is five to seven years. Hearing aids wear out and

when worn by children can be subjected to quite a bit of abuse! It is always a good idea to buy hearing aid

insurance when buying a hearing aid. This way costs for repair and/or replacement for lost aids is covered.

Hearing aids can cost anywhere from several hundred dollars to several thousands of dollars. Sometimes

private insurance will cover the cost of the hearing aids. For families who meet Medicaid eligibility, Texas has

a program known as PACT (Program for Amplification for Children of Texas) administered through the De-

partment of Health. For more information on PACT, see <http://www.tdh.state.tx.us/audio/pact.htm>. For

families who don't meet Medicaid eligibility and do not have private insurance may have to explore commu-

nity resources such as Lions or Soroptomist clubs. For children who are deafblind, the Texas Commission for

the Blind may be able to help a family find resources to help cover the cost of hearing aids. Of course, the local

teacher for students with hearing impairments may be able to help find local resources, too.

Children with hearing aids should have their hearing with and without the aids tested at least every year. We
want to be sure that the child's hearing hasn't changed and that the hearing aid is still a good fit for the child.

A hearing aid can only be of benefit if it is appropriately fitted, worn consistently and constantly, and is

working at peak condition. This means that the functioning of the hearing aid should be checked daily. See

<http://www.tsbvi.edu/Outreach/seehear/springOO/hearingaids.htm> for more information about checking hear-

ing aids.

COCHLEAR IMPLANTS

Sometimes a hearing loss can be so great that conventional hearing aids may not provide enough benefit.

If aided thresholds aren't at least 30 decibels or more atleast through 2000 Hertz, it might be time to consider

the use of a cochlear implant. This is not a decision to be made lightly and requires consideration of several

factors beyond just aided and unaided thresholds.

CHILDREN WITH MULTIPLE IMPAIRMENTS

Children with multiple impairments, including deafblindness do have some different considerations with

regards to hearing aids than children with hearing loss alone.

Obtaining good behavioral audiograms (unaided and aided) may require more time and effort. Teaming

will be important to help make this happen.

Teaming will also be important when considering the impact of hearing aid use on orientation and mobil-

ity training or the use of assistive technology.

Teaming is necessary to discuss the impact of wearing a hearing aid when there are physical disabilities.

For example, wearing a BTE hearing aid while in a wheelchair with head support may result in lots of feed-

back. In this situation a body aid might be a better fit. Some children have no ear in which to put an ear mold

and may need use a bone conduction hearing aid.
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Finally, teaming is important to insure that all adults in contact with the child who is using a hearing aid

understand the importance of consistent use of the aid, understand what auditory skills to expect from the

child, and how to deal with any problems related to hearing aid use.

It is important to keep in mind that if a child needs a hearing aid, that child should have an educational

label of auditorially impaired (AI) and should have a teacher for students with hearing impairments. This

teacher would be able to serve as an information resource as well as serving as a coordinator around audiologi-

cal testing and hearing aid issues.

Hearing aids, when fitted and used properly, can open up a whole new world to our children with hearing loss!

Supporting High Quality Interactions with Students Who Are Deafblind

Part Two: Research to Practice

By Craig Axelrod, Teacher Trainer, TSB VI, Texas Deafblind Outreach

Abstract: Educators can have more positive, responsive and reciprocal interactions with their students

who are deafblind by learning how to modify their own interactive behaviors and adapt the interactive con-

text. High quality interactions contribute to improved educational outcomesfor students with deafblindness.

Key Words: programming, deafblindness, Jan van Dijk, research-based, interaction, behavior, communi-

cation, educator-oriented intervention, instructional strategies, video analysis

Based on current research sent by Dr. Jan van Dijk about interactions with students who are deafblind. and

other resources, Kim Conlin, Tish Smith (communication specialists at TSB VI) and I designed a two-day

training for TSBVI educational staff. To date, we have facilitated four trainings, with four participants (1:1

with students who are deafblind) in each training. In Part Two of a two-part article, this educator-oriented

interaction training process is described. Part One, which appeared in the Fall 2004 edition of SEE/HEAR,
summarizes research-based conclusions about the importance of supporting high quality interactions with

students who are deafblind.
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THE INTERACTION TRAINING PROCESS AT TSBVI

When determining who will be invited to participate in interaction training, we consider interested staff

who are teaching students with deafblindness and understand the basics of good programming, such as how to

structure a routine and use a calendar system. They have interaction challenges with their students that we
want to address. Staff may also be teaching newer students we want to better understand. The students

represent a variety of abilities and needs.

The general learning goals of interaction training are to:

Understand the unique characteristics of the child with deafblindness

Understand the importance of student-initiated interaction

Learn how to provide opportunities for the student to initiate interactions

Learn how to recognize and interpret the student's interactive initiations and responses

Learn how to respond to the student's initiations and responses in ways that support high quality

interactions, positive relationships, exploration, learning and communication
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Several weeks before interaction training, participants are asked to notice and think about the interactions

they have with their students, then bring observations and questions to the first day of training. They are also

asked to identify the "positive" interactive student behaviors they would like increased, and the "negative"

interactive behaviors they would like decreased. As the training progresses, and more is understood about the

unique characteristics of deafblind children, interactions with deafblind children in general, and with their

students in particular, questions, concerns and possible strategies for improving the quality of those interac-

tions become more refined and specific.

On the first morning of training, after introductions and clarification of the general learning goals, informa-

tion is presented about the interaction problems and possibilities of students who are deafblind (described in

Part One). To help exemplify these ideas, participants view and discuss the videotaped interactions between a

student and three adults. The three interactions are clearly very different, and the student's abilities also seem

to differ. An Interaction Data form is introduced as a tool to help graphically represent those differences.

Interaction data

The Interaction Data Form codes these components of an interaction:

• Description of Turns: Each interactive turn is briefly described

Interactive Turn categories (Each turn is assigned a letter, A-F, based on Rick van Dijk, et al.'s

Observational Categories):

A. Student Initiates

B. Student Responds

C. Student Acts Independently or No Response

D. Adult Initiates

E. Adult Responds

F. Adult Acts Independently or No Response

• Interactive Behavior categories (Each turn, the student's or adult's, is assigned a number, 1-8,

based on Marleen Janssen, et al.'s Eight Core Categories of Interactive Behavior):

1. Initiatives

2. Confirmation

3. Answers

4. Turn Taking

5. Turn Giving

6. Attention

7. Regulation of Intensity of the Interaction (additional behaviors of the adult for regulating the

intensity of a student's behaviors include proximity [e.g., nearer or further away], pacing

[e.g., faster or slower], animation [e.g., facial expression, size of movement], voice [e.g.,

inflection, volume] and touch [e.g., frequency, degree of forcefulness])

8. Affective Involvement

16
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(Note: Independent Acting is documented as Interactive Turn C or F)

Connecting consecutive turns: Arrows are drawn between "related" consecutive turns, reflecting

the duration of an interaction on a particular topic

Interaction Data Form

Student:

Partner's Name:

Interactive Turns:

Date:

Topic:

A - Student Initiates; B - Student Responds; C - Student Acts Independently / NR; D - Adult Initiates; E - Adult

Responds; F- Adult Acts Independently / NR

Interactive Behaviors:

1 - Initiatives; 2 - Confirmation; 3 - Answers; 4 - Turn Taking; 5 - Turn Giving; 6 - Attention; 7 - Regulating

Intensity; 8 - Affective Involvement

Connect "related" consecutive turns with an arrow.

Coded video fragments from the three interactions are analyzed, to identify and compare components of the

interactions that reflect their different characteristics and result in the student's varying degrees of interactive

Description

of Turns

-

Interactive

Turns

Adult's

Interactive

Behaviors

Student's

Interactive

Behaviors

O
O
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competence. Through this activity, participants also become familiar with the Interaction Data Form. Later in

the training, they will use the form to code and analyze video fragments of their own interactions.

B is 19 years old and has microcephaly secondary to an encephalocele (a congenital protrusion of the brain

through a cranial fissure). He's legally blind with a cortical visual impairment, is suspected of having a

hearing loss, and has multiple disabilities that include mental retardation and cerebral palsy.
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Student: B

Partner's Name: Teacher

Interactive Turns:

Date: 5/02

Topic: Physical Therapy - Therapy Ball

A - Student Initiates; B - Student Responds; C - Student Acts Independently / NR; D - Adult Initiates; E - Adult

Responds; F- Adult Acts Independently / NR

Interactive Behaviors:

1 - Initiatives; 2 - Confirmation; 3 - Answers; 4 - Turn Taking; 5 - Turn Giving; 6 - Attention; 7 - Regulat-

ing Intensity; 8 - Affective Involvement

Connect "related" consecutive turns with an arrow.

Description

of Turns

Teacher

unbuckles

seatbelt

Teacher takes

towel

Teacher says,

"Let's get out

of the chair."

etc.

Teacher

stretches B's

arm

Teacher says,

"There you

go"

Teacher

stretches B's

fingers

Teacher picks

up B to

reposition

Interactive

Turns
F F D F D F F

Adult's

Interactive

Behaviors

1 2

Student's

Interactive

Behaviors

B and the teacher - stretching on the therapy ball: The teacher talks to B twice in this fragment, but acts

independently during the other turns. He prepares to move B, positions him on the therapy ball and stretches
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parts of his body with no interactive behaviors, no expectation for B to take a turn and no connected turns.

Student: B

Partner's Name: Aide

Interactive Turns:

Date: 5/02

Topic: Eating

A - Student Initiates; B - Student Responds; C - Student Acts Independently / NR; D - Adult Initiates; E - Adult

Responds; F- Adult Acts Independently / NR

Interactive Behaviors:

1 - Initiatives; 2 - Confirmation; 3 - Answers; 4 - Turn Taking; 5 - Turn Giving; 6 - Attention; 7 - Regulating

Intensity; 8 - Affective Involvement

Connect "related" consecutive turns with an arrow.

Description

of Turns

Aide waits,

then offers

spoon

B takes a bite
Aide wipes

B's mouth

B chews and

swallows

Aide offers

spoon
B refuses bite

Aide offers

drink

Interactive

Turns
D B F C D B D

Adult's

Interactive

Behaviors

1,4,6,7

-

1,4,6,7 1.4.6

Student's

Interactive

Behaviors

3,4,6 3, 4, 6

•3
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B and the teacher aide - eating lunch: The aide is attentive to B, and waits until he's ready before offering

a bite of food. B responds once by accepting the spoon (answering "Yes") and once by rejecting it (answering

"No"). When he refuses the food, she offers a drink instead. Turns in both of these sequences are connected.

She acts independently by wiping his mouth. There is no visible shared enjoyment (affective involvement)

during the interaction.
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Student: B

Partner's Name: Visitor

Interactive Turns:

Date: 5/02

Topic: Conversation

A - Student Initiates; B - Student Responds; C - Student Acts Independently / NR; D - Adult Initiates; E - Adult

Responds; F- Adult Acts Independently / NR

Interactive Behaviors:

1 - Initiatives; 2 - Confirmation; 3 - Answers; 4 - Turn Taking; 5 - Turn Giving; 6 - Attention; 7 - Regulating

Intensity; 8 - Affective Involvement

Connect "related" consecutive turns with an arrow.

Description

of Turns
B vocalizes

Visitor says,

'What?"

B extends

finger in lap

Visitor says,

'There goes

that finger..."

Visitor lifts

finger to

nose, says,

'Hey..."

B lifts finger

to nose

Visitor lifts
!

finger to

nose, says,

'Hey ..."

Interactive

Turns
A E A E E B E

Adult's

Interactive

Behaviors

2,5,6 2, 4, 6, 8 2, 4, 6, 8 2, 4, 6, 8

Student's

Interactive

Behaviors

1,4.6 1,4,6 4,6.8

B and Visitor - having a conversation: B initiates the interaction, maybe unintentionally, by vocalizing.

The visitor responds by asking "What," which confirms B's initiative and gives him a turn. B takes a turn, and

initiates a new initiative, by extending the index finger of a hand in his lap (preparing to touch it to his nose).

The visitor responds, takes a turn, and confirms B's initiative saying, 'There goes that finger to the nose." He

shows affective involvement with facial expressions and tone of voice. B does not initiate or respond. The

visitor responds again to B's previous initiative, and regulates the intensity of the interaction, by extending his

own index finger, positioning it under B's other hand, raising B's hand and saying "hey" each time his own
nose is touched. His affective involvement continues. B responds by lifting his finger, touching it to his nose,

and smiling. The visitor responds, takes a turn, and confirms B's actions by laughing, saying "hey" and

touching his own nose again. B and the visitor are attentive to each other throughout the interaction. All turns

are connected.
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Develop general profiles

Prior to training, participants develop General Profiles of their students, by compiling information about

them that impacts the quality of their interactions. This includes five general components:

1. Medical/Sensory Information: etiology, medications, vision (near and distant acuities, fields,

and other visual considerations), hearing (functional implications of hearing loss with and with-

out amplification, and recommendations), touch (hand guiding, tactile instruction, mutual tactile

attention, tactile signing, etc.), as well as primary and secondary sensory learning channels

2. "Communication Assessment [based on the communication model developed at TSBVI for

nonsymbolic and early symbolic students with visual and multiple impairments, including

deafblindness]:

• Form: the vehicle for conveying meaning; nonsymbolic to symbolic

• Social Aspects: these include the social skills and communicative functions which impact

the quality of the student's interaction with other people

Social Interaction Skills: maintaining joint attention, bonding with primary caregivers,

initiating an interaction, turn taking, etc.

Functions: requesting, rejecting, commenting, labeling, reporting on past events, etc.

• Communicative Content: what the student has to talk about

Topics: the specific subjects of interaction or conversation which emerge from the

student's experiences with varied objects, people and events; swimming, snack, bathing,

skating, etc.

Meaning Categories: the broad divisions for organizing topical knowledge. They pro-

vide a framework for teaching concepts and vocabulary; objects, actions, people, loca-

tions, attributes, etc.

Context: the situation in which communication occurs; here and now, past or future

events, unfamiliar situations, etc." (Hagood, 1997, pp. 6-7).

The Communication Assessment often includes a description of the student's calendar system which,

among its many benefits, plays "an important role in supporting and expanding students' communication."

(Blaha, 2001, p. 10).

3. Present Levels of Educational Performance, especially in the areas of:

Language Arts

Social Communicative Interactions

Emotional Development

Organization - Senses and Motor Skills

Basic Concepts

Representation/Cognition

Other (such as behavior)
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4. Instructional Modifications: Examples include fine task analysis of activities, highly structured

routines and learning environment, special materials to structure activities, extended time for

processing, increased response time, concrete symbols, tactile symbols and special communica-

tion systems.

5. Appetites/Aversions (Likes/Dislikes): "One sheet is completed for each student. Over a period

of time, through observation and listening to stories from others, a list is developed of things the

student likes and doesn't like. We all enjoy things that we are good at and that we understand. A
student's 'Likes' will be areas of strength and indicate sensory channels that are working. 'Dis-

likes' will be areas of weakness and indicate sensory channels that may not be working effi-

ciently. The information gathered on this form will suggest underlying themes that can be used

for modifications, teaching strategies, topics of communication, and activities, (van Dijk,

1985)." (Blaha, 1996, p. 20).
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After the video fragments of B's interactions with the three adults are analyzed, participants review their

students' General Profiles and summarize them to the group.

Video analysis

Within a few weeks of training, a baseline videotape is made of each participant/student pair interacting

during an activity. When determining what to videotape, participants are asked to consider these criteria:

They are 1:1 with their student

Interaction (rather than independence) is a component of the activity

The activity is, or has the potential to be, mutually enjoyable and/or satisfying

The activity is familiar and occurs at least a few times every week

The activity can be repeated during the training

After the General Profile summaries are shared, each-baseline video is reviewed in its entirety, to provide an

overall sense of the activity and to identify general participant and student interactive strengths and chal-

lenges. A few brief video fragments that highlight these qualities are selected for coding and analysis. The

fragments are coded on the Interaction Data form, then analyzed to identify aspects of the interactions that are

successful and possible causes of interactive challenges. Participants discuss ways the interactions might be

improved, by changing their own interactive turns, interactive behaviors, and/or the interactive context. Stu-

dent interactive turns and behaviors that might indicate progress toward improved interactions are also identi-

fied. For example:

• If coding indicates that most interactive turns progress from adult initiations to student responses

(D to B), strategies that might encourage more student initiations followed by adult responses (A

to E) are identified.

• If an adult's interactive behaviors are predominantly initiatives (1) and turn taking (4), attention

(6) to a student's actions, confirmation (2) of those actions, turn giving (5), regulating the inten-

sity of the interaction (7), by slowing the pace or pausing, and affective involvement (8) may
encourage the student to make more initiatives (1). Additional student interactive behaviors that

would reflect a more preferred interaction include attention (6) and affective involvement (8).
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• If few interactive turns are connected by arrows, indicating only brief interactions around topics,

increased adult responsiveness to the student's interests could result in more turns on those topics.

On the second day of training, participants are videotaped as they incorporate new strategies into the same

activities with their students that were taped for the baseline. Videos of the interactions are then reviewed,

representative fragments are coded and analyzed, and strategies are further refined for future implementation.

At the end of the second day, to conclude interaction training, participants discuss what they've learned.

They also describe how they will apply the principles of interaction training, in other situations with the same

students and with their other students.

Case studies

Matt and J

J is 13 years old and deafblind due to prematurity. He is totally blind and has a severe to profound hearing

loss, bilaterally (moderate when amplified).

J expresses interest and affection for his primary caregivers by smiling, laughing or hugging. He initiates

familiar interaction routines when an adult is nearby. He maintains preferred, turn taking interactions for a

long time. In stressful situations, these people can calm him with deep pressure hugs, redirection to a preferred

activity, or by reviewing his schedule and giving him more time to process information.

J knows 125 receptive signs, and uses more than 60 expressive signs to request activities, interactions,

assistance, and information about the day. These signs are often inexact, but recognized by familiar people.

He'll place his hands in the adult's hands, sign "now" to ask about what's happening next, and sign "then" to

ask about the day's sequence of activities. He is beginning to comment about past and future events. J

recognizes at least 50 tactile symbols that represent activities on his calendar, identify possessions and activity

areas, etc. He also uses them to choose between people, food and leisure activities.

J has a daily calendar, with an expansion strip that gives additional information about the "who," "what"

and "where" of each activity, and a weekly calendar with a highlighted activity scheduled on each day. It's

important to review J's daily schedule with him throughout the day, especially in the morning. J anticipates

and completes "next steps" in familiar routines.

J's favorite topics are movement, food, sounds or music, and activities that incorporate these interests. He
enjoys knowing what his peers are doing, attends to their actions if they're close and, with support, will pass

them materials in structured routines.

J may express frustration about changes in the schedule by refusing conversation, banging his head or crying. He
often calms after multiple reviews of the new schedule, along with additional support and reduced demands.

Matt wanted J to communicate more spontaneously during his daily calendar discussions. The baseline

videotape showed many interactive turns where Matt initiated and J responded (D to B). Matt decided to be

more responsive to J's initiations (A to E), and support his increased initiations on a topic (initiatives). It was

thought that J might initiate more if he was encouraged to get his tactile symbols from their storage bag in the

order they interested him, rather than prompted to get them in the order they occurred. After a conversation
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about each activity, he'd put its symbol on a slantboard (adapting the interactive context). When all of the

activities had been discussed, the symbols would be brought from the slantboard and scheduled left to right on

J's daily calendar.

The strategies Matt introduced in the second taping included:

• Responding to J's initiation of touching a tactile symbol by touching it with him (confirmation,

attention) then identifying/labeling and commenting (answers) about the activity represented by

that symbol

• Signing "now" (turn giving) to establish a clear juncture between his response and an expecta-

tion for J to initiate something new about that activity or get another symbol (initiative)

• Using a third person to help model initiations for J from behind him

The change in expectations seemed to confuse J a little, but he did initiate more (sometimes with Matt's

hands!) and had more initiatives on a topic. Matt was also more responsive (confirmation, turn giving) to J's

initiatives. We learned that J initiates more when Matt pauses/waits (turn giving).

J was confused about putting calendar symbols onto a slantboard before scheduling them. This strategy

needed to be further modified. The slant board was changed to a carpeted tray that sits on Matt's lap, between

him and J (adapting the interactive context). This adaptation results in even more initiations from J. He now

dumps all of his symbols for the day onto the tray, and initiates by handing to Matt a symbol he wants informa-

tion about (initiative, turn giving). Matt responds (turn taking) by identifying/labeling and commenting (con-

firmation, answers) about the activity, then pauses and uses an open hand "What?" gesture (turn giving). This

encourages J to initiate something new (initiative).

After an activity has been discussed to J's satisfaction, Matt puts the symbol where it belongs on J's daily

calendar. When all of the symbols have been discussed and scheduled, Matt and J preview the entire calendar

sequence.

Using a third person to model initiations with J was awkward, and discontinued.

Laura and

L

L is 21 years old and has CHARGE Syndrome. He recently lost all of his vision, and has a profound

bilateral hearing loss. L also has a history of perseverative, aggressive, destructive and mildly self-injurious

behaviors, which are being treated with medication.

L enjoys interactions, forms bonds with adults and peers, and asks about them when they're not present. He
expresses affection toward preferred people and encourages them to communicate with him. Before becoming

totally blind, L initiated interactions by sight. He's now learning to get people's attention by tapping their arms

or raising his hand, but interactions are most often initiated by others.

L has many topics of conversation, and an expressive vocabulary of approximately 200 signs, which he

typically combines in 2-3 word phrases. He initiates conversation, in structured and unstructured situations, to

request objects, activities, assistance and people, and to make comments. L also requests information about

things that have happened in the past and will (or might) occur in the future.
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L participates well in structured routines, has preferences and makes clear choices. L has a daily calendar

with the sequence of his daily activities and a monthly calendar for scheduling important events, such as which

weekends he's going home or staying on the dorm, when he's going grocery shopping or to a restaurant, etc.

Before losing his vision, L used standardized pictures, drawings, photos and some sight words with his calen-

dar, for cooking recipes and other sequences, to label storage areas, etc. Calendar activities are now repre-

sented by object symbols and some alternate objects. Tactile symbols are gradually being introduced at the

calendar and in a few other situations.

L is able to move about in his classroom without assistance, and has learned to travel many familiar routes

independently. He's learning an organizational system for his calendar symbols and other symbols.

Laura wanted to have a more "connected" interaction with L during his footbath routine, which she knew he

enjoyed. In the past, L had often introduced conversational topics unrelated to the activity at hand. After

losing his vision he was constantly asking questions about current and former classmates (what they would be

doing in 100 days, whether they were flying home that weekend or riding the bus, etc.). This also occurred

during his footbath.

The baseline videotape reflected a chaotic conversation, with Laura and L initiating on different topics.

(Laura communicated about the footbath while L asked about other students.) Only two or three turns were

taken on the same topic. One person would initiate, the other would respond then initiate about something else

(D to B to A to E to D to B to A to E, etc.).
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Laura's goal was to increase the number of L's initiations around mutually interesting and less repetitive

topics. She also wanted them both to have more turns (initiatives, turn taking, turn giving) around these topics. 2h

This would be reflected in the coding by more arrows connecting turns, indicating that Laura and L were h^

taking multiple turns on the same topic.

Laura's strategies were:

• To make the footbath more mutually interesting (attention, affective involvement) by introducing

novelty, such as wearing a toe ring

• To label the environment, reducing the need for "procedural communication" such as giving

directions

• To share the activity more wholly with L by having her own footbath next to him. This would

give her an additional role, besides helping L, answering his questions and following his com-

mands, and create opportunities for them to help each other and comment on their mutual experi-

ence

• To encourage L to have more contact with the objects used in his footbath routine. This would

enable him and Laura to increase their interactions around them

L smiled and enjoyed himself (affective involvement) during the second videotaped interaction. He and

Laura took several turns around the same topic (more arrows!), and she responded more (confirmation) to his

initiations.

We learned that introducing novelty to a topic helps L pay attention to it. Setting up the environment to give
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tactile procedural information, such as storing materials in consistent places and labeling storage areas (adapt-

ing the interactive context), reduces the need to tell him what to do, where to go, etc. He and Laura can then

put more emphasis (attention) on mutual enjoyment (affective involvement) of the interaction. Laura will also

begin using objects and parts of objects to support L's expanded conversation about other interesting topics,

such as parties, changes in the schedule, etc., introduce more tactile symbols in the environment, and add

tactile symbols of people to his daily calendar.

Hank and S

S was born prematurely and is 9 years old. He has light perception in one eye and a moderate to severe

hearing loss. He drinks Pediasure from a bottle and does not eat solid foods.
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S will initiate interactions when a partner is near, but most interactions are initiated by others. He recog-

nizes familiar people and initiates interaction games specific to each of them. He encourages (requests) inter-

actions with others by smiling, laughing, signaling, repeating their words, taking and giving turns, saying

"Thank you,
1
' and giving hugs. He can maintain interactions for up to 10 minutes on topics that incorporate

music or movement, and will interact around topics with other sensory aspects (such as inflating and deflating

balloons to feel the air, and imitating the sounds they make) for shorter periods of time. Some topics (for

example, food and oral stimulation) appear to trigger strong negative reactions that disrupt interaction. He
discourages (rejects) these interactions by gently pushing away people or objects.

When S does not feel in control, he tries to end an interaction by saying "Finished," or turning away from

the activity. He is often less focused and more nervous in new environments or with novel materials. Informa-

tion is taught within routines, which increases S's sense of security and ability to focus. Novelty is infused into

familiar routines to broaden his understanding of concepts and vocabulary. A divided choice board is used to

present options within routines.

S understands numerous phrases spoken consistently in his routines and a few signs produced without

speech. He can process signs and speech simultaneously. S expressively signals with his body and voice,

hand guides adults, gives them objects, and is beginning to request leisure activities with tactile symbols

during structured choice times. These symbols are stored in an accessible place so he'll be able to initiate

requests. He uses mitigated echolalia (repeating phrases previously heard in appropriate contexts for commu-
nicative purpose), and often repeats an adult's spoken words immediately after hearing them.

S's morning or afternoon activities are represented by tactile symbols in a 5-compartment calendar box.

Expansion strips are used to pair two tactile symbols in each compartment, introducing the concept that famil-

iar words can be combined in novel ways. Touch prompts remind him to scan left to right. Materials in S's

routines are also sequenced in a calendar box, to provide additional structure and give him practice scanning

left to right.

Hank was comfortable following S's lead during preferred interactions, such as playing with a balloon. He
chose to analyze S's grooming routine because he wanted experience implementing interaction strategies

during more outcome oriented routines. Hank's general goals were to feel calm during his interactions with S,

be less directive and follow S's lead more often.

After reviewing the baseline videotape, he chose two specific interactive goals:

• The first was to help S stay engaged (attention) without becoming overstimulated (regulation of
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intensity of the interaction), by slowing the pace, using a quieter voice, focusing on feeling calm,

and applying deep pressure to S's arms with lotion.

• He also wanted to make the routine more conversational, by pausing (turn giving) and allowing

S to initiate (initiatives, turn taking), observing (attention) and discriminating between the

behaviors S used to initiate, and appropriately responding (confirmation, answers) to those

initiations.

During the second interaction, Hank was able to implement the strategies he'd identified. He felt calm, the

pace was slower and the interaction more conversational. He paused more (turn giving), S initiated more

(initiatives, turn taking), and he responded to those initiations (A to E). They both enjoyed the interaction

(affective involvement).

S was drawn to the sensory experience of touching Hank's hair with his palms and face. When those

behaviors lasted more than 5 seconds they seemed to cause sensory overload, which resulted in S hitting Hank

and biting himself on the arm. During tooth brushing. Hank successfully redirected S's hand from his hair to

his face before S escalated to the point of hitting or biting (regulation of intensity of the interaction). Simple,

familiar labels spoken in a rhythmic manner, such as "jaw, jaw, jaw, chin, chin, chin, lip, lip, lip," helped S

focus on (attention) and accept Hank's actions as his teeth were brushed. Simple, rhythmic vocal games (turn

taking, turn giving) also seemed to organize, calm, and focus S (attention, regulation of intensity of the inter-

action). He knew where he would be touched and when. Hank's sound effects and funny voices also kept S

engaged (attention, affective involvement).

While deep pressure to S's arms helped calm and organize him, he still showed signs of being overwhelmed

by the lotion. S initiated more during interactions when Hank commented and paused (turn giving) instead of

asking questions. By watching S's hands (attention). Hank got a lot of information about how S was feeling

and what he was thinking. This helped him fine tune his responses to S's turns. We learned to keep interactive

turns short in situations where S might become overstimulated, and to be sensitive about what his hands are

"saying" during interactions (attention, regulation of intensity of the interaction).

Hank will continue to introduce rhythmic vocal play/turn taking games, that may incorporate sound effects

or funny voices, to help engage, focus, organize and calm S (attention, regulation of intensity of the interac-

tion, affective involvement). He will offer deep pressure, but discontinue the lotion, and ask the OT for

additional calming and focusing strategies. Hank will also encourage S to initiate interactive and conversa-

tional turns (initiatives, turn taking) by commenting then pausing (turn giving).

Sara andN

N is 9 years old. She had a corpus callosotomy (surgical severing of the corpus callosum, the large fiber

bundle that connects the two sides of the brain) at 4 years of age, to control seizure activity which began at 4

months. She has a cortical visual impairment and a suspected mild to moderate hearing loss. Without ampli-

fication (which she does not tolerate wearing), "She will at least be able to detect speech at a normal conversa-

tional level."

N bonds quickly with her primary caregivers. These relationships are reinforced through resonance-level

turn taking interaction routines, in which frequent pauses allow her to signal for continuation of the interac-

tion. N is affectionate with familiar people, seeks them out and allows them to calm her when she becomes

upset. Vibration, deep pressure touch and vestibular stimulation help calm N and enable her to attend. N will
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explore unfamiliar experiences with the people she trusts,

ment may overstimulate her.

Unexpected touching and guiding through move-

N receptively understands some object symbols, natural gestures and points. She will move toward, touch,

or physically guide people to desired objects, actions and locations. An object symbol placed in a single

compartment calendar basket helps N anticipate the "next" activity in her day. She demonstrates recognition

of these symbols by performing appropriate actions on the objects or moving toward the correct activity areas.

The symbol is placed in a "finished" basket to conclude the activity. N shows a general awareness of the time

of day by, for example, going to the breakfast table after arriving at school in the morning, and getting her

jacket in the afternoon as she anticipates going home. She recognizes her classroom, calendar area, seat at the

table and possessions.

A 3-step sequence box is used in some routines, such as breakfast, to help N anticipate the sequences of

steps and to establish clear beginnings and endings. With other routines (for example, hygiene) she chooses

the order of steps in the sequence. In general, N is more willing to participate in activities that have become

familiar, when high demand activities are followed by those with low demand, and if she is allowed to observe

and join in without being forced, then retreat and process the input. She is less distracted in learning environ-

ments where visual and auditory clutter is reduced.
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Sara selected a hygiene routine to analyze, because she wanted to increase the length and improve the

quality of her interactions with N during functional routines. After studying the baseline video, she decided to:

• Put more emphasis on creating and maintaining a positive social atmosphere and less on getting

the job done (regulating the intensity of the interaction, affective involvement)

• Increase the number of turns on NTs topics (A to E)

During the second interaction, Sara responded more to N's topics (confirmation, positive answers, turn

taking, turn giving, attention, affective involvement), and either decreased her focus on the routine (turn giv-

ing) or was willing to take breaks from it (regulating the intensity of the interaction). When N needed to stop

and process information, Sara let her take breaks. By waiting during the pauses, and providing calming

proprioceptive and vestibular input, Sara helped N manage her own biobehavioral state (regulating the inten-

sity of the interaction). N was calmer after Sara provided this sensory input (attention) and seemed to benefit

from it. The interaction lasted longer and N stayed in the activity area. There were more arrows between

turns, indicating longer periods of connectedness within the activity, and the turns were on N's topics (C to E
to A to E to A to E, etc.). When N signaled to make requests (initiatives, turn taking), Sara responded (turn

taking, positive answers). During toothbrushing, N let Sara touch the toothbrush (turn giving), which she

usually doesn't allow, and was attentive (attention) to Sara's imitation (confirmation, positive answers) of her

actions. N and Sara both enjoyed this interaction (affective involvement).

We learned that the most effective way to support an interaction on N's topic is to pause (turn giving),

notice her initiative (attention), and imitate that action (confirmation, positive answers). This verifies to N that

her initiative has been acknowledged and approved.

Since the training, N has begun initiating interactions (initiatives, turn taking) from further away (indicat-

ing that she seems to be moving into a coactive phase of interaction), and attends (attention) for longer periods

of time, sometimes for as many as 10 turns. The hygiene routine now goes on for quite a while, and sometimes

must end before N's ready so she can participate in other scheduled activities. When N is allowed to initiate
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interactions on topics of her choice, even within functional routines, and those initiatives are positively re-

sponded to by the adult, she more willingly responds to the adult's initiatives at other times.

Enduring effects

In a recently published study, Dr. Marleen Janssen and her colleagues found "...that it is possible to im-

prove the interactive competence of deafblind children by teaching their educators to respond more adequately

to the children's signals and to adapt the interactional context." (Janssen, Riksen-Walraven & van Dijk, 2004,

p. 88). They also concluded that ".
. .the positive effects of the intervention were retained for two children and

diminished but nevertheless remained well above the baseline level for two other children." (Janssen, et al.,

2004, p. 89). In addition, these positive effects endured even after staff changes were made following the

intervention. This was attributed to training provided by previous staff to new staff, and consisted of ".
. .two

components: a) the new staff member observes an educator working with a child and is given information by

the educator; b) the new staff member is later coached by the educator while working with a child. While not

instructed to do so, the current staff apparently transferred the principles of the intervention to the new staff

members via either explicit teaching or having the new staff observe their improved interactions with the

deafblind children." (Janssen, et al, 2004, p. 89-90).

At TSBVI, continuity in the implementation of student-specific interaction strategies is maintained with

videotapes and written summaries from interaction training, ARD documentation that incorporates informa-

tion learned during the training (communication assessment recommendations, IEP objectives, instructional

modifications, etc.), end-of-the-year videotapes, instructional support staff who provide services to the same

students for multiple years (especially communication and behavior specialists), and previous classroom staff,

who may be teaching other students on campus but are available to assist new team members. Continuity is

also provided by past interaction training participants, who have generalized their understanding and applica-

tion of interaction principles and strategies.

Participant feedback

"These intensive trainings are extremely useful. Observing and analyzing oneself on video is so important.

It always amazes me to see things that I'm not even aware of doing, or not doing. It is also useful to get

feedback from a variety of people. Everyone has an opinion about how to make an activity better."

"I was shown how to effectively communicate with my student, as well as how to increase his participation

during activities. I liked being able to discuss my student with the other participants, share instructional

challenges and frustrations, and brainstorm together. Through our discussions, and the information that was

provided, new solutions and strategies were discovered."

"I'll carry away valuable information that will help enhance the quality of my interactions with my stu-

dents. Being aware of your own interactions, consciously thinking about them, can help improve them."

*'I will be more aware of possible initiations by my students, and remember the importance of having both

physical and emotional presence during activities. The coding helped me break down interactions, and

showed how even a student's most seemingly insignificant gesture may be an attempt at communication."

"I received a lot of helpful information about what a good interaction should look like and feel like; giving

and taking turns, etc. I will introduce more novel routines, and label the environment so I can be there to

comment, instead of always being the one to provide information. The before and after videos with my student
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showed me that positive interaction is possible, and that we can both enjoy the activity."

"I will be more aware of my interactions with my students, and mindful about allowing maximum opportu-

nities for student initiation. I really appreciated and valued the opportunity to evaluate my performance, to set

goals and to see them being achieved. It helped respark my enthusiasm to try new ideas and see how they

benefit my students. It also encouraged me to focus on the positive aspects of my teaching. Sometimes it's

easy to see only the negative/'

FURTHER INFORMATION

This two-part article describes a training process at TSBVI based on current research about interactions

with students who are deafblind. A written format, however, has its limitations. As Dr. van Dijk suggested,

"Let the videoclips do the talking." With his suggestion in mind, an introductory videotape about the impor-

tance of high quality interactions between students with deafblindness and those who interact with them is

being developed, and will be available through TSBVI's Curriculum/Publications Department. The video will

show examples of the interactive turns and interactive behaviors of several students with deafblindness, and

the adults who teach them. Case studies of adults and students participating in the training process will also be

included. The students will represent a variety of ages, etiologies, degrees of vision and hearing loss, and

educational strengths and needs.
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There Are Saints All Around Us

Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: Dr. Hatlen talks about people involved in the lives of chidren with visual impairment.

Key Words: News & Views, blind, deafblind, professionals, family

As I write these words, it's still two weeks before our Winter Holiday at TSBVI. And, although you'll be

reading this after the holidays, I wanted to share some thoughts with you.

Santa Claus is everywhere right now. And I think about this image and what he means, especially to

children. That leads me to remember his original name—Saint Nicholas. I wonder why Nicholas is a saint. I

wonder how "Saint" became "Santa." Then, my constantly wandering mind began to think about the "Saints"
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in my life. With apologies to those of you who believe that sainthood is reserved strictly to people whom
organized religions give this honor, I'd like to share with you my saints (I'll make the distinction by not

capitalizing the word).

My friend Tom is a saint. He began teaching visually impaired students in Berkeley, California, in 1959.

He retired around 1992. Tom is one of the most creative and dedicated professionals I have ever known. His

skills in working with blind and visually impaired children are legendary, and he was often urged to return to

school, get a doctoral degree and become a university professor. Even I, one of his close friends, pleaded with

him to move into other endeavors in his professional life. But Tom would just smile and say, "No, I'm where

I want to be, helping young blind children learn and grow." And so this very talented man stayed in the

classroom, enriching the lives of many, many students, and, in turn, being enriched by them. I have so many

memories of Tom with his students, and my life, too, has been deeply enriched by him. Tom is a saint.

Betty Brudno was a Braille transcriber when I first met her in 1957. I never knew what brought her to

Braille, but she was a saint. She was among the leaders who founded the California Transcribers and Educa-

tors of the Visually Handicapped (CTEVH). She served as its first president from 1957 until 1959. Transcrib-

ers of Braille, large print, and audio recordings became an essential part of the success of early inclusion in

California. They agreed to almost impossible tasks with very unreasonable deadlines and always came

through. In my memory, Betty was "CTEVH." She was the heart and soul of Braille and large print transcrib-

ing. Betty was a saint.

Bob Dasteel was a saint. He owned a company called The American Thermoform Corporation. They built

huge, industrial-sized vacuum-form machines, and they were highly successful. At one time in history, my
teacher colleagues and I were trying desperately to develop a product that would produce short-run Braille.

We needed two or three copies of a book, not 100 or 1,000. The American Printing House for the Blind

couldn't do short-run books. I remember putting three pages of lightweight paper in a Perkins Brailler in order

to produce three copies of the same material. If you've ever transcribed, you can imagine the results. Then

saint Dasteel came along with the idea of making a small vacuum-form machine that would reproduce plastic

copies of paper Braille. Most of you know the rest of the story—The Thermoform Machine revolutionized the

production of Braille and tactile graphics. Well, Bob Dasteel didn't stop with the invention. He exhibited at

every conference I attended for many years. Bob was always there in person, and gave freely of his time to

anyone working with blind students. Bob was a saint.

Margaret was a saint. She was the parent of a child blinded by "retrolental fibroplasia" (now known as

ROP). As soon as her son was diagnosed, she began reading anything she could find on blindness. She sought

out experts in child development and education and asked the right questions. She refused to even entertain

the thought that her son would be very different from any other child. She convinced her local district to begin

an inclusive education program, and soon there were 16 blind students attending an elementary school, among

them her son. Saint Margaret knew what she wanted, knew what her son needed, and in a quiet, persuasive,

and informed manner, managed to convince others of her son's educational strengths and needs. Margaret was

a saint.

I have many, many more saints. I am surrounded by them at work. I am in the presence of one whenever I

meet a parent. So, you see, Saint Nicholas, you have a lot of company in my life.

Who are your saints? Have you told them so?
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Collaboration: A Timely Topic

By Barbara J. Madrigal, Assistant Commissioner, Division of Blind Services

Abstract: Assistant Commissioner Madrigal discusses the importance of collaboration and reviews the

various collaborations DARS has cultivated in order to establish and maintain effective services.

Key Words: News & Views, DARS, Division for Blind Services, TSBVI, collaboration, health and human

sen'ice, agency.

I was glad to learn that many of the articles in this issue of See/Hear focus, in one way or another, on the

topic of "collaboration." That's one of my favorite words—maybe because I've seen a lot of good things come

from effective collaboration over the years.

The thesaurus offers a number of synonyms for the "C" word: "teamwork, partnership, group effort,

association, alliance, relationship, and cooperation." I like these words, too. To me, they suggest community,

common goals and shared visions.

This is a good time to be talking about collaboration. We are confronted with so many issues that beg for

thoughtful collaboration.

For instance, the creation of DARS—by merging several distinct agencies and their respective missions

and organizational cultures—has required months of collaboration at all levels of all of the affected agencies.

For the most part, things have gone smoothly; but there is still a lot of work ahead of us—and a lot more

opportunities for collaboration.

The same is true for DARS' relationship with other health and human services agencies that are dealing

with their own consolidation issues. Many of our consumers rely heavily on these agencies for services and

support beyond rehabilitation. Only with meaningful collaboration can agencies with distinct responsibilities

assure that consumers will get the services they need without artificial barriers or bureaucratic red tape.

Then there's the upcoming session of the Texas Legislature—which, unbelievably, begins in January

(weren't they just here??). Legislators are expected to pick up where they left off last session on government

reorganization. And, the demand for services is growing right along with the population. Unfortunately,

funding for services isn't keeping pace—and competition for the dollars that are available is fierce. If there was ever

a time for collaboration, this is it. We can only hope that—even in these politically charged times—all of the

stakeholders can put aside their special interests to work together to create solutions that will benefit all Texans.

All of these opportunities for collaboration and I haven't even mentioned what's going on at the federal

level. You probably know that a Congressional conference committee has already passed new amendments to

the Individuals with Disabilities Education Act (IDEA). At the last minute, they dropped language pertaining to

the VR program's role in Transition. Generally, conferees could not come to terms on process and funding concerns.

The issue will come up again—along with several other VR-defining issues—as Congress begins work on

reauthorization of the Workforce Investment Act and appropriations for a number of federal programs, includ-

ing VR. What does that mean for the future of the program? To me, it depends on—you guessed it—the

amount of time and energy we devote to collaborative efforts to create positive solutions to the programmatic

and funding problems Congress is grappling with.

32



If only it were as simple as it sounds. Effective collaboration requires having the right "players" at the

table. It's not enough for people in one agency to work with one another. The work has to take place between

agencies and consumers and advocates and lawmakers and the public.

Effective collaboration requires honest, straightforward communication and tolerance for different view-

points. It requires compromise, a willingness to let go of certain self-interests—and the strength to stand up

for principles that shouldn't be compromised.

I think we can all probably come up with some examples of good collaboration that has taken place over

the past year. But there's always room for more (and better).

An excellent example of collaboration is the upcoming "Take Charge of Your Future" training seminar

developed by TSBVI Outreach Department with the organizational support of DARS Division for Blind Ser-

vices. This conference will provide training for thirty 6 th - 8
lh grade students with visual impairments and their

families and will focus on the enhancement of skills essential in the development of independent and success-

ful adults.

The approaching new year seems like a good time to renew our commitment to good collaboration-

I'm putting it on the top of my New Year Resolutions. How about you?

-so

Speaking of the holidays, they are upon us! I would like to take this opportunity, on behalf of all the DBS
staff, to wish you and yours the very best of the holidays and a Happy New Year!

TSBVI Summer Programs 2005: Rumor and Fact

By Lauren Newton, Director of Special Programs, TSBVI

Abstract: This article includes information on 2005 summer programs at TSB VI.

Key Words: News & Views, TSBVI, summer school summer programs, blindness, visually impaired,

deafblindness

RUMOR: THERE ARE NO MORE TSBVI SUMMER PROGRAMS.

FACT: SUMMER PROGRAMS WILL BE OFFERED AS USUAL IN 2005.

TSBVI has submitted its request for funding to the legislature for the next biennium, 2005-2007. We were

required to reduce our budget by 5%. This means that, beginning in 2006, we will not be able to offer summer

programs. Another part of the information that was submitted to the legislature provided TSBVI with an

opportunity to ask for funds beyond our "baseline" budget. Our first, and most important request, is for the

legislature to restore the 5% reduction in our budget so that we can continue to provide exciting, educational

summer programs for 250 or more students from throughout Texas.

For further information on this topic, please contact Phil Hatlen at (512) 206-9133, or email him at

<philhatlen@tsbvi.edu>.

TSBVI SUMMER PROGRAMS FOR 2005

It's time to apply for summer programs at the Texas School for the Blind and Visually Impaired. The
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program descriptions will be posted on our website during the winter break. Read carefully so that you select

the right program for your child. If you have questions, please call the program's contact person. Deadlines are firm.

To get to the website, first go to <www.tsbvi.edu>. Under Instructional Programs/Special Programs, you

will find Summer Programs. Click on that and everything should appear.

Classes being offered this summer are:

Secondary Academic: Fine Arts

Secondary Academic: Projects

Secondary Academic: Camp Challenge

Secondary Functional: Projects

Elementary Enrichment: One-Week

Elementary Enrichment: Two-Weeks

Life Skills Camps: four different sessions

WALIC (Functional Vocational Program)

SWEAT (Academic Vocational Program)

1 week June

2 weeks June

1 week June

2 weeks June

1 week July

2 weeks June-July

1 week Various times

4 weeks June-July

5 weeks June-July
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Mosquito Netting or Pay Check - Which Will You Choose?

By Ron Lucey, Medical Services Specialist

Abstract: This article, updated and reprinted from Winter 2002 edition of See/Hear, discusses types of

summer camp experiences and provides suggestions for selecting a campfor your child.

Key Words: News & Views, blind, visually impaired, camps, day camps, recreation, socialization, work

experience, work program

Each January, I try to motivate families to start planning for their child's summer activities even though the

Central Texas winter seems endless and summer still seems a distant notion. Recently I was inspired by my
colleagues to broaden the annual summer camp article to include other suggestions for making the most of

your child's summer break to better prepare them for their future.

WILLYOUR CHOICE BE MOSQUITO NETTING?

There are a lot of benefits to be gained from attending camp, including telling war stories on the size of the

mosquitoes swarming the campsite. Younger children may benefit from attending shorter camp sessions or

day camp programs recommended for campers who may not be emotionally prepared to spend a week or more

away from home. Often city parks and recreation departments sponsor day camps that seek to include youth

with disabilities in city sponsored recreational and learning activities. Be sure to meet early with the recre-

ation or day camp coordinator to insure that your child's needs for meaningful participation are accommo-

dated.

For many older children, residential summer camp programs offer a good opportunity to practice and learn

new skills, develop a greater sense of confidence and independence, meet peers with similar interests, make
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new friends and, most importantly, have fun. An updated list of popular residential summer camp programs

and other summer programs targeting youth who are blind or visually impaired may be found on the TSBVI
web site at <www.tsbvi.edu>. Type in the word "camps" in the search box and view the 2004 Summer Camp
directory as well as articles related to summer camp selection.

Suggestions for Selecting a Camp:

1. Be aware of camp deadlines. The more popular camp sessions fill up fast, leaving your family

with fewer choices for camps and desired sessions if you fail to beat the rush. By Spring Break

make sure you have made a final camp selection.

2. Call early (January or February) to request a camp application form. Some forms take longer to

complete and may require a medical release signed by your child's doctor.

3. Talk to other parents, VI teachers, DBS children's caseworkers or Transition counselors about

the camp you are considering for your child. Visit the camp's web site or, if possible, consider a

visit to the camp in the off-season.

WILL YOUR CHOICE INCLUDE
EARNING A PAYCHECK (OR VALUABLE WORK EXPERIENCE)?

At an early age most of us can remember having a work experience, even if it was a volunteer job at our

local church or hospital. Work experience is crucial for the vocational development of children who are blind

or visually impaired. This summer, instead of considering the same camp options, why don't you consider

involving your child in a summer work experience - either informal or formal?

Younger children benefit from having responsibility for jobs around the house and the reward of earning a

little extra spending money. Focus on the jobs or portion of jobs your child is able to perform and work to

teach them to develop alternative techniques for accomplishing other more challenging household chores.

Suggested chores for younger kids include feeding and caring for the family pet, helping with laundry, wash-

ing and putting away dishes and, yes, even yard work. In addition to promoting jobs around the home, con-

sider volunteer experiences with local organizations and/or businesses. Some experiences to consider are

helping out in a friend's hair salon folding towels and sweeping, being a junior camp counselor at a local day

camp, or volunteering at museums. To explore these options, contact your TCB Children's Program case-

worker.

Older youth may wish to explore paid work outside the home through a summer job with a local employer.

Local workforce centers offer a good resource for finding paid jobs in the community. The Texas Workforce

Commission (TWC) website has a list of all local workforce centers as well as online job banks for performing

a job search. The TWC web site is located at www.twc.state.tx.us . Many City-County health and human
service departments also sponsor summer youth employment programs with work opportunities in city depart-

ments throughout the community. The camp directory includes programs that provide the opportunity for

summer work experience and skills for independent living. Recruitment for these programs may begin as

early as January with mandatory pre-work training and orientation classes held in the spring. For more infor-

mation on paid summer work programs, contact your local DBS Transition counselor, local education service

center, or the Texas School for the Blind and Visually Impaired.

Regardless of whether your family chooses mosquito netting or a paycheck, the most important part of the

experience is to enjoy the summer and all of the recreational, learning, and work opportunities it has to offer!
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Announcing the Birth of Blindosity Newsletter

By Judy Moore, Division of Blind Services Children's Specialist, Tyler, TX

Abstract: an announcement of a quarterly newsletter staffed by teenagers who are blind or visually

impaired.

Key Words: News & Views, newsletter, blind, visual impairment, deafblind

In announcing the birth of this new quarterly newsletter, the first issues states, "This is not any ordinary

newspaper; this newspaper is for people with visual impairments. Blindosity will give us a variety of things

that we would like, such as: travel, sports, and upcoming events. In the future we will have contests and

opportunities for entries so you, the readers, can interact."

The staff members of this newsletter are:

Krystle Hill, editor, an 18-year-old freshman at Stephen F. Austin University majoring in Political Science

and Spanish who likes to swim, write, talk on the phone, and sleep.

Stacy Glover, assistant editor and advice columnist, a 17-year-old senior at Livingston High School

who plays the trumpet in the band. In her free time she likes to play soccer, bowl, skate, surf the net, and baby-

sit for five kids.

Fallon Garrett, travel columnist, a 17-year-old junior at Lufkin High School. She is in the choir, and in her

spare time she likes to listen to music, talk on the phone, watch TV, and play with her 2-year-old sister, Kiley.

Fallon will be also be in charge of contests.

Jimmy Hill, sports and general columnist, a 20-year-old junior at TexasA&M University Commerce who is

minoring in music and majoring in psychology. A member of Kappa Sigma Fraternity at A&M, he plays the

drums and likes to listen to music, watch TV, and ride four wheelers in his spare time.

Melissa Bobo, columnist, a 17-year-old junior at New Diana High School who likes to' talk on the phone,

play on the computer, watch TV, listen to music, and play the piano. She will also assist Fallon with Blindosity

contests.

Two editions have been published and have included a rich variety of articles and personal interest stories.

In an article entitled "Project Dot Power," Jimmy Hill writes about his experience mentoring two young chil-

dren to reinforce their skills in Braille and abacus as well as encourage their social and academic development.

Fallon Garret writes about her trip to Washington, D.C. and her relatives' experience traveling on Amtrak.

Krystle Hill interviews a 17-year-old student and relates his story about driving with bioptics. And Dawn
Adams writes about her journey to become a Consultant for the Visually Impaired.

If you would like to receive this newsletter, you may request it by email at <blindosity @hotmail.com>. It

is definitely inspiring reading.
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Captioned Media Program

Abstract: announcement of the Captioned Media Program

Key Words: News&Views, deaf, deafblind, videos, captioned media

The Captioned Media Program (CMP) provides free-loan open-captioned videos and other captioned me-

dia to teachers, families, and deaf and hard of hearing individuals across the United States. The CMP is

funded by the U. S. Department of Education and is administered by the National Association of the Deaf.

Over 4,000 titles (some Spanish) include material related to most school subjects and grade levels.

Over 800 titles are also delivered though Internet streaming. There is no charge to use the program, and

CMP even pays postage (both ways) for media mailed to you. Visit the CMP web site at <www.cfv.org> to

register for CMP media loan service, search the on-line catalog, or reserve media for your use. In addition,

CMP provides a nation-wide captioning information and training center for use by schools, agencies, caption

service providers, corporations, and businesses. Visit the web site, or contact the CMP through email at

<info@cfv.org> or by phone at 1-800-237-6213.

Sibling Slam Book Is Here!

Abstract: Woodbine House announces the publication ofDonald J. Meyer s Sibling Slam Book, available

in January 2005.

Key Words: News & Views, sibling, special needs youth, disability, Donald J. Meyer, Slam Book

Give teenagers a chance to say what's on their minds, and you might be surprised by what you hear. That's

exactly what Don Meyer, creator of Sibshops and author of Views From Our Shoes did when he invited to-

gether a group of 80 teenagers, from all over the United States and abroad, to talk about what it's like to have

a brother or sister with special needs. Their unedited words are found in The Sibling Slam Book, a brutally

honest, non-PC look at the lives, experiences, and opinions of siblings without disabilities.

Formatted like the slam books passed around in many junior high and high schools, this one poses a series

of 50 personal questions along the lines of:

"What should we know about you?"

"What do you tell your friends about your sib's disability?"

"What's the weirdest question you have ever been asked about your sib?"

"If you could change one thing about your sib (or your sib's disability) what would it be?"

"What annoys you most about how people treat your sib?"

The Sibling Slam Book doesn't "slam" in the traditional sense of the word. The tone and point-of-view of

the answers are all over the map. Some answers are assuredly positive, a few are strikingly negative, but most

reflect the complex and conflicted mix of emotions that come with the territory. Whether they read it cover to

cover or sample it at random, teenagers will surely find common ground among these pages and reassurance

that they are not alone. It is a book that parents, friends, and counselors can feel confident recommending to

any teenager with a brother or sister with a disability. For information go to <http ://

www.woodbinehouse.com>.
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CLASSIFIED
Mail or e-mail your new classified to Carolyn Perkins:

TSBVI Outreach, 1100 West 45th St., Austin, TX 78756, or <carolynperkins@tsbvi.edu>.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>

2005 TAER Annual Conference

Together We Can...Open New Lives

April 7-9, 2005

Renaissance Houston Hotel

Houston, TX

Josephine L. Taylor

Leadership Insitute

March 11-13,2005

Boston Marriot Long Wharf Hotel,

Boston, Massachusetts

C/5
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This year's theme on coming together in Texas to

open new lives echoes AER's national recruitment mate-

rials. TAER was the winner of AER's special member-

ship drive contest last year, and we're eager to welcome

those 19 new members as well as others who joined later

this year. We're also eager to have TAER take up the

challenge of Operation One, the resolution the member-

ship passed at last year's business meeting of each mem-

ber bringing in one new AER member, bringing back

one absentee colleague to the conference, and bringing

one new person into our dynamic field.

The conference wil be held at the Renaissance Hous-

ton Hotel, conveniently located in the heart of Houston

in the Greenway Plaza corporate complex. In grand tra-

dition, the conference will kick off at noon on Thursday,

April 7, and conclude at noon Saturday, April 9, 2005. If

you're new to TAER, we promise you 48 hours filled

with great exhibits, the President's Reception, an

inspriring Awards Luncheon, informative presentations,

and our infamous Silent Auction. You'll receive invalu-

able information, well-deserved recognition, and lots of

great networking opportunities.

We look forward to your participation in the 2005

TAER conference and hope you will encourage your

colleagues to join you in opening new lives. Registra-

tions can be downloaded at <www.tsbvi.edu> or you

may contact:

Edgenie Bellah, Conference Chair.

Texas School for the Blind & Visually Impaired

1100W 45th St., Austin, TX 78756

(512) 206-9423, <edgeniebellah@tsbvi.edu>

The purpose of the Josephine L. Taylor Institute is

to improve the quality of programming and services

to blind and visually impaired children, adults, and

their families.

Sessions include:

• SURVIVAL! Shape the Future of Your

Public Policy Before Somebody Else Does

• Innovative Strategies to Market Programs

and Expand Audiences

• Winning Collaborations for Fundraising

Success

• Current State of Available Research in the

Field of Blindness and Low Vision

• The Role of Information Dissemination in

Leadership

Registration fee: $345

<www.afb.org/jltli.asp>

For more information contact: Carrie Fernandez

(212) 502-7674 or cfernandez@afb.net

Texas Focus 2005:

The Emotional Well Being of

Children with Visual Impairments

June 9 &10, 2005

Tentative location : Austin, Texas

More Information coming to <www.tsbvi.edu>

January 2005
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The 7th International

CHARGE Sydrome Conference
July 22-24, 2005

Wyndham Miami Beach Resort

Miami Beach, Florida

Form more information go to : http://

www.chargesyndrome.org/miami.htm

Congenital Rubella Syndrome

Symposium

"The Many Faces of Rubella"

March 14-16,2005

Helen Keller National Center

Keynote speaker: Dr. Paul Parkman,

Co-developer of rubella vaccine

Contact: Joseph J. McNulty, Exec. Director

1-516-944-8900, ext 270 or

HKNCDIR@aol.com

Spotlight on Technology:

What's New from American

Printing House for the Blind
Event 5597-32208

March 31, 2005

Keep up-to-date with current technology advances

for students with visual impairments. New and

updated products from American Printing House for

the Blind will be shown and demonstrated in this

presentation. Hands-on exploration will include

using the Book Port, APH Font, educational and

recreational software, such as, Math Flash and

Termite Torpedo. Participants will have an opportu-

nity to analyze these products and explore educa-

tional options for student use. For more informa-

tion contact: Cecilia Robinson, Region IV PDC
713-462-6379 or email <crobinson@esc4.net>.

INSITE Trainings for 2004-05

2005 Intervener

Training Opportunities

Introduction to the Intervener Model
(tentatively scheduled for June 2005)

This is an introductory-level statewide training

forlnterveners and a team member who have not at-

tended previous general intervener training. If you are

interested in learning more about the use of the Inter-

vener Model with students who are deafblind, please

contact Texas Deafblind Outreach (512-206-9103).

Orientation and Mobility for

Individuals with Low Vision

February 28, 2005

Region 10 ESC—Richardson, TX

Presenter: Richard Ludt,

Orientation and Mobility Intern Coordinator,

Western Blind Rehabilitation Center, Palo Alto, CA
Contact: Kitra Gray,

Grayk@escl0.ednetl0.net

ESC Region 14

Abilene, TX
February 15 & 16, 2005

March 29 & 30. 2005

April 28 & 29, 2005

Contact: Linda Laughlin

325-675-8632; llaughlin@escl4.net

ESC Region 18

Midland, Texas

March 22 & 23, 2005

April 26 & 27, 2005

May 17 & 18, 2005

Contact: Fred Martinez, ESC 1

8

432/567-3254

Distance Broadcasts on TETN

Broadcasts are from 1:30-3:30 PM.Central Time.

Sorry, these broadcasts are not available outside of Texas.

April 20 - Transition issues for students

witii visual impairments
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By Edgenie Bellah, Family Support, Texas Deafblind Project

Abstract: Find out about the first class of the Deafblind Family Leadership Series and how they are

putting their learning into practice by being top-notch leaders within their communities.

Keywords: Family, blind, dea/blind, leadership, training

Turning "Me" to "We. " Although Dee Dee Elberle, Grant Project Coordinator with The Arc of Texas,

originally shared this phrase as a definition for advocacy, twelve parents from around Texas have adopted it as

their unofficial motto for the yearlong adventure they are taking together as members of the first Deafblind

Family Leadership Series. Sponsored by the Texas Deafblind Project, the new series assists family members

to hone their leadership and mentoring skills so that they can have a strong voice in the decisions being made

about services and supports for their children with deafblindness.

From the moment the Class of 2005 roster was finalized, they began setting themselves apart from tradi-

tional training participants. The small class of twelve represents the diversity of Texas and the parents have

already demonstrated an interest in making an impact on services and supports for children with deafblindness

in their local communities as well as statewide. Nominated for the class by professionals in the fields of

education and rehabilitation, and officers from DBMAT and TAPVI, each participant made a wholehearted

commitment to participate in three trainings in Austin, complete Project SPARKLE, participate in a variety of

distant education activities, and do three follow-up projects.

Front Row (left to right): Denise Sewell (Gilmer), BJBond (Wylie), Michelle Goodwin (Ft. Worth). 2nd

row: Wayne Thompson (Sweetwater), Alicia Poiras (El Paso). 3rd row: Teresa Dafft (The Woodlands),

Mira Lopez (Copperas Cove), LaChandra Noel (Houston), Alaine Hinds (La Porte), Yolanda Scarlett

(Coppell), Edgenie Bellah (TSBVI). BackRow: Jennifer Holweger (Pflugerville), Lisa Wick (Burkburnett).



The class came together for the first time in October. The weekend was spent studying the basics of

deafblindness. Building on what they learned through Project SPARKLE, participants received training from

the Texas Deafblind Project staff to broaden their understanding of deafblind issues beyond what they already

knew about their own child. After the training, each of the parents completed a small follow-up assignment

that demonstrated their understanding of deafblindness. Follow-up projects for the class included giving

presentations to parents and teachers, writing articles, working with the media to increase awareness, and

parent mentoring. Although the intent of the projects was to illustrate their knowledge, the actual outcome was

a powerful demonstration of the talents of these parents!

Everyone came back together the first weekend of December to focus on understanding the community,

educational, legislative, state agency and medical systems, and how to provide advocacy and leadership within

each system. The follow-up assignments were designed to demonstrate the participant's leadership skills.

Again, the high caliber of the class came through clearly. Emerging from the class were projects such as

serving on state level workgroups, serving as editor for a special education booklet for a local school district

and presenting at a family conference.

Becoming effective mentors will be the focus of the training session in late April. The best support a

family receives sometimes comes from other families who have also "been there," and as leaders in their

communities, class participants have already stepped up to the plate and offered this invaluable support to

other families. Because this is the last training in the Deafblind Family Leadership Series, the follow-up

assignment will combine all the training into a systems-change project. Again, showing their dedication to the

deafblind community, several participants have already started their projects.

To accommodate the participants' busy lives while attempting to quench their continued thirst for knowl-

edge, the training includes some distance education activities. Beginning in the fall, the class began learning

more about the Special Education process by reviewing several documents and articles and going through a

guided book study. Through group email discussions and a couple of telephone conference calls, everyone will

have an opportunity to discuss what TEA, Advocacy Inc., and The Arc of Texas have to say about being an

effective advocate for children with disabilities. Using a similar format, the class will study active learning

and Orientation and Mobility more in-depth for students who are deafblind multiply disabled.

And if all this weren't enough learning to jam into one year together, the class has yet another project to

complete in order to graduate. To pull everything together, each participant will be completing the Parent

Portfolio Notebook: Turning Life Experience into Credentials workbook, a tool developed by the Family

Resource Center Network of Los Angeles County. This workbook will help participants take those incredible

life experiences they have had caring for their loved ones with deafblindness and turn them into credentials

that open doors to leadership opportunities.

>
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Balancing family responsibilities and leadership activities can often be hard. However, maintaining that

balance is essential in order to be an effective leader and to avoid burnout. Throughout the training, partici-

pants receive information and support through telephone conference calls, group email discussions, being

mentors with each other, and individual consultations to develop strategies that will help them proactively take

care of their personal needs while also being leaders. This strand is affectionately called "Taking Care of

Ourselves." This aspect of the training is used to remind ourselves of the importance of bringing joy into our

own lives as well as the power of "we."
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I anticipated being the energy and planner behind the training, but this class clearly stepped up to the task

of designing their own learning opportunities. We've experienced several unanticipated outcomes of the train-

ing. The class quickly came together as a cohesive, effective group that is building upon each person's skills

and talents. The degree of mentoring and resource sharing has flowed well beyond the twelve parents to

benefit families across the state. The follow-up projects far exceeded any expectations we had when we wrote

this activity into our state's deafblind project grant.

In the Family Section, you will be hearing from several of the Deafblind Family Leadership Series partici-

pants from this first class. This summer, applications will be going out to pull together the next group of

potential leaders. So don't be surprised when one of these talented leaders taps you on the shoulder and says,

"You're next!"

How I Learned What O&M Means

By B.J. Bond, Deafblind Family Leadership Participant, Wylie, TX

Abstract: One ofthe Deafblind Family Leaders share her experiences in learning what O&M meansfor

her young daughter who has multiple disabilities.

Keywords: Family, blind, deafblind, Orientation & Mobility

I'll never forget the very first IFSP for our younger daughter. Milena was only three months old and had

already been diagnosed with Cortical Visual Impairment before she ever left the NICU. There was a teacher of

the visually impaired present (TVI) at the IFSP and vision services were set at once a week. As we were

signing the papers, she leaned to me and said, "I'm certified in O&M, so I'll be working on some of that too

even though it's not in the IFSP yet." She smiled and patted my hand, so I assumed this was a good thing and

smiled at her with a convincing, "Okay."

Whatever O&M was, she was welcome to do it. Milena had endured what we call "a bumpy start to life,"

which amounted to an extreme lack of oxygen at birth (she was resuscitated after delivery), followed by a

massive cerebral stroke during her first week struggling to survive. We knew we were going to need all of the

help we could get for Milena to make any progress at all. So whatever this O&M thing was that the helpful

vision teacher would be squeezing in was certainly fine with me.

During that first year, I learned how to explain to my friends what the TVI does with my daughter. They

would look at me puzzled, asking what on earth would be done during the times she came to our home. I

finally learned to say, "the teacher of the visually impaired works with Melina on learning a particular objec-

tive through directed play with specific toys." It sounded fancy enough. But I never mentioned that the vision

teacher was also doing O&M. There was no way to explain what I still didn't know. During her visits, I noticed

that our TVI was using descriptive words like, "behind", "beside," and "next to," as well as colors of objects

such as "the red ball" or "the pink pom-pom." I thought she was insane for using these specific terms that

Milena obviously could no more understand than our cat could. Why was she so insistent on specifics?

The answer would come during our second IFSP meeting, when O&M services would actually be added

in formally. It was here that O&M was spelled out for me, and I learned that it meant Orientation and Mobility.

Once I had the official name, I bravely stepped in by asking what exactly would be done during the O&M
session. The TVI/O&M teacher explained that she would be working on helping Milena get oriented so that



she could move about in her world. Now this really sounded crazy. Milena had just been diagnosed with

cerebral palsy and wasn't even sitting up by herself, much less trying to crawl or walk or anything else. And
we're talking about moving through her world? The look on my face gave me away. The O&M teacher smiled

at me and said, "I know she's not moving anywhere on her own. But if we start now, giving her ideas about

relations in space—directive and descriptive words—then when she is starting to move on her own, she'll

already know where her left and right are, along with beside her and behind her, as well as all the colors to help

her navigate. We have to plant that seed now." Okay, now this made sense. We were laying groundwork for the

day she would walk and tool about on her own.

In the next few months, it became apparent that walking was a further-reaching goal than we had thought.

Milena had finally just learned to keep herself in the sitting position without holding on to anyone. She made

it perfectly clear that she wasn't going anywhere alone. During O&M sessions, the teacher would get down in

the floor with her and try to get her in different positions: resting on her hands, kneeling, all fours. This looked

like the same work that the Occupational Therapist was doing. If Milena wasn't going to walk, and everything

during O&M seemed a repeat ofthe occupational therapist visit, why were we even keeping O&M in the mix?

It seemed pointless until one afternoon when I was playing with Milena and I tried to convince her to get

on all fours to play. By this time, we could tell she could see people, and she would often look at us right in the

eye. On this particular day, she began fighting me immediately so I somehow positioned myselfwhere I could

see her face better and she would hopefully see me. She looked up at me and cried out with the most pained and

scared look on her face. I instantly scooped her up and held her close to let her know that she was okay. When
I mentioned this the next day to the O&M teacher, she looked at me and simply said, "Well, of course, wouldn't

you be scared if you had always felt something underneath you your whole life and suddenly someone was

trying to take it away?" A million lights, buzzers, and bells went off right then for me—I GOT IT.

Orientation and Mobility wasn't about teaching someone to walk around in the world. It was making

someone who is visually impaired want to move through the world. This explained why the teacher insisted

that I carry Milena next to me as much as possible instead of in the baby carrier. It would help Milena learn the

way a person moves around. Because she is visually impaired, she's not as likely to just start moving through

her world on her own. To drive this home, I decided to get in some of her favorite positions on the floor and

close my eyes. I imagined that I didn't know the room I was in, or anything about it, and that someone was

trying to make me move. This was so scary! My heart ached for my little girl, who now, understandably, never

wanted to leave the familiar confines of our living room floor.
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But we worked and worked, as other parents do, and Milena did leave the living room floor. She is four

years old now and will crawl from the dining room to the living room (a straight shot, but still hard to navigate)

to get to her favorite toy. She also recently has begun pushing her own wheelchair, which seemed years away.

She can wheel herself around the house provided someone is there to help her back up when she hits a corner,

wall, or piece of furniture. She has become braver out in the world, attempting to wheel herself through school

to her classroom as well as through Home Depot on those slick cement floors. (We were running to keep up!)

She also discovered how the automatic doors work at Walgreen's, where her father had to chase her outside to

keep her from rolling right into the parking lot. Yes, we have come a long way with O&M, and as evidenced

from the Walgreen's experience, we still have a long way to go. But isn't it all about the journey anyway?

Editor s Note: On behalfof the Deafblind Family Leadership group, congratulations to BJ, Roy, Katrina

and Milena on their double blessing oftwin boys, who are due this summer.
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Time to Think - Preparing for Your Child's Hospital Stay

By Teresa Dafft, Deafblind Family Leadership Participant, The Woodlands

Abstract: One parent shares her pointersfor preparingfor her child s hospital stay.

Keywords: Family, blind, deafblind leadership, hospital tips

Our son, Travis, had a pretty rough start with life. Emergency C-section, emergency resuscitation, emer-

gency life flight to Houston— Emergency, Emergency, Emergency. During those times, we didn't have time

to stop, think and ask questions. It just happened so fast.

That was 14 years ago, we have been fortunate that Travis has not been in the hospital since he was two.

Not because he has been in perfect health but because he has a pediatrician who believes that under certain

situations a child will do better at home with nursing care as opposed to lying in a strange bed in a room that

actually has more germs than your home!

Then the year 2004 came rolling around and a new journey began. In January, Travis had to have bilateral

hamstring lengthening. It was a fairly easy operation, which was performed in day surgery. Afterwards, he was

in long leg casts for two weeks before we were able to resume our regular routine. For us, our regular routine

meant a summer of fun at grandma's farm and a growth spurt!

Travis has always been monitored for scoliosis because he is in a wheelchair and his muscles don't work

correctly. Well, this growth spurt caused his curve to go from 30 degrees to 74 degrees in 3 months. It was

causing his pelvis to shift, making it harder for him to sit.

Waiting in the doctor's office to find out what needed to be done to fix the problem, I remember thinking

that perhaps the doctor would increase the support of the brace or maybe have him wear it at night. When we

met with the doctor, he shared with us what was really going on. From there, everything became a

blur. . ."surgery". . ."lose ability to sit". . ."50/50 chance". . ."ventilator". . ."ICU". .
."12 hour surgery." Words

that can stop you in your tracks. The only difference this time was that the surgery was not an emergency and

we could take the time to stop, think and ask our questions.

Travis came through his back surgeries with flying colors and now almost 6 months postoperative he is

doing great. We know that a lot of parents will be facing the situation of surgeries and hospital stays, and as

result of our experience we learned a few pointers that we would like to share with other families.

If the surgeon is different from your regular physician, don't hesitate to inquire about him. Ask

your regular physicians, other parents and even hospital caseworkers.

Meet with the surgeon more than once. We met with Dr. Hanson to discuss the surgery. Then two

weeks later we met again with all of our questions written down for him to answer.

• Write down all your questions. NO QUESTION IS A DUMB QUESTION WHEN IT COMES
TO YOUR CHILD'S HEALTH.

• Have the surgeon explain exactly what he is going to do step-by-step. Have him explain the

possible outcomes-both the good and the bad.



Ask which hospital your surgeon prefers. Many have privileges at several hospitals.

Ask which anesthesiologists they like to work with and be sure to get a written list. Doctor's do

not get to choose their anesthesiologist but parents can! However, YOU MUST REQUEST IT

DURING THE PRE-ADMISSION BEFORE SURGERY. Travis was going to be on the table 12-

14 hours. We wanted someone who our surgeon was comfortable working with.

Ask if blood will be needed during the surgery. Call the blood bank yourself because the doctors

do not know how the blood donation system works.

Call the hospital. Most will give you a tour and arrange for you to talk with the child life spe-

cialist. Explain your child's needs. Travis was going to be in the hospital awhile so we asked

about switch toys and other items he could use. We found out that at Texas Children's Hospital

people could e-mail Travis every day and the hospital staff would deliver his messages to him.

We sent the address out in a school memo and he got lots of email.

Make a small laminated chart or book that explains how your child communicates. When we left

him at the Operating Room doors, we knew that the nurse could at least communicate with him

because of his book.

Make a sign for the hospital room that gives people a quick reminder of how to interact with

your child. We made a small sign to put on his door that said,
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***Please do not touch Travis until you have

introduced yourself to him, then gently touch him.

Explain what you are going to do BEFORE you do it***

I UNDERSTAND MORE THAN YOU THINK I DO - Travis

Keep a scrapbook near your child to help people learn more about your child than just the medi-

cal stuff he or she is going through. We did this by placing -his special book near his bed that

has lots of pictures of Travis and all the cool things he does. This really helped to show the

medical personnel that Travis was not a syndrome, but a typical teenager who did things a little

differently.

If your child has been getting his medication on a regular schedule, make sure you inform the

doctor and his nurse so that this schedule will not be interrupted. Travis has been getting his

seizure meds at 7am, 12:30pm and 6pm for the last 12 years. The standard hospital medication

schedule is 9am, 2pm and 9pm. If we kept to this schedule, his seizures would have really been

bad.

Set up a shift system for the parents. During the surgery both of us were waiting for Travis and

we were both there for him in recovery. Then we took shifts: one went home to sleep while the

other parent remained at his bedside. This allowed us to not be so fatigued (yes, you are still

tired) and cleared headed when doctors came in to talk to you.

Have one person act as your information source to those who want to be kept updated on how
your child is doing. This way you only have to make one call and you can focus on your child.

When you get home from your shift, you can call those you would like to talk to in person. In
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addition to our family and friends, we made sure we had one person designated at his school and

our work to spread the word about Travis.

And most importantly, after the surgery and hospital stay is over, drop a note to the hospital to

express your appreciation and share what your child's hospital stay was like. This should include

noting anything went well and that could have been done differently. In our letter, we especially

thanked his anesthesiologist, because she was so good at taking care of our son. She kept him off

a ventilator and made his hospital stay 10 days shorter. She also came by the floor to see him and

still asks about him through our neurologists.

We hope our experience and the things we learned while Travis was in the hospital will help another

family. We know they will certainly come in handy for our family when we face this again this fall when

Travis is scheduled for another surgery.

Supporting Friends During Hospital Stays

By Alaine Hinds, Deafblind Family Leadership Participant and TAPVI Co-Chair, LaPorte

Abstract: Pick up on some wonderful tipsfor supporting parents while their child is in the hospital.

Keywords: Family, blind, deafblind leadership, hospital tips

No matter how prepared I try to be before any surgery or scheduled hospital stay, I always seem to get

caught off guard. There is always the unexpected stay after day surgery or the longer than usual stay in the

hospital. During these times, I depend heavily on my family and friends. I find that my friends who also have

children with special needs seem to be able to tune into what I most need during these trying times. Most of

them have been in similar situations and can relate. Here are some suggestions on making any stay in a

hospital a pleasant one for a friend and their family.

For major surgery or hospital stays, always consider what you may want and probably forgot. One of the

best presents I ever received was a multi-pocketed bag put together by my Sunday School class before my
daughter had hip surgery. We anticipated a 5-hour surgery followed by a 2-day hospital stay. The bag con-

tained several bags of chips for the nervous parents who were afraid to leave to get breakfast for fear that we
would miss a call from the operating room. Gum and mints were tucked inside as well as change to be used in

a vending machine. Pain reliever, Turns, and chewable Pepto Bismal helped to calm our nervous stomachs and

headache. A magazine and short book of "mommyisms" helped to pass the time and did not require too much

concentration. Some samples ofperfume and make-up helped me always appear presentable as the days wore

on. A nail file was included and turned out to be the most used item. A small toothbrush and toothpaste was

included. Pen and paper were handy to jot down what the doctor said and remind us of additional questions we
wanted to ask. Cards ofencouragement and support from members ofthe class reminded us that a lot ofpeople

were pulling for us and a lot of prayers were coming our way.

Additional things I would include would be a pair of socks. Is it my imagination or is it always that cold

in the hospital at night? A long distance calling card comes in handy ifyour friends have family out of the area



that they may want to update. Hospital rules usually do not allow people to use cellular phones inside of the

hospital and I find that I am always afraid to step away from the waiting area or my child's side. Cheap phone

cards can now even be found in "dollar" stores.

I have found that it is difficult to eat in a hospital if your child is young and needs someone in the room at

all times. I am usually reminded to eat and at that point-anything tastes good. Microwave popcorn is one of

my favorites. Microwaves can be found at the nurses' stations, in waiting rooms and sometimes near vending

machines. You can also buy some pretty good microwave meals that do not require refrigeration. Drinks

become very expensive ifyou have to rely on the vending machines. A six pack of their favorite soft drink can

be put over ice that is available at the nurses' station. For those who cannot function without coffee, you can

purchase single servings of a variety of instant coffees or teas. Hot water can be obtained from the nurses'

station or waiting rooms. Speaking of food, the quick delivery of take out to the hospital is always appreci-

ated. Check with the nurses and they can tell you what is available and what they recommend. I have picked

up food and delivered it to my friend's room or in a pinch, pulled up to the lobby and had them meet me to get

their hot food. You can also prepay to some delivery pizza places and let them deliver. If the parents are in the

hospital for more than a few days, food not prepared at the hospital is a real treat.
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After the hospital stay, most ofus will agree that it is great if someone stops by with a meal or brings a few

fresh groceries. We are usually so exhausted from our hospital stay and are truly in need of quick and easy

food. Even a bucket of chicken means I don't have to cook that night. Someone who offers to quickly vacuum

or dust in my home is never turned down. Video or DVD rentals are also appreciated so the family can relax

at home together.

Let's not forget about any siblings who may be feeling left out and confused. A small present for them

helps to ease their tension. Offers to watch the siblings or bring them to visit in the hospital are greatly

appreciated by the parents. If they are unable to visit, I sometimes offer to take a digital picture of the child

with their parents to e-mail to the siblings to assure them that their brother or sister is doing okay. It helps them

to feel included and understand what is happening at the hospital. A disposable camera can also be left at the

hospital to capture and document the hospital stay. I wish I had thought to take pictures after various surgeries

to put in my daughter's scrapbook later.

I think most of us always remember to bring something special for the patient. It could be a rattle or

teether for a baby, a coloring book or paint with water for a child, or a book or video for a teenager. Many
hospitals have VCRs and Playstation or Nintendo available to be used by the patients. For children with no

vision or the ones who have had eye surgery, magnetic playsets, play dough, talking storybook or a musical toy

would be appreciated.

These are just some thoughts about what you may do to help a friend through their hospital stay. You can

never go wrong if you put yourself in their shoes and do what you would want someone to do for you. If their

stay turns out to be longer than anticipated, stop by their house and pick up clean clothes or buy them a new T-

shirt. Ask them if they need anything. Most of us appreciate the help and support our fnends give us. Your

thoughtfulness and kindness can make a difficult time more bearable. Your friendship is needed most during

these hospital stays.
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Oh Yes You Can:

How Creativity and Assistive Technology Helped My Child to Do Class Reports

By Yolonda Scarlett, Deafblind Family Leadership Participant, Coppell, Texas

Abstract: A parent describes how her son, who is nonverbal, has limited communication skills and is not

able to write or type, did both oral and written reportsfor class projects.

Keywords: Blind, Deafblind Family Leadership Series, Assistive Technology, inclusion strategies

It is my hope that sharing and describing Isaiah's participation in class reports will inspire and encourage

other parents, teachers and education teams to either open the door or open the door wider for children with

significant multiple impairments to participate in class projects and activities. I also think that is important to

keep in mind, that a child with significant involvement will not gain the same knowledge or have the same

experience as his or her general education peers from some projects and activities. However, creativity, assistive

technology, modifications and collaboration between special education teams and parents can give children

the opportunity to participate and be a part of many activities and projects that their peers are doing.

Creativity, assistive technology and modifications have given my son, Isaiah, the opportunity to partici-

pate in class projects this school year. Isaiah has done not one, but two oral reports and a written report. Isaiah

is currently nine years old and in the 2 nd grade. Isaiah spends the majority of his school day in a self-contained

environment and he spends small blocks of time throughout the day in his 2nd grade general education class.

Isaiah is deafblind with multiple disabilities and he has Cornelia de Lange Syndrome (CdLS). Isaiah is signifi-

cantly challenged in every area of his development. He is nonverbal, he has limited communication skills and

he can neither write nor type. I affectionately refer to Isaiah as "My Little Engine That Could!"

I vividly remember the day in January when I was reading the information from the 2nd grade homework

assignment envelope. The class newsletter enclosed included information about a month long focus on weather

and that the students would present a weather report in class. At the time, I was not even thinking about Isaiah

and doing a weather report. I just thought that would be another assignment he wouldn't be able to do. After

reading the details about the report, I flipped to the next page that had the Weather Forecast Schedule—I was

still not thinking about Isaiah and doing a weather report. I gasped and I believe my heart skipped a beat when

I saw Isaiah's name for Thursday, Jan 27 th
! After I recovered, determination superseded all my doubts and I

was bound and determined somehow, someway that Isaiah would do a weather report. I didn't know how, all

I knew at this point was that on Jan. 27th
, Isaiah Christian Scarlett would do a weather report in class!

Isaiah did do a modified weather report in class. Isaiah's report started with a brief explanation to the class

that Isaiah's weather report would be an interactive report between Isaiah and his classmates and that through-

out the report volunteers would be needed to read some information. Next Isaiah started his report by pushing

the button of a Big Mack and a previously recorded message played, "Today's Weather Report by Isaiah

Scarlett." Isaiah's younger brother, Ervin who is in kindergarten, proudly recorded the message into the Big

Mack. A Big Mack is a simple assistive technology device that allows one message to be recorded; each time

the button of the Big Mack is pushed, the recorded message plays. For the next portion of the report six

volunteer readers read the required elements for the weather report. For the required elements of the report my
husband, Russell, cut a couple ofposter boards into six strips and wrote some of the required information. For

example one strip had the high and low temperatures for the day, another described the wind speed and direc-
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tion, another had the forecast for tomorrow etc. Also, one of the poster board strips had written on it medium

rain in the afternoon. For that Isaiah used some of his props to demonstrate rain. There was an umbrella next

to Isaiah and Isaiah was holding a spray bottle filled with water and with some physical assistance Isaiah

pushed the trigger of the spray bottle and water sprayed on the umbrella. Also, there was a requirement for

suggestions for clothing to wear according to the next day's weather forecast. When that poster strip was being

read, Isaiah with assistance held up a jacket, raincoat and umbrella. To end the report, Isaiah, with assistance,

pushed the button of the small cassette tape recorder and it played "The End" which was previously recorded

by Isaiah's brother, Ervin.

In February, Isaiah did both a written and oral report for his Famous American Project. Isaiah did his

reports on George Washington Carver. Both reports were challenging, but the written report was more chal-

lenging. Since Isaiah is not able to write or type, I kept thinking ifmy husband or I wrote a report that wouldn't

be from Isaiah—it would be our writing getting graded. So, for Isaiah's written report, he turned in an illus-

trated report about George Washington Carver. Isaiah participated in preparing the supporting materials for

the report.

On the cover page of Isaiah's illustrated report, Isaiah used different colors ofpaint to fmger-paint George

Washington Carver's name. At the bottom ofthe page, Isaiah used his fingertips to make a multicolored design

of dots. Isaiah required maximum to moderate physical assistance to fmger-paint the letters in Mr. Carver's

name. At the top of the next page, a simple sentence was written: George Washington Carver was born in 1 864

in the state of Missouri. With a pencil 1864 was written in large numbers and glue was placed over the num-

bers. The plan was for Isaiah to assist with squeezing the glue, but he had different plans and didn't assist with

that part. Isaiah did place gold sequins over the glue to make a shiny, gold 1 864. Isaiah's hand was guided into

a bag that had the gold sequins and then his hand was guided to the area where 1 864 was written. A piece of

construction paper was cut into the shape of Missouri. Isaiah helped to pat the paper cutout of Missouri down

on the paper. On the next page at the top "Young George loved plants" was written. Isaiah, with assistance,

used green finger paint to make plants. For the next page construction paper cut into the shapes of Iowa and

Alabama were used to illustrate where Mr. Carver went to college (Iowa) and where Mr. Carver lived after he

graduated from college (Alabama). Isaiah patted the cutouts of the states on the paper and a simple sentence

was written about what each state illustrated. For the remainder of the report different things (i.e. peanuts,

sweet potatoes, etc.) were cut out of construction paper, Isaiah assisted with patting the cutouts on the different

pages, and simple sentences were written about his illustrations on each page. The finished product of seven

pages was really awesome and impressive; and best of all, Isaiah contributed to the finished product.

For Isaiah's oral report, a written report that had a sentence for each of Isaiah's classmates to read about

Mr. Carver, his illustrated report and a sequencer were used. The written report was sent to his general educa-

tion teacher the day before and the 2 nd graders were enlisted to support Isaiah in his presentation. Also, that

gave each student the opportunity to review his or her line prior to the actual report. A Sequencer is an assistive

technology device that allows a series ofmessages to be recorded (messages up to 60 seconds in length). Each

time the button is pushed the next recorded message plays. A Sequencer can be used for so many different

things such as counting, ABC's, naming classmates, phrases to a song, greeting conversation, etc. For Isaiah's

report his brother Ervin again proudly recorded the messages. First Ervin's messages were recorded on a

cassette tape recorder and then transferred to the Sequencer. Ervin was cued by, "1,2, 3," before he started to

record each message—the cueing really helped when the recorded messages from the cassette tape were re-

corded into the Sequencer.
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Isaiah's oral report started by him pushing the sequencer and the message played that said, "George Wash-

ington Carver by Isaiah Scarlett." Next when he pushed the button, the message said, "George Washington

Carver was born in the state of Missouri." The next message said, "Rachel next line please." Then his

classmate, Rachel, read her line from the written report. Isaiah continued to push the sequencer and a message

would say another classmates name followed by next line please. Isaiah had a few lines scattered throughout

the report. Also during the report, my husband, Russell, showed the pages of Isaiah's illustrated report that

represented the information that was being read from the written report. After the message played that said the

end, Isaiah's brother, Ervin, recorded a special message to Isaiah's classmates that said, "Hi, this is Ervin.

Thank you for helping my brother with his report." Also, Ervin's kindergarten teacher was kind enough to let

Ervin go to Isaiah's classroom so that he could watch Isaiah do his report as well as see how much his hard

work of recording messages helped Isaiah to be able to do the report. On that day I was so proud of both ofmy
sons

Sharing My Story With Those Who Need to Hear

By Denise Sewell, Deafblind Family Leadership Participant, Gilmer, TX

Abstract: One parent shares her experience in learning to advocate within the legislative process

Keywords: Family, blind, deafblind, advocacy

This past year, my family began working with the Texas School for the Blind and Visually Impaired-both

with the Outreach Department and with the Summer Program. After seeing a remarkable change in-"Blu", my
child who is deafblind, I became convinced that it was important for people in decision-making positions to

hear my family's story so they could make the right choices for children with visual impairments. After all,

haven't we all been told that it is really parent advocacy that makes the biggest difference? It was time for me
to step up to the bat, so to speak, and begin advocating myself. I started looking for opportunities and boy did

I find a lot of them! The first time I decided to try my voice out was by participating in a Capital Day,

sponsored by the Arc of Texas. As luck would have it, I found out that there were a group of parents from the

Longview area that had chartered a greyhound bus to attend and that I could join them if I wanted to. I thought

this was a great way to handle that long 5-hour drive to Austin AND meet other parents with disabilities who
lived in my own back yard. A winning situation all the way around! During the drive, I found out that the

primary message most of these parents wanted to deliver to legislative representatives was to decrease the

waiting list for the Medicaid Waiver programs. Some of these parents were seasoned pros in talking with

legislative representatives so I was sure to get as many tips from them as possible. Some of the tips they shared

were:

Be respectful of the representative's time and be precise.

Give them a one-page flyer that has your child's picture on it as well a brief summary of your

story and the points you want to stress.

Tell a story that they will remember.

• Thank the representative for taking time to talk with you.

• Always send a follow-up thank you.
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The experience was an eye opener when I realized how many people with disabilities and their families

were being affected by the decisions being made at the capital.

After I had the Capital Day experience under my belt, I felt more confident and prepared to advocate for

children with visual impairments in a more formal way. When I was asked if I wanted to testify on my son's

behalf to the Senate Appropriations Committee for TSBVI legislative appropriations hearing, I jumped at the

chance. On the way to Austin on February 8, 2005, 1 thought a lot about what the TSBVI Summer School

Program and Outreach meant to me and my child but also what they meant to many other families and chil-

dren. I had living proof that their services really work and that was my testimony to the committee. To go in

front of these people and pour out my heart was difficult to say the least. But if parents do not speak up for our

children then no one else will either. The committee members really listened with open hearts and minds and

truly cared what my story was. I do not know ifmy testimony made a difference or not but the heartwarming

experience it gave me was unbelievable!

I have every intention of continuing to be involved in the legislative process but I know that is only one

way to advocate for children. Its important that we all add our voice to the effort to help people understand the

important issues families with children who are visually impaired deal with. Whether it be through serving on

committees, speaking to school boards, working with the media, writing letters or meeting with decision mak-

ers, each aspect is as essential and important as the others. So, I urge you to speak up and make yourself heard!

You will be surprised who is listening.

>
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Not Alone

By Jaime Wheeler, parent, TVI, TSBVI board member <Jamie_Wheeler@birdville.kl2.tx.us>

Abstract: A parent shares what her daughter gainedfrom participating in an activity with other individu-

als who are visually impaired.

Keywords: Family, Blind, Braille Olympics, social

Not alone. These two words express the one sentiment that my daughter came away with from her expe-

rience in a short-term program at TSBVI this fall. I was stunned to observe my daughter participating in the

Braille Olympics this fall. I have never seen her walk tall with so much confidence, joy and pride. She partici-

pated in activities with other students her age who also read Braille, and told me more than once that at TSBVI
she was no longer in the minority! What an impression that made on me, how could I have underestimated the

importance of being with other visually impaired student and adults? My child who has felt alone and misun-

derstood at times by her sighted classmates finally felt the joy and freedom of being "like everyone else."

Sometimes we forget how difficult it can be, to be the only one at school who is visually impaired. I am so

thankful for the opportunity that TSBVI gave my daughter to just be a normal teenager with other teens who

understood, used the same equipment and traveled with a cane. How do you assess the benefits of such an

experience? Perhaps it is through the laughter and head held high for the first time in a long time. That's what

I observed and it is my opinion that the program was a great success. I can only hope that every student with a

visual impairment in Texas can have the same opportunity. Each child deserves to never be alone.
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Including Braille and Literacy in the Home:
Don't Let Your Summer Be a Vast Wasteland

Holly L. Cooper, Ph.D., Assistive Technology Consultant, TSBVI Outreach

Abstract: Suggestionsfor literacy activities that can be done at home. Included are Braille books, large

print books, DAISY format CD's, audio books, and electronic files. Accelerated Reader booklists are dis-

cussed as a source ofchildren s literature. Discussion ofliteracy related activities available in the community.

Sourcesfor books and other media are included.

Keywords: Programming, Braille, literacy, reading, enrichment

Summer vacation is a time that all students look forward to with great anticipation. Days of fun and

leisure can add up to boredom, however. Summers can mean long periods of inactivity and isolation for our

students with visual impairments, especially those with additional disabilities. Parents, families, and friends

can make summer more fun by finding and planning opportunities for kids to read and enjoy books and other

literacy activities during the summer. And literacy is not just for students in a standard academic curriculum.

Students who may not become independent readers can still benefit from the exposure to print or braille, the

spoken vocabulary and the increased exposure to ideas and people that literacy activities provide. Parents

don't have to be good readers themselves, nor do they even have to be good English speakers to help their

children improve their reading skills. They just have to believe reading is an important part of a good educa-

tion, and help their children find access to the books and literacy experiences that are all around them in the

community.

Most classroom teachers will tell you they can see a difference between their students who read at home in

their leisure time and those who don't. Kids who read at home usually are better readers, better writers and

have a better vocabulary than their peers who do not enjoy reading as a leisure time activity. Often they also

learn more about specific content areas in which they have particular interests, such as science or history. One

of the best ways to get your kids interested in reading is to be a good role model: read yourself. Read newspa-

pers and magazines, and read books. Use the local library, buy books at used book stores, look at thrift stores,

help start a lending library at your church or place of business, and go to bookstores. When kids see their

parents, grandparents, and other adults in their lives reading, they understand that reading is an enjoyable way

to spend time. When your children ask questions about your book, talk to them about what you are reading at

a level they can understand. Ask them about their books when they read as well.

Braille books and magazines for leisure reading are available from many sources. One of the primary

sources for schools is American Printing House for the Blind (APH). APH works with a combination of

funding sources that allows them to provide materials free to educational institutions through a quota point

system that is tallied for each legally blind student in Texas (and other states). Private individuals can purchase

books and materials from APH, but a more practical method is to give a book list to your vision teacher and ask

her to request them and loan them to your child for the summer. Materials from APH obtained with quota

funds are always considered loans, and books are returned and recycled for other users. OurAPH quota funds

in Texas are almost never used up at the end of the school year, we are strongly encouraged to use them more!

Another source of books is the National Library Service for the Blind and Physically Handicapped (NLS).

NLS is a part of the Library of Congress and maintains a loan program of Braille and audio books and maga-

zines. The Texas State Library maintains a Talking Books Program which also includes Braille magazines.

Braille books can be purchased from Seedlings, National Braille Press, BookShare, Braille Books Dot Com,

and even Amazon. You can find links to all of these sources at the end of this article.
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What books should you get? One good place to start choosing books for your child is the Accelerated

Reader book list. Accelerated Reader (AR) is a commercially produced product that uses popular children's

books as a source of content, and provides a test for each book on the list. Points are assigned to each book

based on level of difficulty, and many schools encourage their students to read books on the list and accumu-

late points for reading at home. You can search the Accelerated Reader list by author, title, subject, and reading

grade level. Many school districts have Accelerated Reader book lists on their websites, you can print the list

and take it along when choosing books. Often these lists contain only the books that particular school has in

it's library, so be aware that using the AR website will give you more comprehensive lists. AR does not sell

Braille books, so you must make use of other sources to obtain these.

One activity that we often omit from our lives is reading aloud. There are so many choices of ways to

spend our leisure time. Often parents do not read aloud to their children. In school, teachers are under so much

pressure to improve standardized test scores that enrichment activities such as reading aloud to the class are

crowded out of the schedule. Reading aloud is important for many reasons. Children are less skilled readers,

and benefit from the role model of an adult reading aloud to them. Instead of listening to other children read,

which often happens at school, listening to adults read shows young people how more skilled reading should

sound, and smooth fluent reading is easier to listen to and easier to comprehend than the broken up passages

read at school by peers. Some research now indicates that children better comprehend the meaning of text they

listen to when it is read by a voice familiar to them than when it is read by someone unfamiliar. Another benefit

of reading aloud that we often overlook is that reading is a form of story telling and as such is a social activity.

Children and many older adolescents and adults enjoy hearing a good story well told, and enjoy hearing it with

others. Libraries and bookstores often have read aloud sessions for children, find out what their schedule is

and mark them on your calendar. Sign up for their email newsletter to keep track of events. Some communi-

ties have story telling societies and guilds. These people meet together to tell stories, have competitions and do

story telling at community events. Some storytelling societies celebrate particular ethnic traditions, such as

African American or Latino culture or local folklore. Keep in mind the current popularity of book groups.

Adult book groups do not typically read their books aloud, but they do read and discuss passages, talk about

how the story or characters may be similar to their own lives or lives of people they know, and think about the

book in different ways as a result of discussing the book with others. Consider starting a children's book club

at your school or library or with a group of friends that includes your child. Parents can be included in the book

group discussion or not according to the wished of the group.
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To make the most of read aloud time at home, establish a regular routine with your children, usually

reading before bedtime is the easiest routine to stick to. Make it a pleasant activity, sit on the sofa as a group,

and tell the older kids that part ofwhy you are doing this is to help you all to become better readers. Establish

a deadline for each session, but don't be afraid to be somewhat flexible. Don't get hooked into finishing a long

book if it's not realistic to do this. Part of the fun is the anticipation of returning to the book each night. Read

and talk about the story. Try not to ask your child too many teacher-type questions, ask open-ended questions

such as what their favorite part of the story was, who they liked best, or recall when a similar event happened

to them. You can read books that are above the reading level ofyour children, this will encourage them to learn

to follow a more lengthy story by starting chapter books that are not finished in one setting. Ask them before

you read each day to recall what has happened so far.

Listening to books on tape or on CD are also literacy activities. While we generally believe that listening

to a book or story is not as cognitively demanding as reading itself, students can leam skills about story

comprehension, plot, setting, characters and, of course, the subject matter of the book, through listening. Many
of our students with visual impairments, whether they are print readers or Braille readers, will use recorded
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reading materials as they get older and the demands of reading for learning increase. At the college and

university level, most books are not available in Braille, so students rely on books recorded for them. Getting

the book produced in Braille is usually simply too expensive and too slow to be practical. Children will benefit

greatly from learning to be active listeners of recorded content, not just passive listeners of noise. Vision

teachers, and sometimes others such as speech pathologists and classroom teachers may work on teaching

students to listen for content. This is typically done in a manner similar to teaching reading, the student listens

to a passage and answers questions or discusses the content. When more advanced students use recorded

material for their school work, they may review the questions that will be asked first before reading the con-

tent, they may review an outline provided, or make an outline or summary themselves as they go along. Most

parents are familiar with "books on tape.
,,

Our recorded books in school settings are obtained primarily from

Recording for the Blind and Dyslexic (RFB&D) which is a resource individuals can access as well, but there

are additional sources listed at the end of this article. With the development of technology, many audio books

from RFB&D are available on compact disc. Recordings are now made according to specific standards called

DAISY format. With a book on CD in DAISY format, you need a special CD player and you can scan for

specific words to search for information. A listener can enter the page number and jump directly to a specific

page, or paragraph or chapter. The players also allow users to speed up the speech without distorting the pitch,

since a skilled listener can comprehend content at a rate much faster than ordinary speech.

Of course, listening to recorded books is becoming more popular among many who love literature but

have limited time. Most major publishers now have audio recordings of their most popular books produced

simultaneously with or soon after the print version. You can buy books on CD on-line, or at bookstores. You

can also find them at used book stores, and at your local library. Several companies now have downloadable

books that you can purchase on-line and load into an MP3 player (like an iPod). Audible.com is one such

company, with a monthly cost of $14.95 you get one book a month, plus a subscription to a magazine or

newspaper from their list.

Audio books and Braille books are also available in electronic formats. Downloadable books like those

from Audible.com are one type of accessible electronic format. Special exceptions to copyright laws exist in

the United States which make it legal for us to put a book in an "alternative format" for people with print

reading disabilities. Originally this meant paper Braille, or "talking books". Now we also use optical scanners

to scan pages and convert information to electronic text. This electronic text is simply a computer file of

words. With electronic text, and special software we can convert the text to Braille and output it on paper or in

refreshable Braille. We can also "read" it with voice output software such as JAWS, or with enlarging software

such as ZoomText. Kurzweil reading software allows users to scan text directly into voice files. We can also

download electronic files into portable notetaking devices such as BrailleNotes and PAC Mates. In addition,

they can be downloaded into the BookPort from American Printing House for the Blind, and users can listen to

an electronic-voice output version. Admittedly, you do not have all of this technology available at home,

especially in the summer when school is not in session. But you can download a demo version ofJAWS which

will run for 40 minutes, this will make your computer read aloud. Also, inquire with you vision teacher about

what equipment might be available for you to use with your child at home during summer break. Your district

may be willing to loan less expensive devices such as the BookPort and the DAISY CD readers.

In addition to simply reading books, there are other literacy activities you can do at home. Many games

are good for teaching and reinforcing literacy skills, such as Scrabble, Bingo, and Monopoly. You can pur-

chase Braille versions of these games at the websites listed at the end of this article. Some games can also

reinforce math skills, and Braille and large print versions of standard playing cards, Uno, and dominoes are all

available. Tactile dice are also made. Consider the arithmetic involved in playing Yahtzee and dominoes
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according to traditional scoring rules. It's fun and a challenge. Another way to enjoy reading is sending and

receiving letters in the mail. Ask your vision teacher if there are other Braille reading students who will

become Braille "pen pals" with your child. Ifyour child has attended a special program at Texas School for the

Blind and Visually Impaired, a local Education Service Center, summer camp, or other setting and has met

other children who use the same reading medium, try to keep them in touch through the mail. Check with the

other child's parent to see if they are willing to encourage and help with the correspondence process. This

summer, don't let the time become a vast wasteland, plan for opportunities for reading, listening to books,

discussing books with friends and playing games that practice reading and number skills.

RESOURCES

Games

MaxiAids

<www.maxiaids.com>

Braille Scrabble, Braille Monopoly, Braille dice

Card Games: Braille Uno, Braille playing cards

LS&S
<http://www.lssproducts.com>

Braille Bingo, Braille and large print playing cards

Magazines and Newspapers, Book Loans

National Library Service for the Blind and Physically Handicapped (NLS)

Library of Congress

<http://www.loc.gov/nls/bbr/2005/l-mags.html>

Downloadable Braille files available on web-Braille

Free membership makes users eligible for free subscriptions to Boy s Life, Cooking Light, Muse, Rolling

Stone, Science News, Stone Soup, Seventeen, Spider: The Magazine for Children, baseball league schedules,

and many others
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Texas State Library and Archives Collection

Talking Books Program

<http://www.tsl.state.tx.us/tbp/magsrevised2.html#brkids>

Braille magazines and books are available through their loan program

Books

American Printing House for the Blind

<http://www.aph.org/catalogs/cat_html/bkstore_2004.html>

Braille, large print, and electronic files

National Braille Press

<http://www.nbp.org/ic/nbp/cbbc/index.html?id=MGLcTL6E>

Children's Book Club

$100 annual fee for 13 Braille books
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Recording for the Blind and Dyslexic

<http://www.rfbd.org/index.htm>

Books on tape and CD in DAISY format

Seedlings

<http://www.seedlings.org/>

Braille Books for Children

Bookshare

<http://www.bookshare.org/web/AboutBrailleBooks.html>

Embossed (hard copy) Braille books, or downloadable Braille files
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Amazon.com

<http ://www.amazon .com/>

Search the site for books: Braille books

Many titles for children come up on a search, but most show as unavailable. Keep checking.

Braille Books Dot Com: The Braille Superstore

<http://www.braillebookstore.com/>

Hard copy Braille books available for purchase

International Braille Research Center

<http://www.braille.org/braille_books/>

Electronic files of Braille books

Story Tellers

Tejas Story Telling Guild

Statewide organization of story tellers w/listing of local groups. Fans of storytelling are usually welcome.

<http://www.tejasstorytelling.com/index.html>

Accelerated Reader

Accelerated Reader

<http://www.renlearn.com/ar/default.htm>

To search by title, author, subject, or grade level go to:

<http://www.renlearn.com/store/quiz_advanced.asp>.

Here is a school website that has AR books sorted by title:

<http://www.ashland.kl2.wi.us/MVS/Book_Lists.cfm>

Texas School for the Blind and Visually Impaired

<http://www.tsbvi.edu/braille/braillebooks.htm>

Files in electronic format, AR books marked with a
"*"

Iowa Braille School

<http://www.iowa-braille.kl 2.ia.us/library.html#braille>

Files in electronic format, AR books marked with a
"*"
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Some Things to Learn from Learning Through Touch

By Kate Moss, Education Specialist, Texas Deafblind Outreach

Abstract: This article shares information about the book, Learning Through Touch, by Mike McLinden

and Stephen McCall. Special attention is paid to the anatomy and physiology oftouch and the functions of

touch.

Key Words: Programming, blind, deafblind, touch, tactile

It stands to reason that children who are visually impaired or deafblind would be more reliant on touch or

their tactile sense to experience the world. These children have different needs and different skills related to

their use of touch in learning. Unfortunately, many of us don't know all that much about how to help these

children develop better tactile skills and make better use of their tactual sense.

The work of such people as Barbara Miles, Lilli Nielsen, and Deborah Chen has made us very aware of the

need to pay more attention to this sense in programming for these children. We are beginning to use hand-

under-hand in our interactions with these children, and becoming more mindful of what message our touch

conveys. We are providing them with a greater variety of textures and materials and giving them more time

and opportunities for independent exploration of these objects. We are recognizing that hand use progresses

systematically simply by the child completing constant repetition of specific hand movement schemes. We are

thinking about touch as it relates to literacy and general learning. In short, we are becoming better educated

about the importance of developing touch in all our children with visual impairments and deafblindness.

Recently a colleague shared a copy of a book, Learning Through Touch, by Mike McLinden and Steve

McCall from the School of Education at the University of Birmingham in the United Kingdom. This book

includes information on the anatomy and physiology of touch, the functions of touch, assessing touch, and

providing instruction through touch. I was struck by a number of things I read and want to encourage our

readers to try to find a copy of this book. Though the book is not readily available in the United States, it may
be ordered through Amazon or on-line from Fulton Publishers at <www.fultonpublishers.co.uk>.
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THE ANATOMY AND PHYSIOLOGY OF TOUCH

Our largest organ is our skin. It serves a number of purposes, such as protecting our internal organs from

infections, and is also the location of the tactile receptors in our body.

The skin has an outer layer called the epidermis and an inner layer called the dermis. In each of these

layers of skin are different tactile receptors or nerve endings, which seem to respond best to particular types of

stimuli. These receptors are generally divided into three categories:

1. Mechanoreceptors: respond to indentations of the skin. An example of this is when a finger

presses against the back of the hand. There are two types of these mechanoreceptors: those that

are rapidly adapting and those that are slowly adapting.

2. Thermoreceptors: respond to temperature changes.

3. Nioceptors: respond to stimuli that damage the skin such as intense heat or the prick of a pin.

Even though each of these receptors responds best to these stimuli, they also respond to some degree to all

types of tactual stimuli.
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Tactile receptors are also located in the joints, tendons and muscles, and limbs. These help form part of

the proprioceptive system. The proprioceptive system allows us to know about the stationary position of our

body and also give us information about our movements. We know where our hand is and how to make it

move out to reach and grasp an object because of our proprioceptive system. The visual system ties into the

proprioceptive system, too, which is why some children with visual impairments have problems knowing

where their bodies are located in space.

z

The sensations coming to us from outside our body and those coming from inside our body are experi-

enced as two separate sensations that our brains are able to process so we can complete a wide variety of

actions. When we manipulate a small object such as a pen with our hands behind our backs we know where

our hands are in relation to one another, even if they do not touch. We experience the feel of the pen and can

explore it, turn it, and transfer it without looking all because of the tactile sensations we experience within our

bodies and from outside our bodies.

Tactile information is sent to the brain from the receptors along two main neural pathways. One pathway,

called the dorsal column medial lemniscal system (DCMLS), can be thought of as a discriminatory system. It

carries information we obtain through active exploration and includes such information as pressure, vibration,

and proprioception. The other system, called the anterolateral system (ALS), carries information that helps

our body defend itself by relaying information about pain and temperature. The DCMLS ends in the soma-

tosensory cortex within the parietal lobe of the brain located at the top, back part of your head. The ALS
appears to be a more primitive system and ends in the reticular formation that is located just above the area of

the brain stem.

Although these systems are separate, they do have some overlap of function. For example, some pain

information may be carried by the DCMLS, and some tactile discrimination information may be carried by the

ALS. This might explain why some children avoid touching or being touched. If damage is done to one of

these systems the result may be that the other system becomes more dominant. The ALS system, which

handles pain, is less vulnerable to damage than the DCMLS system. Children who are tactually defensive may
be responding to touch primarily through the ALS and experience its defensive function.

THE FUNCTIONS OF TOUCH

The active use of touch to "seek out and acquire information" has been called "haptic touch." The "haptic

system" has been defined as a distinctive perceptual system, oriented towards discriminating and recognizing

objects by handling them as opposed to looking at them. (McLinden & McCall, 2002) McLinden and McCall

share information about the various property features we acquire through the haptic system. These include:

Vibration

Surface texture

Wetness/dryness

Surface temperature

Shape

Slope

Curved

Hardness/softness

Weight

Elasticity

Pliability
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Many types of touch are active, but some types of touch are not active. For example, we can experience

the breeze blowing on our faces and the warmth of the sun. We can feel vibrations from the car next to us that

is playing rap music too loud.

Touch can be interactive or non-interactive. Interactive touch includes such actions as hugging, kissing,

or shaking hands. Non-interactive touch includes things like resting your hands in your lap, massaging a leg

cramp, or bathing.

Think about the difference in the kind of information you can receive through various types of touch. For

example, if you simply place your hand on a cat without moving it, what could you learn about the cat? You

would feel warmth from its body and, depending on where on the cat's body your hand was placed, some

information about how soft or hard it is. If the cat is purring, you might experience some of the vibrations it

makes. Passive touch like this does not provide that much information about the cat. However, if you pet the

cat and examine it from head to toe by exploring it with your hands and fingers, you would find out it has fur,

a tail, legs, whiskers, eyes, and ears. You might have some idea of the weight, size, and shape of the cat and

whether it has short or long hair. Through interactive touch you might also learn about teeth and claws!

Hands play a leading role in touch for most of us. Still it is important to remember that we also use other

sensitive parts of our bodies in touching. This is especially important to remember when we are working with

children who do not have good use of their hands. A great deal of information can be gained through explora-

tion with lips and the tongue, with feet, and with other parts ofour bodies. In fact, a baby first explores with his

or her mouth, and often uses his or her feet to explore things as well.

As the child's vision and motor skills develop, a typical baby begins to incorporate more and more strat-

egies for exploring objects with the hands. Many of these strategies are learned through watching others, but

also are developed naturally by just interacting with a million different things. Think about the ways most

babies spend their time. They are constantly interacting with the objects in their world— reaching and grasp-

ing, banging and batting, putting together and taking apart.

McLinden and McCall include the following chart to show the type of sensory information that can be

found by various exploratory procedures we typically use on objects.

Exploratory Procedure (EP). Example of sensory information

acquired about object through EP.

Lateral motion EP (rubbing finger across surface of object). Texture.

Pressure EP (squeezing, poking object). Hardness.

Static Contact EP (fingers resting on object surface). Temperature.

Enclosure EP (holding/grasping object). Shape/size/volume.

Unsupported holding EP (holding object in hand). Weight.

Contour following EP (tracing along contours of object). Global shape, exact shape.
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Chart J - Range ofexploratory procedures and examples ofsensoiy information acquired about objects

through exploratory procedures. (McLinden & McCall, 2002)
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When we think about children with blindness and deafblindness, we can begin to see how important it is

to develop haptic ability (or hand use). Hand use and cognition are tied together. The more capable any child

is in their exploration of objects with their hands, the better they are able to formulate concepts that are critical

to learning. One researcher, Rochat, suggested that vision is the 'organizer' of different types of sensory

information. As the child manipulates the object they view it from different perspectives and learn about its

properties. So sight helps the baby make sense of what they are feeling. Stilwel and Cermak note in Hand
Function in the Child: Foundationfor Remediation (1995) in their chapter, "Perceptual functions of the hand"

that young babies' do not so much use sight as a substitute for touch but rather they use sight to guide their

haptic manipulation, in order to make the sensory input more meaningful. (McLinden & McCall, 2002)

For children with visual impairments, vision may not help them make meaning from what they are expe-

riencing. At the same time, touch may be all they have to work with to help them experience the world. When
a visually impaired child's sense of touch is also impaired because of motor problems, missing or malformed

limbs, or because of prolonged restraining by IV lines and such, they are denied a great deal of information

about how the world works. It is understandable that these children often show cognitive delays as well.

WHAT CAN WE DO TO DEVELOP HAND FUNCTION?

If hand function is so important, what can we do to help our blind and deafblind children to develop these

critical haptic skills? Although there is very little research-based guidance on what we should do, current best

practice gives us some guidelines. These strategies include:

Honor the child's hands. Do not grab or hold the child's hands any more than is absolutely necessary.

Build trust between you and the child so that he/she is inclined to trust you not to try to control what he/she

does with his/her hands.

Watch what the child does with his/her hands. Barbara Miles reminds us this is especially important

for the child who is deafblind since their hands may serve as eyes, ears, voice, and tools. When we look

at what the child does with his/her hands, we can have a better understanding of what the child might

know about the world.

Use a hand-under-hand approach in guiding the child or modeling actions with your hands. This

also means offering objects to the child by bringing them up underneath his/her hand rather than taking

the child's hand to the object.

Watch what a child can do with his/her hands. This can be done through formal assessment and

informal observation. There are a number of tools programs can use to assess the haptic sense and hand

use in children with visual impairment and deafblindness. Some assessment tools that are used frequently

in the United States include the Callier-Azusa Scale, Functional and Instruction Scheme, Home and School

Inventories or Problem-Solving Skills, and the INSITE checklist.

Give the child objects that encourage the development of skills. For example, if you want the child to

develop finger isolation, give him many different objects that encourage that skill, such as metal washers

and nuts, wire whisks, loose knit fabric, rings or sections of tubing, containers with holes in them, and so

forth. Expand skills horizontally (letting him practice this skill with many different objects) before trying

to achieve higher-level skills.
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Provide the child with many opportunities each day to explore a wide variety of objects on his/her

own. These should have different textures, weights, temperatures, shapes, flexibility, and hardness. Most

of the Active Learning theory focuses on this approach. If the child's hand use is limited by other disabili-

ties, we need to make sure that things come to his hands.

Make your hands available to the child for him/her to be able to tell you something or show you

something. A nice way to do this is to simply hold your hands out to the child with the palms facing up.

Let the child take your hand and guide it where he/she wants.

Model hand-use for the child as you do things. This is typically done using hand-under-hand approach

as you complete everyday activities such as opening, closing, twisting, rubbing, reading Braille, signing

and so forth. The child can learn a great deal about hands from "watching" what you do with your hands.

Let the child know you are experiencing the object he/she is experiencing. Co-actively touching

objects that the child is touching is the equivalent ofusing a pointing gesture to reference an object that the

child is looking at. This allows the child to share information with you about the object.

Play hand games with the child. Begin by imitating what the child does with his/her hands. As time

goes on and the child begins to attend to what your hands are doing introduce new actions or movements.

Clap, wiggle fingers, shake hands, rub them on a surface; any interaction the child is interested in will

work.

Offer many hands-on learning experiences with real objects. Avoid the use of miniatures or replicas.

Provide more time for the child to explore objects within activities. What we can quickly take in with

our vision requires more time to learn with our tactile sense.
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Create object books and boxes for a child to "recall" an event they have experienced by exploring

materials associated with that activity. For example, a trip to McDonald's might be recalled by explor-

ing a collection of objects such as a straw, a french fry cup, a toy surprise, and a sticky napkin.

CONCLUSION

Developing the sense of touch and good hand use skills are important goals for any child who is blind or

deafblind. The tactile sense often is needed to confirm what the child is seeing or hearing. Using the sense of

touch to teach children with visual impairment or deafblindness may be challenging to us as sighted and

hearing individuals. We must think about the child's experience of the world and find ways to enhance the use

of the child's tactile sense in all the activities we do.

There are many good resources to help us learn to make better use of a child's tactile senses. Some of

these are listed below. Learning Through Touch may not be a book that is familiar to many of us in the United

States, but it is another great resource for teachers and parents alike who want to have a better understanding of

the critical role touch plays in learning for children who are blind and deafblind.
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Accommodations for Visually Impaired Students on Statewide Assessments

By Ann Adkins, Education Specialist, TSBVI Visually Impaired Outreach

Abstract: This article describes the accommodations that visually impaired students are allowed to use

on statewide assessments in Texas.

Keywords: programming, visual impairment, assessment, testing, TAKS, SDAA II, accommodations,

modifications

Every year we receive many questions about the accommodations that visually impaired (VI) students are

allowed to use on statewide assessments in Texas. Many of the questions seem to occur because of confusion

over the use of the terms "accommodation" and "modification". An accommodation is "a change to the

environment to assist a student with instruction and/or assessment." (2004-2005 ARD Committee Decision-

Making Processfor the Texas Assessment Program, page 114). A modification is "a change to the test itself."

(page 16). Accommodations are allowed for VI students if they meet the following criteria:

1

.

The student must routinely receive the accommodations in classroom instruction and testing.

2. The accommodations must be documented in the student's ARD.

3. The accommodations cannot invalidate the test results.

ARD committees must ensure that any accommodations are based on specific student needs that are

identified and addressed in the student's IEP. New or different accommodations can not be introduced or

allowed on the day of testing. Because district and campus test coordinators are often unfamiliar with the

needs ofVI students, it is important for the VI teacher (TVI) to work closely with them before the administra-

tion of statewide tests.
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Parents, teachers and districts are often concerned about the size of print used on large print versions of the

Texas Assessment ofKnowledge and Skills (TAKS) or the State-Developed Alternative Assessment II (SDAA
II). Other common questions involve the oral administration oftests or the use of extended time, manipulatives,

or calculators. Answers to these questions are provided below, as well as information on how to find the

answers to any other questions about testing accommodations for visually impaired students.

1

.

Print size oflarge print tests. If a student needs a larger print size than the type used on the large

print versions of the tests, the VI teacher or district testing coordinator should contact the Student

Assessment Division of the Texas Education Agency (TEA) for permission to enlarge the test to

the appropriate size, which should be documented in the student's Learning Media Assessment

(LMA). According to TEA, large print versions ofTAKS and SDAA II are enlarged 129% of the

original print size. This means that different instructional levels of the tests are in different sizes

of print. For TAKS, large print versions of Instructional Levels 3-4 are in 16 pt. type. Instruc-

tional Levels 5-10 are in 13-14 pt. type. For SDAA II, Instructional Levels K-2 are in 19 pt.

type, Levels 3-4 are in 17.5 pt. type, and Levels 5-10 are in 16 pt. type. Be aware that graphs,

numbering, or special mathematics symbols, such as exponents, may be printed in even smaller

type than the rest of the tests. The district must get permission in advance to enlarge the tests

further.

2. Oral administration. Only students served by special education or Section 504 may receive an

oral administration of the TAKS. Oral administrations are allowed for math, science and social

studies, but must be documented in the student's ART). Oral administrations are not allowed for

the reading, writing, or English Language Arts (ELA) tests. Instructions for oral administrations

of SDAA II are given in the administrator's manual.

3. Extended time. Visually impaired students, particularly Braille readers, often need additional

time to complete tests. If a student needs more than the one day designated for each subject area

in order to complete the test, contact the Student Assessment Division ofTEA for extended time

or any special testing arrangements. Note that prior approval is also needed for some other

accommodations, such as using scratch paper.

4. Use ofmanipulatives . An instruction sheet with specific information on the administration of

Braille tests is included with the TAKS and SDAA II testing materials. This information in-

cludes a list of the manipulatives the VI student will need during the tests, such as coins, 3-

dimensional shapes, etc. Transcribers' notes and any changes or omissions in formatting are also

included in the instruction sheet. The TVI administering the test will need to review this infor-

mation before giving the test in order to gather all the appropriate materials. The TVI should

make arrangements with the district or campus test coordinator well in advance of the testing

day. The TVI must also participate in all appropriate training and sign the Oath of Test Security

and Confidential Integrity before administering any state assessment.

5. Calculators . Calculators are not allowed on the TAKS mathematics tests at Grades 3-8 or on the

Science test at Grade 5. Students may use calculators on the SDAA II, Instructional Levels K-8,

only if this accommodation is routinely used in instruction and testing, and if it is documented in

the IEP.

Answers to most questions about the assessment of VI students can be found on the website of the Texas

Education Agency (TEA), <www.tea. state. tx.us/student.assessments Specific information about administer-
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ing tests to students with visual impairments can also be found in Appendix D of the District and Coordinator

Manual 2005, "General Instructions for Administering Tests to Students with Visual Impairments", pages 297-

299. This manual is also available on the TEA website. An "Accommodation Request Form" is available on

the website, and a copy is also provided in Appendix B of the Coordinator's Manual (page 261). It should be

mailed or faxed to the Student Assessment Division ofTEA in advance of the administration of the tests.

The Student Assessment Division ofTEA is very willing to answer all of your questions about allowable

accommodations for visually impaired students. Teachers, parents, or district administrators are encouraged to

contact them by phone, fax, email, or in writing at:

Texas Education Agency

Student Assessment Division

1701 North Congress Avenue

Austin, TX 78701-1494

Phone: 512-463-9536

FAX: 512-463-9302

Email: studenta(S)tea.state.tx.us

Editor s note: The months since the last edition q/"SEE/HEAR have been marked by the passing oftwo long

time leaders in the field of education for students with visual impairments. Alan Koenig and Sally Mangold

will be missed by the many people who knew them or were touched by their work. Dr. Phil Hatlen uses his

regular "News & Views " column to share his thought on these leaders who meant so much to so many.

>

OF ALAN KOENIG

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: A memorial tribute to Alan Koenig by Phil Hatlen

Key Words: Alan Koenig, Phil Hatlen, blind, visually impaired, low vision, Braille literacy, memorial

ALAN AND US

Who among us in this profession has not been influenced by Alan Koenig? His very presence at a confer-

ence or meeting always brought a feeling that all is well in our profession, because we have colleagues like

Alan who are doing research, writing magnificent articles and books, and developing new teachers. With his

dear friend Cay, Alan gave us research and direction in Braille reading and writing instruction, a body of

knowledge we have needed for a long time. With another friend, Anne, he expanded our knowledge of ser-

vices for children with low vision.

But more than anything else, he was always there. There to support us, to encourage us, to be our confi-

dante, to remind us that we are in a very special profession.

We got used to his quiet, friendly demeanor, we became his cheerleader as he and Cay opened up an entire

new body of knowledge on Braille reading and writing. We were in awe of his ability to write, and those

contributions will be Alan's legacy for many generations. Whether he agreed with us or not, he honored us

with his respect for our positions and our shared passion for our profession.
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ALAN AND CHILDREN

How can we think of Alan without sharing a deep and lasting appreciation for what he did for children?

How many children are receiving Braille reading and writing instruction because of the research of Alan and

Cay? Children are learning today because Alan cared so much that he devoted much of his life to assuring

opportunities for literacy for all blind children. Mothers and fathers of school-age visually impaired children,

this man gave of his heart and mind to assure that your children will receive an education that includes literacy

in the media best suited for your child. What a gift to parents, professionals, and, most of all, to blind and

visually impaired children!

ALAN AND ME

I can't recall when I first met Alan Koenig, but I had heard about him many years earlier. He was de-

scribed to me as a quiet, thoughtful, bright, and very interesting person who was, early in his career, already

contributing to the knowledge we have about educating blind children. Then I moved to Texas. I had no idea

the tremendous impact this young, gentle, kind man would have on me over a 14-year period.

Alan was part of a dynamic team at Texas Tech University, brought together and nurtured by Virginia

Sowell. He and I would talk by phone from time to time and, in the early years, we would meet several times

a year. There were three personnel preparation programs in Texas, and they were all very active in preparing

teachers and promoting quality education for blind and visually impaired students.

I will never forget Alan's way of communicating and of being a friend. When he and I were together, I

never wondered whether he was listening when I talked—I knew it by his actions. I wish I could do what Alan

did so well—I wish I could give everyone my undivided attention when we are together. Do you remember, as

I do, the times when you've talked with Alan, and suddenly realized that he was so interested in what you were

saying that you had his complete attention? I wish I could always emulate that.

I was captivated by Alan. He was everything I wanted to be—non-judgmental, always encouraging, a

good listener, never confrontational, always true to his ethics and beliefs. What more can be said about my
relationship to this special man? Thank you, Alan, for the ways in which you have allowed me to grow.

OF SALLY MANGOLD
By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: A memorial tribute to Sally Mangold by Phil Hatlen

Key Words: Sally Mangold, Phil Hatlen, blind, visually impaired, memorial

After receiving word that Sally Mangold had died, the full weight of this news is beginning to sink in, and

I wanted to write a few words. I met Sally (and her husband, Phil) in the spring of 1955. The three of us were

students at San Francisco State, all wanting to be teachers of blind children. Sally and Phil were both blind

themselves. For 50 years we have maintained a close friendship that only the three of us fully understood. I

would do anything for them, and they for me. We loved one another in a very special way. We had not only

grown old together, we had shared a passion for our profession that was deep and nurturing.

A year ago I had the privilege of introducing Sally at the Migel Award ceremonies in San Francisco.

Several times during this past year, Sally would call to give me news about the SAL, her very special project.
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Then, I was privileged (along with a lot of other people) to hear Sally keynote the APH conference last Octo-

ber. She and I had several conversations in Louisville, times that I now treasure more than anyone can imag-

ine. When I heard that Sally was gravely ill, I called and talked to her. In her usual manner, she was upbeat and

certain that her inclusion in a trial at the UCLA Medical Center would be the answer to her illness. And later

I talked with Phil who was also upbeat about Sally's future.

And now she's gone. And I've lost another peer colleague. It's an entirely different feeling when a mentor

dies—they represent an earlier generation, and one assumes he will outlive his mentors. Now it's time that I

recognize that my generation of colleagues is dying, and that is a very sobering and sad thought. My friend

Karen called to give me the news of Sally's death. When we finished our conversation, Karen said "I love you,

and if I never have a chance to say it again. I'm glad I could do it now". I'm glad I told Sally that I love her the

last time I talked with her.

For many years, there was an office at San Francisco State University that housed Sally, Pete Wurzburger,

and me. I called Pete, who already knew about Sally's death. Pete, who is 80 years old, has his aches and

pains, but he sounds strong and vital. I said "Pete, I love you" before I hung up, because maybe I won't get

another chance to tell him.

Below are my words about Sally when she received the Migel Award from the American Foundation for

the Blind.

FOR MY FRIEND, SALLY MANGOLD
From Phil Hatlen

(To the tune of Daisy, Daisy)

>
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Sally, Sally, give me your answer, do

I'm half crazy, is it Grade 1 or 2?

It won't be a simple answer

But I know what you say will be true

Braille will prevail

It will not fail

And it's all because of you. .

.

There are so many dimensions of Sally Mangold that I hardly know where to begin, what to stress, and

what to leave out. I think, Sally, my friend, that I'll talk for a few minutes about three aspects of you.

I wonder if all of you know that Sally, her husband Phil, and I began in this profession at the same time.

The three of us were among the first teachers of visually impaired children in local schools, we were a part of

a tremendous evolution of sendees during the second half of the 20th century, and we have remained close,

loyal, and loving friends for many years.

Why does Sally deserve the Migel Medal? Well, first of all, she was one of the most successful, inspired

teachers I have ever known. Throughout her years as a teacher in the Castro Valley Schools, Sally developed

a reputation that resulted in visitors from all over the world coming to the programs that she and Phil had

developed in Castro Valley. I remember talking to Sally at some point about summer school. She told me that
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she was going to teach living skills that summer. I asked her what she intended to teach. She said that she

would be asking the parents of each child what skill in independent living they would like their child to learn,

and that was what she would teach. Imagine that? Asking parents what they wanted their child to learn

—

educators never did that! ! But Sally did, for she was always far ahead of others in her approaches to education.

Sally, the true master teacher of children, I salute you!!

Then there is Sally the Innovator. As a professor at SFSU, she was imaginative and creative in her ap-

proaches to providing future teachers with not only skills and knowledge, but with pride and passion. It was

hard for any student in her university classes to resist the excitement Sally had for her profession, and to know

that they owed it to Sally to share their skills with blind and visually impaired students. I'd venture to say that

there is no one in the world who is better known for her knowledge and skill in teaching Braille than Sally. In

the summer of 2002, 1 attended her session at a worldwide conference in Holland, and watched a roomful of

mesmerized teachers from dozens of countries who knew they were in the presence of a giant.

That brings up something else about Sally the Innovator. I suggest to you that Sally is the most dynamic,

inspirational, and knowledgeable speaker in our profession today. I have heard her give presentations several

times in recent years, and I still find myself challenged, invigorated, and uplifted every time I hear her. Have

any of you ever heard Sally give a dull and uninteresting speech? She is truly amazing!!

A teacher, a professor, a motivator, and what else? There is not a teacher in the U.S., and maybe not one

in the world, that doesn't know about Educational Teaching Aids, the company that Sally and Phil cofounded

many years ago, that continues to grow and flourish. Look at the catalog of this company, and count the

number ofproducts that Sally and Phil themselves invented or developed. I especially enjoyed Phil's publica-

tion entitled "The Pleasure of Eating". .

.

4

So, Sally, you are or have been a teacher, a professor, a motivator, and a business owner. But wait, there's

one more Sally I want you to know, the Sally that I treasure the most—Sally the Friend.

As we grew up together in our profession, Sally, Phil, and I were never very far apart, either geographi-

cally or in our fondness for one another. Sally and Phil settled into a large, comfortable house in Castro Valley,

the perfect house for quiet gatherings and noisy parties with friends. I spent many evenings with a few close

friends at this home, eating, drinking, and enjoying good company. I also spent many wonderful times at

noisy, crowded parties at the home of Sally and Phil. Both of them are musicians, and nothing pleased them

more than to arrange a small pick-up band and spend an evening making music. The only thing they let me
play was the gut-bucket, and Sally kept telling me not to play too loud!

!

SFSU students looked forward to end-of-year parties with the Mangolds, and they were never disap-

pointed! I looked forward to just being with them, where love and friendship enriched my life.
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Sally, you are being honored tonight for your many significant accomplishments in your profession. You

have brought the beautiful world of literacy to countless children, and your example as a teacher has brought

joy and fulfillment to many, many blind and visually impaired persons. But I also honor you, my friend, for the

joy and fulfillment you have added to my life. I treasure our friendship, and my life is so much richer for

knowing you and Phil.
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Want to Help Blind Children Succeed? Get High!

By Barbara J. Madrigal, Assistant Commissioner, Division for Blind Services

Abstract: Assistant Commissioner Barbara J. Madrigal discusses the impact that parents 'expectations

have on the development of children s confidence and self-esteem and the importance of "high hopes, high

expectations, and high exposure "for children who are blind and visually impaired.

Key Words: DARS, Divisionfor Blind Services, confidence, empowerment, high expectations, parenting,

Texas Confidence Builders

(Editor s Note: Thanks to Barbara J. Madrigalfor adapting one of her most popular presentations for

this publication. Her article is directed to families ofchildren who are blind or have vision impairments. But

Ms. Madrigal suggests—and we agree—that the advice is pertinentfor anyone who touches blind children 's

lives: rehabilitation professionals, teachers, therapists, doctors and others.)

One of the best parts of my job is the opportunity to meet families who are determined that their blind

children will grow up with all the skills they need to be confident, productive and fulfilled adults. Sometimes

they ask for my advice. You might be surprised by how I respond.

I tell parents if they really want the best for their kids' futures to ""get high." No, I haven't regressed to

some 1960's child rearing theory. When I tell parents to "get high," I mean for them to have high hopes, high

expectations and high exposure for their children. I think it's good advice for any parent—but especially for

parents of kids who are blind.

Sometimes, whether or not they realize it, parents don't genuinely believe their children can excel in life

because they are blind. It's a subtle thing—they don't intentionally hold their children back. Still, the parents'

doubts and fears may creep into the child's subconscious and pretty soon we have a self-fulfilling prophecy.

Parents aren't the only ones who may need to tune up their expectation levels. For years, people who are

blind have battled the stereotypes and stigma of low expectations from doctors, teachers, service providers and

others who confuse lack of vision with lack of potential. That's not the case at the Division for Blind Services!

We know that blindness itself is not an obstacle to a successful and fulfilling life. The real obstacles are

negative attitudes and misconceptions about what blind people can do and achieve.

That's why I say get high if you want your child to succeed in life!

HIGH HOPES

If parents have confidence in their children's abilities and prospects, the kids are likely to believe in

themselves, too. I think most parents know this, but it's pretty easy for communicating their confidence and

optimism to get lost in the hectic pace of family life.

I encourage parents to make expressing their beliefs, hopes, dreams and confidence a routine part of their

interactions with their kids. Beyond that, I encourage them to express those same things to the family, friends,

teachers, doctors and others who make up the child's world. Confidence and optimism are contagious and the

object is for blind children to be exposed to them often!
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HIGH EXPECTATIONS

Ifyou don't expect much from somebody, I believe you won't get much. So, having high expectations for

children who are blind increases the likelihood they will achieve their personal goals. Kids gain confidence by

succeeding at doing things. So I'm surprised when I come across families in which blind children don't have

chores or responsibilities.

Families may mean well when they give special treatment to the child who is blind; but they may be

sentencing that child to a lifetime of dependence and isolation. If, at home, they have not learned how to

contribute to the group and take on personal responsibility, where will they get the skills they need to make

friends, advance through school, hold a good job or develop hobbies or social activities?

I urge parents to set realistic, positive expectations in accordance with a child's age, development and

functional abilities. Things like dressing and personal hygiene are good places to start with younger children.

As they master these tasks, they're ready for more—with family members cheering them along each step.

As important as it is for families to establish high expectations for their children who are blind, I think it

is equally important for them to recognize that failure is also a part of a child's development. We all learn by

failing—we grow that way. Parents who overprotect their children from failure may be instilling fear and

hesitancy in their kids.

HIGH EXPOSURE

It's natural for parents to want to protect their children from harm or discomfort. For parents of blind

children, the thought of turning their kids loose in a predominantly sighted society may be especially daunting.

It's tempting to shelter them from the potential physical dangers, uninformed attitudes and even discrimina-

tion.

I propose just the opposite for parents who want their children to be confident, independent and full-

fledged participants in the world around them. Blind kids need to be introduced to as many aspects of life

outside their home (and comfort zone) as possible. They need exposure to new situations where they can learn

to be comfortable in unfamiliar settings. They need to understand there is, in fact, plenty of danger out there;

but they have the skills to get out of trouble or avoid it all together.

DBS CAN HELP!

A few years ago, DBS staff began to recognize that the traditional rehabilitation practices established in

the early 1900's were not keeping pace with the demands of living independently in today's society. Many
folks who received traditional rehab services were just fine—until something changed (their job, vision, tech-

nology, etc.).
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In response to that realization, we reexamined our philosophies and practices and made some changes.

The result was Texas Confidence Builders—an approach to training and rehabilitation services intended to

provide people who are blind with skills they can use for a lifetime—regardless of the inevitable changes life

throws at them.

It takes a long time to introduce a new concept such as this. We're still working on implementing Confi-

dence Builders' practices in all of our programs throughout the state. Already, though, we are seeing that this
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new approach is extremely effective in helping people adjust to blindness or changes in their vision, giving

them strong skills to cope in countless settings and energizing them with confidence and empowerment.

I encourage parents or anyone else who is not familiar with Texas Confidence Builders to talk to a DBS
staffmember to get more information. To find the DBS office closest to you, check out the Blind Services link

on the Departments ofAssistive and Rehabilitative Services website: <www.dars.state.tx.us>. We also have a

good brochure that describes Texas Confidence Builders in more detail. For a copy, feel free to call our toll-

free number 1-800-628-51 15 and ask for Linda Davis.

2005 Texas Symposium on Deafblindness:

Awards, Learning Opportunities, and Community Building

by David Wiley, Texas Deafblind Project, TSBVI

Abstract: A report on the proceedings ofthe 2005 Texas Symposium on Deafblindness and awards given

to leaders among those involved with deafblindness.

Key Words: New & Views, Symposium, training, families, networking, awards

On February 26-27 the Texas Deafblind Project hosted the 2005 Texas Symposium on Deafblindness.

The event was attended by close to 400 family members and professionals associated with children and youth

who are deafblind. The symposium provides an opportunity for Texans who are involved with deafblindness

to learn from some of the nation's leading authorities in the field, as well join together to network and support

one another. This year's symposium kicked off with awards presented to people who have been leaders,

demonstrating a commitment to improving the lives of Texans with deafblindness and their families.

The "Trailblazer Award" is given to family members who, through their actions in meeting challenges for

their own children, provide an easier path for other families follow. This year's recipients are the Welch family

from Big Spring, Texas. Paul and Susie Welch worked as active partners with their son Jaceson's schools in

creating a meaningful and creative educational plan throughout his school years. Jaceson and his parents were

pioneers in practices such as including a student with multiple disabilities in regular education classes and

community-based instruction. Jaceson became a well-known and popular member of his high school commu-

nity. The Welch's will always cherish the memories of Jaeson escorting his date the senior prom, and the entire

senior class rising to applaud as he walked the stage at graduation. In recent years the Welch's have become

active in the Deaf-Blind Multihandicapped Association ofTexas (DBMAT), and Paul currently serves as presi-

dent of that family and professional support organization. Through their leadership roles, Paul and Susie work

together with the DBMAT officers to organize the board of directors, plan the annual family conference, and

make everyone feel welcome and involved. Paul's father, Leo Welch is a community leader through his work

with the VFW, and has assisted Jaceson in doing volunteer work in the community as well. For his continuous

support and involvement with Jaceson, Leo shared the award with Paul, Susie, and Jaceson.

The "Intervener Award" was presented to Helen Porter. Helen has began working as a interpreter and aide

with Lee Ann Bryan in school in Amarillo in 1 978, before the term "intervener" was commonly used. Lee Ann
is now 40 years old, and Helen still supports her as her intervener/SSP through the Texas Medicaid Waiver for

People with Deafblindness and Multiple Disabilities. During these years, Helen has also continued working in

the schools with other students who are deafblind. With Helen's support, as well as the support of her wonder-

ful family, Lee Ann is now a woman who takes full advantage of community life by continuing to learn at

Amarillo College and pursuing her many interests. Lee Ann was a keynote speaker at this year's symposium,
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and of course Helen was there, providing the support she needs, and providing inspiration to the other inter-

veners in attendance.

The "Marty Murrell Award" was present to Tish Smith for demonstrating excellence in educating students

with deafblindness. Tish is an SLP who has provided communication services at Texas School for the Blind

and Visually Impaired for many years. During this time she has served dozens of students who are deafblind

with diverse abilities and needs. She has excelled at direct services to students, consultation, and training

classroom personnel on appropriate communication techniques and strategies. Among her numerous special

projects is work on a process for improving the quality of interactions with students who are deafblind, which

she presented with her colleagues at this year's symposium.

The "Ann Silverrain Award" was presented to Steve Schoen for his long-term commitment to improving

the lives of Texans with Deafblindness. Steve recently resigned his position with the Texas Department of

Aging and Disability Services (DADS) where he served as the administrator of the Texas Medicaid Waiver for

People with Deafblindness and Multiple Disabilities. Steve took over a deafblind community living program

almost fifteen years ago in another agency, before moving to DADS in state agency reorganization. At that

time, the program supported fewer than 30 people in three group homes. Steve had the vision and ability to

convert the program to a "Medicaid Waiver", and in doing so increased both the resources and service options

available to people. The Waiver program now provides the support needed by over 140 Texans with deafblindness

to live in their own homes, with their families, or in small groups in the community. Through it all, Steve has

been an advocate for maintaining appropriate specialized services to people with deafblindness, and for im-

proving community services with deafblind specific training for direct-care staff, and outcome-based monitor-

ing of service providers. After retiring from state government, Steve has volunteered to help the Deaf-Blind

Multihandicapped Association ofTexas (DBMAT) as their Executive Director. He will use his knowledge and

experience to assist that organization in trying to acquire additional funds for activities and a permanent paid

support person.

After the awards, Joe McNulty of the National Coalition on Deafblindness, and Director of the Helen

Keller National Center in New York, informed participants about recent legislative activity, stressing the need

for advocates to make sure policy makers know their concerns. Our own Robbie Blaha presented a fascinating

keynote on the ways children with deafblindness develop concepts, and how we can help them learn. The

break-out sessions included many informative sessions by speakers from around the nation such as: Tim

Hartshorne from Central Michigan University; David Brown and Maurice Belote from California Deaf-Blind

Services; Sandra Davenport, a Clinical Geneticist from Minnesota; Cathy Nelson from the University of Utah;

Tanni Anthony from Colorado Services for Children with Combined Vision and Hearing Loss; and Barbara

Miles, a consultant on deafblindness from Vermont. The program also included numerous speakers from

around Texas. The closing keynotes were again a highlight of the symposium. The Knapp family from

Missouri City shared the joys and challenges they experienced as their son Christian progressed from a prema-

ture infant into a young man who is continuing to learn and grow. Lee Ann Bryan from Amarillo and Rose

Yanez from El Paso shared their personal experiences and accomplishments as young women who haven't let

sensory impairments slow them down.
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Over 100 people attended the Friday evening family social hosted by DBMAT. Family members got to

meet and support one another, as well as tell their stories to invited legislators and other policy makers. This

event epitomized a theme of the entire symposium-building communities and connections with others who
have similar experiences and concerns. I spoke with many participants who can't wait for the next symposium

in 2007, for another chance to learn and touch base with this wonderfully supportive community.
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A SPECIAL REPORT: THE NATIONAL SSP PILOT PROJECT

By Kris Cue, Texas Deaf-Blind Representative for the

National SSP Pilot Project Committee, Austin, TX

Abstract: Kris Cue discusses the Support Service Providers Pilot Project, a program that would allow

deafblind individuals increased accessibility and participation in society. Three senators, including Texas

Senator Kay Bailey Hutchison, have sponsored the legislation tofund a National SSP Pilot Project, with one of

the three sites to be located in Austin.

Key Words: Support Senice Providers, SSP Pilot Project, legislation, Kay Bailey Hutchison, deafblind,

Deaf-Blind Sen'ice Center

There is a new and exciting venture about to happen in our great state of Texas involving the deaf-blind

community! As the Texas Deaf-Blind Representative for this "new and exciting venture", it is my intent here

to tell you all about it! The name of this new venture is the "National SSP Pilot Project". Allow me to give you

some history regarding how this project came about and then I will give you the latest information on its

progress on Capitol Hill.

Most of you reading this newsletter know, either by personal experience or by research, that there are

many, many people in the United States who are deaf-blind. Deaf-blind folks are those who experience both

vision and hearing losses because of various etiologies. Because of their dual sensory loss, deaf-blind people

experience communication barriers and limited opportunities for employment and education in their lives. It

is also difficult for a deaf-blind person to access transportation and necessary information about their environ-

ments.

A service that has proven to benefit deaf-blind individuals in Seattle, Washington (a nationally renowned

deaf-blind community) is a network of skilled, trained people called Support Service Providers, or SSP's.

SSP's are specifically trained and hired to work with persons who have both hearing and vision losses. Sup-

port Service Providers do NOT fill the roles of a personal care attendant, a sign language interpreter, or caregiver

to the deaf-blind individual. They also do not make decisions for the deaf-blind person. Rather, SSP's specifi-

cally and only provide visual and environmental information, sighted guide services and accessibility informa-

tion in order for the deaf-blind individual to make his/her own informed decisions. With the assistance of

SSP's, deaf-blind people here in Texas would be able to obtain and keep a job, do job-related tasks such as

reading job announcements and office memos or travel for business. They could also participate in the politi-

cal process by voting, run errands, read mail, make purchases and do tasks anyone with normal hearing and

sight could do. The deaf-blind people in Seattle, who have SSP services available, are no longer isolated by

barriers to information and businesses, and they can participate more fully in society.

The Deaf-Blind Service Center located in Seattle, Washington has a model SSP program. Deaf-blind

persons living in Seattle have received the services of trained SSP's for the past 20 years. Research conducted

by the Deaf-Blind Service Center in Seattle shows that there are only four other states that provide statewide

SSP services to their deaf-blind citizens: Massachusetts, Michigan, Minnesota and Utah. Eight other states-

Arkansas, Arizona, California, Louisiana, Maryland, New York, Ohio, and Wisconsin - have some form of

SSP services, but only in local cities or counties. There are NO such services available in Texas.

At the 2003 American Association for the Deaf-Blind (AADB) Convention in San Diego, California, the

need for SSP services became an important goal. During this particular AADB Convention, its members
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informed the AADB Board about their concerns and need for SSP services nationally. The Seattle Deaf-Blind

Service Center staff and Board members also approached the AADB Board about the idea of becoming part-

ners to work on establishing national SSP services. In the Spring of 2004, Seattle Deaf-Blind Service Center

(DBSC) staff and Board members met with AADB's staff and Board members and together they went to

educate several members of the U.S. Congress about the need for national SSP services. The members of

Congress advised them to first select 2 or 3 sites with a need for SSP services in the country, and then to set up

pilot studies in those selected sites. If the results of the pilot studies show positive changes for the deaf-blind

people who received SSP services in those sites, Congress might be able to provide money to help other states

set up SSP services.

After meeting with members of Congress, the Seattle DBSC began putting together the National SSP

Pilot Project, with the AADB in Silver Spring, Maryland and the Helen Keller National Center (HKNC) in

Sands Point, New York acting as supporting partners. These partners agreed that the Seattle DBSC would be

the lead agency and would also be responsible for the administration of the money for the pilot project.

As partners for this pilot project, the Seattle DBSC, AADB and HKNC agreed to then select three areas

for the pilot sites, as they were advised to do by members of Congress. The first site selected was the state of

Washington in order to expand their existing SSP services outside of Seattle to include all ofWashington State.

The second and third sites chosen were the Maryland/Virginia/Washington, D.C. Metro area and AUSTIN,

TEXAS! ! The criteria for selecting these two additional sites were: 1) both sites have deaf-blind leaders who

have had formal leadership training during the past 2 years in Seattle; 2) both sites have a need for SSP

services and a large deaf-blind community; 3) both sites have deaf-blind leaders who are familiar with and

have personally experienced Seattle DBSC's SSP services and have received training from the Seattle DBSC
staff; 4) both sites have deaf-blind community members ready to work on setting up SSP services and have

already started volunteering their time and efforts for this work; and 5) both sites have deaf-blind leaders

immediately ready to volunteer many hours for this important project. After selecting the pilot sites and the

deaf-blind leaders to represent the MD/VA/DC Metro and Austin, Texas areas, the National SSP Pilot Project

Committee was formed. Members of this committee are:

Kris Cue, Deaf-Blind Community Leader from Austin, Texas

Randy Pope, Deaf-Blind Community Leader from Washington, D.C. Metro area

Dorothy Walt, Region X Helen Keller National Center Office and AADB Board member

Jamie Pope, AADB Executive Director

Elizabeth Spiers, AADB Director of Program Services

Caryn Tenin, President of the Seattle DBSC Board of Directors

Jackie Engler-Morris, Seattle DBSC Program Director

Gail Ploman, Seattle DBSC Executive Director
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In the Summer of 2004, the National SSP Pilot Project Committee held its first meeting in Seattle. A
second meeting of the committee was held in Austin, Texas, in November of 2004 after sharing a day of

training on the political process (presented by Joe McNulty of HKNC) with AADB Board members. During

the last week of January 2005 the National SSP Pilot Project Committee members went to Washington, D.C. to
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personally meet with their respective senators, from Washington, Maryland, Virginia, Washington, D.C. Metro

area and Texas, to educate them about the project. Each committee member took with them letters of support

from several major organizations and/or heads of agencies that provide community services to the deaf-blind

citizen in their states. Copies of these letters of support were given to each senator that committee members

met with in Washington, D.C. to show that each pilot site chosen had the support of organizations and agencies

serving the deaf-blind.

Senators Murray and Cantwell from the state ofWashington are the official senate sponsors of the Appro-

priations Request for the National SSP Pilot Project funding currently being considered for presentation to the

all-powerful Senate Appropriations Committee. While in Washington, D.C, we learned early on that Texas'

own Senator Kay Bailey Hutchison is a member of the Senate Appropriations Committee!

After the committee's trip to D.C. to educate senators about the project, a letter-writing campaign by the

deaf-blind citizens and their family members and friends was undertaken in each state chosen to be a pilot site.

These letters were written to show our senators and representatives in D.C. that we need SSP services in our

state and are ready and willing to carry out the goals of the National SSP Pilot Project should it be approved for

funding on Capitol Hill. These letters were, of course, sent directly to Senator Hutchison's office in D.C.

ASAP!

to

>

Did our efforts pay off? Here's the good news: One week after the committee met with our senators in

D.C, we got word from Senator Hutchison's office that she was joining Senators Murray and Cantwell in

sponsoring the Appropriations Request for funding of the National SSP Pilot Project! ! It is our hope that this

Appropriations Request will earn the approval of the majority of the senators on the Appropriations Commit-

tee and continue through the necessary political process from now until October 2005 when it will be officially

voted on by the U.S. Congress. When we succeed in obtaining funding for this historical project, Texas will

become a pioneer state for SSP services for its deaf-blind citizens! The goal of the National SSP Pilot Project

- after completion of the pilot sites' successful outcome reports in 2008 - is to establish a national network of

professionally trained and skilled SSP's. For more information about this project, or ifyou want to know how
to help, please contact:

Gail Ploman, Executive Director, Seattle DBSC
1620 18

th Avenue, Suite 200, Seattle, WA 98122

E-mail: gploman@seattledbsc.org

Phone/TTY: 206-325-7241 OR

Kris Cue, Texas Deaf-Blind Representative, National SSP Pilot Project Committee and

Facilitator, Usher Syndrome Support Group of Texas

2113 Surrender Avenue, Austin, TX 78728

E-mail: kcue@sbcglobal.net

Phone: 512-251-2550
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CLASSIFIED
Mail or e-mail your new classified to Carolyn Perkins:

TSBVI Outreach, 1100 West 45th St., Austin, TX 78756, or <carolynperkins@tsbvi.edu>.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>

TEXAS FOCUS 2005

Feeling Good and Doing Well: Self Esteem and

The Child with Visual Impairments
June 9 & 10,2005

Omni Southpark Hotel

4140 Governor's Row (IH 35 at Hwy 71)

Austin, Texas

Doing well is more than getting good grades and meeting IEP objectives. Doing well is having the confidence

to make choices. Doing well is taking control of one's present and future. Doing well is about being an active

member of a family, of a school, of a community. Doing well is having self-worth. Join us at Texas Focus

2005: "Feeling Good and Doing Well" as we explore these issues as they relate to children with visual

impairments. Our keynote address will be delivered by Dr. Dean Turtle, who with his wife Naomi, wrote the

book, Self-Esteem and Adjusting with Blindness: The Process ofResponding to Life 's Demands.

A general membership meeting ofthe Texas Associationfor Parents ofChildren with Visual Impairments

(TAPVI) will be held during Texas Focus on Thursday, June 9, 2005from 5-7pm. All interested parents

are encouraged to attend.

ALSO:

New Professional Preconference: Using the Sensory Learning Kit

June 8, 2005

Omni Southpark Hotel

Presenter: Millie Smith

The Sensory Learning Kit is a soon-to-be released product from the American Printing House for the Blind

(APH). The kit is designed for use with students with significant multiple impairments that include a visual

impairment, and improves upon the old sensory stimulation kits.

This training is designed for VI professionals who have completed their training program within the last 3

years. We are able to waive registration fees and assist with travel expenses for this group. Others may

register, but we cannot waive those fees nor assist with travel. Attendance is limited to the first 200 registrants.

Contacts for both events: Jim Durkel, (512) 206-9270 or <jimdurkel(atsbvi.edu>,

Paula Effinger, (512) 206-9344 or <paulaeffinger@tsbvi.edu>
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Assessment for Students with

Visual Impairments

June 13-15,2005

TSBVI Conference Center

Texas School for the Blind & Visually Impaired

1100W. 45th Street

Austin, Texas

Summer workshop for assessment personnel

responsible for testing students with visual

impairments. Cost: $150 per person, which includes

lunch for all three days and an extensive handbook

with resource materials.

Registration deadline June 1 st

Contact: Karen Scanlon at 5 12-206-93 14, or

<karenscanlon(5),tsbvi.edu>

7th International

CHARGE Syndrome Conference

July 22-24, 2005

Wyndham Miami Beach Resort

4833 Collins Ave.

Miami Beach, Florida

Speakers from medical, educational, and related

professions, offering a wide range of topics from

which to select. Childcare is provided during the

meetings for families in attendance.

There will be a late registration fee of $50 per

registration after June 15th, and absolutely no

registrations will be accepted after June 30th.

For information contact the CHARGE Syndrome

Foundation office: 800-442-7604,

e-mail: <marion@chargesyndrome.org>,

or visit

<http://www.chargesyndrome.org/miami.htm>

2nd Annual

Texas Parent to Parent Conference

"Our Children...Our Journey"
July 22-24, 2005

University of Mary Hardin Baylor,

Belton, Texas

Texas Parent to Parent is a nonprofit organization

that was created to connect families caring for

children with disabilities and special health care

needs.

Contact: 866-896-6001 or 512-458-8600,

E-mail: <infor@txp2p.org>

Website: <www.tsp2p.org>

Helen Keller National Center

2005 Seminars
Leona & Harry B. Helmsley Conference Center,

HKNC
141 Middle Neck Road

Sands Point, New York

Interpreting Techniques for the

Deaf-Blind Population

August 20-23, 2005

Enhancing Services for Older Adults with

Vision and Hearing Loss

September 12-16,2005

Transformation: Person-Centered

Approach to Habilitation

November 14-18

Getting in Touch with Literacy Conference

December 1-3,2005

Contact: (516)944-8900

<hkncinfo@hknc .org>

<www.hknc .org>
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Short Classes at TSBVI

Do you have an academic student or child who might benefit from a week of intensive training in one or

two vision-specific learning domains? Would you like your child or student to participate in a long

weekend class focusing on issues related to vision loss? If so, you may want to read this.

ABOUT SHORT CLASSES

TSBVI Short-Term Classes serve students who are functioning at or close to grade level. Students come

from across Texas to participate in our one-week or long-weekend small-group classes. These are students

whose basic needs are well met in the local school district, but who may need a short, intensive training boost

in one or two disability-specific areas (e.g., O&M, independent living, technology, aspects of the braille code,

math concepts or adaptations). While at TSBVI, students also have experiences related to social skill develop-

ment, interactions with other visually impaired students and professionals, and independent living.

Students must be referred for a Short Class by their local school district. Students are requested to bring

their week's school assignments (homework) with them. This serves two purposes: (1) the opportunity to

teach new skills within the context ofwhat students are learning at home, and (2) helping students keep up with

their assignments while they are away. Before students come to a Short Class, their local VI teacher and

TSBVI teachers discuss the student's current level of functioning in the skill areas selected for instruction, to

maximize effective instruction as soon as the students arrive.

SHORT CLASSES FOR THE 2005-2006 SCHOOL YEAR

Below is a listing of Short-Term Classes for next year. Ifyou have an upcoming ARD, this could be a time

to talk about a possible referral. Please call TSBVI principal, Lauren Newton, ifyou have any questions about

the program or if you want to make a referral to one or more classes.

Fall Semester 2005

September 11-16 Technology Week # 1

(secondary)

September 25 - 30 Middle School IEP #1

Oct 16-21

*October 27- 30

November 6-11

Nov 27 - Dec 2

December 8-11

High School IEP #1

Middle School Independence

Weekend

Elementary:

• Elementary IEP #1

• Elementary Math Tools &
Concepts

Math Tools and Concepts

(secondary)

"Getting There" Weekend

(grades 9-12)

Long-Weekend Program

Spring Semester 2006

January 8-13 High School IEP #2
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*January 26 - 29 Fitness at Home & in the

Community (secondary)

February 5-10 Middle School IEP #1

*Feb 16- 19 Low Vision Weekend

(secondary)

Feb 26- March 3 Technology Week #2

(secondary)

*March 23- 26 Elementary Independence n
r
>

Weekend

*Mar 30- Apr 2 High School Independence

Weekend

April 23 - 28 Elementary 5
• Elementary IEP #1 M
• Elementary Technology O

* Long-Weekend Program
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Things to Keep in Mind: A Parent's Perspective

By Christi Ambramsky, Parent, Rockwall, TX, and

Harry L. Fullwood, Ph.D., Coordinator of Special Education Programs,

Texas A&M University - Commerce

Abstract: The authors share a selection ofthings to keep in mind regarding the life andfamily ofa child

with special needs.

Keywords: personal experiences, family, parenting, special needs, professional service providers

Editor 's Note: Christi came to the ESC 10 Baby s Luncheon with an amazing variety of "active learning
"

items that she had createdfor her son, Eli. Eli is two years old now and his main diagnosis is agenesis ofthe

corpus callosum. He also has cortical vision impairment, unilateral moderate hearing impairment, delayed

development, and a number ofother medical issues. Christi has developed a sense ofwhat works with children

with sensory loss and is eager to share it with both parents and teachers. She can be contacted by email at

< casam3(d),att. nef>

.

Recently, I returned to college after working for many years as a computer programmer, my chosen field

as a young college student. Although still enamored with computers and technology, I recognize now that

people are often guided by lifetime events and circumstances that change career direction. After our fourth son

was born with special needs, computer programming did not fulfill me as it had at one time. After dealing with

a great deal of fear and reluctance, I quit my job in order to go back to school. In a few semesters, I will

graduate with a degree in special education, enabling me to help children like my own and allowing me to

teach in a field desperate for qualified educators.

After some persuasion, I recently volunteered to speak to one of the special education classes in which I

was enrolled. The course, "Introduction to Special Education", is designed as comprehensive review of perti-

nent information regarding all aspects of special need learners including terminology, classification, character-

istics, litigation, inclusion and parenting. When we began the chapter regarding families, I volunteered to

speak to my class about parenting a special child. Although I often talked to many individuals casually about

my son's unique needs, I had never formally addressed a group about the subject.

I found the talk to be very therapeutic and suspect that my classmates gained more from my personal

experiences than the textbook chapter could deliver. As a result of the preparation and introspection required

for this public dialog, it occurred to me that there are a number of things I wish every person that we interact

with knew. So, to doctors, nurses, therapists, friends, educators, acquaintances and family: I offer this list of

"Things to Know!" Without the personal experience of parenting an exceptional child, these items were hard

lessons, but soon learned along life's journey with my beautiful son.

1. There is no reason for you to be sorry.

It seems to me that the first number reaction people offer when they find out that we have a child

with special needs is "I am sorry"! People are being kind when relaying sorrow that something

so difficult has happened to us but, in fact, it is not necessary. We are not sorry! Our child is a

gift and we embrace him - all of him and all of the things that come with the territory. His

disabilities, his 12 doctors, his 5 therapists, all of the love and joy, all of the wonderful lessons

that he had taught and the empathy for differences that he will teach our other children. There is

no reason for you to be sorry, we aren't.



2. We might need a little extra support.

Before we had our son, I could have never imagined the amount of time one child can occupy.

We currently have at least four appointments a week, not including the large list of doctors that

monitor him or the therapies that he needs each day. This practice is common for families with a

special needs child and occupies a majority of my time. My friends may find I don't call as

much as I used to, or, when I do, I may sound irritated and frazzled. Please understand that I still

love you and need you in my life. In fact, I may need you more than I used to but am simply

overwhelmingly busy and tired. Please, keep calling and keep offering your love and support.

3. I really do care.

This is kind of an extension of the point above, but something that I would like to make very

clear. There are times when I am so tired that I have a hard time concentrating on what others

say. Additionally, I may be so worried about something going on that I cannot concentrate on

others in my life. Understand that I really do care about what you are saying. Doctors and

therapists, please help me by writing down the important things that I must know and feel free to

call and remind me if possible. Teachers please forgive me and help me stay on top of obliga-

tions regarding my other children. I try so hard to keep everything organized, but lots of things

slip by. If you think that I am not listening to you, please try to understand it is not because I

don't care.

4. My other children might need some extra support and attention.

It is so important to realize that the whole family is affected by major change. I try to help my
kids with some of the obvious feelings that they have, but I know that there are a lot of things

they would never tell me. Feel free to offer them support. Invite them over to do homework

with your child - this activity would offer them support, attention, and be of great help to me.

Especially for teachers and caregivers:

5. Above all else, love my child.

I appreciate everything that you do, I truly do. I also understand that sometimes we might

disagree. Remember that in the end, the love that you have for my child matters to me most.

Especially for doctors:

6. Be consistent!

An obvious statement, I know. However, my experience suggests that a doctor may optimisti-

cally offer a great deal of hope in the office for my child only to find just the opposite has oc-

curred in a written report to another colleague. For example, my pediatrician gives me all writ-

ten reports, because she feels it is my right to have them (I agree). The number of specialists that

do not send us written reports astonishes me. Consider offering a summary report to your con-

sumers regarding pertinent findings and be sure you are saying the same thing in those written

reports as you do with the family.

7. Try to be positive.

I think that some people will see the last point and this one as opposite. I do not agree. I think

that the doctor whom I spoke of above truly thought that he was just being positive. However,

being positive involves pointing out the good things, not saying something that you don't be-

lieve.
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8. Please understand you are not the only specialist we have.

Most children often attend only a single specialist. The particular problem he/she may be experi-

encing is probably a huge issue for the family of that youngster. However, when you have a child

with multiple health needs, that is not the case. Please try to keep this in mind. We literally have

a pediatrician and 1 1 specialists to juggle. Consider this before you send us for another test.

9. Consider the guilt factor.

Parents of children with special needs are often dealing with a great amount of guilt. The causes

of many disabilities remain unknown. This parent questions everything that happened during

that pregnancy, any issues that may appear as causation and listens to everyone who has an

opinion—and there are many. Please consider this when you are dealing with a child with

special needs. Are you about to report something that will add to that guilt? Maybe you should

make that phone call instead of your nurse. Could there be another explanation that could help

alleviate that guilt? If so, take the time to tell this family.

Everyone:

10. Try to see beyond my child's disability.

There is so much more to my son than his disabilities. He loves to laugh. He obviously loves his

brothers. Try to see these things, and know that he adds so much to all of our lives. Try to see

what he can add to yours. Trust me, it will be worth the effort!

Footnote: I hope that other parents can use this list. Maybe your list is a little different, but I have found

that many of us share similar feelings. I hope that instead of letting things bother and hurt us, we can find a

way to educate others about our beautiful children and how they change our lives.

Without Sight, Rider Has Vision:

Blind Teen to Compete Today, While Looking to Her Future

By David Casstevens, Star-Telegram Staff Writer

Reprint courtesy of the Fort Worth Star-Telegram

Abstract: Learn how a teen with blindness competes with others on horseback.

Keywords: blind, horses, barrel-racing, parenting

The horse knows the girl's voice. He knows her touch and the loving way she lays her cheek against his

neck and feeds him treats from the palm of her small hand. Dollar also knows what 14-year-old Brittney

Holland will ask of him when they compete today in the American Quarter Horse Association Youth Barrel

Race at the Stock Show.

Horse and rider will bolt from one end ofJohn Justin Arena, circle three drums in a cloverleaf pattern and

race the clock to the finish line, Dollar at full gallop, cheered on by the crowd, the wind kissing Brittney's face

and catching her long, blond hair.



Some say that seeing is believing. But one doesn't have to see to believe.

Brittney believes in her well-trained horse and in her skills and experience as a rodeo performer. The

ninth-grade honor student from Aledo High School also believes what Susan Holland, her mother, has told her

since she was 3. When Brittney asked if she would ever be able to see Hayley, her older sister, her mother told

her no. "Britt, you're going to do greater things being blind than you ever would ifyou had total vision," Susan

Holland said.

When Brittney was 2 months old, Susan and Greg Holland took her to a pediatric ophthalmologist in Fort

Worth. The doctor examined the infant's teardrop-shaped pupils and explained that the backs of her eyes had

not developed. Susan Holland didn't understand. "Are you telling me she needs glasses?" "Read my lips," the

specialist said. "Your child is blind and will never see."
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After the doctor walked out the door, the grieving mother sat in the exam room, cradling her baby, rocking

her, weeping for her. She thought about her pregnancy and wondered ifsomehow she was to blame. Was there

something I did? Or should have done? She felt frightened. Completely unprepared. How do we raise this

child?

During the year that followed, Susan Holland experienced her own visual impairment, myopia: She couldn't

see her daughter's future. "I was blind, too." The Hollands took Brittney to four other doctors. Each offered

the same prognosis. At the suggestion of a vision teacher, the parents tried to stimulate Brittney 's eyes by

holding a metallic pom-pom before her face and moving it side to side and up and down.

Every two weeks they returned to a doctor. No improvement. No change. Susan Holland quit her job to

help her daughter find her way in a darkened world. The family prayed. Their faith sustained them.

Over time, Brittney began to see just a little bit from her left eye. She could make out faint, blurred images

— sort of like peering through a straw— and discern a contrast of colors. Her mother taped pink paper to the

bottom of door frames to help the crawling infant navigate through the family home.

Susan Holland had competed as a barrel racer for 20 years. Both her daughters grew up around horses.

Brittney wanted to ride because her older sister did, and when she was 4, Susan Holland fitted her with a safety

helmet and put her on a horse, alone. A year later, the girl participated in her first barrel race, sitting atop an

old, gentle horse named Doc.

Brittney wanted to ride faster and become competitive. When she was 8, her mother— also her coach—
developed a communication system using walkie-talkies. Brittney wears her device clipped to her rhinestone-

studded Western belt. She hears her mother's voice through an earpiece.

Susan Holland tells her when to loosen the reins. "Let him go!" When Brittney approaches a barrel —
which she cannot see— her mother signals for her to turn by saying "Here!" If the instruction comes prema-

turely, the horse may strike the barrel and knock it over, incurring a penalty. Too late, and the wide turn costs

Brittney seconds of precious time.

At 80 pounds, Brittney is no burden for the 1,300-pound animal beneath her. She has tumbled from the

saddle in practice, but to her that's no big deal. We all fall. The trick is getting up.
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Brittney can make out only two letters at a time in her large-print school books. To watch television, she

must sit so close that her nose almost touches the screen. But she can see, far better than many others can.

She sees her future. Going to college — with Dollar — on a rodeo scholarship. Studying medicine.

Becoming a veterinarian's assistant.
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"Good barrel!" her mother says in her ear.

The girl feels the horse's strength and power. The speed of the final sprint.

"Nice run. ... Good run, Britt!"

More to Life Than Meets the Eye

By Deborah Kent Stein

Reprinted with permission of The Braille Monitor, Vol. 42, No. 5, June, 1999,

published by The National Federation of the Blind <http://www.nfb.org>

Abstract: An adult with blindness tells about her decision to become a parent and the concerns about

passing on blindness to a child.

Keywords: blindparent, relationships, parenting, inheriting blindness

When I was only a few weeks old, my mother realized that I could not see. For the next eight months she

and my father went from doctor to doctor searching for answers. At last a leading eye specialist confirmed

everything they had already heard by then—my blindness was complete, irreversible, and ofunknown origin.

He also gave them some sound advice: they should help me lead the fullest life possible.

Fortunately for me this prescription matched their best instincts. As I was growing up, people called my
parents "wonderful." They were praised for raising me "like a normal child." As far as I could tell, my parents

were like most of the others in our neighborhood—sometimes wonderful and sometimes annoying. And from

my point of view I was not like a normal child—I was normal. From the beginning I learned to deal with the

world as a blind person. I did not long for sight any more than I yearned for a pair of wings. Blindness

presented occasional complications, but it seldom kept me from anything I wanted to do.

For me blindness was part of the background music that accompanied my life. I had been hearing it since

I was born and paid it little attention. But others had a way of cranking up the volume. Their discomfort,

doubts, and concerns often put blindness at the top of the program.

Since one ofmy younger brothers is also blind, it seemed more than likely that my unknown eye condition

had a genetic basis. I never thought much about it until my husband Dick and I began to talk about having a

child. Certainly genetics were not our primary concern. We married late (I was thirty-one, Dick forty-two) and

were used to living unencumbered. Since we both worked as free-lance writers, our income was erratic. We
had to think about how we could shape our lives to make room for a child, whatever child that might be.



Somehow blindness crept into our discussions. I do not remember which of us brought up the topic first.

But once it emerged, it had to be addressed. How would I feel if I passed my blindness to our son or daughter?

What would it mean to Dick and to our extended families? What would it be like for us to raise a blind child

together? I premised my life on the conviction that blindness was a neutral characteristic. It created some

inconveniences such as not being able to read print or drive a car. But in the long run I believed that my life

could not have turned out any better if I had been fully sighted. If my child were blind, I would try to ensure

that it had every chance to become a self-fulfilled, contributing member of society. Dick agreed with me. We
were deciding whether or not to have a child. Its visual acuity was hardly the point.

Yet if we truly believed our own words, why were we discussing blindness at all? I sensed that Dick was

trying hard to say the right thing, even to believe it in his heart. But he was more troubled than he wished me
to know. Once, when I asked him how he would feel if he learned that our child was blind, he replied, "I'd be

devastated at first, but I'd get over it."

In retrospect I can appreciate the honesty of his words. Yet he had not given the answer I had wanted to

hear. I was blind, and I was the woman he had chosen to marry, to spend his life with for better or worse. He

accepted my blindness naturally and comfortably, as a piece ofwho I was. If he could accept blindness in me,

why would it be so devastating to him if our child were blind as well? "You know why," was all he could tell

me. "You have got to understand."

What I understood was that Dick was the product of a society that views blindness, and all disability, as

fundamentally undesirable. All his life he had been assailed by images of blind people who were helpless,

useless, and unattractive—misfits in a sight-oriented world. I had managed to live down those images.

Dick had discovered that I had something of value to offer. But I had failed to convince him that it is really

okay to be blind. I wanted our child to be welcomed without reservation. I wanted Dick to greet its birth with

joy. I did not know if I could bear his devastation if our baby turned out to be blind like me. In order to make

a decision, we had to gather all the facts. Before we carried the discussion any further, we needed to find

someone who could answer some critical questions.

On a sunny morning in October Dick and I set out to visit a specialist who had been recommended to us.

Perhaps I would learn at last why I am blind. As we packed the car, Dick commented, "It's going to be a long,

nervous day." I could not have agreed with him more.

I expected a battery of tests. But the doctor dilated my pupils, gazed into my eyes, and announced, "I'll tell

you what you have, and I'm 100 percent certain. You've got Leber's congenital amaurosis." Leber's a genetic

condition, he explained, autosomal recessive in nature. Both ofmy parents carried the recessive gene, and each

of their children had a one-in-four chance of inheriting the eye condition. What were my chances of passing

Leber's on to my own children? I asked. The doctor explained that I would inevitably give one recessive gene

for Leber's to my child. But unless my partner happened to carry the same recessive gene, there was no

possibility that our child would be affected. The chances that Dick would prove to be another carrier were

slight.
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The discussion could have ended with that simple exchange of information. But the doctor had more to

say: "You have a good life, don't you? If you have a child with Leber's, it can have a good life, too. Go home
and have a dozen kids if you want to." Even from a complete stranger, those were wonderful words.
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The trip to the specialist cemented our decision to have a child. Days after our daughter Janna was born,

my mother and father flew out to visit us. Mom helped with the cooking and housecleaning while I marveled

at the extraordinary new being who had entered our lives. I was too happy and excited to feel exhaustion. I was

not worried about Janna's vision or anything else.

It was almost time for my parents to go home when Dick said to my mother, "You've raised two blind

children. What do you think—can this kid see or not?" My mother said she really couldn't be sure. Janna was

hardly a week old: it was too soon to tell. The day after my parents left, Dick found the answer on his own. As

Janna lay in his arms, awake and alert, he moved his hand back and forth above her face. Distinctly he saw her

turn her head to track the motion. She saw his hand. She followed it with her eyes.

"She can see!" Dick exulted. He rushed to the telephone and called my parents with the news. I listened

quietly to their celebrations. I do not know if anyone noticed that I had very little to say.

How do I feel about the fact that Janna can see? I am glad that her world is enriched by color as well as

texture and sound. And I am grateful that she will never be dismissed as incompetent and unworthy simply

because she is blind. But I know her vision will not spare her from heartbreak; she will still meet disappoint-

ment, rejection, and self-doubt as all of us must.

For me blindness will always be a neutral trait, neither to be prized nor shunned. Very few people, not even

those dearest to me, share this conviction. Sometimes I feel a sense of failure when I run into jarring reminders

that I have not changed their perspective.

However, in recent years a new insight has gradually come to me. Yes, my own loved ones hold the

unshakable belief that blindness is, and always will be, a problem. Nevertheless, these same people have made

me welcome. Though they dread blindness as a fate to be avoided at almost any cost, they give me their trust

and respect. I am not sure how they live amid these contradictions. But I recognize that people can and do

reach out, past centuries of prejudice and fear, to forge bonds of love. It is a truth to marvel at, a cause for hope,

and perhaps some small rejoicing.

Looking Back and Looking Forward

By Kim Cunningham (mom to Kayleigh Joiner), Pearland, Texas

Abstract: A mother shares herfears andjoys, and describes the successes related to raising her child with

a visual impairment.

Keywords: parenting, transitions

Editor s note: Kim's posting on the Texas VI Family listserv gives inspiration to families.

I can remember 13-1/2 years ago when I was finally able to bring my little baby girl home from a 4-1/2

month stay in the NICU. She was born weighing only 1 lb. 7 oz. and left the NICU weighing 4 lb. 8 oz. My
feelings were mixed with sadness and joy -joy at finally having her home and sadness in not knowing how to

deal with raising a child with a vision loss. I was scared to death!
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My greatest fear was that she would not know joy and she would not be able to lead a fulfilling life. I made

a promise to her as a baby, that I would give her every tool she needed for success and the rest would be up to

her.

Our family was joyous at every milestone; it didn't matter that she was delayed compared to her peers. I

kept a close eye on what her next developmental step was and worked to achieve those goals. Throughout

elementary school she struggled with concepts. I only asked her to do her best and never concentrated on what

her grades were - sometimes it was an A - sometimes an F.

As she grew I saw a very determined little girl come to life. After trying for 5 or 6 years, she taught herself

how to ride a 2-wheeled bicycle. Time after time, she fought to learn everything that her peers were doing -

roller-skating, ice-skating, hitting a baseball, swimming and diving, and playing tennis. Nothing came easy for

her!

This year, my daughter started her first year ofjunior high. Something happened that amazes me still - she

blossomed into a child that is full of self-confidence. One ofher class assignments in the fall was to state a goal

for the year. Her goal was to make straight A's! After the first six weeks - she did it! It was her first time ever

and we were elated!

As the year progressed, she continued making straight A's. I must admit that before every report card, I

tried to prepare her for possibly making some lower grades as the subjects were getting harder. But it didn't

happen. She glowed with pride in her success. Then, two weeks ago she brought home a paper stating that she

was nominated by her teachers to be inducted into the National Junior Honor Society!

WOW - 1 cried my eyes out, all the while thanking God for blessing us with such great joy after so many

years of uncertainty. I hope that this gives others the hope, when feeling hopeless, to never, never give up!

*1
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Kayleigh Has Her First Job!

By Kim Cunningham, Parent, Pearland, Texas

Abstract: A family takes a powerful step in path to success.

Keywords: volunteering, employment

Last February, after our family attended Take Charge ofYour Future, (a family transition workshop spon-

sored by the DARS Division of Blind Services and Texas School for the Blind & Visually Impaired) I came

home feeling very empowered about Kayleigh's future. Not only was my husband and I empowered, but also

Kayleigh was empowered in knowing the choices that she had for her own future.

We have always talked about going to school, getting good grades, and then going to college somewhere.

What we failed to discuss was the training that she would need to prepare her for employment, transportation,

housing issues, or resources for assistance. The workshop gave us a wonderful plan on volunteering in our

community.

The goal was for Kayleigh to learn how a business operates and what it is to be an "employee". Our school

year is hectic with homework and extracurricular activities, so our actions were a little late in getting started.

9
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Kayleigh weighed out her options on which business she would like to apply to volunteer. She decided that our

community library would be her choice after seeing a sign requesting volunteers for the Summer Reading

Program. Kayleigh filled out her application with minimal help and then waited for a call.

Last week, in preparation for being accepted, we met with her O&M teacher at the library to orient her

with the facility. It was during this time that we were finally able to meet with the children's librarian. Kayleigh

was very nervous, but handled the conversation with a lot of maturity. She briefly told about her visual impair-

ment and the tools that she had to complete the required tasks. The librarian didn't hesitate one moment before

telling her she was looking forward to working with her this summer.

Update from Kayleigh: My volunteer job is going well. I help sign kids up for the summer reading

program at the library. I give them a certain form: either a time form if they want to read for four hours or

more, or a title form ifthey want to read ten books or more. They also have to fill out an enrollment card, which

has to be alphabetized by their last name. I am enjoying it a lot, and I hope to do some more work next summer.

Transition Matters: Yikes! Consider Life Without School!

Planning Now for a Good Life for Your Child with a Disability

By Rosemary Alexander, Texas Parent to Parent Volunteer and Mom to Will, Austin, Texas

Abstract: A parent shares helpful strategies families can use to create a meaningful life after their child

with special needs graduatesfrom school.

Keyword: parenting, transition, futures planning

Think of the benefits your child receives from the school system: a safe place to be all day, with opportu-

nities for learning, enrichment activities, behavioral supports, exercise, nursing support, contact with caring

adults besides yourself, structure and routine, job training and experience, and friendship. And it's free. And
a law mandates school services, based on a plan created with your input.

Now picture your child's life devoid of these opportunities. That's life after graduation—nowhere to go,

nothing to do, no friends, no assistance, no plan, no voice, no free activities! Wow! Get scared now.

How can you and your family work now to create opportunities for work, friends, and meaningful activi-

ties for your child after graduation?

1

.

Start now, whatever the age of your family member with a disability. Get over your fears, denial,

inertia, ignorance, or whatever is keeping you from facing this issue. Focus on what your child

needs.

2. Get your child's name on the waiting lists for community supports; these lists have an 8 to 10

years' wait.

3. Learn about other community supports and services for adults in your community, such as

Resource Centers for Independent Living, MHMR, DARS (TCB), The Arc, SSI/Medicaid. Find

out what your child is eligible for and how to access these services and supports. Become knowl-

edgeable about other important transition issues: guardianship and power of attorney, estate

planning, the school-based transition process. Be prepared for each step.

10
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4. Realize that public funding does not guarantee a good life. Do not depend on these services for

everything; here's where bold thinking, planning, creativity and collaboration come in.

5. Create a plan: sit down with your child, other family members, friends, anyone who knows your

child, and brainstorm together about the future. There are several planning tools out there, such

as Person Centered Planning. Using this approach, ask your son or daughter: what do you like?

What do you dislike? What are you good at? What are your talents and strengths? What supports

do you need for living and working? What are your dreams for the future? Write down his or her

responses and include the comments of the other participants. Then write an action plan for one

of the dreams or goals the group has identified. These goals could be anything, lose 20 pounds,

get a job, find a friend, move into an apartment, learn to read. It doesn't matter as much what the

goal is as the process of gathering a group together and talking about the future. Most goals lead

back to the basics and will move you along toward the future. Remember to encourage your

child to participate as much as he can; if he is nonverbal, the group must speak on his behalf, as

you imagine he would speak if he could. Siblings are often great at this and everyone enjoys

being asked to speak up.

6. Teach your child to speak up for herself, to be a self-advocate. IEP meetings are a great place to

practice advocacy skills: your child might start by introducing the people around the table and

eventually become able to discuss goals and services. These skills will assist her to get the help

she needs when you are not around to speak for her.

7. Be sure that your child is learning social skills wherever opportunities arise

- at home, at school, at church

- wherever he is with people. Getting along with people and building friendships are the most

important skills we acquire through life—these skills usually make the difference between

keeping a job and losing a job, between an isolated life and a life of meaning and fulfillment.

Also be sure your child is learning to play—what activities do his peers participate in? Could

your child learn to do them? Activities, interests, and hobbies often provide the best opportuni-

ties to build friendships.

8. Be sure that your child is learning job skills. Give her chores to do at home; as she gets older,

perhaps she can volunteer in the community. Be sure the school is providing vocational training

and experience in secondary school. Help your child learn to take responsibility, show up on

time, get along with the boss, acquire the skills needed to get and keep a job. Even people with

the most profound disabilities can work in some capacity. And work is another way to add

meaning to life and find friendships.

9. Build networks for your child. Find people to involve who might be willing to take on some of

the roles that you now fill in your child's life. Remember, no school services! What will your

child do and with whom?

And build networks for yourself. The transition process is hard emotionally, as you face your

fears about a time when there are no school supports and even the time when there's no you!

Letting go of these children whom we have worked so hard to raise, protect, and figure out is not

easy; we have invested so much emotionally by going through grief, shattered hopes, trial and

error, that sometimes it's hard to stop doing it all for them. Find other parents going through this

transition and build supports for each other. Perhaps together you can build a good life for your

children!

11
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10. Picture a life for your family member with a disability that you yourself would enjoy living. Our

dreams help us to keep our children from empty lives. So imagine your child as an adult living a

"good life:" living in a place you would like to live, working, participating in the community,

with opportunities for friends, fun, fitness, surrounded by people who care about him. Then start

to work to make this a reality!
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Now you are probably feeling quite overwhelmed. So take a deep breath and prioritize. You don't have to

do it all at once. Start by getting your child's name on the waiting lists, then start educating yourself. Consider

what needs doing now, what's most important for now. And keep reading this column for more concrete

advice on planning for the future.

Transition Matters: My Own Transition Story

By Rosemary Alexander, Texas Parent to Parent Volunteer, Austin, Texas

Abstract: One parent shares her experiences in creating a meaningful lifefor her adult son with special

needs.

Keywords: parenting, transition, futures planning, personal experience

At my house we are through the first year of PG—post graduation. My son Will graduated from public

school last May, soon after his 22nd
birthday, and this past April he turned 23. It's not been an easy year, even

though we in Will's life planned and worked hard for PG, but I have learned a lot about what's working well

and what is not, and I feel hopeful about the future! Hope is a rare commodity in this transition experience, so

I'd like to share our story to give you some hope—and some ideas.

First I'll tell you about Will. He has a great smile, an infectious laugh, and a slapstick sense ofhumor. He
walks, though he falls easily. He learns routines over time and likes to be active. He enjoys riding an adapted

3-wheel bike, scribbling with paints and pens, and doing chores with another person's help. He likes to give

you something and get lots of praise in exchange. He loves to feel included and hates feeling excluded. He
"gets" situations, quickly figuring out what's going on and who might prove to be a friend. Assets in his pocket

are a caring family and a funding source (one of those community supports that you have to wait 10 years to

get). He does need lots of help—he doesn't read, write or talk. He has had a terrible seizure disorder and must

get his medications 3 times a day. He is not safe alone and needs help with eating, dressing and toileting.

When Will was a young teenager, I began to wonder what he would do "down the road." At first, I

pictured him in a group home, but absolutely not an institution. Those were the only 2 choices I knew about.

Then I heard an Austin Travis County MHMR speaker say that group homes, as we have known them, are

being phased out. I felt shocked and very angry with the system. Does that mean Will should live with us

forever? I love Will and enjoy his company, yet I knew that I couldn't provide his care forever. I also knew

that I couldn't let him live without high-quality care and people around him who enjoyed his company. I was

feeling very pessimistic.

12



The year Will turned 1 8 was busy: we got guardianship for him, we signed him up for SSI/Medicaid, and

we realized that "down the road" was nearly here. As I worried, I happened on a book called A Good Life, by

Al Etmanski, and for the first time I could see a way through transition. The author of this book, with his wife

Vickie Cammack, started an organization around 1 990 in Vancouver, Canada, that helps parents answer the

question, what happens after we die? How can we provide on-going support for my child with a disability after

we're gone? The first chapter talks about facing your own death. The second is about building a personal

network for your child. The remaining chapters each focus on one major area of life: a home, work, financial

planning, and guardianship. The book is full of stories about people who, with PLAN'S help, created personal

networks for their family members with a disability and worked creatively on other issues for adulthood. I was

hooked.
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I gained from this book a sense of higher expectations that we don't have to merely take what the govern-

ment system provides but can dream of a life that suits Will. Then I had to think about what that life would

look like, a realization that led me to person-centered planning. I found a facilitator in my school district to

facilitate our planning sessions and invited 8 people to help us plan, my brother and his wife, an OT who had

worked with Will, his job coach from school, some family friends, and our own family, myself and Bill and our

son Randall. We met 3 times over 6 months, going through a series of questions about Will's interests and

strengths and then formulating our goals for him. Then we created an action plan for each goal and worked on

each action plan.

One of our goals emerging from these sessions was to create a personal network, as described in ,4 Good

Life, so before long, we had turned the planning group into a long-term network. Networks are for anyone who

is at risk of isolation. You invite a group to meet regularly and become friends with one another and the person

with a disability. The group stays involved, taking on various roles for the focus person, working to enrich and

protect the life of the person with a disability. When a member has to leave the network, the group finds

someone else to replace that person, thus ensuring longevity. Our network has met now about 4 times over a

year. We meet at our house and eat together, talk about Will's issues and celebrate our shared lives. I think of

this group as the keepers of his person-centered plan, responsible for seeing that he gets to do what he likes best

and can avoid the things he doesn't like, that his dreams will continue to be our focus, that we base our

decisions about Will's life on his dreams, his joys and strengths. It is a remarkable feeling to know others are

willing to become involved in Will's life and care about his well-being. And the biggest fan of Will's network

is, of course, his brother!

One other step I have taken is to write down what I know about Will—his medical history, how he com-

municates, how to work with his behaviors, what food he likes, what shoe size he wears, where I buy his shoes,

and much more. I have given a copy of
—"Welcome to Will's Life" to his network members. The notebook

continues to grow and change as Will changes.

Now at age 23 Will works a few hours each week, delivering mail at a seminary and delivering sand-

wiches at two schools. (Remember that he likes to give you something and get lots of praise in exchange?) He
goes swimming once a week, attends a few activities and classes and does all these things with an attendant

paid by CLASS. He seems to have moved from school to life beyond school pretty well. There are times when

an activity hasn't worked out, sometimes he misses an activity because the attendant is ill, and perhaps he

doesn't have enough to do. It's not easy to put together his life and I still feel that my system for him is

fragile—there is no backup plan. I meet regularly with a group of parents who are trying to create a home
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together for our children, where we would share resources and costs and (I hope) create a more stable system

for our children. But today Will has fun, seems healthy and stays active. It's a work in progress. And I have

hope that we can continue this journey and build a secure, quality life for Will.

One more step that I've taken was going to Vancouver in March of this year to attend a PLAN institute.

I've come back to Austin eager to start a PLAN-like organization here and I've been welcomed into Texas

Parent to Parent to create a center here focused on a quality life for our family members with disabilities. Good
luck in writing your own transition story.

Editor's note: The book Rosemary used as a road map for writing her own son's transition story, A Good

Life, is available at <www.plan.ca>. Rosemary will continue to write for the Texas Parent to Parent newsletter

on transition issues, which can be found <www.main.org/txp2p/>. If you are interested in learning more or

wish to start some of the PLAN'S ideas in your area, please contact Rosemary by calling Texas Parent to Parent

at (866) 896-6001.
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Postsecondary Education: Preparation Is a Necessary Ingredient for Success

By Deborah Leuchovius

Reprinted with permission from the Summer 2004 issue of the PACESETTER,

a publication of the Pacer Center, Inc., Minneapolis, Minnesota, (952)838-9000.

Abstract: This article describes the skills needed by students with disabilities toprepareforpostsecondary

education.

Key words: blind, visually impaired, deafblind, parents, transition, postsecondary education, college,

study skills, selfadvocacy

Research shows that completing some type of postsecondary education, including vocational-technical

training leads to higher earnings, higher self-esteem, more meaningful employment, and economic self-suffi-

ciency.

More and more students with disabilities are going on to college. Unfortunately, most students with dis-

abilities who go on to higher education leave before they complete their program or degree.

If students with disabilities have higher education as a goal, it is critical that they leave high school with

the skills they need to be successful there. Through the transition planning process, parents and educators can

help ensure that a student's secondary education program provides a foundation for postsecondary success. A
student on an individualized education plan (IEP) should have a transition plan included at age 14. The plan

can include postsecondary goals.

KEYS TO SUCCESS

What exactly are the skills students need to be successful in higher education? Adequate academic prepa-

ration, self-knowledge, self-advocacy, study skills, time management, and perseverance. In addition, the tran-
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sition team should help students collect the documentation they will need to obtain services in college and plan

for financial aid.

ADEQUATE ACADEMIC PREPARATION & STUDY SKILLS

Staying in college is difficult without a solid academic foundation. One of the greatest barriers to college

for students with disabilities is the lack of a strong academic preparation. Students with disabilities are less

likely to complete a full academic curriculum (differences are most significant in math and science) than

students without disabilities. The result is that they are far less likely to qualify for admission to a four-year

college.

For many students this comes as a surprise rather late in the game. It is not until college entrance exams

reveal what students lack in their academic knowledge that many discover they will have to take remedial

courses.

Early planning is the best way to ensure success. A student's courses should include college preparatory

courses—in middle school or junior high, as well as in high school. If your son or daughter expresses an

interest in postsecondary education, make sure they understand the classes they will need to take and the

grades they will need to maintain in order to qualify for admission. Students should talk with teachers and

counselors to map out a curriculum that corresponds to the admission requirements of state colleges.

For many students, it is disorganization, not the learning material that makes getting good grades difficult.

Parents can help students to develop good study and time management skills. Good study skills involve setting

goals; being organized; and setting a place, time and schedule that is study friendly.

High school students intending to continue their education should also practice using postsecondary-type

supports in their general education classrooms, for example, low tech assistive technology such as talking

books, specialized tape recorders, and portable note-taking devices.

Colleges look for well-rounded students. Becoming involved in extracurricular activities such as sports,

community service, music, or drama may help students enter more competitive college and university pro-

grams.

SELFADVOCACY

It is not just the academics that are difficult in postsecondary education. Postsecondary schools expect

students with disabilities to take the initiative, to declare their disability, and to work with the disability support

personnel to plan their accommodations. In addition, accommodations must be negotiated with each instruc-

tor.

It is absolutely essential that students with disabilities going on to college develop the following in the

course of their high school education: 1) a basic understanding of their disability, 2) knowledge of the accom-

modations they will need in post-school environments, and 3) the ability to articulate both of these things to

others.

Attending their own IEP meetings and being active in the planning and implementation of their own
educational plans is a beginning step in developing these skills.

SO
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Formal Versus Informal Hearing Tests: What Is Functional Hearing?

By Jim Durkel, CCC-SPL/A, Texas School for the Blind and Visually Impaired Outreach

(with help from and thanks to Kate Moss, TSBVI Outreach)

Abstract: This article defines the difference betweenformal audiological hearing tests andfunctional, or

informal, hearing tests and describes how informationfrom these assessments can be shared to meet the needs

ofa child.

Key Words: programming, audiological test, functional hearing, auditoryfunctioning, deaf, deafblind

The term functional hearing is being used more and more often these days. What does it mean? What is

functional hearing and how is functional hearing determined?

Formal audiological tests stand in contrast to "functional" tests of hearing. This is a bit misleading and

unfair to standard tests since they can give a great deal of information about the functioning of the auditory

system. A better distinction might be formal versus informal. This informal process is a way of gathering

information about how students use their hearing to gather information and how they make meaning out of this

information in different environments across the day.

FORMALAUDIOLOGICAL TESTS

There are 2 major categories of formal audiological testing: physiological tests and behavioral tests.

Physiological Tests

Physiological tests include auditory brainstem response testing (ABR or BSER), oto acoustic emission

audiometry (OAE), and tympanometry. These tests are functional in the truest sense of the word: they de-

scribe the neurological or mechanical functioning of the auditory system. They do not involve active partici-

pation of the person being tested. Audiologists can hypothesize about how results on these tests will affect an

individual's use of auditory information but there is not an exact one-to-one correspondence between neuro-

logical or mechanical function and what an individual can and can not do with his or her hearing.

Behavioral Tests

Behavioral tests require the participation of the individual being tested. The most common behavioral

tests involve pure tones. Pure tones are sounds generated by a machine. These sounds are very controlled for

their pitch and loudness. Pure tones do not exist in nature. Even individual musical notes are not pure tones.

All natural sounds, especially speech, contain a combination of different frequencies (pitch) of varying inten-

sity (loudness). During pure tone testing, audiologists are trying to find an individual's threshold at various

frequencies. Threshold is the intensity level where a sound can just be detected. There is not an exact one-to-

one correspondence between auditory thresholds and what an individual can do with her or his hearing, but

pure tone testing is important to use as a starting point for predictions and to use as the basis for hearing aid

fitting. Procedures very similar to pure tone testing are also necessary for the fitting of cochlear implants,

during the procedure known as mapping.

Pure tones can be delivered to the ear either through the air, by using headphones or speakers, or through

bone conduction, which involves a special vibrator being placed on the head. Differences in air conduction

and bone conduction thresholds give information to audiologists and doctors about what part of the auditory

system might be having difficulty.
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There is another type of behavioral testing that many students with deafblindness never have adminis-

tered. Instead of using pure tones, speech is used. Using speech, an audiologist can determine:

a speech detection threshold (how loud speech needs to be for a person to just detect it),

• a speech reception threshold (how loud a special type of 2-syllable word needs to be before an

individual can correctly identify a specific proportion of them), and

• speech discrimination (what percentage of words at a fixed loudness an individual can correctly

identify).

Unfortunately, the measure that is the most like "the real world", speech discrimination testing (especially

when done in the presence of noise), is also the most difficult. This is because the individual who is being

tested needs to be able to repeat words, write words, or point to pictures of words. Speech discrimination

testing is very important to good hearing aid fitting and in the on-going adjustment of the speech processor

component of a cochlear implant. Many children with significant multiple disabilities are not able to partici- 2
pate in speech discrimination testing. 2?

Again, there is not an exact one-to-one correspondence between these formal audiological tests and every

day use of hearing. Then why do these tests?

fl

Both physiological and behavioral tests were designed to give specific information about the auditory

system. The conditions under which they are given and the type of input used is carefully controlled so that

results of one person's tests can be compared to another person's tests. And so that performance on a test one 25

day can be compared to performance on the same test on another day. This gives us the opportunity to talk O
about the integrity of the auditory system with as little regard to other factors, such as cognitive or physical

ability, as possible. The advantage of this is that we can identify where in the auditory system a problem might

exist. This has very important medical implications and for this reason alone formal audiological testing

should never be replaced with informal testing. The two kinds of testing are complementary.

Formal testing allows for the careful evaluation of hearing aids and the adjustment of cochlear implants.

Finally, while pure tone testing done in an audiological test booth is a different listening situation than trying to

carry on a conversation in a car, pure tone tests can give a ballpark prediction of the success of that conversa-

tion. Physiological and behavioral tests give us a very important starting point.

LISTENING IN THE REAL WORLD

What is it about "real world" listening situations that make predications from formal tests inexact? There

are three factors to consider: the source of the sounds, the environment, and the listener.

Sound Sources

Sound is not simple and speech, the sound we often are most interested in, is the most complex. Speech

contains a mix of sound energy at different frequencies and this information changes very rapidly. This mix

and these changes allow us to hear the difference between the various vowels and consonants. We then have to

assign meaning to the speech sounds we hear. This takes cognitive ability. Finally, to create those sounds

ourselves takes motor ability and then auditory ability again as we monitor our own speech.

It is important to understand that being able to detect a sound is a different skill than being able to dis-

criminate a sound. I may be able to hear the presence of a sound because it contains energy in a range my
17



auditory system can handle. But if my auditory system can't give me the whole picture, if I can't hear all the

energy in that sound, I may not be able to hear how it is different from another sound. Talking over the

telephone is an example of this. Telephones do not allow the full range of sound energy to go through. Some
high frequency information is taken out so that the telephone can work more quickly. This is why the word

"fin" can easily be confused with the word "sin", or "thin". You can "hear" (detect) the word but have trouble

discriminating (understanding exactly what is heard).
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A person with enough speech and language experience, often can "fill in" pieces of what was not heard.

For example, someone may call to me from another room and all I can hear is, "Do you have the _og?" Now
if I know the other person is trying to light a fire in the fireplace, I will fill in the blank and "hear" log .

However, if I have just been petting my German Shepherd, I will probably "hear" dog . This effect of experi-

ence and context on hearing is just one reason why formal tests don't predict use 100%. Experience also helps

us interpret other sounds we hear. Before cell phones were common, how many ofus knew what those sudden

noises coming out ofnowhere meant? Why would I pay attention to a doorbell if I grew up in a house that only

had a doorknocker? I always think Harley Davidson motorcycles sound like they are broken. This is because

they normally sound like my car does when its muffler has fallen off. How many ofus think rap music is noise

but rock and roll is here to stay?

The Environment

The environment in formal audiological testing is very controlled. Typically, there is little competing

visual or tactual information and the room is treated to eliminated noise and echo. Now think of a child's

typical listening environment where there are all kinds of competing sights, sounds, smells, and touches.

Some children may get so neurologically "distracted" by what they see that they appear "deaf in typical

listening environments but appear to hear just fine in formal testing environments. On the other hand, it is not

uncommon for a listener to use other senses to help support and confirm what was heard. For example, people

with Usher syndrome often think their hearing is getting worse when really the hearing loss is stable and it is

their visual skills that are declining. These individuals have been using visual information to support their

hearing for so long they are unaware of doing so.

The Listener

Finally, there is the listener. Part of the "art" of formal behavioral tests is discovering how to motivate a

listener to participate in what is a fairly boring, uninteresting task. The formal testing situation may be so

unfamiliar to the child being tested that it is scary. Formal testing may be associated with unpleasant experi-

ences in a doctor's office. The amount of time allotted for the testing may be too short to allow the child to be

comfortable or so long that the child's participation wanes. The time ofday of the testing appointment may not

be the time that the child is the most alert. Formal testing often treats the child as if he or she were only a pair

of ears and ignores the rest of the child.

THE INFORMAL HEARING ASSESSMENT PROCESS

The goal of informal hearing process is to:

develop an idea of how the child uses his or her hearing in various environments across the

course of the day; and

try to discover what variables support the best use of hearing in order to continuously improve

the use of hearing.
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During the process, observation will be used to determine what, if any, sounds the child seems to react to

and what, if any, meaning the child is getting from auditory information. Observation, of course, is also

supported with information from formal hearing tests. Observation also includes setting up situations and

seeing how the child responds.

Step 1: General Functioning

The first step of informal hearing assessment is getting an idea of the general functioning of the child.

Does the child show any awareness of any sensory information (visual, tactual, etc.)?

How does the child show that awareness?

What motor behaviors seem to indicate that the child was aware of and responding to sensory

information?

Without this information, you can't tease out hearing from other factors.

Good questions to ask at this point are:

What does the child do with sensory information?

Has the child learned (or can she learn) to associate movement cues with a pleasurable activity?

Does the child show anticipation of an event from seeing or touching an object?

o
o
5

Step 2: Responses to Auditory Information

Now you can ask:

• Does the child show anticipation or recognition through the use of hearing? That is, does the

child anticipate an event when they only hear a sound associated with that event (before they see

or touch something associated with the event)?

What sounds does the child respond to?

2!

Step 3: Looking for Patterns

At this point, we are looking for patterns of responses. We are trying to find out which sounds under what

conditions give the best (easiest to see, most consistent, meaningful to the child) responses.

1

)

Is there a difference in performance based on the types of sounds?

low pitch vs. high pitch

onset vs. cessation

simple vs. complex (for example, one instrument vs. orchestra)

rhythms

loud vs. soft

long vs. short (duration)

2) Are there any clear preferences?

people's voices (male/female, young/old, familiar/unfamiliar)

• types of music

musical instruments

• objects
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3) Is there a difference in performance in different environments?

quiet vs. noisy

echo

competing (or supporting) information from other senses

4) Is there a difference in performance depending on where the sound comes from?

in front

behind

right

left

above

below

5) How long after the input does it take for a typical response to occur•9

6) Do responses vary

across different environments? (indoors, outdoors, hallways, carpeted room, tiled rooms, etc.)

at different times of day?

before or after meal time?

before or after receiving medication?

with the physical position of the child?

Natural observation (doing nothing but watching the child) might not give you all the information you

need at this point. Using information from formal hearing tests, you might want to set up some situations to

help you observe patterns. For example, the results of formal hearing tests may indicate that the child should

be able to hear loud low frequency sounds, like a drumbeat. You then might want to set up a simple turn taking

game involving the beating of a drum to see if the child will listen while you beat a drum then take a turn and

beat a drum after you stop. If the child can do this, then you might want to try similar games with other sounds

that vary by pitch and loudness to see what sounds the child can use and which he or she can't. Of course, it

may take several repetitions of the game, across several days or weeks, before the child learns their role.

Step 4: What Does It Mean to the Child?

The next step is to ask, "How does the child use auditory information?"

• At a reflexive, awareness level? Does the child startle to sound but otherwise not pay much

attention?

At a regulating level? Does sound help the child enter and maintain a quiet and alert

biobehavioral state? Are there sounds that send the child into a fussy, agitated state?

• At a motor level? Does the child turn towards or reach for an object or person making a sound,

even if the child can't see or touch the sound source?

At a play level? Does the child enjoy making noise, either with his or her mouth, by activating

switches, hitting two objects together, playing musical instruments, etc.

At an associative level? Does the child associate a particular sound with a particular event?

At a communication level? Does the child recognize any common words, especially his or her

name? Does the child try to use any sounds consistently to communicate?
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Step 5: Where Do We Go From Here

Gathering this information over time can help guide programming for the child. Information from steps 1
-

4 should give an emerging picture of what is meaningful to the child. This information should guide our next

steps: that is, how do we help the child use a greater and greater variety of auditory information in more and

more situations and with better precision and in more and more sophisticated ways. Informal information

should be shared with audiologists to help them in the process of deciding how well a hearing aid or cochlear

implant is meeting the needs of a particular child and if adjustments need to be made. Information from the

informal hearing assessment process can also help guide the formal hearing assessment process by letting the

audiologist know typical kinds of responses a particular child might make to various kinds of auditory input.

RESOURCES

There is a book, Every Move Counts, by Jane Korsten (Therapy Skill Builders, 1993) that outlines a

process that can be useful for gathering information. Every Move Counts_dzah with all the senses, not just

hearing.

Another soon to be released product that helps look at how a child uses sensory information is the "Sen-

sory Learning Kit", (Millie Smith, primary author) from American Printing House for the Blind. This product

should be available sometime in 2006.

h3
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Finally, at <http://www.tsbvi.edu/Outreach/deafblind/process.htm> is "A Process for Identifying Students

Who May Be At-Risk for Deafblindness". This is a collection of information and downloadable forms that can

be used to support the gathering of information in an informal way.

Teachers for the deaf and hard of hearing typically have training to help look at auditory functioning in

this informal way. They may be a valuable resource in this process.

2?

What's with the Wax in Your Ears?

By Kate Moss, Education Specialist, Texas Deafblind Outreach

Abstract: This article is about the importance ofinvestigating the correctable problem ofearwax buildup

in visually impaired and multiply impaired children so thatfunctional use oftheir hearing is maximized.

Key Words: Programming, ear wax, ENT

There are a variety of problems that can result in hearing loss. Deformities in the outer part of the ear or

in the middle part of the ear can result in a conductive type of hearing loss. Fluid in the middle ear or an

obstruction in the ear canal may also cause this type of hearing loss, which is typically mild to moderate and

can typically be easily corrected. A mild to moderate hearing loss during critical periods of language develop-

ment can greatly impact the child's speech and language development. When the child is also visually im-

paired, having a mild to moderate hearing loss that goes uncorrected is a big deal.

Any child with visual impairments, but especially those with multiple disabilities needs to make good use

of their hearing to learn many of the things they need to know in life and to accommodate for their reduced

visual capacity. Children who are blind or visually impaired have only one reliable distance sense and that is
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their hearing. The development of good auditory skills is critical to learning in general and especially impor-

tant for literacy. Orientation and mobility skills depend in part on using auditory cues and landmarks to know
where you are in space. Special care should be taken with visually impaired or blind students to make sure

there are no problems with hearing.

One problem that is often not considered, especially in a child with multiple disabilities, is a problem with

earwax build up. Everyone's ears produce earwax or cerumen. This yellowish wax is produced by glands in

the ear canal and helps to keep the ear canal clean and healthy. The movement of the mouth and jaw help the

wax to move out of the canal naturally, carrying with it dust, dirt, and dead skin cells. Sometimes, however, the

wax becomes very hard and gets packed into the canal. When this happens, the effect is like putting in ear-

plugs. Water may also become trapped behind the wax and create more problems. Because sound cannot get

into the ear efficiently the person may experience a mild to moderate hearing loss. This may also cause a

feeling of fullness in the ears, dizziness or even tinnitus (a ringing in their ears).

Some people naturally generate a great deal of earwax and some people are inclined to have wax impac-

tion problems. But many people create wax impaction problems by pushing the wax into the ear canal as they

attempt to clean it out of their ears with cotton swabs, pins and the like. Attempting to clean out earwax in this

way can also result in eardrum perforations, infections in the ear canal, and/or dry, itchy ears. It is good rule to

simply clean out the ears using your finger and a washcloth.

Children should be checked periodically for earwax build up. This can be done with an otoscope by the

child's pediatrician or ENT and may often be done as part of a regular physical. If there is a wax build up, the

doctor may prescribe or suggest an over-the-counter drop to help remove the wax. If necessary he may need to

remove the wax with warm water and a syringe, scrap it out with a curette, or use a device to suction it out.

Take note ofhow your child seems to use hearing, especially ifhe/she is visually impaired. Do there seem

to be problems in certain situations? If so, make sure the doctor checks for problems with earwax buildup or

other concerns. It is probably a good idea to have regular and periodic hearing tests done, even on your child

with multiple disabilities. Hearing is too important a sense to allow correctable problems with hearing to go

uncorrected.

The Sense of Smell: A Powerful Sense

by Gloria Rodriguez-Gil, M.Ed., California Deaf-Blind Services Educational Specialist

Reprinted from reSources, Spring 2004, Volume 1 1 , Number 2 with permission from

California Deaf-Blind Services <http://www.sfsu.edu/~cadbs>

Abstract: This article is about how the sense ofsmell works and how this powerful sense may impact

programming in thefield ofdeafblindness.

Key Words: programming, deafblind, smell, senses

Several years ago I was shopping at Macy's in New York when suddenly I smelled something familiar,

and I immediately thought ofmy childhood doll Lucy. You see, I had not thought about Lucy for years, much

less that Lucy had been my favorite doll back when I was growing up in Spain. Looking around, I realized that

I was in the store's toy section and that I was very close to a stand of dolls. Out of curiosity, I reached out for

one of the dolls. On the doll's box it said: "Made in Spain".
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This experience was incredible to me-—that something so far back in my memory could be brought to the

present by something so fleeting as one smell! Years later I recalled this incident when I learned that the part

of the brain responsible for our sense of smell—the limbic system—is related to feelings and memory.

In order to make sense of what smell is and how we can think of using it in our work, let's first explore

how the sense of smell is put together.

HOW THE SENSE OF SMELLWORKS

The sense of smell, just like the sense of taste, is a chemical sense. They are called chemical senses

because they detect chemicals in the environment, with the difference being that smell works at dramatically

larger distances than that of taste. The process of smelling goes more or less like this:

1

.

Vaporized odor molecules (chemicals) floating in the air reach the nostrils and dissolve in the

mucus (which is on the roof of each nostril).

2. Underneath the mucus, in the olfactory epithelium, specialized receptor cells called olfactory

receptor neurons detect the odor. These neurons are capable of detecting thousands of different

odors.

3. The olfactory receptor neurons transmit the information to the olfactory bulbs, which are located

at the back of the nose.

4. The olfactory bulbs has sensory receptors that are actually part of the brain which send messages

directly to:

The most primitive brain centers where they influence emotions and memories (limbic

system structures), and

"Higher" centers where they modify conscious thought (neo-cortex).

5. These brain centers perceive odors and access memories to remind us about people, places, or

events associated with these olfactory sensations.

cribriform piste
olfactory bulb

olfactory nerves

olfactory epithelium

mucus
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Section through nose

Picture takenfrom <http://wMrvv.cf.ac.uk/biosi/staff/jacob/teaching/sensory/olfactl.htmt>

It is important to add that "Our sense of smell is 10,000 times more sensitive than any other of our senses

and recognition of smell is immediate. Other senses like touch and taste must travel through the body via

neurons and the spinal cord before reaching the brain whereas the olfactory response is immediate, extending

directly to the brain. This is the only place where our central nervous system is directly exposed to the environ-

ment." (von Have, Serene Aromatherapy)
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THE SENSE OF SMELLAND THE LIMBIC SYSTEM

The olfactory bulb is one of the structures of the limbic system and a very ancient part of the brain. As
mentioned in the previous description of the olfactory process, the information captured by the sense of smell

goes from the olfactory bulb to other structures of the limbic system.

The limbic system is a network of connected structures near the middle of the brain linked within the

central nervous system. These structures "work together to affect a wide range of behaviors including emo-

tions, motivation, and memory" (Athabasca University-Advance Biological Psychology Tutorials). This sys-

tem deals with instinctive or automatic behaviors, and has little, if anything, to do with conscious thought or

will.

The limbic system is also concerned with translating sensory data from the neo-cortex (the thinking brain)

into motivational forces for behavior. The limbic system is centrally involved in the mediation between a

rh person's recognition of an event, their perception of it as stressful, and the resulting physiological reaction to it,

Jg mediated via the endocrine system: Stimuli are processed conceptually in the cortex, and passed to the limbic

system where they are evaluated and a motivational response is formulated.

Location of Major Limbic System Structures

Cingulate
gyrus

Septum Fornix

Olfactory

bulb

Hypothalamus

Amygdala
Mammillary
body Hippocampus

Picture taken from <http://www.driesen.com/the_limbic_system_-_2.htm>

WHAT DOES THIS HAS TO DO WITH OUR FIELD?

In the field of deaf-blindness, we have always known that many children who are deaf-blind have a very

sensitive sense of smell to compensate for their limited use of vision and hearing. Consequently, we have

always said that the sense of smell plays a key role in this population for identifying people, places, objects and

activities.
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The following statements are heard frequently in this field: avoid wearing strong fragrances because they

can elicit seizures in some children; use the sense of smell to provide additional information (olfactory cues) to

the child about what is about to happen to the child, e.g., bringing a bar of soap close to the child's nose before

taking a bath to tell him that soon he will be taking a bath; or to wear the same soft scent every time you work

with a particular child so he can recognize who you are by this smell. All of this is very valuable information.

The sense of smell is a strong sense for identification purposes and can have a strong impact in your brain

because it is such an integral part of it (to the point that strong chemical smells can definitely elicit seizures).

But what about the role the sense of smell plays in relation with children's moods, levels of arousal,

emotions, memories and physical reactions? Now we know that they are connected.

Many times we are with a child and we can't understand what is going on with him. He can't tell us in a

formal way. Maybe he is fussy or crying or smiling and we don't know why. Why is he having these behav-

iors? Could it be about something he smells? We don't know. We definitely know we should be paying more

attention to this environmental factor to see if and how this is affecting the child.

I still have some questions in relation to the impact of the sense of smell in children who are deaf-blind and

whether we can use this sense for our advantage, e.g., the use of consistent olfactory cues that might provide

information a child could use to better understand what is happening, or eliciting a specific response from a

child using a specific scent.

Are children who are deaf-blind more impacted by the sense of smell than children who have

normal vision or hearing?

Are children who are deaf-blind with neo-cortex lesions more strongly impacted by the sense of

smell because they might depend more on the information processed by the limbic system?

Can we help a child become more alert or less overexcited using a particular scent?

Can we calm a child using oils that have a calming or soothing scent?

CONCLUSIONS

Even though we don't know exactly how children who are deaf-blind are impacted through their sense of

smell, we know this sense is very strong and basic. When interacting with a child who is deaf-blind we should

be aware of the environmental odors that might be affecting the child's behavior. Ideally we should be pairing

an odor with its source so the child can make the connection between what he is experiencing and its concrete

referent.

As an educational specialist in the area of deaf-blindness, it would be interesting to work with a team that

includes a neuroscientist and an aroma-therapist to find ways to use the sense of smell to the benefit of children

who are deaf-blind.

The emotional connections and the memories attached to a smell seem to be very personal; it seems to be

intrinsically enmeshed with the individual experience. I am certain that if another person had been walking

with me that day several years ago at Macy's, he or she would not have noticed the doll's smell. And on

perceiving the smell, he or she would not have thought ofmy doll Lucy or felt the same feelings I had with this

experience. But strong memories can be encoded and be accessible through the natural workings of the sense
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of smell. It may be possible to create these links to help open another avenue for communication with children

who are deaf-blind.

RELATED LINKS

http://www.sfsu.edu/~cadbs

(Utilizing the Sense of Smell in Children and Youth with Deaf-Blindness)

California Deaf-Blind Services Fact Sheet by David Brown, CDBS Education Specialist

See CDBS list of Fact Sheets with some topics available in Chinese, Laotian, Spanish, and Vietnamese:

http://www.sfsu.edu/~cadbs/factst.html : email cadbs@pacbell.net or call 800-822-7884

http://www.driesen.com/the_limbic_system_-_2.htm

(The Limbic System) Driesen, Neuropsychology and Medical Psychology Resources

http://web.sfn.org/content/Publications/BrainBriefings/smell.html

(Smell and the Olfactory System) Society for Neuroscience - Brain Briefings, 1995.

http://psych.athabascau.ca/html/Psych402/Biotutorials/18/intro.shtml

(Limbic System) Athabasca University-Advance Biological Psychology Tutorials

http://www.cf.ac.uk/biosi/stafT/jacob/teaching/sensory/olfactl.html

(Olfaction) Cardiff University-A Tutorial on the Sense of Smell

http://www.serene-aromatherapy.de/aromaolfactory.html

(The Olfactory Response) von Have, Serene Aromatherapy

http://faculty.washington.edu/chudler/chems.html

(Our Chemical Senses: Olfaction) Murray; Neuroscience for Kids Staff Writer

Warning: BART Hits Texas!

By Gigi Newton, Texas Deafblind Project, Texas School for the Blind and Visually Impaired

Abstract:

Key Words:

BART has hit Texas thanks to Evelyn Guyer, a nurse educator, Certified Instructor Trainer, and author, and

Tricia Lee, Vision Specialist for Region 9 Education Service Center, Wichita Falls, Texas. BART is not a new

hybrid car, a computer virus, or even a summer hurricane. BART is

Bonding And Relaxation Techniques training, a class for learning how to do massage for special needs

children.

Evelyn Guyer, developer of the BART Program, has worked with families for over 38 years. She was the

recipient of a federal deafblind grant to explore how massage may be used to help individuals with deafblindness.

She is currently a Certified Instructor Trainer for the International Association of Infant Massage (IAIM).
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Region 9 Education Service Center and Tricia Lee hosted 22 participants who attended the BART Certifi-

cation Training in May. This training certifies them to teach BART techniques to parents. Additionally, six

participants attended the BART Trainer Course that allows them to teach other professionals BART tech-

niques. (This training of trainers was open only to people who have been BART certified for at least one year.)

HISTORY OF BART

Evelyn Guyer developed BART in the late 1980s. It is based on infant massage techniques developed by

Vimala Schnieider McClure and specially designed to address the needs of infants, children and older indi-

viduals with special needs. These techniques were later applied to the special needs of dual-sensory impaired

children, young adults and their parents through a grant funded by OSERS through New York State Education

Department.

BENEFITS OF BART

BART has many benefits for both the parent and the child. For parents it:

Helps them learn to read the child's signals and cues;

Helps the parent relax;

Builds the parent's confidence;

Creates a positive / constructive interaction time with the child; and

Offers a fun activity to do with their child.

For the child, BART:

Creates bonding / attachment between the child and parent

Stimulates the respiratory system;

Stimulates the circulatory system;

Stimulates the gastrointestinal system;

Speeds myelination of the brain/nervous system in infants;

Aids in body organization for all children;

Provides psychological benefits (safety, learning touch is safe);

Provides relaxation for the child; and

Enhances interactions and communication between the child and parent.

o
o

WHO CAN DO BART?

Since bonding is an outcome of this activity, only a parent or a primary caregiver should do BART with a

child. BART should not be an activity for the child with a teacher. Parents should work one at a time with a

child although receiving a massage from both parents is a wonderful idea. If the child or individual is older and

living in a group home or other setting one caregiver should be trained to provide this activity.
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WHAT DO YOU LEARN AT BART TRAINING?

During BART training parents and caregivers learn specific techniques that can be used at home. This

includes among others, massage techniques to increase body awareness and muscle tone, to improve upper

respiratory function, decrease tactile defensiveness, improve coordination, and improve elimination problems

(constipation).

There are specific environmental considerations when using BART with an individual. At the BART
training you learn about things such as:

How to maintain the appropriate room temperature,

Lighting considerations,

The importance of a comfortable mat,

The appropriate massage oils to use,

Adding music to the activity,

Appropriate child's clothing for a massage, and

How to maintain the child's privacy and dignity.

en
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Participants in the training also learn how important timing is in making the experience an enjoyable and

positive one for both the parent and the child.

WANT MORE INFORMATION?

During the 2005-2006 school year, we hope to see many BART training activities taking place all around

Texas. If you would like more information about BART or about locating a BART training in your area,

contact your vision consultants at your education service centers or Cyral Miller, Director of Texas School for

the Blind, Outreach Department, by phone (512-206-9242) or email <cyralmiller@tsbvi.edu>

An Amazing Movement

by Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: an article with a personal story that illustrates how the Expanded Core Curriculum affords

equality ofopportunityfor student who is blind or visually impaired.

Key Words: Expanded Core Curriculum, ECC, Phil Hatlen, TSBVI

In the United States, Women's Suffrage is over 100 years old. Amazing things have happened in the arena

of equality for women, but if Harriet Beecher Stowe were alive, she would tell you that true equality has yet

to be achieved. Over 50 years ago civil rights for minorities became a high priority in my country. And
many aspects of the lives of African-Americans and Hispanics have improved. Yet, Martin Luther King Jr.

would tell you that equality for all races is still a dream. About 15 years ago our profession was introduced

to a new term: Expanded Core Curriculum.
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These other movements were originated to provide equality for women and African-Americans. Is there a

parallel with the ECC? I've never thought before about how learning the skills offered by the ECC brings

blind persons closer to equality with sighted persons. Ifwe professionals are committed to equal

opportunities for blind and visually impaired persons, how could we think of the curriculum within the ECC
as optional? The Expanded Core Curriculum provides opportunities for equality for the blind and visually

impaired; to NOT teach it is to deny this basic human right.

It has been endorsed and supported by most major agencies and organizations of and for the blind, it is

known and adopted throughout the world, and it is included in most teacher preparation programs. But even

Phil Hatlen will tell you that the majority of blind and visually impaired children in this world are not

receiving much of the ECC.

What's the moral of this story? Dramatic change, in attitudes and in service delivery, takes time. As I was

writing these words, ready to guilt-trip all of you because you believe in the ECC but are not teaching it, a

friend of mine reminded me of the above timetable. She said that to deliver the ECC to all students who

need it will require a major paradigm shift, one that doesn't happen instantly or easily. So, my friend said,

why don't you write about the amazing strides that have been made toward complete delivery of the ECC in

a short 15 years? Now, I'm an old curmudgeon, been around a long time, and find it always easier to be

critical than complimentary. Then the ECC cheerleaders at TSBVI marched into my office, pom-poms and

all, and led a hearty cheer for the good old ECC. Fine, fine, I mumbled, I'll write something uplifting and

positive about this topic of which I'm so passionate!

This will be the first of several installments in See/Hear representing my current thinking about the ECC.

Each will contain one story ofmy history that will explain why I have so much passion and commitment to

this topic.

I once knew a woman named Mamie Clemmons. She was on the residential staff of the California School

for the Blind in Berkeley. Around 1968 I lost track of her, later to discover that she had bought a large

house in the foothills of North Berkeley.

Mamie moved into this house along with six recent graduates of the California School for the Blind. She

knew all the young people living in this house from their days at CSB. She knew that when they graduated

from CSB, they would not be ready to enter into the social, educational, and occupational mainstream of

their communities. She knew what they knew—most were very bright, capable academic students. She

knew what they didn't know—how to live effectively, happily, and productively in the community.

So Mamie started a halfway house for blind young people who needed some maturing and a lot more

independence before they ventured into the community by themselves. She didn't know much about

vocational training, instruction in independent living skills, orientation and mobility, etc. But Mamie knew

a lot about what blind students didn't know because they could not learn visually and casually.

In the middle of a huge room on a table was a large bowl of fruit—bananas, oranges, apples, etc. Mamie
pointed to the bowl and said, "When these young people were at CSB, they ate when they were told to eat,

they had almost no knowledge of snacks. I put out this bowl of fruit and told them to help themselves any

time. They were shocked—they didn't have to ask permission, it could be any time of the day." Mamie
went on to say that if these young people had grown up in their family homes, this wouldn't have come as

such a surprise.
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I connected myself to Mamie, those young people, and that house for more than a year. And I slowly came

to realize what had been so obvious to Mamie. We were graduating students from our high schools who
may have been excellent academic students but were ill prepared for life.

We should be proud, and stand tall, because the ECC has advanced so much in a short period of time.

Stowe never lived to see the equality of women. MLK Jr. never lived to see civil rights provide equality to

all cultural and ethnically different people. But think about how their work moved us closer to equality

among all people. Now, I would never be so presumptuous as to put myself in the same category of Harriet

Beecher Stowe or Martin Luther King, Jr. But, in a very similar manner, the ECC is gaining momentum just

as these other monumental changes have done.

As with Stowe and King, I will not live to see the day that the ECC becomes a regular part of the curriculum

for all blind and visually impaired students. All I can do is push it along, a step at a time, and know that

future generations like you will pick up the passion, the commitment, the understanding that the ECC must

be a part of the daily learning activities of children.

>

Legislative Matters

By Barbara J. Madrigal, Assistant Commissioner, Division for Blind Services

Abstract: this article provides a review of the 79th legislative session, including appropriations for pro-

grams and services, ratesfor medical services, and employee benefits.

Key Words: DBS, Texas Legislature, blindness, funding, appropriations

As I write this, the 79th Texas Legislature is getting ready to reconvene in special session to tackle the

school finance issue again. While it's true the Governor can add topics to the agenda, at this time there's no

reason to believe lawmakers will take up anything directly related to the Division for Blind

Services' (DBS) funding or programs.

So, DBS will continue to analyze and implement legislation from the regular session that impacts our

division. In this article, I'll hit some of the highlights pertinent to our budget, services, staff and consumers.

First, however, I would like to express my appreciation for all DBS staff members for their amazing

dedication and hard work to get us through another legislative session. The fast pace of the session and

constant need to respond rapidly and accurately is demanding and stressful. While we rely heavily on a few

staff as legislative "first responders," everybody else pitches in to keep our day-to-day operations running

smoothly. We have a proud tradition of teamwork at DBS, and this is yet another fine example.

Now we move on to legislative matters. I'm including a few items of immediate interest to consumers and

employees. If you're interested in reading about these items in more detail or learning about other legislative

actions, I've added some useful Internet links at the end of the article.
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APPROPRIATIONS FOR PROGRAMS AND SERVICES

As you may recall, DARS was required to submit a Legislative Appropriations Request reflect-

ing a five percent reduction in state funding for programs that included DBS' Business Enter-

prises of Texas (BET) and Blind Children's Vocational Discovery and Development Program

(BCVDD). The appropriations conference committee restored those funds.

The legislature also granted DARS capital authority to create a new, web-based consumer case

management system that meets the business requirements of the Vocational Rehabilitation

programs administered by DBS and the Division of Rehabilitation Services (DRS).

RATES FOR MEDICAL SERVICES

When DBS and DRS merged into DARS, each had a different methodology for setting rates for

medical services. With the passage ofHB 1912, the legislature authorized DARS to develop a

single, cost-based rate setting process. We will provide more information for medical providers

as we move forward with this mandate.

STATE EMPLOYEE SALARIES & BENEFITS

° All state employees who are not part of the higher education system will get a pay hike. The

majority (including DBS employees) will get a four percent salary increase (minimum $100 per

month) effective Sept. 1, 2005 followed by a three percent increase ($50 minimum) effective on

the same date next year. (Note: Several state employee groups (child protective services, public

safety officers and others) are getting raises on a different pay structure.)

Legislators also approved increases in longevity and hazardous duty pay for state employees

(including higher ed). Effective September 1, 2005, longevity pay increases to $20 per month

for every two years' service. Hazardous duty pay goes up to $10 monthly. The legislature did

not provide additional funds for the increases, leaving it up to agencies to finance them.

° Employee and retiree health benefits will remain basically the same. This is a relief considering

the costly changes legislators enacted in the previous section.

For more information on these and other topics, I suggest these websites:

Employee Retirement System of Texas: < http://www.ers.state.tx.us>

Texas Public Employees Association: <http://www.tpea.org>

Texas Legislature Online: <http://www.capitol.state.tx.us>

In closing, I would like to thank those of you who support and advocate for DBS. You are strong and

devoted allies and we recognize your important role in our quest to provide effective and meaningful programs

and services for Texans who are blind!

Thanks for your time and interest. As always, ifyou have questions or concerns about this article or other

DBS issues, feel free to contact me: 512-377-0603 or <barbara.madrigal@dars. state.tx.us>.

Happy Summer!
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Communication Matrix Assessment Tool Available Online

From <www.communicationmatrix.org>

Abstract: This website announces the availability of the Communication Matrix online, an assessment

tool designed especiallyfor parents and offered as a free service to parents.

Key Words: Communication Matrix, communication skills, Dr. Charity Rowland, speech-language, sen-

sory impairments, cognitive impairments

What is It: The Communication Matrix is an assessment tool designed to pinpoint exactly how a child is

currently communicating and to provide a framework for determining logical communication goals. It was

first published in 1990 and was revised in 1996 by Dr. Charity Rowland of Oregon Health & Science Univer-

sity. It was designed primarily for speech-language pathologists and educators to use to document the commu-

nication skills of children who have severe or multiple disabilities, including children with sensory, motor and

cognitive impairments. The original version for professionals is still available for purchase. It uses a concise

format that is designed for rapid administration by persons familiar with the assessment.

This online version was designed especially for parents. It is also available for purchase in a printed

version. The parent version is designed to be "user friendly". The results are summarized on a one-page Pro-

file. The Profile is a matrix that shows at a glance what level of communication behaviors your child is using

and what kinds ofmessages he or she expresses. The Profile is exactly the same as the profile generated by the

professional version of the Matrix. That means that parents and professionals can both use the same form to

show each other how the child is communicating at home and at school.

Target Population: The Communication Matrix is appropriate for individuals of all ages who are at the

earliest stages of communication. In the typically developing child the range of communication skills covered

by the Matrix would occur between and 24 months of age. The Matrix accommodates any type of communi-

cative behavior, including "augmentative and alternative" (AAC) forms of communication and pre-symbolic

communication. It is appropriate for individuals who experience any type or degree of disability, including

severe and multiple disabilities. The Communication Matrix is NOT suitable for individuals who already use

some form of language meaningfully and fluently.

Throughout the Matrix material, the person being assessed is referred to as "your child". Please note that

the Matrix is equally applicable to adults who are functioning at the earliest levels of communication. It may

also be useful for assessing young children without disabilities who are in the early stages of communicative

development.

Why an Online Version: The online version of the parent matrix has been developed for several reasons:

It's easy to use. You are guided step-by-step through the process of entering the information and

you do not have to leaf through sections that are not relevant to your child.

It generates clear results. When you use the online version, the results are automatically entered

into the Profile and you may print out clean copies for yourself and your child's educational

team. A summary of communication behaviors and messages used by your child is also gener-

ated.

It's free. This is a free service that is available to anyone who wants to use it.
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Your Contribution: When you use this free service, we ask you to provide some very basic information

about the individual that you are assessing (gender, age, ethnic background, country of residence, disability

and specific impairments) and your relationship to that person. We DO NOT request any identifying informa-

tion and we have no way of tracking who has used this service. When you complete the Matrix online, the

information you provide will be stored. This information will provide valuable data about the communication

skills demonstrated by individuals with various disabilities. This information may be summarized in scientific

reports, professional presentations, articles in professional journals and book chapters.

Offering Information and a Crucial Link

Announcement from the Cornelia de Lange Syndrome Foundation

Abstract: announcement that comprehensive information packet and newsletter about CdLS is available

and information on how to access information.

Key Words: Cornelia de Lange Syndrome, CdLS, American Legion Child Welfare Foundation, blind

Doctors, therapists, and educators shape our lives in countless ways. At the CdLS Foundation we continue

to reach out to professionals providing them with vital information about CdLS. We also provide a much-

needed link between families and knowledgeable professionals.

Thanks to the generosity of the American Legion Child Welfare Foundation we are able to mail a compre-

hensive information packet about CdLS as well as a year of issues of our newsletter "Reaching Out" to any

interested professional. Many professionals who initially contact the Foundation to learn more about the syn-

drome become valuable resources for the families in their area. With your help we would like to continue to

educate professionals and build our nationwide network of support.

If you know of a caring professional who would benefit from more information about CdLS or if you

would like to recommend a professional that you work with as a resource for others, please reply to this email

with the following information: name of professional, her or his area of expertise, address, email, phone

number, her or his preference for contact (email, phone, or mail), and your name. (Optional: number and

names of people with CdLS this professional has served.)

Ifyou are a doctor, therapist, or educator who does not currently receive Reaching Out, please reply to this

email with the following information: your name, area of expertise, address, email, phone number, preference

for contact (email, phone, or mail). (Optional: number and names of people with CdLS you have served.)

Thank you for helping us find support for all who request it.

Kalia Kellogg, Director of Communications

Cornelia de Lange Syndrome Foundation

302 West Main Street, #100

Avon, CT 06001

P: (860) 676-8166

F: (860) 676-8337

<

c/3

<http://www.CdLSusa.org>
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New from Sprint Relay: Online Services!

From the <sprintrelayonline.com> website

Abstract: Sprint Relay services now include capacity to make a callfrom any internet connection. The

Sprint website provides information about this service.

Key Words: Sprint Relay, accessibility, deafblind, assisted communication devices

Assisted communication devices like TTY/TDD's keep everyone talking - but they don't fit in your

pocket. Don't let location or equipment accessibility limit your ability to make Sprint Relay calls. With Sprint

Relay online, place calls from any internet connection. There's no need for traditional teletype (TTY) equip-

ment. The Web interface can handle the conversation. Sprint Relay Online is a free service that combines

traditional relay service with the ease of the internet.

Communicate on the go. Point your browser to <www.sprintrelayonline.com> and begin typing your

conversation to a Sprint Relay operator, who will then read aloud the typed conversation to the person listening

on a standard telephone or wireless handset. The operator will then type that person's words and read them

back to you.

Make appointments from an internet cafe. Catch up with friends from the library's computer area. Call

home from the school's computer lab. There's no charge - long-distance or local - with Sprint Relay Online.
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Book Review: Reflectionsfrom a Different Journey: WhatAdults with Disabilities Wish

All Parents Knew, edited by Stanley D. Klein, Ph.D., and John D. Kemp

Excerpted from <http://www.disabilitiesbooks.com/topics.htm>

Abstract: this article reviews a collection ofessays written by successful adult role models who share the

experience ofgrowing up with a disability.

Key Words: disability, blindness, parenting, role models, Stanley D. Klein, John D. Kemp

Most parents of children with disabilities lack personal experience with adults with disabilities. Hearing

from people who have lived the disability experience can provide all parents with essential information about

the possibilities for their children.

Reflections from a Different Journey: What Adults with Disabilities Wish All Parents Knew (McGraw-

Hill, 2004), edited by Stanley D. Klein, Ph.D., and John D. Kemp, who also wrote the book's Afterword,

includes forty inspiring and realistic essays written by successful adult role models who share what it is like to

have grown up with a disability. ... In preparing their essays, the authors were asked to write about something

they wished their own parents had read or been told while they were growing up. . ..

Brimming with a wealth of life-affirming lessons, Reflections from a Different Journey offers many spe-

cific suggestions for parents as well as older children with disabilities, family members, and the education and

health care professionals who serve them.

Stanley D. Klein, Ph.D., a clinical psychologist and frequent speaker to parents and health care and educa-

tion professionals from Brookline, Massachusetts, has worked with children with disabilities and their parents

for fifty years and has received numerous national awards for his work. A cofounder and former editor-in-chief

of Exceptional Parent magazine, Dr. Klein has coedited The Disabled Child and the Family (Exceptional
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Parent Press, 1985), It Isn't Fair: Siblings of Children with Disabilities (Greenwood Publishing Group, 1993),

You Will Dream New Dreams: Inspiring Personal Stories by Parents of Children with Disabilities (Kensington

Books, 2001) and From There to Here: Stories ofAdjustment to Spinal Cord Injury (No Limits Communica-

tions, 2004).

John D. Kemp is a successful Washington, DC attorney and lifelong advocate for the rights ofpeople with

disabilities. With the Law Firm of Powers, Pyles, Sutter & Verville, P.C., Mr. Kemp represents the legal and

professional interests of a wide range of for-profit companies and not-for-profit organizations. He is a fre-

quently sought-after speaker, giving up to fifty keynote presentations each year. Mr. Kemp has been recog-

nized for his work on behalf of people with disabilities, including service as the 1960 National Easter Seals

Poster Child, 1991 membership in the Horatio Alger Award of Distinguished Americans, the Freedom of the

Human Spirit Award from the International Center for the Disabled and an Honorary Doctorate of Laws and

the Distinguished Alumni Fellow Award from his alma mater, Washburn University Law School.

Reflections is available at <www.DisABILITIESBOOKS.com> and other bookstores. For a list of other

topics that Dr. Klein often speaks about, please go to <http://www.disabilitiesbooks.com/topics.htm>.

Labels for Literacy Program

Original article by Ann Foxworth, Braille Consultant, Division for Blind Services;

updated by Beth Dennis, BCP/Transition Consultant, Division for Blind Services

Abstract: This article describes the Labelsfor Literacy Program, afree Braille labeling service.

Key Words: Braille, Labelsfor Literacy Program, labeling system, household organization.

Have you or your consumers ever had the experience of opening the wrong can or even the wrong medi-

cation container? Imagine preparing to sit down to a hearty bowl of soup, only to open it and discover that you

are about to feast upon a hot, steaming bowl of fruit cocktail!

Labels for Literacy is a program designed to place more Braille on mainstream products in order to

increase the usage and understanding of Braille and to bring equality of access to brand and product informa-

tion for the blind and visually impaired consumers. According to the Labels for Literacy website, the program's

mission includes three important goals.

1

.

Develop a comprehensive Braille labeling system that will provide the opportunity for all per-

sons, blind and sighted, equal access to label information.

2. Proliferate the production of Braille on mainstream products such as consumer goods labels to

promote the use and understanding of Braille, therefore increasing Braille literacy.

3. Allow consumer packaged goods organizations the opportunity to advertise and communicate

their brand's identity on an equal basis to all consumers.

The Labels for Literacy program will accomplish this by producing sheets of self-stick labels that identify

common brands and products in large print and in Braille. These labels will then be distributed at no cost to

blind and visually impaired individuals nationwide.

2
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Vocational Rehabilitation Teachers with the Division for Blind Services have received these packets to

distribute to consumers. Consumers and parents may also obtain the packets by contacting Labels for Literacy

directly at: The Labels for Literacy Program; Tel: (866) 32-LABEL; <info@labelsforliteracy.com>.
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CLASSIFIED
Mail or e-mail your new classified to Carolyn Perkins:

TSBVI Outreach, 1 100 West 45th St., Austin, TX 78756, or <carolynperkins@tsbvi.edu>.

An up-to-date Statewide Staff Development Calendar is posted on TSBVI's website at <www.tsbvi.edu>

The Deaf-Blind Multihandicapped Association of Texas (DBMAT)
33nd Annual Statewide Family Conference
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"Hat's Off to the Future"

A Fun-Filled Learning Weekend for the Entire Family

October 7-9, 2005

Camp John Marc, near Meridian, Texas

For more information, contact:

Cyndi Hunley, Conference Registrar

23202 Bright Star; Spring, TX 77373

281-821-9005

chunley@aol.com
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CAMP CONNECT

Forth Annual Retreat for

Central Texas Families of Children with

Combined Hearing and Vision Loss and

Deafblindness

7th Annual

Virginia Murray Sowell Center

Distinguished Lecturer Series

Peaceable Kingdom Retreat - near Temple, TX

Sponsored by DARS - Division for Blind Services

Region 12 Education Service Center,

Region 13 Education Service Center

Texas Deafblind Outreach

Coming this fall

If you are interested in learning more about this

event call Tina Herzberg at Region 12 ESC in Waco
254-666-0707.

This retreat is provided free of charge to families,

including lunch and dinner. Travel assistance is avail-

able for families to cover the cost of gas. For families

who are unable to bring their children due to age or

medical considerations, reimbursement to help cover

the cost of child care for the child at home is also avail-

able. Overnight accommodations may also be pro-

vided free of charge if necessary.

Assistive Technologyfor

Children with Visual Impairments

Featuring training sessions, product

demonstrations, lunch , and door prizes

October 8, 2005

Texas Tech University

College of Education, Room 001

Lubbock, Texas

Contact: Anita Page

(806) 742-1997, ext. 22

for more information as it develops

or check the website at

<www.educ.ttu.edu/sowell>

Sports Extravaganza

October 21-22, 2005

Nimitz High School; 100 W. Oakdale; Irving, TX

The 7th annual Sports Extravaganza for Students with Visual Impairments will be held at Nimitz High

School in Irving, Texas on October 21-22, 2005. Students with visual impairments ages 6 through 22 will

compete in track and field events, goalball and beep baseball events, and recreational skills of archery and

golf drive for distance on Saturday. In addition, there will be activities for students ages 0-5 in the Low
Organized Activities area, and events for students with visual and multiple impairments ages 6-22. The

Friday night Goalball Tournament will showcase teams from Texas, New Mexico and Colorado. Region

10 Education Service Center along with Lions Club International is proud to sponsor this event.

For more information please contact Christy Householter at 972-348-1634,

or <househol@escl0.ednetl0.net>.

Packets or brochures are available on request or on our website in August, 2005 at:

<http://www2.ednetlO.net/ssvi/Vision.htm>
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SWOMA 2005

Southwest Orientation and Mobility Association

November 18-19, 2005

San Antonio, Texas

For information, contact:

Emily Leeper

<eleep006@neisd.net>

210-637-4963

Helen Keller National Center

2005 Seminars
Leona & Harry B. Helmsley Conference Center

141 Middle Neck Road

Sands Point, New York

Interpreting Techniques for the

Deaf-Blind Population

August 20-23, 2005

Enhancing Services for Older Adults with

Vision and Hearing Loss

September 12-16,2005

Transformation: Imagine the Possibilities:

Person-Centered Approach to Habilitation

October 17-21, 2005

in
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MARKYOUR CALENDARS!
Texas Deafblind Outreach is planning

these two training events:

Getting a Life:

Transition Planning for Students

with Deafblindness

November 12 & 13

Austin, Texas

For More information, look for the flyer

later this fall, or contact:

David Wiley: (512)206-9219

<davidwiley@tsbvi .edu>

or

Beth Bible: (512)206-9103

<bethbible@tsbvi .edu>

Usher Weekend
for students with Usher Syndrome and their families

January 14-16, 2006

Look for more information

in the fall edition of See/Hear.

Expanding the Arena: The Magic of Technology

November 14-18, 2005

Contact: (516)944-8900

<hkncinfo@hknc.org>

<www.hknc.org>

Getting In Touch With Literacy

7th Biennial Conference:

Living Literacy

December 1-4, 2005
Denver Marriott City Center, 1701 California St.

Denver, Colorado

A national conference focusing on the literacy needs

of individuals with visual impairments.

For more information contact:

Dr. Kay Ferrell

NCLID, McKee Hall Campus Box 146

University of Northern Colorado,

Greeley, Co 80639

<kay.ferrell@unco .edu>
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Short Classes at TSBVI

Do you have an academic student or child who might benefit from a week of intensive training in one or

two vision-specific learning domains? Would you like your child or student to participate in a long

weekend class focusing on issues related to vision loss? If so, you may want to read this.

ABOUT SHORT CLASSES

TSBVI Short-Term Classes serve students who are functioning at or close to grade level. Students come

from across Texas to participate in our one-week or long-weekend small-group classes. These are students

whose basic needs are well met in the local school district, but who may need a short, intensive training boost

in one or two disability-specific areas (e.g., O&M, independent living, technology, aspects of the braille code,

math concepts or adaptations). While at TSBVI, students also have experiences related to social skill develop-

ment, interactions with other visually impaired students and professionals, and independent living.

Students must be referred for a Short Class by their local school district. Students are requested to bring

their week's school assignments (homework) with them. This serves two purposes: (1) the opportunity to

teach new skills within the context ofwhat students are learning at home, and (2) helping students keep up with

their assignments while they are away. Before students come to a Short Class, their local VI teacher and

TSBVI teachers discuss the student's current level of functioning in the skill areas selected for instruction, to

maximize effective instruction as soon as the students arrive.

SHORT CLASSES FOR THE 2005-2006 SCHOOL YEAR

Below is a listing of Short-Term Classes for next year. Ifyou have an upcoming ARD, this could be a time

to talk about a possible referral. Please call TSBVI principal, Lauren Newton, ifyou have any questions about

the program or if you want to make a referral to one or more classes.

Fall Semester 2005

September 11-16 Technology Week #1

(secondary)

September 25 - 30 Middle School IEP #1

Oct 16-21

October 27- 30

November 6-11

Nov 27 - Dec 2

December 8-11

High School IEP #1

Middle School Independence

Weekend

Elementary:

• Elementary IEP #1

• Elementary Math Tools &
Concepts

Math Tools and Concepts

(secondary)

"Getting There" Weekend

(grades 9-12)

Long-Weekend Program

Spring Semester 2006

January 8-13 High School IEP #2

January 26 - 29 Fitness at Home & in the

39

Community (secondary)

February 5-10 Middle School IEP #1

*Feb 16- 19 Low Vision Weekend

(secondary)

Feb 26- March 3 Technology Week #2

(secondary)

*March 23- 26 Elementary Independence
nWeekend

*Mar 30 - Apr 2 High School Independence >
Weekend

CZ3

April 23 - 28 Elementary 5
• Elementary IEP#1 H
• Elementary Technology D

* Long-Weekend Program
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Ifyou live to be a hundred, I want to live to be a hundred minus one day,

so I never have to live without you. - Minnie the <Pooh

We remember and celebrate the lives of

Christopher (Dugosh and Christian %napp.

Building Relationships: "Friends of... Club"

By Tracy Jess, Consultant, Washington State Services for Children with Deaf-Blindness

Director, National Family Association for Deaf-Blind, Region 10

Abstract: This article gives an approach to utilize informal activities and supports within a formal

structure to increase social and recreational networks.

Key Words: Family, deafblind, socialization, friends, recreation, supports.

We talk on the phone to a friend, order a latte, read the newspaper, go to a movie with a family

member, hike, dance, go to church, sing in a choir, host a Tupperware party. Socializing and recreating

are an essential part of our lives. These activities renew our energy, relax us, decrease stress, and give

our lives balance.

For a person who is deafblind— with or without other disabilities— the focus too often is limited to

academics, health issues, communication, orientation and mobility, transition, and daily living skills such

as feeding, grooming, and bathing. Those of us who live with or teach these individuals often run out of

time and energy to help support their needs for socialization and recreation, or we simply may not realize

the importance of these activities. As a result, many people who are deaf-blind have too few opportuni-

ties to enjoy life.

The "Friends of. ..Club" (fill in the person's name) is one strategy to address this need.

WHAT IS THE FRIENDS OF...CLUB?

• People known to a deafblind individual come together to plan and support a regular sched-

ule of social and recreational activities for him or her.

• These activities should be ones already occurring in the life of the individual, or ones that

the "friend" believes might be enjoyable for him.

• Activities might range from a 5-minute phone call to an all-day outing.

• The activity should be based on the interests of the "friend" as well as of the person who is

deafblind.

• A meeting of the "Friends of. . . Club" can serve as a brainstorming activity to assist the



individual in making transitions or increasing social opportunities.

WHAT YOU NEED TO BEGIN:

• A facilitator: Someone, preferably not a family member, who is willing to take responsibility

for working with the family to prepare for and conduct the meeting. Options include: a state

deafblind family specialist, a school counselor, a teacher, or a minister or priest.

BEFORE THE FIRST MEETING:

• The facilitator, family and deafblind individual meet to discuss the Friends of. . .Club.

• Prepare a list of the person's needs, interests, likes and dislikes, abilities and current daily

schedule to share with participants.

• List people who show a genuine interest in the individual who is deafblind. The facilitator

invites them to the meeting. (This relieves the family of feeling like they are intruding on

peoples' lives.)

• Think in broad terms of whom to invite, for example, the grocery store clerk you see every

weekend, hairdresser, neighbors, youth leader at church, extended family, lunch worker at

school, bank teller, or friends of both the family and the individual.

• Agree on a date and meeting place. The location should be comfortable, informal, and allow

you to share a snack (e.g., school, home, church, or local restaurant).

DURING THE FIRST MEETING:

1. Introduce everyone present and his or her relationship to the individual.

2. Present a brief history of the person and the reason for the meeting.

Sample: "Linda is graduating from school and enjoys doing the things on this list. We want

to see her continue to grow and be involved with others. We have asked everyone here to

help her by sharing some activities on a regular basis that may already be occurring in your

lives or that you are interested in doing with her."

Activity Examples:

>

• Five-minute phone call weekly

• Invite her to dinner once a month

• Mail a letter or post card to her

every two weeks

• Shopping excursion one Sunday a

month

• Go to a movie every other month

Walk around the block

Haircut expedition

Take to church choir weekly

Swim every other week

Go for a 20-minute car ride

Walk to Starbucks for cocoa
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3. Brainstorm to generate other ideas from friends and neighbors.

4. Ask for a formal commitment and write down planned activities on a large calendar.

5. Be accepting if people do not wish to commit to a specific activity or schedule, and permit

the option of spontaneous or occasional activities.

6. Get contact information (phone numbers, e-mail, and addresses) for "club" members.

7. Allow time for questions, comments, and eating.

8. The individual who is deaf-blind, or a friend or family member, commits to sending out a

monthly schedule to all "Friend of. . .Club" members.

9. Organize follow-up meetings as needed.

SAMPLE SCHEDULE

Friends of Tony Club Calendar - February 1998

Sunday Monday Tuesday Wednesday Thursday Friday Saturday

1 2 3 4

7:00 p.m.

Choir with

Sam

5 6

10:00 a.m.

Grandparents

for the day

7 8 9

Letter from

Susie

10 11 13 14

1:30 p.m.

Movie with

Larry

15

4:30 p.m.

Walk with

Jimmy

16 17

6:30 p.m.

Dinner with

Pyles

18

7:00 p.m.

Choir with

Sam

19 20

9:00 a.m.

Swimming
with Nina

21

22 23

Letter from

Susie

24 25 26

7:00 p.m.

Phone call

Lisa

27 28

Utilizing this tool not only frees up some time for the caretaker, but also provides the deaf-blind

individual with important opportunities to socialize and access recreational activities and live a healthy

life-style.



Jacob's Circle of Friends

By Nancy Hartshorne, Parent of Jacob and former Director of the Michigan Deafblind Project

Key Words: Family, blind, visually impaired, deafblind, building relationships

Abstract: One parent shares how her son 's Circle of Friends has workedfor them in creating commu-

nity that not only supports Jacob, who is deafblind in having a rich and fulfilling life but has had recip-

rocal impact on those within his circle.

Editor's Note: Nancy Hartshorne, PhD, is a school psychologist and consultant. Nancy previously

directed a federallyfunded grant to serve children and youth who are deafblind in the state ofMichigan.

She has chaired the Professional Advisory Board for the CHARGE Syndrome Foundation, Inc. She is

coauthor of numerous book chapters and journal articles pertaining to development in children with

CHARGE syndrome and inclusion strategies and tools. She is an advocate for quality education in the

least restrictive environmentfor her son as well as for all children.

A Circle of Friends is a circle of support, which forms around a person with a disability. It is meant to

be a support to the person's inclusion into the school, community, and workplace, and thus, is considered

an "inclusion tool". The person with the disability invites who he or she wishes to be involved in the

circle, based upon who they feel supports them in their lives. For a person with limited communication

skills, those closest to the person (parents, for example) would decide who would be invited. Circles of

Friends often start by using a person-centered-planning process, MAPS, Personal Futures Planning, or

PATH. Then the action plan is carried out by the members of the circle.

Circles of friends may or may not involve professionals, depending upon whether the person feels

these folks are part of her/his support network. This person included her developmental disabilities case-

workers in her circle. Community Mental Health, the agency responsible for services to the DD popula-

tion in Michigan, also supplied the circle facilitators. The MAPS process is facilitated by two people: a

verbal facilitator and a graphic facilitator who records the ideas of the others through the use of words

and imaginative graphics depicting the ideas so that everyone can access them.

Jacob's (my son's) circle of friends includes his school friends, for the most part, although the deaf-

blind consultant attends and helps facilitate (she has provided deafblind simulations, helped the kids

come up with name signs for Jacob, etc.) and the general education teacher has been attending this year.

Jacob's circle has about 18 student members, about half boys/half girls. They have identified them-

selves over the years as the kids who really seem to connect with and care about Jacob in his inclusive

setting (he is in sixth grade, this year). Although Jacob doesn't give these kids much social feedback,

they really care about him, and have hung in there for a while. Most of them are charter members, since

first grade. Each meeting we spend some time planning, snacking, interacting, and having fun. Until

now, the circle has focused on social interaction with Jacob. This year we are focusing more on transition

to the middle school than anything (there is only one middle school in town.) The kids have decided to go

to all of the sixth grades in the city (six schools) to speak about Jacob and his circle of friends. Then when
Jacob starts middle school inclusion, there will be (hopefully) much less "pointing at the freak" than

there would be otherwise, because of understanding having been facilitated. Activities we have under-

taken in the past couple of years have included the following:

>
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• Halloween party: the kids each bring a snack, decoration, and game that Jacob can access

(usually they make something really neat), and something for the haunted house. (I don't

have to bring anything!) They come in costume and have a great time. This year, after the

deafblind simulation, they decided to do the haunted house in the dark, to see what it would

be like for a person who is blind. : )

• Birthday Party: each year in the same place, the local pool. They tried the gymnastic

center one year, but Jacob hated it, and they learned that because swimming is his favorite

activity, and because it is his birthday, the pool is a better place. Last year for his birthday

they made him a quilt with all of their pictures (faces) scanned onto it. They decorated it

with tactile paint, etc. We keep it on his bed, so he can see all of them. It is really beautiful.

I will be bringing it to Indianapolis for my presentation on Circles, and all can see it.

• Canoeing in the summer—Jacob loves this; he sits in the middle at the bottom with another

student sitting behind him, and trails his fingers in the water. I didn't even have to be in his

canoe, which made it much more fun for me!

• School talent show. One year the circle did a "men in black" number, really cute, all

dressed up in ties and sunglasses, and Jacob was "the alien", because he was still using a

wheelchair. They made him (with him) a papier mache alien head to fit over his wheelchair,

and we rigged up a jellybean switch for him to operate the lights in the eyes. It was a cool

dance. Last year they did a number from Tarzan, Trashing the Camp. They dressed up as

gorillas, and danced. Jacob and a few others stood in the back and were percussion, hitting

pie plates with wooden spoons during the number.

The circle is facilitated each year by a volunteer special education student teacher from our university.

This has worked out great, as I still have input, but much less work. She brings the snacks, supplies, etc.,

and I just reimburse her. Ideally, the circle would be facilitated during school by a teacher, and could

include the whole class that Jacob is in. This is a different model, but would lend itself to more ideas

being generated for inclusion in school lessons.

The circle evolves in membership, and will continue to. Some drop out, but most stay the same. As

they move away to college, etc., we hope more people will identify themselves as they get to know Jacob.

We hope the circle continues throughout his life span, although this is difficult, as kids get busier with

sports, adults get busy with studies, jobs, families. It will change, but hopefully, will always be there to

fall back on in a time of crisis, even if through an email listserv!! My ultimate goal is that Jacob will have

a circle of support in place to take over decision making for him in case something happens to Tim and

me. He would have a guardian, of course, but also a "steering committee", with his best interests,

dreams, and wishes at heart! One little girl was running for student council president, and on her poster,

she wrote: "Activities I am involved in: 1. Jacob's Circle of Friends, 2. Junior Choir, 3. Girl Scouts" (In

that order -— I was thrilled by this!!!)

This year, our focus is fund-raising. The kids (hopefully about 8 of them) are going to try to raise

enough money to support their attending the CHARGE conference. I have invited them to help me
present on Circles of Friends. I have had them do this in several forums before, and they do a GREAT
job! I hope they can raise enough funds, because I really want all of you to meet these great kids. And
their parents always extol the virtues of the circle, how valuable it has been to their character building,

sensitivities to differences, compassion, and ability to think and plan for things. It also becomes a gen-

eral circle of social support to all of them, less and less for Jacob, and more and more for the group as a



whole—they ALL support each other!

In a recent video interview, one charter circle member was asked why she thought the circle was

important. I kind of held my breath, wondering what she would say. She blew me away. She said, "The

circle is important because we help make sure that Jacob participates and is included in everything.

That's important, because if he wasn't included in everything, he'd just be with teachers all day, and who
would want to just be with teachers all day? That's no fun!" I loved that response, because it shows that

she sees Jacob as a KID, first!

Lastly, these kids are the kids who will grow up to be leaders, workers, legislators, educators, etc. in

our and other communities. They will use this experience to further the lives of people with disabilities

in whatever career they pursue. They will grow up to be Jacob's employers, support persons, and friends

to others with disabilities.

And Jacob will have a group of people committed to ensuring he has a rich life. Not just an integrated

life, not just a life free of pain, abuse, neglect, segregation, but an "enviable" life.

>
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An Effective Complement: Advocacy and Forgiveness

By Joan Guthrie Medlen, R.D., L.D.

Program Director and Editor

Reprinted with permission from Disability Solutions,

a publication for families and others interested in Down Syndrome and developmental disabilities.

To learn more, please go to their website at <http://www.disabilitysolutions.org/>

Abstract: One parent shares her perspective on maintaining a healthy balance between being an

effective advocate for your child with disabilities and practicing the fine art offorgiveness. The author

provides a wonderful guide for parents to use in making forgiveness part of their advocacy tool kit.

Key Words: family, parent perspective, parent advocacy strategies

Author's Note: This October 12, 2005 blog is admittedly written from the slant of the parent. How-
ever, all the concepts are true from the perspective of a teacher or support person.

Living the life of a disability advocate can make the world seem like a very adversarial place. Of
course, a lot of it depends on your experience. Most of the time, parents of children in early intervention

services feel nurtured by their early childhood specialists. Everyone is concerned about the development

and health of your baby and looks for the typical milestones along with you. Parents feel supported as

specialists suggest strategies to keep the baby from sliding out of the high chair, to finally get up on all

fours to crawl, or to sign their first word, "more," which everyone regrets later. I hear many parents

describe Early Intervention services as a type of cocoon, protecting them from what lies just around the

corner: school-aged services.

Over the years, I've had to advocate staunchly for my son. I remember walking into a "brainstorm-

ing meeting" to find it was a full-blown IEP review with no notice. Seventeen (17) people sat around a

table smiling pleasantly at me, reassuring me there was nothing to worry about. He was only five at the

time. In those early years I was devastated after every meeting. I felt exhausted—like one of the
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"Dementors" from Harry Potter had sucked all but a last breath from me. In just a short time, "advocacy"

became synonymous with anger and frustration.

Since then, I've learned that being an effective advocate for my son, who has significant disabilities,

means having impenetrable skin. It also means not thinking of him as my son, or me as his mother, during

the meetings or at school. Rather, it becomes a business deal from my perspective. I force myself to sit

back and watch the interaction of the team, listen to their comments, and then ask for the time I need to

process the information. All must be done with as little emotion as possible. Sometimes I am more suc-

cessful than others.

There are times when my feelings get the best of me and I am overwrought with anger, hurt, resent-

ment --- every negative feeling we have words to describe and some we do not. It is easy, perhaps too

easy, for parents to fall into a constant pattern of righteous indignation. One of the best things about the

years Andy was included in elementary school was being able to spend time with other parents who were

constructively involved with the school community rather than being surrounded by anger and frustration

all the time. This is because the school did not have a "special education room." When he moved on to

middle school, I cried when I met some parents in his homeroom, a visually-based classroom. The first

meeting I attended was filled with anger, bitterness, and blame. I felt like I was being poisoned.

How did this happen? I agree that more often than not parents have a lot to be frustrated and angry

about. Constantly maneuvering to find someone who sees your child as a great kid (rather than being told

all the things he can't do) is not easy. Living under the microscope of special education without feeling

judged at some point is impossible. The "evaluation" is not limited to academics, school situations, or

your child's strengths. Folks tend to want to know just what it is we're doing at home to teach our children.

I've been doing some reading on forgiveness over the past year. I am increasingly convinced it is the

missing link in advocacy efforts. Not being able to forgive eats away at us and breeds bitterness. The

injustice takes on a life of its own; it is all consuming. It becomes a part of daily life. That means your

adversary wins.

My first introduction to this concept came from the book, How Good Do We Have to Be? By Harold

Kushner. He tells the story of asking a woman whose husband had an affair, left her, and fell chronically

behind in child support payments to forgive her husband. When asked how he could suggest such a thing,

he replied, "'I'm not asking you to forgive him because what he did wasn't so terrible; it was terrible. I'm

suggesting that you forgive him because he doesn't deserve to have this power to turn you into a bitter,

resentful woman.'" For me, that was a new spin on forgiving someone.

The last thing my children need is a bitter, resentful, angry mother, nor do I want to be that person. I

enjoy life and like to revel in the good things, large and small. I love watching my children learn and

grow, each at their own pace. I enjoy being helpful and looking for constructive solutions or steps to

overwhelming situations. I like to laugh. I want to be a nice, warmhearted person, not a sour, negative,

cross one. I want to be able to walk into my son's school community and be the person I was before

special education entered my life.

Like many people, I wondered if I forgive people who have hurt me—whether it was intentional or

not—I also agree that nothing wrong happened. What I have learned is I do not. I had to learn what

forgiveness is, and what it is not. Here is some of what I have learned.



Forgiveness is:

Letting go of the anger and resentment you feel.

Looking for the good in a situation.

Restraint from seeking revenge and harboring resentment.

A freely chosen gift.

A personal decision. It only takes one person to forgive.

A way of healing your wounds from the injustices and hurts you have incurred.

Healthy. Research suggests forgiving those who offend you may ease depression, high blood

pressure, backaches, muscle tension, and even heart disease.

Brave. It takes a brave person to forgive someone who has hurt them without asking

anything in return.

for
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Forgiveness is not:

• Forgetting what happened. In fact, it is better to forgive without forgetting. "You can forgive

the bully and still watch your back." (Bob Enright, International Forgiveness Institute) We
can learn from every experience and make corrections. This strategy seems the best for

advocacy work. Learning (and remembering who you can trust) without hanging on to the

bitterness.

• Letting the other person or people off the hook. You can forgive someone and still hold them

accountable for their actions. This is especially true in legal situations, including IEP meet-

ings. Rules are rules.

• A guarantee there will be reconciliation. Forgiveness is a gift we choose to offer to another

person. They may not reciprocate. It takes two people to reconcile.

• Overlooking what happened. In fact, in order to forgive, a person must truly understand the

offending event.

• Condemning someone. Backhanded forgiveness doesn't do anyone any good. In other

words, offering forgiveness to show how hurt you are defeats the purpose.

• A means to justice. Forgiveness does not demand compensation first. You choose to give it

or not, no strings attached.

I believe forgiveness strengthens my ability to advocate effectively. By letting go of resentment and

anger, people are more willing to talk and problem-solve. They are less likely to worry that the discussion

will become a battle with an angry parent. Remember, forgiving someone does not mean they are not

accountable for their actions. No one loses their rights by forgiving an injustice.

Learning about forgiveness has given me a lot to think about. Have I truly forgiven every situation I

am resentful over? No. But I am working on it. I am learning that it is harder to forgive those things that

I have held onto for a long time—such as the IEP I mentioned earlier—than events that are recent. Per-

haps our response to situations becomes so ingrained that changing how we feel about it takes time and

work. After all, forgiveness is not meant to be easy, if done correctly.
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These days I am not as easily upset in meetings about my son, though I have my moments. I am
working on remembering to truly examine the situation, tease out the lessons, and then work on forgive-

ness. It feels much healthier. And I am much happier for the work.

Take care of each other.

<
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Sports Extravaganza 2005

By Alexie Rendon, Student, Ennis, TX

Abstract: An enthusiastic seven-year-old studentfrom Ennis ISD shares her experiences in partici-

pating in the Sports Extravaganza 2005, held in the Dallas area.

Key Words: family, blind, visually impaired, deafblind, personal experience, recreation, sporting

event

Editor's Note: Sports Extravaganza is an annual event open to any student with visual impairments

across Texas. It is sponsored by Region 10 Education Service Center. To get more information about

Sports Extravaganza contact Kitra Gray at <Kitra.Gray@ regionl0.org>

.

Sports Extravaganza was a weekend of fun, laughter, and play. It was this past October. You can

bring your family and friends. There are many types of events you can participate in. There is running

and many more events you can try. You should get in touch with Region 10 if you have trouble seeing or

cannot see at all. There are many teachers there that can come to your school and help you with your

work. My teacher is Sandra Greenman. The people at the Sports Extravaganza are very nice and caring.

They can come to your aid if you are having problems. It will build up your strength and running, you

will love it. One of the best things is making new friends. I made a new friend; her name is Anna. We
met at our first event, the Softball throw.

My name is Alexie. I was there. That is why I am writing this story. It was fantastic and I had lots

of fun. I was running, jumping and laughing. You might be nervous and excited at the same time. I was

when I was on the way to it. When we first got there, we registered and I saw Petra Hubbard. I have not

seen her in a long time. She gave me a T-shirt and meal tickets for my family. We then went up in the

stands. Christy spoke to us and gave us instructions. She said that the events were starting now.

My favorite event was the 25- and 50-meter run. You should try to do running; it will build up your

health and you will love it. Beep ball is an event where you have a ball that beeps. If you are blind, you

can hear the ball. One beep ball event is hitting the ball off of a tee. Goal ball is a ball that has a bell in

it. You might have to roll it to a goal. I was blindfolded and I had to roll it fast. Or, another event they

roll it to you. Sometimes the ball may be close to you or it might be further away. You get more points for

the far balls. You will love all the events, I know.

You can win a medal. First place gets you a gold medal. For second and third place and they give you

a silver and bronze medal. For fourth and fifth place, you will get a ribbon. After the event, they take you

to the medal stand. There you sit until it is your turn to get your medal.

Fun and more fun is what I thought about it. I hope you will participate in it. Look on the Internet for

more information.
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Keeping It All Together:

Lessons Learned from the 2005 NTAC and NFADB Annual Conference

By Lisa Wick, proud wife to Jay and mother to Jason 9 and Julie 3,

Texas Deafblind Family Leadership Graduate, Burkburnett, TX

Abstract: One parent shares what she learned at the Annual NTAC/NFADB Family Conference so

that other families can benefit from knowing strategies for managing life when you have a child with

deafblindness. While this training was specifically designed for family members of people with deaf-

blindness, the information is helpful to any family when they have a loved one with a disability.

Key Words: family, blind, visually impaired, deafblind, strategies for managing family life, self-help

Editor's Note: Lisa wrote this article shortly after her husband, Jay, was deployed to Iraq. On
behalf of the deafblind community, the See/Hear team would like to extend our thanks to Jay for proudly

serving our country. We eagerly await his safe return to his beloved family.

I had the privilege of attending the 2005 NTAC and NFADB Annual Family Conference, which was

held in Salt Lake City, Utah, August 25-27, 2005. For those of you who are not familiar with NTAC and

NFADB, they are the National Technical Assistance Consortium for Children and Young Adults who are

Deafblind and the National Family Association for Deaf-Blind. The conference theme was Keeping It All

Together: Strategies for managing family life when a member is deafblind. Now there is a title I could

immediately relate to! From the onset of our daughter's medical problems, my husband and I have searched

for the solution of how to "keep it all together."

So I was thrilled to get the opportunity to attend this conference with 150 other parents of deafblind

children from across the United States (even three families from Puerto Rico). The hardest part, as most

any parent can relate to, was leaving the house. Weeks of preparation and list-making went into actually

getting out the door. I spent my two-hour layover at the airport calling the durable medical equipment

(DME) company ordering supplies to be sure we didn't run out of anything. I also filled my time running

through Julie's schedule with my mother and husband half a dozen times, even though I know that they

know her schedule just as well as I do. I even contemplated not sending her to school or therapies while

I was out of town. I felt so guilty having anyone else try to juggle her schedule; it's just second nature to

me. No surprise Dad and Nana managed it all like professionals. Everything ran perfectly well without

me the four days I was gone.

The keynote speaker was Marlyn Minkin, a professional counselor in Seattle, Washington who works

with several families with deafblind children. She was wonderfully in tune to this group of parents. Our

first session, which was titled "We Are Not Alone", described how much parents of a deafblind child have

in common. We share many of the same concerns, hopes, fears, battles and celebrations for our children

and our families. Marlyn then showed us how birth order (oldest child, middle child, and youngest child)

affects how we, as adults, deal with situations and also how birth order affects how our children interact

and view their siblings.

The most insightful activity was when Marlyn had each of us fill out the Myers-Briggs Personality

Type Indicator (short version), a personality profile that sorts everyone into temperament types. As we
saw where we fell into each of the four categories, we were able to see our strengths and how we function

best. Being aware of this allows us to take control of a situation. For example, based on my profile I

don't like confrontation, and need to be able to think a situation out before I take action. That sure hit the
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nail on the head! What I learned is that if I am presented with a challenging situation, I should take some

time to think it over before coming to a decision. Marlyn stressed that there are no right or wrong

personality types, but that it is important to know your own strengths and weaknesses so that you can

make them work for you and your child.

One topic that parents find hardest to hear is that it is important to take care of themselves. Most

parents find that topic low on their priority list, and then when you add a special needs child into the mix,

self-care usually doesn't make the list. When Marlyn polled the audience of parents, the number one

reason we don't do more for ourselves was guilt. We feel guilty doing for ourselves when there are so

many other things we believe we could be doing. As she stressed over and over to us, you aren't going to

be any good to your family if you are not good to yourself.

The second most popular reason was "there just isn't enough time." One solution was "learn to

delegate." Another solution was "letting go." Even though your husband or family member can't do for

your child as well as you can, like you do, or as timely as you can yourself, you have to "let go" and let

them do the best that they can do. Marlyn showed many of us how we add to our own stress levels by

thinking we are the "only ones" who can or will do the care for our children. Others can be taught, with

a little bit of love and patience.

One of the hardest things for us, as parents of special needs children, is asking for help. An analogy

she used was that most of us really mean it when we offer to help a friend or family member and that we
sincerely hope the person accepts our offer. Why is it any different when the situation is reversed? Most

people offer to help because they truly want to help. So let them pick your kids up from school, mow
your lawn, or cook you a meal and then use that generous gift of time to take care of yourself!

Marlyn held strong that there is always time for you. Skip doing the dishes late at night and read that

book or take that bath instead. The dishes will be there tomorrow and you'll have to wash dishes tomor-

row anyway. One mother said she splurged on herself by hiring a maid to come into her home once a

week. It was interesting to hear what things we think are selfish: reading a book, watching a movie,

sewing, going to the grocery store alone, going out to eat, time alone with our spouses. These are not

unreasonable requests, yet we deny ourselves day in and day out.

Several parents stepped forward to say that they feel like they are always angry, or feel like they have

to be in "attack mode" all of the time. They feel all alone or overwhelmed. These feelings really wear on

your mind, body, and spirit. Our children can usually pick up on these feelings, and these are not feelings

we want to give to them.

Marlyn talked to us about not being afraid or ashamed to seek counseling for ourselves, our spouses

or our children (those with and without the special needs). Several couples stepped forward to say that

counseling saved their marriages, because they were not "keeping it together"; while several others wished

they had sought counseling before their marriages ended in divorce. Many mothers stood to say that

prescription medications helped them "keep it together". It doesn't matter where your family gets their

help from, just that you get the help that you need.

Marlyn also showed us how easy it is to form a parent group. She organized a parent panel by asking

six parents from the audience to come up on stage. She threw a couple of questions at us from time to

time and it went from there. I think the six of us could have gone on for days. It was so natural for us to
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just talk about our families. It was a great success. Marlyn challenged parents who said that they "have

no one to talk to" to find someone, even if it means starting your own parent group. I've stayed in touch

with a parent from Indiana who went home and did just that.

One thing I am always reminded of when I meet other parents is that "I am really lucky; we don't

have it bad, because things could be so much worse." There was a mother from South Dakota who was a

hero to all of the other parents in attendance. She was the mother of eight children, and her special needs

children were her four-year-old quadruplets. Wow, can you imagine having four toddlers at one time.

Even without the special needs figured in, that is quite a handful.

>
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I urge every parent to find a support system. There is NFADB, DBMAT (Deaf-Blind Multihandicapped

Association of Texas), TAPVI (Texas Association of Parent for Children with Visual Impairments), and

numerous other groups that you can link up to. It is a good feeling to know that you are not alone in your

journey, and a great opportunity to share information. The best ideas and tips I get come from other

parents. I am a firm believer in the old adage "there's no need to reinvent the wheel." If you are looking

to form your own group, look to local churches, hospitals, schools, or other nonprofit organizations for

help. You can look for a counselor under the yellow pages, or your family doctor can refer you to one.

Most churches also offer counseling.

The most important thing I brought home from this conference is that I need help in "Keeping It All

Together" and the only shame in needing help, is not asking for it.

Creating STARS Through Friendship

By Sarah Hinds, Sibling, LaPorte, Texas and Elizabeth Madden, Sibling, Alice, Texas

Abstract: Two siblings share what each other's friendship has meant to them and invite other sib-

lings to email them at their newly formed sibling email support group.

Key Words: family, blind, visually impaired, deafblind, sibling support

MOM'S INTRODUCTION:

STARS, which stands for Siblings Talking, Answering, Reassuring and Supporting, is a sibling email

support group created because of a friendship forged between two girls. The purpose is to encourage

siblings to connect and share their feelings, frustrations and joys. Just knowing they are not alone can be

a tremendous support. The girls have a big dream of starting a sibling support group in Texas and have

taken their first step by creating STARS. They are exploring setting up a website so that any sibling in

Texas can connect with someone who knows what they are going through. STARS has great potential

and with these creative and dedicated young ladies working on it together, they are sure to take their

dream far beyond our expectations. If you are interested in joining or want to help Sarah and Elizabeth,

you can email them at <txsibstars@yahoo.com>.

SARAH'S DREAM COMES TRUE

Hi, I'm Sarah Hinds and I created STARS: Siblings Talking, Answering, Reassuring and Supporting.

I'm the oldest in my family. I have a brother who is two and a sister who is five. I love being their big
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sister! My sister is deafblind and multiply disabled. I love my sister, but sometimes I feel left out

because everyone is always coming over for "playtime" with my sister (really therapy), and she takes up

a lot of my parents' time. There are some good things about being a sibling, like we get to go to fun

events like the beeping Easter Egg Hunt and Sibshop. STARS is different than Sibshops because you can

be a pen pal with another sibling who doesn't live near you, but you still have a lot in common because of

our brothers or sisters. My mother met a girl who had a brother with disabilities too. She was just three

days older than me and wrote me a note. I was so excited - finally someone who understands my position.

We immediately began emailing and calling each other and have become very good friends. We finally

met at the Deaf-Blind Multihandicapped Association of Texas (DBMAT) Family Retreat. We were room-

mates and did everything together. Every year, I look forward to going to DBMAT so that I can spend

time with Elizabeth and other kids who are also siblings. I was very excited to return again this year to

DBMAT and see my friend Elizabeth. This summer we went to Rangerette Camp together and learned to

do some dances. We also did fun things like swimming. Elizabeth spent a week at my house. When we
are not together, we email each other to keep each other up on what is happening. It is fun having a good

friend that's just like you. We always have a lot to talk about.

Just like my mom found Elizabeth for me, we want to find siblings that are feeling left out and help

them to find a friend forever. Who knows, they might end up helping us.

ELIZABETH JOINS THE STARS TEAM

Hello, my name is Elizabeth Marie Madden. My brother, John Terry Madden, has many disabilities.

He is 12 years old, deafblind, can't talk or walk, has seizures, eats through a G-tube and has developmen-

tal delay at a three month old level. We don't get to play together like other brothers and sisters. Every

since my parents found out about all those problems, my mom has been going to meetings, family educa-

tion and state conferences and taking me with her while my dad takes care of John Terry. One of the

meetings my mother and I went to was in Austin, Texas. There, we met a lady named Alaine Hinds. She

had told us that she had a 9-year-old daughter named Sarah. We are just two days apart! Ms. Hinds

suggested I write Sarah and I did. The next thing you know we were writing and calling each other a lot.

We kept begging our moms to meet each other so we all set it up to meet at the DBMAT Family Retreat.

Since then, every time we had a chance to see each other, we have taken it. So if my mother hadn't taken

me to that meeting, Sarah and I wouldn't be friends. This summer, we went to Rangerette Camp in

Kilgore, Texas. Sarah and I were roommates in the college girls' dorm. We ate in the cafeteria, learned

dances and made new friends, all in four days. On the way back home, Sarah asked if I wanted to stay at

her house for a week. I decided to stay, and we had a great time together.

October 2005 was my third trip to Camp John Marc and Sarah's second time. We got to be room-

mates again, climb a rock wall, slide down a zip line, go fishing and have lots of fun together. We are

excited about our new sibling support group. Through email, Sarah and I will be able to stay in touch

better and make friends with more brothers and sisters of children with special needs around Texas.

My older brother and sister are 23 and 25 years old. They did not have a chance to make friends with

other siblings. Even adult siblings need someone that understands and to talk to. So send us an email to

<txsibstars@ yahoo.com>.
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Staying Connected

Holly L. Cooper, Ph.D., TSB VI Outreach Assistive Technology Consultant

Author's Note: This article contains time-sensitive content written in November, 2005. Technology is

a rapidly changing area, and some information contained in this article may not be accurate even several

months from now.

Abstract: A discussion of current cellular telephone technology that has voice output capabilityfor users who

are blind and visually impaired. Specific phone models, software add-ons, and wireless service providers are cited.

Key Words: programming, accessibility, blind, visually impaired, deafblind, cellular phones

What could be more important to the social life of our visually impaired students or children than

access to the telephone? How many teenagers do you know who have their own cellular phone? Staying

connected to friends and family is highly desired by young people today. Isn't it important that our

visually impaired youth be able to participate in as many of the same activities and friendship groups as

their peers? For many years cell phone users had to make do with phones with which they could only dial

to place calls and answer calls. Now virtually all cell phone features are accessible with special voice

output software.

A cell phone may be a luxury, but it can also save time, and worry. Not only is it an instrument of

popular culture for teenagers and others, it's an important safety tool for people who may be stranded

alone in an unfamiliar place. Usually parents buy cell phones for their teenagers to keep track of their

location, and to provide help if needed. Safety is even more of a concern for our students. People with

disabilities are more likely to be victims of crime than the population at large. According to Joan Petersilia,

Professor of Criminology at the University of California, Irvine "Children with any kind of disability are

more than twice as likely as non-disabled children to be physically abused and almost twice as likely to

be sexually abused." Isn't it important that they have access to emergency services and assistance when

they need it?

As recently as a few years ago, strategies for making cellular phones accessible to blind users con-

sisted of braille overlays for the keys and little else. Why is it that we can make computers talk, but not

cellular phones? Well, now they can, and if it's been a while since you looked at cell phones for blind

users, it's time to look again, because there has been a windfall of accessibility options made available at

ever more reasonable prices.

You don't have to be an engineer or able to understand all there is to know about the differences in

cell phone technology, and the technology of the carriers. However, it helps to have a general under-

standing of some basic information about cell phones and the software that runs them when making

choices. There are three major types of cell phone technology in use today: GSM, CDMA and iDEN. For

our purposes here, it doesn't matter what these are, but it's important to know that these systems are not

compatible with each other. GSM is used by Cingular, AT&T, and SunCom. CDMA is used by Sprint and

Verizon. iDEN is used by Nextel. Currently the accessibility software for blind and visually impaired

users all use the Symbian Operating System, which is found only on GSM phones.

Computer users may be fans of Windows, Mac and Linux, but cell phones have their own special

operating systems. The Symbian Operating System (OS) was designed especially for cell phones, and it

allows third party software to be installed on them. Symbian OS phones are typically made by Nokia and
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are GSM, so the major carriers are Cingular, AT&T, and T-Mobile. Making the cell phone accessible for

blind users requires special software. Currently, software packages most useful for users with visual

impairments are Mobile Accessibility, Mobile Speak and Mobile Magnifier from Code factory; and TALKS
from Cingular. These software packages are compatible with the Nokia 3650, 3660, 6600, 6670, 7610,

and N-Gage QD.

Accessibility software makes speech output available for almost all of the cell phones features, in-

cluding caller ID, battery meter, text messages, email, call list and the like. But remember, you must have

the right cell phone with the right operating system, and you must also purchase the software. While

paying full price for the phone and software can run as high as $300 or more, some carriers give rebates

on the phones with a one or two year service agreement, and some give a rebate for signing a service

agreement and providing proof of disability.

<
o
o

GSM TECHNOLOGY

TALKS is accessible speech output software available through Cingular Wireless for the Nokia 6620

model phone. The software is stored on a Multi Media Card (MMC) that is inserted into the phone

similar to a SIM card. TALKS software provides speech output for screen displays, keystrokes, menu
selection and other features. It also allows the user to hear incoming caller ID; monitor the signal and

battery strength; write and read notes, text messages and email; add, edit and dial entries in the contacts

list; use the appointment calendar and alarm clock; and edit the phone profile and settings.

Additional software solutions for phones with the Symbian Operating System are available from

Code Factory and include Mobil Accessibility, Mobil Speak, and Mobil Magnifier. Mobile Accessibility

is the most full featured software, allowing users to read and send text messages; access, add and remove

contacts list entries; use caller ID; access calls-received lists, including calling back the numbers; access

call logs such as calls missed and numbers dialed; read battery levels and signal strength; and associate

ring tones with specific callers. In addition, the voice output is available in English, Spanish, French,

German, Italian, Dutch and Norwegian. Mobile Speak includes all of the features of Mobile Accessibil-

ity and an accessible calculator, an accessible sound recorder, a game, an MP3 player, and FExplorer, a

file-system browser. Mobil Magnify enlarges all items of the cell phone display, and automatically

detects and magnifies the area of interest as the user navigates through the cell phone's menus and func-

tions. The user can zoom in to different areas of the phones display to magnify desired items.

iDEN TECHNOLOGY

For iDEN technology used by Nextel, Text-to-Speech (TTS) software is available as an upgrade to

the Motorola i355 phone. TTS uses voice output to guide the user through menus, and placing and

receiving calls. It allows the user to hear the numbers pressed; hear the name, numbers and contact types

of each entry in the contacts list; hear the status information such as signal strength, battery level, date

and time, and hear menu options as you scroll through the main menu.

CMDA TECHNOLOGY

Another accessibility approach is a cell phone with built-in voice recognition and voice output soft-

ware. CMDA phones used by such carriers as Sprint and Verizon include these options and are available

on LG VX4650 and LG VX4700 and others. They allow users to access voice dialing, caller ID, phone

status and other features. Contact names and phone numbers can also be entered. These phones are
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usually less expensive than those with the Symbian OS with purchased third party software, but they do

not allow access to email or text messages. Some models do not allow access to other cell phone features

for visually impaired users. In addition, speech recognition software can be difficult to use in noisy

environments.

DEAF BLIND ACCESSIBLE COMMUNICATION

A new product from Alva, makers of braille displays for computers, is the Alva MPO. The Alva

MPO is a portable personal organizer and note-taking device with a refreshable braille display that runs

the Windows CE operating system. The MPO includes an accessible cellular phone that uses voice

output and a braille display. It also has text messaging capability. The phone itself is a typical cellular

phone, not a TTY, so the user must have adequate hearing to listen to phone calls, or must use text

messaging. Unlike some other braille note takers, the AlvaMPO does not feature internet access or email, although

it can use Active Sync to send files to and from a computer so the user can read stored web pages, or compose email

and send from a computer. The Alva MPO is available from Nanopac, and is comparable in price to other braille

note takers on the market.

Another accessible communication option for users with deafblindness are braille note takers with

refreshable braille displays. The BrailleNote and PAC Mate are braille note takers with optional refreshable

braille displays have internet and email capability. The PAC Mate features MSN instant messenger pre-

loaded, and the BrailleNote has the capability of running instant messaging software loaded by the user.

GENERAL INFORMATION

The organization American Foundation for the Blind (AFB) has taken a substantial interest in the

accessibility of technology for people with visual impairments. AFB's technology division is the Tech-

nology and Employment Center in Huntington (TECH), West Virginia. AFB TECH conducted a survey

of blind and visually impaired people to determine which features of cellular telephones users considered

the most important. They developed the list they call the "Sweet 16," of the sixteen most desired fea-

tures. As you can read in the list below, the first three features: keys that are easily identifiable, voice

output, and accessible documentation are all tied for first place. As cell phones become smaller and

sleeker, it's important for consumers to try the keypad and be sure that the keys are arranged in a standard

order and can easily be distinguished from one another. All accessibility options included in this article

(except Mobil Magnify) include voice output, but the phones and software vary in how many of the

features in the list are accessible by voice output.

h3
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1. *Keys that are easily identifiable by touch

2. *Voice output

3. *Accessible documentation

4. Battery level indicator

5. Roaming indicator

6. Message indicator

7. Phonebook

8. Phone lock mode

9. Keypad lock mode

10. Power indicator

11. Ringing or vibrating mode indicator

12. GPS feature

13. Signal strength indicator

14. Ringer volume control

15. Caller identification

16. Speed dialing
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See the resources list below for further information about accessible cellular telephone technology

for people with visual impairments. Read the product reviews on the APH TECH website and newsletter,

read the features offered by each wireless phone company, and talk to or email people who actually use

the phones, if you know any. Bear in mind that products and software are constantly changing, so infor-

mation on which someone based their selection on six months ago may no longer be valid. For the most

current information, talk to your local dealers, and read their websites.

RESOURCES

<
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ABC Channel 7, Chicago.

Cell Phones Help Blind and Visually Impaired Communicate

This feature article about an attorney who is blind who discusses cell phone features was writ-

ten in May 2005.

<http://abclocal.go.com/wls/story?section=News&id=30429 1 9>

Access World Newsletter from American Foundation for the Blind

We think they hear us now: Cell phones with speech

Discusses the Sweet 16 most desired accessible features and which phones and software are

currently the best. May 2004.

<http://www.afb.org/afbpress/pub.asp?DocID=aw050306>

American Foundation for the Blind

TECH evaluates cell phones

AFB rates desired features in this article and finds accessible phones lacking. They like

Cingular which offers TALKS along with the Nokia 6620 for a total price of $299 after rebates.

Undated.

<http://www.afb. org/Section.asp?SectionID=57&DocumentID=2419>

Accessible Cell Phones for the Blind and Visually Impaired, by Abraham A. Sweiss, December

2004.

This article includes a spread sheet of models and features with ratings for accessibility. A
blind user posted this site, which has few visual features, but much good information

<http://itaf.home.att.net/>

Accessible Cell Phones Solutions for the Blind and Visually Impaired by Ray Gonzales, Febru-

ary 2005.

American Council for the Blind in Nebraska website includes this article written by Ray

Gonzales, a sighted cell phone user and engineer who sold phones and wanted to help users

with visual impairments find cell phones that worked for them.

<http://www.acb.org/nebraska/accessiblecellphones.htm>

Cingular Wireless

TALKS software with Nokia phone. Read about the software and phone and features, as well as

a special rebate offer that is available as of November, 2005.

<http://www.cingular.com/about/talks_program>
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ETO Engineering

A product vendor of accessible cell phone technology for a variety of disability needs, the Eto

Engineering website provides detailed descriptions of software and hardware with prices and

ordering information.

<http://www.etoengineering.com/index.htm>

Nanopac in Tulsa, Oklahoma is a vendor of assistive technology devices for people of all dis-

ability types. See their website for information about phones and software as well as a discus-

sion of accessible cell phones.

<http://www.nanopac.com/Mobile%20Speak.htm>

Tyiska, C. G, (undated). Working with crime victims with disabilities: An OVC bulletin. Re-

trieved December 7, 2005 from National Organization for Victim Assistance (NOVA), <http://

www.trynova.org/victiminfo/ovc-disabilities/>

Taking Up Makeup

by Cyral Miller, Director of Outreach, TSBVI

Abstract: Collected tips and resources to help parents and teachers provide instruction in how to use

cosmetics for young girls with visual impairments.

Key Words: programming, blind, visual impairments, deafblind, makeup, cosmetics, self-esteem

Social acceptance and self-esteem are often related to how young people perceive others, or think

their peers observe them. Physical appearance and types of grooming will factor enormously into those

perceptions. It is no surprise that magazines aimed at this age group heavily feature advertisements for

beauty products. In junior high or high school, many young girls are wearing makeup to class, to social

events and even for sports. Young girls with visual impairments clearly need to be aware of this dimen-

sion of the peer scene and be offered enough information to make informed choices on how they ap-

proach cosmetics.

Learning the proper use of makeup is an aspect of independent living skills, part of the Expanded

Core Curriculum for students who are blind or visually impaired. Many moms or older sisters teach

makeup skills to their daughters and siblings, designing adaptations as needed. In that case, these skills

will not need to be addressed at school. Other parents are not sure how to teach their child who either

cannot see at all or who has impaired vision. In those situations, it would be appropriate to consider

adding goals related to these skills to an IEP.

There are a variety of primarily informal sources for learning how to adapt the art of makeup to

accommodate blindness or visual impairment. In the Independent Living Skills Curriculum published by

the Texas School for the Blind and Visually Impaired, Volume 2, there is only this short paragraph spe-

cifically about makeup: "Allow students to experiment with applying different types of cosmetics. Dis-

cuss colors and shades appropriate for their skin type, hair, and clothing. Discuss the importance of not

using too much makeup. Help students choose people to give them advice and assistance when selecting

makeup (e.g., friends, sales people at cosmetics counters)." (Independent Living Skills Curriculum. Vol.

II: Self-Care and Maintenance of Personal Environment, Loumiet, R. and Levack, N., TSBVI, Austin.
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Texas, 1991) There are several important related skills in the personal hygiene and grooming section of

that curriculum, such as exploring hairstyles, shaving, purchasing grooming supplies, and tweezing eye-

brows.

A practical strategy is to seek out the expertise of cosmetic professionals. Many department stores

have cosmetic sections with salespeople who are skilled in selection and application of a range of types

of makeup. These individuals can give valuable tips and help to find the proper colors and tints for

specific complexions. Teachers (or family members) may want to accompany a student with a visual

impairment and provide verbal explanations of what the professional is doing.

An older written resource is The Art of Makeup for the Visually Handicapped by Dorothy Pirozzi.

This booklet was published by The Lighthouse, from The New York Association for the Blind in the

1970s and may no longer be available. Ms. Priozzi, a former fashion model, asserts "I have discovered

various methods of applying my own makeup that demonstrate that a blind person can makeup as well as

any sighted person.'
1

The booklet is comparable to other written materials available on this topic, which

are primarily suggestions written by blind adults with tips based upon their experiences.

Two other references of a similar nature are found on websites: The American Foundation for the

Blind has an article with tips for makeup application. Look on the AFB website at

<http://www.afb.org/Section.asp?SectionID=40&TopicID=2 1 5&DocumentID=2773>. Another written

source based upon personal experience is the American Printing House for the Blind's Fred's Head. This

is an excellent resource for a wide variety of tips and suggestions about both typical and unusual aspects

of living with blindness. Go to <http://sunl.aph.org/cgi-bin/starfinder/18399/fred.txt> or go to

<www.aph.org>, click on Fred's Head Database and search for "How to Apply Makeup". There is also

some information on a British website, Action for Blind People at <http://www.afbp.org/information/

advice/beautysense. asp>.

Nancy Hefner and Jeri Cleveland, teachers at the Texas School for the Blind and Visually Impaired,

also shared their suggestions. Nancy even took a free period to put on her makeup and shared tips as she

went along! The consensus from these women, and others, is that the face is such a sensitive part of the

body that it is relatively easy to be able to monitor putting on makeup.

The following are tips found in many of these sources:

• First, have the student practice each new makeup technique using fingers or brush without

makeup so that she can feel exactly where to apply the product.

• Put on moisturizer before applying foundation, as that helps stabilize the rest of the makeup

and has a slightly sticky feeling that makes it easier to feel where the foundation or other

products have been spread.

• When applying foundation, use a finger rather than a brush so you can feel your progress.

The key to even application is to use fingers to feather and smooth up and out so that you

can barely feel the makeup. Blend and blend some more!

• Several women suggested mineral powders that apply with a brush without fear of lines yet

feel more like a cream.

• Use a predictable sequence; start at the same place each time so that you can keep track of
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what has already been applied. It is helpful to start at the cheeks, then the chin, then the

nose and finally the forehead.

For powder - start on one cheek and go across, being careful around the nose. Makeup

tends to pool on either side of the nose so feather carefully with your fingers.

Blush is easy to apply once you find the cheekbones and follow that line up to the hairline.

To apply blusher, smile and brush the blusher onto the apples of your cheeks away from

your nose towards your ear. Less is better with blush.

Count the number of strokes needed to apply each kind of product when you are learning

how to apply, so that you can put on the right amount.

Cream-based makeup is less prone to going in the wrong places.

Start with a clear gloss or chapstick until the student is comfortable with the motion, and

then proceed to deeper lipstick colors. You only have to apply lipstick to your bottom lip. It

will naturally cover the top. Pinch the sides of your mouth and the centre of the top lip to get h^
rid of any excess. ^3

o
Some people prefer a brush and some a sponge for applying eye shadow. With the eyes ^s

closed, it can be applied and then smoothed with the fingers. Use the fingers to wipe away jh

any excess that may have accumulated under the eyes as well as in the inner and outer ^
corners.

z
• Eyeliner and mascara can be harder to apply and some consider them optional. For special

occasions, many spas offer eyebrow and eyelash tinting that lasts for about three weeks.

Some women have had eyeliner or mascara permanently applied by a beautician. ^s

• Place the mascara brush at the lash roots and slowly pull it away as you close and open your

eye to avoid letting it touch the area around the eye.

• Keep your eyebrows tidy by brushing them through regularly with a toothbrush or stroking

through a dab of Vaseline.

• If you want to use nail polish, consider a clear coat or simply buff them. You may also put a

little vaseline around the finger, next to the nail so that any mistakes can be wiped off easier.

Keep your nail polish in the refrigerator so that it will be easier to feel where the polish is

going. Or, simply save your money and get a manicure and/or a pedicure.

Many, if not most, people with visual impairments have some level of residual vision. A strong

magnifier mirror and proper lighting can help take some of the guesswork out of applying makeup. There

are also products such as the Eye-To-Eye cosmetic lens (<http://www.see-eye-to-eye.com>) that offer

magnifying powers with a single lens designed to only cover one eye at a time. This allows application of

makeup to one eye while getting the best possible vision from the other. A visit to a cosmetics depart-

ment will yield many other products designed for any user that can help make the task easier for a person

with visual impairment, too.

Looking good can be as important to a young girl with a visual impairment as it is to her sighted

peers. Not all girls will want to wear makeup, but knowing what it is, and how to apply it for the best

effect, is another way to provide a girl with opportunities for self-expression and self-determination on

how to present herself to the world. Have fun exploring the world of cosmetics!
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Incorporating Active Learning Theory into Activity Routines

By Kate Moss and Stacy Shafer, Education Specialists, TSBVI Outreach
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Abstract: This article focuses on Phase IV and VofLilli Nielsen's five educational phases of educa-

tional treatment outlined in her book, Are You Blind?, and how the Active Learning principles can be

incorporated into activity routines.

Key Words: programming, blind, deafblind, visually impaired, Active Learning, Lilli Nielsen, activ-

ity routines

In Dr. Lilli Nielsen's book, Are You Blind?, she outlines the five phases of educational treatment we
can use to help the child with blindness or deafblindness grow emotionally and develop cognitively. The

purpose of using the techniques of the first three phases is to establish "an exchange and balance between

periods of interaction and sound self-activity, between dependence and independence." In Phase IV,

which Dr. Nielsen calls "sharing the work", she describes a child who is at a place where he is ready to

learn that taking action and interacting with others is within his capabilities.

If we think about the child at each of these educational phases we can see the progression:

Phase I - The child is very inwardly focused, engaging in self-stimulation, with very limited experi-

ences with objects in the environment, and who is very reluctant to engage with others except the most

trusted adult (usually a caregiver).

Phase II - The child is somewhat more interested in his environment and others and can be engaged

in brief interactions around high-interest objects or actions or "start-stop-start" games such as patting,

swinging, bouncing, rocking, etc. He is still somewhat withdrawn, has limited interests, has limited

ways to make contact with others, and has limited things he can do with objects. He can "play" along

side the adult and show some interest in what the adult is doing, but does not try to imitate the adult.

Phase III - The child is interested in more interactive types of games (sometimes referred to as "you

to me and me to you" ) where he can take a turn, although he may not be able to initiate these games.

Many of these games have imitative elements. The child may take time out from the game to process the

experience or explore independently, but will come back to the adult to continue the game. He is inter-

ested in his environment and other adults and may fuss when the activity comes to an end.

Phase IV - The child is ready to learn that taking action and interacting with others does not mean he

has to do everything or do it perfectly. He has confidence in some of his actions or activities. He is

beginning to understand time and a sequence of events and will often become upset or act threatened

when familiar activities are changed.

Phase V - The child is ready to learn that his own actions have consequences. He generally feels

secure interacting with others and though he still may have difficulty initially handling change, he is

showing more coping skills. He should have an emotional age of two years before attempting to work

with him at this phase. (Nielsen, 1990)

Dr. Jan van Dijk, in his approach to working with deafblind multiply disabled children, also empha-

sizes the importance of establishing a relationship and learning to read the child's subtle communication
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as a first step. Similarly he uses co-active movement following the child's lead to engage the child in

interaction. He develops anticipation through building structured activities and routines; then slightly

changes something in the routine to introduce novelty and learning. All along his goal is to build the

child's self-esteem and confidence in his abilities to do for himself and to interact with others. Specific

communication skills are tied to these experiences as concepts are developed through experiential learn-

ing. (vanDijk, 2001)

Best practices teach us that throughout the child's development in these early stages, routines and

turn-taking interactions play a critical role. For example, all children participate in basic care-giving

activities such as bathing, diapering, and feeding. Through these care-giving activities that occur daily,

the child begins to establish a memory and can anticipate events. Later on, through participation in

simple turn-taking games that are done in a routine way, the child is able to cause the adult do something

pleasurable by taking an action of his own. Still later in his development, the child is able to take part in

a simple series of actions that result in some desired outcome through more structured routines. Finally

the child develops independence in completing the steps of the routine he has spent time "helping" the

adult to complete.

PHASE IV - SHARING THE WORK OR LEVEL I ROUTINES

In her book, Communication: A guide for teaching students with visual and multiple disabilities,

Linda Hagood describes three levels of routines, and the child at Phase IV is just at Level I. In the Level

I routine she describes an activity that:

Uses short, easy, predictable steps.

Has a consistent beginning and end.

Occurs at a consistent place and time with consistent objects and person.

Is based upon the interests of the child.

Is done with the adult in close proximity.

Focuses on relationship building.

Does not have the expectation of the child completing the activity on his or her own.

Uses non-language forms such as objects, vocalizations, touch cues, etc.

Views non-communicative behaviors as having communicative intent.

When a child is engaged in an Active Learning approach, it is at Phase IV when we begin using

activity routines to supplement his independent exploration activities and simple interaction times with

an adult.

At this phase the child should exhibit confidence in performing some actions or activities and have

some beginning understanding of time and a sequence of events. When the child is demonstrating these

traits, you can begin to include some routines where you expect the child to play an active part into a

portion of each day. For example, he might show some anticipation of a familiar set of steps used in

making his breakfast by trying to help pour the milk in his cup when the milk carton is opened. He may
also become upset when he discovers that the carton contains orange juice and not milk.
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Select a Motivating Activity

So how do you begin? As a first step, try to select activities that are motivating to the child. Think

about the things (the objects) the child most enjoys playing with in independent exploration or in times

when you are interacting with him. Are there activities you can design that will incorporate these mate-

rials? For example, if the child is interested in wire whisks, could you use a whisk to make instant

pudding? Also consider the kinds of actions the child finds interesting. Can some of these actions be

included in the routine you design? If the child likes to bang the whisk on another object can you have

him bang the whisk from the finished pudding on the side of the bowl?

Pick an activity that is simple, one without a lot of complicated steps. Some of the payoff for partici-

pating in the routine needs to be apparent to the child from the beginning— "I get to play with the object

I like." Additional perks for hanging in there until the end of the activity should also be included along

the way— "I really like chocolate. I like banging the whisk on the side of a bowl with my teacher. I like

to tear open cartons."

Organize the Materials

Participating in a routine with a child requires your undivided attention so you can respond to him

emotionally and not miss any of his comments or reactions. Make sure you have all the materials you

will need collected before you begin the activity. Think about the space where you will do the routine. Is

this a space where the child feels comfortable and is not distracted by events or people? Is the area set up

so that you can be at the child's level, even if that means sitting on the floor? If the child can't or won't

sit, can he physically access all the materials and complete an action? This might mean covering the

floor with a protective cloth if the activity is likely to get messy. Will the child help you collect some of

the materials or is that too much to ask of him at this point? Get everything ready before you ask the child

to come "play".

Provide Time to Explore

Give the child time to explore the space and the materials you will be using during the routine. Be

sure to let him explore it in his own way and not the way you think he should explore it. If possible, let

the child experience his own exploration of the objects outside the routine before introducing it into a

structured routine.

Share in his exploration by having a duplicate set of materials for you to use or by giving joint

attention to the object. For the visually impaired child this is often demonstrated through a shared tactile

experience using a hand-under-hand approach (Barbara Miles, 1999). For example, if he bangs the wire

whisk on the table, have one you can bang along side him. If he puts his hand in the water, put your hand

in there with his so that he knows you are aware of what he is doing. Don't hurry him in his exploration

— this means you need to allow plenty of time for the routine.

Set up the Sequence

It is necessary to the child to provide a clear sequence of steps in the activity. Using a slotted box

like the ones typically used for a daily object calendar works well. Place an object you will use in each

step in sequential slots of the box. Organize them from left to right so the child can find his way to the

next step easily as each step is completed. Provide a finish basket or box to discard the object after you

have completed the step. After he becomes more familiar with the routine the child may be able to help
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you load the objects into the slots after he has thoroughly explored each one. If not you may quickly

review each one that you have pre-loaded into the slotted box so he knows where each object and action

occurs in the sequence.

Complete the Steps

As you introduce each step, give the child a little time to re-explore the object before asking him to

"help" complete the step. Then you can give him the word or sign for the object and model what you are

going to do such as pour, stir, throw, tear open, etc. In the beginning the tasks you are asking him to

complete can be completed in a few seconds up to a few minutes without any consideration for how
perfectly the child can complete them. Be sure he understands which parts you are asking him to com-

plete and which parts you will do. Most importantly, give him plenty of time to attempt to do the step

before helping him complete it.

Modeling using a hand-under-hand approach during the routine, allows him to access what you are

doing without making demands upon his hands to do all the work. If the child wants to explore the object hh
a bit more after you use it, let him, but finish each step by helping to place the object in the finished box. p5
Going back to the left-most slot and feeling for the next object can be beneficial in encouraging the child Q
to look for the next "step" in the routine. (This is the perfect time to begin to introduce the concept and ^
language of "next".) Eventually (after many times helping you do the action) the object should prompt ^3

the child to take the action independently. Wait silently and patiently! ^
Be Mindful of Pacing

Though you don't want to rush the child through the activity, you also don't want to lose him by 2
dragging things out too long. This is where your teaching becomes an art; you have to be a keen observer ^
of the child's emotional state. You know the child and can read his signs of boredom, anxiety, or plea-

sure. Allow more time for his "fun" parts and move more quickly through steps that are less pleasurable.

Clean Up and Put Away

To whatever degree the child is capable have him help you collect materials and clean up the space.

At first this might simply mean helping you get a key item from its place or put the object representing

the activity in the finished basket. If he can carry dirty materials to a sink or throw a water toy into the

bucket, get him to do that much. Over time, he should be able to take on greater responsibility for

collecting and putting away the materials.

After the Activity is Completed

Take a few moments after the activity is done to "talk" about how the child helped. Don't overly

praise him, just comment on his successes and what you did together. If the child is using a calendar

system at an anticipation level (at least), you may be able to reflect on the activity before you place the

representing symbol in the finished box or basket.

Throw a Curve Once the Routine is Well-Established

When the routine has been completed a number of times and the child is definitely familiar with both

the materials and the steps, it may be time to throw him a curve. For example, change the container that

holds the milk, put bubble bath into the water, get a very large wire whisk or a very small one. Don't

change too much too quickly. You will likely see some surprise or even anxiety when he encounters the
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change. This surprise will provide a great topic for conversation. It also will expand the child's knowl-

edge of objects and /or actions based on a very familiar, understood event. This is the way we all learn

the best, not too much new to take in at one time.

CONCLUSION

Using routines is an invaluable tool when working with children who are developmentally delayed.

A well-designed routine provides a great structure for learning. Incorporating Active Learning principles

into the routine is also helpful. Just remember some of the points Dr. Nielsen mentions:

• Help the child learn that to be the one who does something does not necessarily mean that

one has to do everything or do it perfectly.

• The abilities the child has been successful with in previous educational phases form the

basis for deciding which activities can be used for the technique of sharing work.

• Keep tasks short (few seconds or minutes) initially, accept whatever the child does as cor-

rect.

• Explain each time which parts of the activity the adult will perform and what the child will

do.

• Give plenty of time for the child to initiate the task and wait silently and calmly — be

neutral.

• Let the child know how long the activity is supposed to last.

• Try to keep the environment the same or only make gradual changes.

• Before going to more complicated and longer lasting activities the choice of technique for

every part of the activity should be given careful consideration.
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Building a Foundation of Confidence

By Barbara J. Madrigal, Assistant Commissioner, Division for Blind Services

Abstract: This article reviews services available through DBS and how to access those services.

Key Words: News & Views, blind, visually imparled, deafblind, Division for Blind Services, DARS,

disability, confidence, self-esteem, services

As I have crisscrossed the state speaking to consumers and parents about developing confidence and

self-esteem in their children who are blind and visually impaired, I have been encouraged and inspired by

the welcoming and enthusiastic response to this message. Parents across the state have told me, and then

told me again, how much they desire for their children to be challenged to meet their potential, to become

confident and independent, and to contribute to the community. And, inevitably, I have encountered the

question, "But what does DBS do, and how can it help me and my child?"

Well, to quote Elizabeth Barrett Browning, "Let me count the ways...."

DBS has two programs that serve youth and children, the Blind Children's Vocational Discovery and

Development Program (BCVDDP) - or the Children's Program - and the Transition Program.

As you can tell by the name of our Children's Program, we believe in encouraging and preparing for

the future and for the world of work from an early age. Preschool children understand that their parents

go to work and they begin talking about what they will do when they grow up. So our Children's Program

works with families to cultivate a positive adjustment to blindness and good communication and inde-

pendent living skills that will foster confidence and independence as well as contribute to the child's

vocational potential.

The Blind Children's Specialist works with each child and family to create a plan of services that is

tailored to the child's unique needs and circumstances. The Specialist works in partnership with the 5J
family and extended family, school personnel, doctors, therapists, and others in the community who pro- H
vide assistance, services, and/or supports to the child. ^

The Transition Program focuses on preparing for the youth's future transition from school to adult $p
life. Transition planning is student-centered and involves collaboration between the student, the family, ^
the school system, and any other support systems available to the youth and family. Transition services

bring together resources and supports that promote the achievement of independence and vocational

success; the earlier planning can be initiated, the sooner supports and services can be coordinated to

achieve the goals of the student.o v

The Division for Blind Services starts early transition planning for students beginning at age ten.

Although age ten is the targeted age for referral to the Transition Program, children who are developmen-

tally delayed or more severely impaired may remain in the Children's Program until they have attained

the developmental milestones necessary to benefit from the Transition Program.

Both the Children's Program and the Transition Program offer a wide range of services associated

with six major skill areas. We think of them as stepping stones to an independent, productive, and satis-

fying life.
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SERVICES ASSOCIATED WITH SIX MAJOR SKILLS AREAS

Adjustment to Blindness

Blind Children's Specialists and Transition Counselors familiarize families with diagnostic proce-

dures, medical treatments, and other things they need to know to support their child. Other services are

designed to equip the youth with coping and self-advocacy skills to boost their confidence and self-

esteem as they adjust to living with a visual impairment.

Independent Living (IL) Skills

IL services promote independence and self-sufficiency as the youth grows and matures. DBS and the

family identify services that support the child in being as independent as possible in everyday life.

Communication

With strong communication skills, youth who are blind or have a visual impairment can thrive at

home, in school, and in the community. DBS promotes development of a variety of skills including

reading, writing, and using Braille; using assistive technology; accessing information; and other commu-
nication techniques.

Travel

Youth who are blind or have a visual impairment must develop orientation and mobility skills to

safely navigate and explore the world around them.

>
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Support Systems

DBS helps youth and families connect with a wide range of community support systems such as peer,

parent, and sibling support groups; advocacy organizations; and educational support groups.

VOCATIONAL DISCOVERY AND DEVELOPMENT

For a child with a vision disability, vocational discovery begins at an early age and involves the

whole family. In order to grow into independent, confident, and productive adults, the children learn

problem-solving and organizational skills. DBS assists youth in career exploration and vocational devel-

opment.

But what does this mean in terms of services? Again, let me count the ways. DBS staff provides

ongoing evaluations to determine changes in vision and/or service needs. They provide individual and

group skills training in a variety of areas such as social skills development, technology, advocacy, and

independent living skills. They share knowledge and expertise by developing workshops and confer-

ences, often in collaboration with the local ESC or other community resources. They can provide infor-

mation and training to support the family in understanding their rights and responsibilities throughout the

educational process, including attendance at ARD meetings or on-site educational observation and con-

sultation with teachers and other education professionals. They assist in developing connections to sup-

port groups for youth, parents, and siblings and to mentoring relationships with peers and adults. They

develop summer work activities and programs for older youth, including individual or group training for

students and families (e.g., Braille, social/behavioral skills for vocational success, using technology,
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accessing information, advocacy skills, career exploration, job readiness workshops, etc.). They provide

literature and training materials, information about assistive technology and developmental equipment,

and referrals to other resources. The family's economic resources, the responsibilities of the child's

educational program, and the availability of comparable benefits and resources are considered during the

purchase of services.

The Division for Blind Services would like to work with you and your family. If you are currently

working with a Blind Children's Specialist or Transition Counselor but were not aware these services are

available, please contact your provider to schedule a meeting. If you would like to work with us and are

not yet enrolled in services, please contact DARS Inquiries at 1-800-628-5115 (V/TTY) — let them

know you would like to apply for DBS services and they will give you contact information for your local

DBS office.

The Gift of Time

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: Dr. Phil Hatlen discusses the importance of making time to teach the expanded core cur-

riculum to students with visual impairments, blindness and deafblindness.

Key Words: News & Views, blind, visually impaired, deafblind, expanded core curriculum, role of

theTVI

When my youngest son was five years old, a summer birthday kid, my wife and I became entangled

in a very distressing situation. Two groups of "experts" began to talk with us. One was the Association

for Early Childhood Education who strongly promoted the position that the "barely five" child should

start kindergarten. The other group, founded, I think, by Gessel, bombarded us with their favorite phrase:

"Give your child the gift of time". There is no hurry in starting school. Your child could gain so much
information, confidence, and maturity by waiting another year.

Lucas began kindergarten that year, and six years later repeated sixth grade. In his case, the "gift of

time" would have been so important. He spent six years in school being the youngest and most immature

child in his class. Now he is the oldest and most mature, and it's made an amazing difference in his self-

esteem and performance.

The gift of time. It sounds so politically incorrect at a time in our evolvement when preschool

children are supposed to be reading fluently by the time they get to kindergarten, at a time when high-

stakes testing begins at third grade, and pity the poor eight-year-old who doesn't pass, at a time when the

expectations we place on children become higher every year. Do our children suffer anxiety and frustra-

tion as expectations of their achievement grow higher and higher?
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Does time and instruction in the Expanded Core Curriculum (ECC) have any relationship? You
would probably answer, "Of course they do. My ability, as a TVI, to deliver the ECC is totally a time

issue". And for years I've been telling TVIs that the time issue is theirs, and if they would get their

priorities straight, they would find the time to teach the ECC. In recent years, I've offered several poten-

tial solutions to having the time to teach the ECC. They went up the flagpole, but I don't think many
colleagues saluted.
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One suggestion about delivering the instruction needed in the ECC was (is) to involve others in this

effort. Why not have the local rehabilitation agency teach social skills and independent living skills?

Why not have some other agency take over in the area of career education? Please know that this has

never been my suggestion, because I have a major problem with this proposal. I believe that you TVIs

and I have very, very special skills—skills that provide us with the knowledge of how to adapt a visual

concept so that it provides similar information either tactilely or auditorily. Skills that enable blind and

visually impaired students to learn. I question the skill level in creative adaptation and development of

our colleagues in other disciplines.

So let's take another look at the time issue. How about giving the gift of time to the blind or visually

impaired student? I believe that it is unrealistic and a disservice to many of our students to expect them

to complete their education in 12 years. Most blind and visually impaired students should have at least

14 years of education. It should consist of a balance between academic needs and ECC needs. Even for

those students whose academic needs are overshadowed by their functional needs, these additional years

are critical.

This concept requires a recognition that blind and visually impaired students have more to learn than

their sighted classmates. Their loss of vision adds significantly to the concepts and skills they need to

learn for adult life. This does not mean that they are being "held back" because of academic failure, and

this may be the most difficult concept for parents and to students.

>
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I propose that we study ways in which we can extend the educational life of blind and visually

impaired students from 12 years to 14 years. This will take some doing. First, we will have to convince

parents that the blind or visually impaired child has so much more to learn that it will take this additional

time. Second, we will have to convince students that this does not mean we are retaining them for

academic reasons. No student wants to be "held back", and thus not graduate with her peers. Yes, it will

be a significant task to convince students that blindness and visual impairment require additional learn-

ing opportunities to the extent that they will graduate from high school at age 20, rather than age 18.

Many have recognized the need for this "gift of time", and have tried various approaches to meeting

the ECC needs of blind and visually impaired young people. In 1972, the Living Skills Center for the

Visually Impaired was opened in Richmond, California, because it was recognized that RLF graduates

from regular high schools in Northern California were not ready to live and work in the community. In

2002, TSBVI, in collaboration with the DARS - Division of Blind Services, opened a post-secondary

program for the same reason. These attempts at solving the issue of teaching the ECC meant that most or

all learning of ECC curriculum took place after high school graduation. I suppose this is better than

nothing, but it's the equivalent of teaching an 18-year-old to read because there wasn't time to do it in

school.

If we infuse in our blind and visually impaired children the concept of equality, including the equal-

ity of education, then how do we convince them and their parents that equality really means providing the

time to learn all aspects of academic education and the ECC in order to be prepared for adult life?

What's the big hurry in life? Why not give our students the gift of time?
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In an Emergency

By Beth Dennis, BCP/Transition Consultant, Division for Blind Services

Abstract: This article reviews and consolidates articles and emails circulatedfollowing Hurricanes

Katrina and Rita that provided specialized advice regarding emergency preparation for parents with

children who are disabled.

Key Words: News & Views, blind, visually impaired, deafblind, disability, emergency preparation,

disaster

In the aftermath of Hurricanes Katrina and Rita, many articles were published and emails circulated

providing advice for parents and caregivers of children with special health care needs. The panic and

distress of dealing with an emergency can be alleviated to some extent with thoughtful preparation.

BEFORE A DISASTER

Not surprisingly, the number one tip for emergency management was to prepare for your family's

needs before a disaster. Remember that telephones and cell phones may not be available after a disaster

strikes, so advance preparation is a necessity. Discuss your specific needs with your support network.

Give a key to family, friend or neighbor who may be able to assist you, or inform your support network

where you hide the extra key.

Local emergency management offices often maintain registers of people with disabilities. Contact

your local emergency management office now to register. Obtain and use a medical alert tag to identify

your child's disability.

If you have pets, include the pet's needs in your planning.

Prepare an emergency kit that includes: ^
1. Flashlight with extra batteries

2. Portable, battery-operated radio and extra batteries r/y

3. First aid kit and manual ^P

4. Emergency food (including special foods or formulas) and water for at least two days per <
person W

5. Manual can opener ^
6. Essential medication for 3-7 days

7. Cash and credit cards (be sure to withdraw cash in advance)

8. Sturdy shoes

Also, maintain a list of important items and store it with the emergency supplies:

1. Special equipment and supplies

2. Current prescriptions (names and dosages)

3. Names, addresses, and telephone numbers of your medical providers
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4. Summary sheet of your child' medical conditions with details about medications (including

dosages), assessment results and specific medical needs. The American Academy of Pediat-

rics (AAP) and the American College of Emergency Physicians (ACEP) have developed an

Emergency Information Form used to record health data for children with special health care

needs. Store this in the home in a place where emergency medical personnel can easily find

it, and take it with you when you are traveling. The form can be located at <www.aap.org/

advocacy/blankform.pdf>

5. IEP documents, including assessments and IEP goals/objectives and adaptation sheet

6. Summary of your child's communication style/needs

In addition, prepare an overnight kit that includes:

1. Comfortable clothing for 2-3 days

2. Personal hygiene items

3. Identification and valuable documents (see next paragraph)

4. Blankets and pillows

5. Sleeping bags

6. Portable (folding) chair

7. Ear plugs and eye shades

8. Comfort items, such as CD players and CDs (with extra batteries), DVD player and DVDs,
books, favorite toys

in
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Lastly, place an envelope in the glove box, purse or carry bag that is marked "In Case of Accident,"

that provides emergency information should the caretaker be unable to respond. Information should

include the child's name and medical/disabling condition as well as the name and phone number of an

emergency contact. Be sure to include information about the child's communication system if they are

nonverbal. The doctor's name, blood type, known allergies, medication needs should also be included.

DURING A DISASTER

Most important: Be Calm! Even if you do not feel calm, it is important to project a demeanor of

calm. Children will sense your emotional state and imitate it.

Secondly, check for hazards in the home. During and immediately after a disaster, ordinary items in

the home can cause injury or damage — anything that can move, fall, break or cause a fire, such as

bookcases, hanging pictures, overhead lights, etc. Look for displaced electrical lines. Beware of carbon

monoxide poisoning: per Centers for disease Control, do not use generators, grills, camp stoves or other

gasoline, propane, natural gas or charcoal-burning devices inside the home or other contained area.

This information has been consolidated from several sources, including Partners Resource Network

web article, "Disaster Preparedness Tips for Our Families," FEMA report, "Disaster Preparedness for

People with Disabilities," as well as several emails (author not identified) that circulated after Hurricanes

Katrina and Rita.
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NASA Helps Visually Impaired Students Touch the Sun

Excerpted from <www.nasa.gov> website (Release: 04-389)

Abstract: This article reviews the book "Touch the Sun", an accessible book featuring raised and

texturized images of space.

Key Words: News &Views, blind, visually impaired, deafblind, NASA, space, sun, Touch the Sun

A new book, "Touch the Sun," allows blind and visually impaired students to experience images of

the sun and solar activity by feeling transparent raised textures bonded to the pictures.

The book features arresting images from the Solar and Heliospheric Observatory (SOHO) and the

Transition Region and Coronal Explorer (TRACE) spacecraft, as well as a close-up of a sunspot from the

National Solar Observatory at Sacramento Peak in the Lincoln National Forest, N.M.

"Invisible magnetic fields rule the violent solar activity that generates space weather," said Dr. Jo-

seph Gurman, the U.S. project scientist for SOHO at NASAs Goddard Space Flight Center, Greenbelt,

MD. "We are all blind to magnetic fields, so the visually impaired can be just as successful as the sighted

in solar science," he explained. Gurman collaborated with Steele Hill, the SOHO imaging specialist at

Goddard, to select the images and edit the scientific content.

The book was written by Noreen Grice, author of two other books featuring textured celestial images

for the visually impaired: Touch the Universe' 'and Touch the Stars. Touch the Sun was funded by a

partnership among NASA, the Lockheed Martin Corporation's Advanced Technology Center in Palo Alto,

CA, and the Stanford Solar Center, Stanford University, Stanford, CA.

''Touch the Sun brings exciting new discoveries in solar science to those who otherwise might not

have a chance to participate," said Deputy Director of Earth-Sun Systems, Dick Fisher at NASA Head-

quarters, Washington. "This is an integral part of what NASA hopes to accomplish with the new Vision

for Space Exploration—to share the thrill of exploring space with everyone," he explained.

"Our bright yellow star appears unchanging but in fact is an active, violent place that directly affects

our home planet," Grice said. "Touch the Sun is a universally designed book for readers of all visual

abilities. You can explore the sun with embossed color pictures of swirling gas currents, dark sunspots,

curving magnetic fields and explosive eruptions," she said.

Raised patterns embossed over the images in Touch the Sun translate colors, shapes and other intri-

cate details of the sun and space weather, allowing visually impaired people to feel what they cannot see.

It incorporates Braille and large-print descriptions for each of the book's 16 photographs, so it is acces-

sible to readers of all visual abilities. Students at the Colorado School for the Deaf and Blind in Colorado

Springs, CO, evaluated each image for clarity and provided suggestions for improvement.

Gurman initiated Touch the Sun after he saw Touch the Universe presented at the June 2002 meeting

of the American Astronomical Society in Albuquerque, N.M. "I realized solar science was a natural fit for

a book like this, and our partners did as well. This was one of those rare projects where there was no

resistance to the idea. Everyone who heard about it was enthusiastic," Gurman said.
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Touch the Sun will be published by the Joseph Henry Press, trade imprint of the National Academies

Press (publisher for the National Academy of Sciences). Approximately 2,500 copies will be printed.

The majority will be distributed free to blind and visually impaired students, with the assistance of the

National Organization of Parents of Blind Children, a division of the National Federation of the Blind.

The remainder will be available for public purchase.

To view related images on the Internet, visit:

touch sun.htmlx

<http://www.nasa.gov/vision/universe/solarsystem/

>
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Traveling Exhibit from American Printing House for the Blind to Visit TSBVI

Abstract: Information on the upcoming visit by theAPH Callahan Traveling Museum to Texas School

Blind and Visually Impaired in August and September of 2006.

Key Words: News & Views, lind, visually impaired, deafblind, TSBVI sesquicentennial, APH Callahan

Traveling Museum

Callahan Traveling Museum Exhibit, on loan from the American Printing House for the Blind of

Louisville, Kentucky, presents "In Touch with Knowledge: The Educational History of Blind People."

This traveling museum is coming to Texas School for the Blind and Visually Impaired in August and

September, 2006. This exhibit draws on the Callahan Museum's unique collection and extensive re-

search on the history of the education of blind people. It is the only museum in the country devoted to

this history.

IN TOUCH WITH KNOWLEDGE includes original artifacts, reproductions, graphics, tactile exhib-

its, and hands-on activities. Braille labels and audio text and descriptions provide accessibility.

The four components that make up the exhibit are:

Hands-On Reading and Writing - the evolution of tactile writing for blind people from

the first experiments in the eighteenth century to the development of braille and the inven-

tion of the braille writer.

Hands-On Geography - from the first hand-stitched and molded paper maps to a contem-

porary tactile, talking globe.

Hands-On Mathematics - the quest for a practical way to make math calculations acces-

sible to blind people, beginning with peg and board devices in the 18th century and ending

with the Nemeth braille code and talking calculators.

Hands-On Science - learning science using natural history specimens, philosophical appa-

ratus, and anatomical models and highlighting the contributions of blind scientists, past and

present.

Each of the four components of IN TOUCH WITH KNOWLEDGE includes original artifacts, repro-

ductions, graphics, tactile exhibits, and hands-on activities. Braille labels and audio text and descriptions

provide accessibility.

For more information about this special event and other events marking the sesquicentennial cel-

ebration of TSBVI, visit the TSBVI website at <http://www.tsbvi.edu/school/sesq/index.htm>.
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"It's a New IDEA"

Announcement from the Advocacy, Inc. and Arc of Texas websites

Key Words: News & Views, blind, visually imparled, deafblind, disability, "Its a New IDEA, "Advocacy, Inc,

The Arc of Texas, special education

The September 2005 updated version of the Parent Manual, now called "It's a New IDEA", The Manual

for Parents and Students about special Education Services in Texas, is now available online on The Arc of

Texas website <www.thearcoftexas.org/Inclusion_works/ideaman.htm> and Advocacy, Inc.'s website

<www.advocacyinc.org/handoutEducation.htm>. This version can be downloaded and used by anyone. How-

ever, at this point there will be no hard copies produced by a printer.

Advocacy, Inc. and The Arc ofTexas know that they will have to make changes again when the final IDEA
regulations are adopted (probably December 2005) and they didn't want to print manuals that would need to be

changed in just a few months. They are working on a Spanish translation that will be finished once they have

final regulations. At that point, they will make any changes necessitated by the final regulations and then have

the updated manuals available online and in a printed format. The new version does reflect current law, which

is what districts are expected to follow until different regulations are adopted.

On the APH Website <www.aph.org>

Key Words: News & Views, blind, visually impaired, deafblind, CVI, Braille, webcast

CVI PERSPECTIVES VIDEO

This video developed by APH explores cortical visual impairment (CVI) from three perspectives:

medical, educational, and personal. Neonatologist Dr. Alan Lantzy presents a medical perspective on the

causes of CVI. APH CVI Project Leader Dr. Christine Roman presents an educational perspective focus-

ing on characteristics and recommended approaches. In the final segment, seven families talk about their

personal experiences from the difficulty of the diagnosis to finding help and hope.

BRAILLE TRANSCRIBER'S KIT: COUNTRIES AND CONTINENTS

The Braille Transcriber's Kit: Countries and Continents is a collection of embossed and printed out-

lines of maps commonly found in history, geography, and social studies textbooks developed by APH.
The embossed sheets may be used as templates when you create tactile maps. Add to these sheets with

spur wheel lines, craft ink, glued-on textures, etc. Add braille labels as needed. The printed maps may be

used as masters for "swell paper" tactile graphics. Photocopy the images onto your capsule paper, add

labels, lines, and symbols as needed, and produce the raised image by running the graphic through the

heating machine.

APH WEBCAST OPPORTUNITIES

A Webcast is a multimedia presentation that uses the Internet to broadcast live or delayed audio and

video transmissions, much like traditional television and radio broadcasts. The Summer Book Port™

Webcast Series will Begin July 12 (previously scheduled to begin July 5 th
). These webcast presentations

will take place once a week during the months of July and August. Each webcast will cover a different

Book Port-related topic, and will run from 30 to 45 minutes, depending on the number of questions each

topic generates. For more information about this series go to <http://www.aph.org/advisory/webcast.html.>
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CLASSIFIED

March

April

May

Mail or email your new classified to Karen Scanlon:

TSBVI Outreach, 1100 W. 45th Street, Austin, TX 78756 or <karenscalon@tsbvi.edu>

An up-to-date Statewide Staff Development Calendar

is posted at <http://www.tsbvi.edu/Outreach/vi.htm>

Texas School for the Blind & Visually Impaired

Sesquicentennial Events Scheduled for the Spring and Summer

March-31st - April 1st - American Foundation for the Blind meets at TSBVI.

April 27th - 29th - South Central Association of Schools for the Blind (SCASB) Track Meet
- Schools from six states (Texas, New Mexico, Oklahoma, Alabama, Mississippi & Louisi-

ana) will compete in track and field, cheerleading and arts performance. The public is in-

vited to attend the on-campus event.

May 4th-6th and 10-1 1th - Student Performance of the annual spring play - the public is

welcome.

May 10- 13th - TSBVI hosts the International Seminar on Preschool Blind.

May 25th - TSBVI Graduation - winner will be announced for Round 2 of the Poetry Com-
petition.

August

o
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All Month - Callahan Traveling Museum Exhibit - On loan from the American Printing

House for the Blind of Louisville, Kentucky, presents "In Touch with Knowledge: The

Educational History of Blind People." TSBVI's will also create it's own museum of Texas

artifacts. The public is encouraged to come see this wonderful exhibit and learn more about

education of the blind. See <http://sunl.aph.org/museum/intouch.html> for more informa-

tion about this traveling museum coming to Texas in August and September, 2006.

August 16th - A special commemorative stamp cancellation honoring TSBVI at Austin post

offices. Envelopes cancelled with this special postmark will be on sale at the School.

August 18th - 20th - Memory weekend! — Reunion for former students of the School.

-

musicians, speakers, sight-seeing tours of TSBVI's humble beginnings.
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TSBVI Special Programs

Calendar for Spring

SHORT PROGRAMS

February 16-19 - Low Vision Weekend (secondary)

February 26-March 3 - Technology Week #2

(secondary)

March 23-26 - Elementary Independence Weekend

March 30-April 2 - High School Independence

Weekend

April 23-28 Elementary:

Elementary IEP #2

Elementary Technology

The Cornelia DeLange

Syndrome Foundation's

23rd National Conference

June 22-25, 2006

The historic setting of the Philadelphia area will be

the backdrop for a celebration of OUR history -

For more information visit the CdLS Foundation

website at http://www.cdlsusa.org

or call (860)675-8166

or (800)223-8355.

Annual Introduction

to the Intervener Model Workshop

set for Junel2-13, 2006 in Austin

This introductory-level statewide training for

Interveners and team members who have not at-

tended previous general intervener training. If you

are interested in leraning more about the use of the

Intervener Model with students who are deafblind,

please contact Beth Bible at Texas Deafblind Out-

reach (512-206-9103) or email to

bethbible@tsbvi.edu.

Additional information and a registration bro-

chure will be made available in the early spring.

Mark your calendar for

Texas Focus dates!

June 8 & 9, 2006

watch for information on

the Statewide Calendar at

<http://www.tsbvi.edu/Outreach/vi.htm>

Joubert Syndrome Foundation &
Related Cerebellar Disorders

8th Biennial Conference

July 5 - July 9, 2006

Sheraton Grand Hotel

Irving, Texas

For information email to

joubertduquette@comcast.net

or visit the Joubert Syndrome Foundation website

<http://www.joubertfoundation.com/>

The Arc of Texas'

Inclusion Works Conference

February 22-25, 2006

Renaissance Austin Hotel

For information contact

The ARC of Texas website

<http://www.thearcoftexas.org>

or call (800) 252-9729

or (512) 454-6694.

n
>

a

37



Q

to
to

O

Texas Chapter of the

Association for Education

and Rehabilitation of the Blind

and Visually Impaired (TAER)

Annual Conference

Date(s): April 7-8, 2006

Location: Corpus Christi, TX

For more information contact:

Debbie Louder, Texas AER Conference Chair

E-Mail: debbie.louder@netxv.net

2006 AER Biennial

International Conference

Date(s): July 13-18, 2006

Location: Snowbird, UT

For more information, contact:

Barbara C. Sherr, Conference Manager

Phone: (703) 671-4500 ext. 201

E-Mail: bsherr@aerbvi.org

<http://www.aerbvi.org>

American Association

of the Deaf-Blind Conference

Towson University

Baltimore, Maryland

June 17-23, 2006

Contact Jamie Pope, Executive Director

(301) 495-4403 TTY: (301) 495-4402

Email: AADB-info@aadb.org

Website: <http://www.aadb.org>

Other Training Events

February 17, 2006

Spotlight on Technology: What's New for

Students with Visual Impairments

Presenters: Vendors

Location: ESC Region 4, Houston, TX
Contact: Cecilia Robinson at (713) 744-6379 or

crobinson@esc4.net

February 23, 2006

Social Skills and Independent Leisure Skills

Location: ESC Region 1, Edinburg, TX
Contact: Marguerite Horney at (956) 984-6264

February 24, 2006

Teaching Students with Visual and Multiple

Disabilities

Presenter: Dr. Jane Erin

Location: ESC Region 4, Houston, TX
Contact: Suzy Scannell at (713) 744-6315 or

sscannell@esc4.net

February 24-25, 2006

Deafblind - Multihandicapped Academy:

Infants and Toddlers (birth-6) with Deafblindness

Presenter: Gigi Newton

Location: Four Points Sheraton - McAllen

Contact: Peter Graves at (956) 984-6165 or

pgraves@ esconett.org

February 28, 2006

Emerging Low Tech AAC for Students with

Significant Multiple Impairments

Presenter: Jim Durkel

Location: ESC Region 10, Richardson, TX
Contact: susan.lawrence@regionlO.org

February 28, 2006

District Innovations: CTVI and COMS
Presenters: Susan Lawrence and Christy

Householter

Location: ESC Region 10, Richardson, TX
Contact: susan.lawrence@regionlO.org

§
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March 1-3, 2006

Balanced Language and Literacy Instruction for

Students with Complex Communication Needs

Presenter: Marguerite Horney

Location: ESC Region 1, Edinburg, TX
Contact: Marguerite Horney at (956) 984-6264

March 3-5, 2006

2006 Josephine L. Taylor Leadership Institute

(JLTILI)

Location: Atlanta, GA
Contact: AFB Communications Group

<http://www.afb.org/jltli.asp>

March 6, , 2006 from 8:45 AM - 12:00 PM
Write to Talk (TETN# 1 1624. 1)

Contact your Regional Education Service Center or

local assistive technology team for more

information.

March 24-25, 2006

Deafblind - Multihandicapped Academy:

The Academic Deafblind Student

What You Should Know
Presenter: Kate Moss

Location: Four Points Sheraton - McAllen

Contact: Peter Graves at (956) 984-6165 or

pgraves@ esconett.org

April 21-22, 2006

Deafblind - Multihandicapped Academy:

Basic Tools for Working with Students

with Deafblindness and Additional Disabilities

Presenter: Kate Moss

Location: Four Points Sheraton - McAllen

Contact: Peter Graves at (956) 984-6165 or

pgraves@ esconett.org

April 13, 2006

Effective Strategies for Facilitating Oral Options

Presenter: Gus McHam
Location: ESC Region 4, Houston, TX
Contact: Theresa Johnson at (713) 462-7708

April 19, 2006 from 1:30-3:30 PM
Speech-Language Assessment Issues for Students

with Visual Impairments (TETN #12415)

Presenters: Valerie Bradshaw, Kim Conlin, and Tish

Smith, TSBVI
Contact your Regional Education Service Center for

more information.

May 3, 2006

O&M and Post-High School

Presenter: Diane Barnes

Location: ESC Region 13, Austin, TX
Contact: Diane Barnes at (512) 919-5331

March 29, 2006

O&M Evaluations - The Full Spectrum

Presenter: Tanni Anthony

Location: ESC Region 10, Richardson, TX
Contact: susan.lawrence@regionlO.org

April 13,2006

Effective Strategies for Facilitating Oral Options

Presenter: Gus McHam
Location: ESC Region 4, Houston, TX
Contact: Theresa Johnson at (713) 462-7708

April 19, 2006 from 1:30-3:30 PM
Speech-Language Assessment Issues for Students

with Visual Impairments (TETN #12415)

Presenters: Valerie Bradshaw, Kim Conlin,

and Tish Smith, TSBVI
Contact your Regional Education Service Center for

more information.

Deafblind

Spousal Support Group

A new support groupis starting up for spouses

and partners of persons who are deaf-blind (DB) or

hearing-and-visually-impaired (HAVI).

To subscribe to this group by

sending a blank e-mail request to:

<DB-Spousal-Support-

subscribe@ yahoogroups.com>

(mailto:DB-Spousal-Support-

subscribe@yahoogroups.com) .
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SEE/HEAR

Published quarterly: February, May, August, and November

Available in Spanish and English on TSBVl's website at

<www.tsbvi.edu>

Contributions to the newsletter can be mailed to

TSBVI Outreach

1100 West 45th Street

Austin, Texas 78756

or emailed to section editors.

If you no longer wish to receive this newsletter,

please call Beth Bible at (512) 206-9103

or email <bethbible@tsbvi.edu>.

Deadlines for Submitting Articles

December 1st for the Winter edition

March 1st for the Spring edition

June 1st for the Summer edition

September 1st for the Fall edition
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Who Am I??

by Mary Sue Welch, TSBVI Board Member, Dallas, TX

Abstract: A TSBVI Board Member shares her memories of TSBVI and reflects on how they had an

influence on who she is today.

Key words: family, blind, visually impaired, personal experience, TSBVI History

Editor 's Note: The following is an excerpt from Mary Sue 's contribution to the Sesquicentennial

Memories page on the TSBVI website. We encourage you to read her delightful article in its entirety at

<http://www.tsbvi.edu/school/sesq/memories.htm>. Do you have an amusing anecdote about the school?

Were you fond of a teacher that you had here? Please contribute your own story or a story from your

family orfriends who might have attended.

Mine has not always been the fairy tale life I now enjoy. Now I live on the 23rd floor of a high-rise in

downtown Dallas with a marvelous view of the city. My husband (who is also blind) actually has a job

and provides us with a new Mercury Monterey van—black in color—with a wonderful young man to

drive it. This young man takes me shopping and makes our lives easier in a number of ways. No, it hasn't

always been this way for me.

I was born the blind child of a middle-class, sighted, white family in Huntsville. Yes, my mother, my
father, my brother Walter Charles, my half brother Tommy and my half sister Marie were all sighted.

They had other problems, but being blind was not among them. Mother said my birth was tumultuous

with great physical pain for her. Much to my dismay, she never described me as a beautiful newborn.

Rather, I was told that my hue was bluish and my eyes were never opened when I was brought to her in the

hospital.

Mother just thought I was sleepy all the time, but my father was worried. On the day of my arrival

home, Daddy took me into the bedroom and shined a flashlight in my eyes. My right eye responded, but

the left did nothing at all. Upon sharing his concerns with my mother, she fell apart. When I was six

weeks old, we began the round of eye doctors lasting until I was age three when a doctor in Austin told my
parents that nothing could be done about my vision. He advised them to plan to send me to The Texas

School for the Blind when I was six and to prepare for my life as a blind person. I actually think that

things became easier for my parents then because they knew what to expect.

I left home to attend the Texas School for the Blind on September 26th, 1954, the day after I turned

six. Early on that Sunday morning, my grandmother on my mother's side had a stroke. My mother was

devastated, feeling that she was losing both her mother and her baby. In spite of that, my parents loaded

me and my stuff into the car and took me to Austin. It was a very unselfish act and I am grateful to them

even today.

They were told that they could not come to see me or call me for three weeks. It was explained that I

needed this time to become acclimated to my new surroundings. They left me at the swings playing with

my first friend at school. I was okay until nighttime, but then the homesickness swept over me. The

houseparent on duty was not the loving type, so I cried myself to sleep without comfort from anyone. The

kids were not allowed out of bed, but they would have comforted me if they could. The houseparent felt

I would do better to tough it out. That's what I did.



The next morning, my training in independence truly took off as I learned to make my bed. I bet it

was a sight, but I can whip one together pretty well now.

My first grade teacher had the most beautiful voice. She was quiet and kind and I loved her dearly. hjfj

She started working with me on Braille right away. I loved it and learned fast. I still love Braille and am ^
taking a course to be a certified Braille transcriber now at my old age.

I remember my first trip to the school library as a real turning point in my life. I was fascinated with ^>

all those books in one place. As the years went by, I spent much of my time studying and reading in the

library. Books have remained a true source of pleasure for me all my life. I credit our wonderful librarian

with encouraging my love of reading and my desire to know more about others. She would probably be a

bit disappointed to learn that I love mystery and legal thrillers best. I think she would have wanted me to

like the classics.

Though I was never a good musician, I took piano lessons for 7 years. My piano teacher was always

encouraging. She told me that even if I never played very well, I would learn much about self-confidence

and poise from my musical training. I think it was from those days of performing that I developed a love

of public speaking. My music also gained acceptance for me as a teenager in my Rainbow Girls assembly.

I was a musician and that was a big deal to most of those girls who couldn't play at all. By the way, I got

into Rainbows through the help of my cooking teacher at school. I mentioned that I was interested, and

she introduced me to friends of hers who sponsored me.

I graduated from the Texas School for the Blind in 1966. I attended the school during some very

interesting years. More than the big sidewalk split the campus in half separating the girl's side from the

boy's side. Even inside the main building, there were separate water fountains and stairs for the girls and

boys. And of course we sat on separate sides in the auditorium. Until I was about 16, 1 was afraid to drink

from the boy's water fountain for fear of becoming pregnant. We had to be very careful about holding

hands in the hallway because if the principal saw us doing that, the couple was in for a long talking to. We
got grades in deportment, and once I got a C simply because I drank from the wrong water fountain. Or

was it that I was caught kissing at the fountain? It was one or the other. Anyway, I was in trouble at home
and at school.

When I think about my days at The Texas School for the Blind, I remember all kinds of sounds and

smells. Some of them are still there when I return to visit. The main building still smells like books—not

just any books—Braille books. The bell is not exactly the same as it was when I was a student, but I love

hearing it ring. Although I know I am welcome to use any stairway I want, I still use the "girl's stairs". It's

only right!

I remember winter mornings especially well. Our dorms were heated by steam radiators. In the very

early morning I would awaken to the sound of those radiators heating up. They would bang and clang and

hiss and I loved hearing all that noise. I felt safe. I would grab one of my Braille library books and read

until the wake-up bell rang.

Spring was just as good. We had assemblies on Mondays, Wednesdays, and Fridays in the school

auditorium. Wednesdays were our favorites. We would almost always have student recitals that day. The

windows in the auditorium would be open. Birds would be singing and our friends would be performing.

It was a wonderful time for all of us.
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As a small child at school, I loved rainy days. Sometimes our houseparents would make fudge or

popcorn for us. We would listen to stories on the radio or just play inside. We had little chairs in the dorms

just our size. I could still see a little bit then and I remember that they were painted red, blue, green and

yellow. We would gather all the chairs in the back of the dorm and build a boat—at least our view of a

boat.

fa

On sunny Saturdays, we often roller skated outside or played games like Red Rover, Red Rover. This

could only happen after we finished our chores. We were always required to make our beds, dust our

furniture, dust mop our floors, and clean the radiators. We didn't dislike these chores. It gave us a feeling

of being in charge of our rooms. At least that's how I felt. We were learning responsibility, and how to

care for ourselves and for our homes.

My senior year, we had a new superintendent. Bill Allen had been the superintendent for 40 years and

he retired the year our school was integrated. The new superintendent had kids of his own, and things

changed dramatically on campus. The integration went off without a hitch that I ever knew about until

recently when I read the story posted here by Gene Brooks. We were simply pleased to have some new
kids to get to know. We had a Student Council for the first time and I was voted president. We also had a

yearbook for the first time and I was co-editor of The Wildcat. I also won the prestigious Crisco award for

my cooking and sewing abilities.

Graduation was exciting and sad, as it is for young people all over the world. I planned to go to

college, but I was terribly afraid that I would never learn my way around the campus. Although I had been

a member of the National Honor Society, I didn't have much confidence in my ability to learn without all

the support from school. I was in love as well, so when the chance came, I opted for love and married

shortly after my 18th birthday.

I am fortunate enough to serve on the School Board for TSBVI. It gives me great pleasure to give

something back to the school that taught me independence and self-confidence. Those old buildings

sheltered me, and I believe that many of our teachers actually loved us. This place, those times helped me
become who I am today.

That's the question! Who am I? I'm a career person, a wife, a mother, and a blind person. I'm me!

And very glad about that.

Texas School for the Blind and Visually Impaired Announces the Winners of the

Poetry Contest

from the TSBVI website <www.tsbvi.edu>

Abstract: The Texas School for the Blind and Visually Impaired is celebrating 150 years in Austin!

The contest winners of the first Sesquicentennial Poetry competition were announced in January, and

more competitions are to come

Key Words: family, blind, visually impaired, TSBVI student poetry

On January 27th, Ric Williams from the Austin Chronicle announced the winners of the first sesqui-

centennial poetry contest.

4



The two winners, Ryan Garcia,

from Flour Bluff ISD, outside of

Corpus Christi, and Maricela

Alvarado who is currently a stu-

dent at TSBVI and who lives in

Fresno, Texas, read their poems on

stage to a standing-room only

crowd. Ryan was escorted to Aus-

tin with an entourage of family and

VI teachers.

Both Garcia, a former TSBVI
student, and Alvarado received

$100.00 from All Blind Children of

Texas, a TSBVI T-shirt and a cal-

endar.

Ryan Garcia

Congratulations! And don't forget to enter the next contest by April 13, 2006! Contest entry details

can be found at <http://www.tsbvi.edu/school/sesq/poetry-all.htm>.

Editor's Note: Along with the details on the next competition, the winning poems can be found on the

TSBVI website at <http://www.tsbvi.edu/school/sesq/12706poetry.htm>.

My Exciting Ski Trip

or

Cute Boys in Colorado

By Tish Monroe, Student, TSBVI

Abstract: A 22-year-old young woman who is blind shares her recent adventures skiing in Colorado.

Key Words: family, blind, visually impaired, recreation, social skills, snow skiing, personal experi-

ence

My name is Tish Monroe. On February 1st, 2006, 1 went on a ski trip

to the Adaptive Sports Center in Crested Butte, Colorado, with Coach

Paschall and Brandon from TSBVI. I'd never been out of Texas before

this trip. It was exciting. It's a lot different there.

To get ready, I bought a hat and ski boots in Austin. At home, my
mom and I bought a jacket, long Johns and some thermal underwear shirts.

I wore the long Johns under my ski pants, which I borrowed from my tech-

nology teacher. I borrowed some other things from my job coach and

from Coach Paschall.

I flew from Austin to Gunnison, Colorado. It was my first time in an

airplane. I had to go through a security check. On the airplane they told

us all the rules, about what we could and couldn't use, about turning off
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our cell phones after we left the gate, and keeping them off until we landed. I chewed gum so my ears

wouldn't pop. My stomach felt kind of weird when we took off in the air, and when we went through

some unexpected turbulence.

I'd never seen snow before. It was awesome. It was cold. It was a lot colder than I thought. Even

with gloves on, my fingers got real numb playing in the snow. We went to a restaurant and there was

snow on the streets. We walked down the road and there were huge piles of snow. I mean huge. They'd

plow a little bit, then in the morning there would be fresh snow. The piles were huge.

My favorite part of the trip was meeting new
people. When we got there I met some cute boys.

A lady named Julie was my roommate. She's a re-

ally nice person. I'm very lucky to have her as a

friend. She was my sighted guide around the town

and the motel, and going up and down the elevator.

Julie uses a wheelchair and has a service dog. It

goes and gets things for her and helps her in and out

of her wheelchair. She's going to send me some

pictures by e-mail. I plan to keep in touch with her.

I also met President Jimmy Carter on my trip. He was really nice. I shook his hand, talked to him

very briefly, and took a picture with him. Everybody at home was excited when I called and told them.

They all wanted to fly up and meet him.

My ski instructor was pretty awesome too. Her name is

Lisa. She's cool. We went skiing down the trails together. I

was scared at first. We were pulled up the mountain on a

lift. It was like a chair that I sat in as it went up the moun-

tain. When it stopped, we got off and skied down the trail.

Lisa guided me from behind with long ropes tied to tethers

that were attached to me and to my skis. To slow down and

keep from falling, I learned to turn in the toes ofmy skis and

kind of lean in to make a "wedge."

If you ever have the chance to go skiing in Colorado, you abso-

lutely should do it. You might be a little bit scared at first. I was,

especially when I skied alone with the tethers off. I was so scared that

I fell the first time. I fell a few times, and even went off the trail once.

I was sore afterward. The two biggest paths we skied down were called

Painter Boy and Red Lady. I liked it a lot.

Skiing was a lot of fun. It felt like I was rolling on wheels. Being

able to go somewhere different, somewhere I've never been before,

and have new experiences, gave me confidence in myself for the fu-

ture. I want to go back to Colorado again, one more time. I want to

play in the snow just one more time. Then I want to go to Port Aransas.



A Simple Insight:

A Father's Invention Lets Blind and Sighted Read Together More Easily

By Bill Marvel, Dallas Morning News

Photos by Brad Loper, Dallas Morning News
Reprinted with permission from the Dallas Morning News, February 9, 2006

Abstract: A fatherfinds a creative way to promote literacy for his son who is blind. He designed two

braille books that keep the original text and pictures intact in orderfor sighted and blind to enjoy reading

together.

Key Words: family, blind, visually impaired, literacy, reading, braille, home literacy strategies

Editor's note: Frequently Outreach staff answer phone calls from parents asking why their child is

not reading. Long before teaching your child how to read, please consider teaching your child to want to

read. There are numerous reading programs and strategies available for educators and families, but

extensive research has proven that reading aloud to a child is the single most importantfactor in raising

a reader. These fifteen minutes a day will be the best investment you will ever make towards your child's

future. The following links give great ideas, tips, and resources available to promote lifetime reading:

The Read-Aloud Handbook <http://www.trelease-on-reading.com/rah_intro_pl.htmWpagetop>; and Lit-

eracy Connections <http://www.literacyconnections.com/ReadingAloud.html>. Thefollowing article de-

scribes how a Texas family with a son who is blind incorporates the love of reading into their home.

DENTON - Ethan Ligon, 8, sits on the sofa reading Guess How Much I Love You to his younger

brother, Spencer, 7. It's not Harry Potter and the Goblet of Fire, which is Ethan's favorite book these

days. Guess How Much I Love You is about Little Nutbrown Hare. It's really aimed at a preschool audi-

ence. But Ethan is reading it to show off his dad's invention.
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Eric Ligon, a graphic designer who
teaches at the University of North Texas, has

devised a kind of book that allows a child

who's blind - Ethan, for example - and a child

who's sighted - Spencer, for example - to

read together. Or, for that matter, a sighted

parent and a blind child.

"We're a Braille family," says Leslie Li-

gon, Ethan's mom. Both parents have taught

themselves to read and write Braille. She's a

jewelry-maker who creates bracelets and

rings with Braille in the design. Her husband

has set up the nonprofit Braillelnk to spread

the word about the new books he's designed.

THE MOVING HAND

Ethan Ligon (left) reads to brother Spencer. Theirfather

designed a copy of Guess How Much 1 Love You that lets

blind and sighted to read together more easily.

In most books meant for sharing by sighted parents and their blind children, transparent plastic sheets

with raised Braille text are interleaved with pages of printed words and pictures. The trouble is, as the

child's hand progresses across the Braille, it covers the print.
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"Ethan would get to a

word he didn't know and he'd

say, 'What is this?'" Mr. Ligon

says. "And we'd say, 'Move

your hand."' Then he'd have

to start all over again at the top

of the page to find his place.

"With this book," Mr. Ligon

says, "he doesn't have to lift

his finger."

"It's a useful and novel ap-

proach," says Dr. Karen Wolffe

of Austin, director of profes-

sional development for the

American Foundation for the

Blind and expert on special

education and rehabilitation.

"When a child stumbles,

you're not wondering which

word he's stumbling on," she

says. "It gives more control to

parents."

Ethan Ligon , 8, reads a Braille version of 'Guess How Much I Love You

'

to his father, Eric Ligon, who designed the book to help the blind and

sighted read together.

This all began with a visit to the pediatrician when Ethan was 2 months old. "We were laughing,"

Mr. Ligon recalls. "Then the doctor stood up and said, 'Brace yourselves. He can't see.'" Both retinas

were detached. An operation failed to correct the problem. "That is how we got in the Braille business."

The Ligons are enthusiastic readers. Well-stocked bookshelves dominate one wall of the living room.

Mrs. Ligon read to Ethan almost from birth. It didn't matter what books, she said. "It was just the sound

of my voice." Studies show that reading stories together with parents is critical in building a young

child's reading skills. But what if that young child is blind?

LEARNING TO READ

When Ethan was 4, the family moved from Dallas to Denton and started Braille training. Mom and

dad also began learning the system, which translates letters, punctuation and mathematical symbols into

rows of raised dots. "Suddenly I started seeing dots everywhere," Mrs. Ligon says.

A bright, cheerful child, Ethan was ready and eager to read by 4 1/2 . "The first time I saw him pick

up a book and put down his hand on it, it was clear," she says. In their enthusiasm, they found a 1954

Braille edition of Webster's College Dictionary on eBay. It arrived on their doorstep in a crate, all 38

volumes. Mr. Ligon now admits that perhaps they were a little too enthusiastic.

More useful was an ancient Perkins Braille writer, a kind of typewriter for Braille. When Ethan

started kindergarten, "We would write lunch box notes to him," Mr. Ligon says. "The usual thing, 'Have

a nice day.'
"

8



So that the teacher could help Ethan read them, Mr. Ligon would write a letter-by-letter translation

above the Braille cells. "As a graphic designer, I was thinking in early literacy there's always somebody

reading with the child," he says, "and it's almost always somebody who's sighted."

And the experience is almost never entirely satisfactory, because the moving hand of the Braille

reader inevitably gets in the way of the moving eye of the print reader. So he applied to the university for

a semester-long sabbatical to work on the problem.

NOTES FROM HOME

The lunchbox notes offered a solution. "It occurred to me to put the printed text and the pictures

above the Braille," he says. "Frankly, it seems so simple now and so dumb that nobody had ever done it

before."
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Eric Ligon demonstrates to Ethan how long Nutbrown

Hare 's ears are.

As a demonstration of his idea, he selected that favorite Dr. Seuss read-together, Green Eggs and

Ham. Mr. Ligon photocopied the illustrations and type, then embossed the Braille text beneath. (Before

copyright lawyers start sharpening their swords, the

copy was an experiment and wasn't for sale.)

But why have pictures at all, since a blind child

can't see them? Because sighted parents love to de-

scribe what's going on as they read, he explains. To

illustrate his point, he demonstrates to Ethan just how

long Nutbrown Hare's very long ears really are: He
takes the boy's arms and spreads them as wide as

possible. Besides, he adds, "I needed to return to the

original sensual experience for the sighted reader."

Surprisingly, few parents of blind children go

to the trouble of learning Braille. The sight of a page

of Braille dots can be intimidating. "It's like a bliz-

zard," Mr. Ligon says. But when the dots appear on the same page as the type, parents can begin to get

a sense for it. "I'd be so frustrated if I couldn't read Braille," Mrs. Ligon says.

DID YOU KNOW?

Not all Braille is created equal. In Grade 1, or "uncontracted" Braille, a combination of up to six

raised dots in a cell stands for a single letter, punctuation mark, or numeral. "Contracted," or Grade 2

Braille makes use of standard abbreviations and contractions - almost 200 - to shorten words. For ex-

ample, "little" is written with the Braille signs "11." There are special forms of Braille for mathematics,

chemistry, computer programming and music.

LABOR OF LOVE

Braillelnk, the nonprofit Mr. Ligon has started with Bruce Curtis, formerly with Perkins School for

the Blind, has produced two books in the new format: Guess How Much I Love You (Braillelnk, $19.95)

by Sam McBratney and Anita Jeram, and The Dot (Braillelnk, $19.95) by Peter H. Reynolds. The plan is

to publish more titles. To order the books or learn more, log on at <http://www.brailleink.org> or call

1-800-324-2919.
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The Dillon Chronicles: Reflections on Our Morning Walk

By: Dr. John M. Slatin, Director of Accessibility Institute at the University of Texas, Austin, Texas

with contributions from Dillon

Abstract: An adult who is blind describes in rich detail the route he and his dog guide take on a

morning walk.

Key Word: family, blind, visually impaired, Orientation and Mobility, dog guide, personal experience

It's a beautiful morning. It was in the mid-50s when we woke up, and by now it's in the low- or mid-

70s. Sun's out, and it's very bright; there's a light breeze, and the air smells good. Dillon and I just got

back from a short walk. This is the third morning in a row we've done this: yesterday and Thursday we
went around the block, first walking east to Duval, then turning south for a block, then west onto E. 34 th

,

north onto Tom Green, and east again onto E. 35 th
Street, and up to the house in the middle of the block.

Takes nine or ten minutes. It was so gorgeous out this morning that I wanted to do something a little

different, extend the walk a little. So instead of turning onto E. 34 th
St. I told Dillon to keep going; we

crossed 34 th and went down to 32nd
.

Each block is so different. From 34 th
to 33 rd

is a long block. At the southwest corner of 34 th and Duval

there are hedges growing out over the edge of the sidewalk just as you come up to the top of the curb cut,

where the nubbly part of the wheelchair ramp begins; Dillon stops and waits for me to find the branches

with my outer arm, then moves forward. In a minute he stops again to let me find the raised part of the

sidewalk with my foot, and does so again a few steps further on. A few yards later we have to stop for an

overhead branch hanging directly in my path; there are others just to the east of that one, so Dillon waits

for me to tell him what to do. I duck low and tell him to go forward, and we continue on to the end of the

block. It smells like fall. We pause at the corner of 33 rd so I can listen for traffic; there isn't any, so we
cross.

This next block has a completely different climate. There are plantings on either side of the side-

walk—trees and bushes and ferns, some at knee- or thigh-level, others at eye-level, each a decision point

for Dillon and for me. He sort of goes on tiptoe through this part. We haven't walked this way for a long

time, and he isn't sure I'll remember, so he takes it slowly, not quite trusting me to dance with him as

easily as I used to. We come out the other side, and in a few steps we're at the downcurb into the alley that

bisects the block running east and west. Unlike the alley that runs along the east side of our house, this

one is well paved, with real curbs on either side (so much for people in wheelchairs), but it's still an alley

as far as I know. It's not as interesting on the other side—just a straight shot to the corner past ordinary

lawns. There's one small patch of sidewalk where someone has put in a flagstone walkway; it's slightly

uneven, so Dillon stops to remind me.

The next block isn't just a different climate again; it's a different world. The entire block from 33 rd

down to 32nd
is occupied by one huge house on a huge lot, with a brick-and-ironwork wall/fence abutting

the sidewalk. And it's on a small hill. There's no curb cut (again) on the southwest comer, and there are

two more steps going up to the sidewalk after you step up on the curb; the first one's at a slightly awkward

distance from the corner, about a step and a half; even knowing it's there, and even with Dillon leading
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the way, it's awkward. The other side of the street is even worse

—

it's a good deal hillier, and there's no

sidewalk at all. Behind the big fence are two dogs that set up a frenzied barking as Dillon comes up the

stairs and we stop for him to let me feel the branches coming out over the sidewalk. One of the dogs

sounds pretty big and has a big bark and a low growl; the other one sounds smaller, with a higher-pitched

bark and more frantic running back and forth. Both of them follow us all the way past the house, until

they come to the far corner of their yard. I had been expecting them so wasn't as upset or annoyed as I

sometimes get when they surprise me on the way to or from campus. But of course Dillon's on alert,

trying to keep an eye on them and remember that he's supposed to be guiding me, too. We go past the

wheelchair ramp that leads to the bus stop for the #7 southbound, and get to the corner. There's no real

street here, though maybe there was once; it's a sort of driveway/parking area. Capital Metro put in a

wheelchair ramp here too, a year-and-a-half or two years ago. I check my watch; it's been about 10

minutes since we left the house. Though I'm feeling good, my breath is coming shorter, and I figure this

will make a good place to turn around and go home so I don't run out of steam on the way back. So that's

what we do.
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I love that walk. I've done it hundreds of times in the nearly seven years we've lived in this house.

It's my route to and from campus—down Duval to San Jacinto, then down San Jacinto to E. 24 th
Street,

and across to my office in the FAC. It's a terrific walk: every block is different, with different smells,

different textures underfoot, different patches of shade and light, different sounds. Some are lined with

small private houses (some of which are occupied by students). There's a big apartment complex or two,

a pizza joint where students often sit drinking beer on the porch in the late afternoons as I head for home,

and there's a Laundromat, a Subway franchise, and a bar/burger joint, the Posse East, that's been there

forever (There used to be a Posse West, too, around 24th and Rio Grande, but that's been gone for years).

And that's just the stuff north of campus.

Not only is each block different, but each trip is different too. You can't step in the same river twice,

as the saying goes, and evidently you can't quite walk on the same sidewalk twice, either. Because Dillon

is so beautifully trained to stop, or at least slow down for changes in elevation, overhanging branches,

etc.—anything that might trip me up—a shift of just a few inches to right or left of where we walked last

time can make a difference in what he encounters-a bit of sidewalk angling up over a tree root, a branch

coming down, a gate open in a fence.

It's been a long, long time since we did that walk, or even that part of it. It felt wonderful, like a

rediscovery of my neighborhood and a re-expansion of my world. Dillon seemed happy and proud. He
loves doing guidework, and I haven't given him nearly enough of it over the past three months, and even

before that, because Anna had been dropping me off at the office a lot after we'd gone out for breakfast.

So there was a lilt in Dillon's step, too, and a definite wag in the tail when we got back to the house and

I told him what a great dog he was.

Writing this, I'm reminded of how liberated and excited I was when I first went out to San Rafael

back in 1998 (Tuesday will be the seventh anniversary of the day I left for Guide Dogs, I realize!) to get

the dog who turned out to be Dillon. On my first walks with Dillon I was startled to recognize how much
I had slowed down in the preceding months and years, as I wrote in the Dillon Chronicles.

11



o
o
PL,

A Brief History of Tactile Writing Systems for Readers

With Blindness and Visual Impairments

By Holly L. Cooper, Ph.D., Outreach Assistive Technology Consultant, TSBVI

Abstract: This article describes and illustrates a variety oftactile writing systems used with individu-

als with blindness. Tactile codes included are New York Point, Boston Line Type, American Modified

Braille, Moon type, Fishburne and standard Braille. Alternative media including Tack-tiles and tactile

symbols are also discussed.

Key words: Programming, Braille, tactile symbols, tactile writing, reading

This year, 2006, is the Sesquicentennial anniversary of the founding of Texas School for the Blind

and Visually Impaired. In 1856, when TSBVI was founded, not only was Texas on the frontier of the

American west, but education for people with blindness and visual impairments was also at the frontier of

education. At the time there was no standard tactile reading code for people with blindness. In recogni-

tion of the advances and changes in blindness education in the last 150 years, we present an overview of

tactile reading and writing codes for people with blindness.

Braille, the reading and writing code currently used in the U.S. and other English speaking countries

by readers with blindness and visual impairments, was invented by Louis Braille. Braille was a French-

man who lost his sight in childhood from an eye infection caused by an accident with his father's leather

working tools. Louis Braille developed his ideas for a tactile code system adapted from French soldiers

who wanted to be able to read notes in the dark. Louis Braille modified this 12-dot system into 6 dots,

and had written in Braille and taught others by 1832. Braille was introduced in the U.S. about 1860, and

was taught at the St. Louis School for the Blind and other schools.

* •
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Braille

There have been many other tactile reading media for people with blindness in the past 200 years.

Originally, most reading instruction was done with books made with raised or embossed letters created by

wetting paper and printing with an ink printing letterpress. People also learned letters and reading by

using carved wooden letters arranged into words, and letters made with bent and twisted wire. It was

long thought by educators of blind people that having a tactile code different from the letters that sighted

people read would separate blind people from the mainstream of society and limit the amount of reading

material to which they had access. Special reading codes would also mean teacher training was more

demanding, and finding teachers able to work with students with blindness more difficult. Around the

same time Louis Braille was developing his code, other codes were also being developed. Many blind

students secretly learned Braille and other dot-based tactile writing codes when their schools officially

taught embossed letters. Ultimately the dot-based letters of Braille became the most widely accepted

tactile reading code in English speaking countries, and most of the world.
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BOSTON LINE TYPE

Boston line type was developed by Samuel

Gridley Howe, the founder of the New England

School for the Blind (later Perkins School for the

Blind) in Massachusetts. Since at the time there was

no reading medium for people with blindness, Howe
developed an embossed simplified angular roman

alphabet without capitals which he called Boston line

type. He published the first book in Boston line type

in 1834, and this type continued to be the primary

tactile reading code used in the United States for the

next 50 years. The American Printing House for the

Blind first published books in Boston line type, and

it was the official code used by students at Perkins

until 1908.
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AMERICAN MODIFIED BRAILLE

William Bell Wait, working in New York in the

mid-1800's, developed a point code for readers who
were blind that used characters which were two dots

high and one, two, three and four dots wide. Work-

ing at New York Institute for the Blind, Wait began

teaching this system to students and invented a point

writing machine called the Kleidograph, which al-

lowed for easy production of text without the use of

slate and stylus. New York Point was widely used

by schools for the blind in the United States in the

late 1800's. Mary Ingalls, the sister of Laura Ingalls

Wilder, author of the Little House books, learned

New York Point and embossed letters at Iowa Braille

and Sight Saving School in the late 1 870's and 80's.

Joel Smith, a piano-tuning teacher at Perkins School for the Blind in Massachusetts, developed the

American Modified Braille Code in the 1 870's. When developing his system, Smith designed characters

he believed would be fast to read and an efficient use of paper. This code was used in 19 schools for the

blind in the United States, including Perkins. American Modified Braille assigned the fewest dots to the

characters that occur most often in the English language. If you look at American Modified Braille, you

will see the familiar three dot high and two dot wide characters, but dot configurations correspond to

different print letters and letter combinations than standard Braille today.

2
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WRITERS

Before the development of Braille writing machines, people

writing Braille used a slate and stylus. The slate held the Braille

paper and provided a template for the dot locations, and the stylus

was used to punch holes into the paper. Since the dots are raised,

the person had to learn to write in reverse from the back of the

paper. Frank Hall, superintendent of the Illinois School for the

Blind, developed a personal Braille writing machine in the late

1880's. In the next decades, other inventors developed writers for

Braille and New York Point. Since most machines were not mass

produced, their reliability and consistency of writing varied widely.

In the 1930's, the American Foundation for the Blind commissioned a Braille writer from a typewriter

manufacturer. It was heavy and not durable enough for practical use. Later, David Abraham of the

industrial arts department of the Perkins School For the

Blind worked to develop a Braille writer at the urging of

Gabriel Farrell, director of Perkins. He had a model work-

ing by the early 1940's, but the war years limited manufac-

turing. After World War II, Abraham's Braille writer went

into production, and was on the market in 1951 as the Perkins

Brailler.

Slate and stylus

Perkins Braillewriter

Since the Perkins Brailler is available to students who
read Braille in the United States at no cost through a quota

funds system with American Printing House for the Blind,

it is the most widely used method of writing Braille in the

U.S. However, many other Braille writers are available,

particularly in Europe. Now the Tatrapoint is available in

the U.S. from Maxiaids. It is lightweight and easily portable with some components made of high-impact

plastic. The adaptive model allows adjustment to accommodate different hand and finger sizes. Quan-

tum Technology in Australia recently released a small manual brailler called the Jot-A-Dot. It uses letter

weight paper of a small size and is intended for taking short notes. The same company also makes the

Mountbatten Brailler, an electronic Braille writing device which talks. Some models interface with com-

puters and ink printers. The Mountbatten provides good support for people helping students who read

Jot-a-dot

Braille, but who don't read Braille themselves.

Mountbatten Brailler
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MOON

William Moon of Great Britain lost much of his sight in childhood from scarlet fever. After finishing

school in the mid-1800's, Dr. William Moon experimented with a variety of raised alphabets for teaching

reading and writing to blind students. He eventu-

ally settled on Moon type, a raised line code based

on print letters. Still used in Britain for people

with learning or fine motor difficulties, and those

who have lost their sight later in life, Moon type is

believed by its supporters to be easier to learn and

more tactually simple to discriminate than Braille.

Although almost unknown in the U.S., books in

Moon are available from the Royal National Institute for the Blind, and are available in Canada and

Australia as well as Great Britain.
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Moon can be generated with computer software

today. Duxbury, readily available in the U.S., has

an English Moon translator available in their "trans-

lation tables" menu. Files can be embossed in a

"dotty Moon" style with an Enabling Technologies

embosser with a Moon setting. Some Moon fonts

can be found on the Internet for use with a computer.

Moon books are still produced through a modi-

fied typesetting process. Reading materials are now
also generated with Moon Writers, thermoform ma-

chines, computer Moon fonts printed on swell pa-

per, and Moon translation software and embossers.

Moon can also be handwritten with a stylus on plas-

tic sheets with a frame guide in a manner similar to

using a slate and stylus to produce Braille. A Moon teaching curriculum is available from the Royal

National Institute for the Blind in Great Britain.

A page ofa reading primer in Moon type

FISHBURNE

The Fishburne system of tactile writing was

developed in 1972 by S. B. Fishburne. Mr.

Fishburne became acquainted with some blind

adults and found that many of them were not able

to read Braille. He developed a tactile alphabet,

which is larger than Braille, to be used primarily

for labeling items used by people in daily activi-

ties. Fishburne is typically used for labeling ob-

jects, containers and appliance controls, not for

literary purposes.

Fishburne labeler and magnetic labels with a

single letter of the alphabet on each
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Fishburne

TACK-TILES

Since standard Braille is always the same size,

each character 1/8 inch wide by 1/4 inch high, it can

be difficult for people with motor impairments or

problems with tactile sensitivity to read. Even Jumbo

Braille is very small. To address the issue of literacy

for individuals with significant disabilities, Kevin

Murphy developed Tack-tiles. Tack-tiles are small

Lego-sized blocks with Braille dots on each. They

are used primarily in educational settings to teach

Braille to very young children and those with addi-

tional disabilities. Tack-tiles can be used to create a

computer keyboard labeled with Braille using the

Intellikeys keyboard. Tack-tiles are available with

all Braille symbols, including punctuation marks and

contractions. Specials sets are available for math and Braille music. For many students with visual

impairments and additional disabilities, Tack-tiles and a computer are the best or only means to literacy.

Tack-tiles displaying, "Braille isfun.1
"

in uncontracted Braille

TACTILE SYMBOLS

While not traditionally considered a literacy

medium, tactile or tangible symbols have become

widely used by students with deafblindness or vi-

sual impairments with additional disabilities. Edu-

cators seeking to expand the opportunities for such

students to communicate and participate in supported

literacy experiences in the classroom are using tac-

tile symbols in a variety of learning activities. These

symbols are used in communication boards, labels

in the classroom, and children's literature books and

language experience stories. While there is no stan-

dard vocabulary of tactile symbols as there is the

widely used Meyer-Johnson picture symbol system,

some recommended standards do exist. The Texas

A teacher-made book which includes

Braille and tactile symbols
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some recommended standards do exist. The Texas School for the Blind and Visually Impaired maintains

an illustrated dictionary of picture symbols on our website. American Printing House for the Blind now

has a kit called Tactile Connections with instructions for making and using tactile symbols.

ACCESS TO LITERACY

Early in the twentieth century the widespread use of many different tactile reading codes and systems

made learning to read a challenge for learners with blindness. Disagreement about which code was

easiest to read and the most efficient use of paper led to the "War of the Dots" between educators in

English speaking countries. A uniform English Braille system was agreed upon in 1932 which included

the alphabet and grade 2 contractions. Since that time discussion about other tactile modes of literacy has

been limited. In the last five years, concern about access to literacy for individuals with visual impair-

ments and additional disabilities has given rise to discussions about the use of uncontracted Braille, Tack-

tiles and other large format Braille, Moon type or other embossed letters, and tactile symbols. While the

adoption of standard Braille has given tactile readers access to a large amount of material and more

consistent quality of educational experiences, consideration of access to literacy for all learners should

prompt educators and parents to broaden their definitions of tactile reading and consider the use of alter-

native tactile media.

o

Note: Embossed materials including Boston line type, Moon, New York Point, Fishburne and Tack-

tiles photographed courtesy of Texas School for the Blind and Visually Impaired Learning Resources

Center teaching materials and archives.

WEB RESOURCES

American Modified Braille Joel Smith, see Books for the Blind at:

http://www.perkins.org/museum/section.php?id=200

American Printing House for the Blind

Tactile Connections tactile symbols kit:

http://www.aph.Org/advisory/2005advlO.html#P3

David Abraham, developer of the Perkins Braille Writer

http://www.perkins.org/museum/section.php?id=202

Duxbury Systems

Moon translation from the translation tables in Dux 10.3 and higher. More information is

included within the Duxbury Help files under "Moon."

http://www.duxburysystems.com/lan_english_moon_no_capitals.asp

Getting In Touch With Literacy Conference 2005

Copies of the proceedings of this conference are on-line. Look for an informative discus-

sion of literacy and tangible symbols by the Perkins staff entitled Literacy and Technology:

Facilitating Emergent Literacy for Students with Visual Impairments and Additional Dis-

abilities

http://www.gettingintouchwithliteracy.org/program.htm

z
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History of Reading Codes for the Blind

http://www.nyise.org/blind/barbier2.htm

Mary Ingalls and life at the tewa Braille and Sight Saving School

http://www.rootsweb.com/~iabenton/ibsss/ingalls.htm

MaxiAids

Seller of Perkins and Tatrapoint braillers

http://www.maxiaids.com

Dr. Moon Page

http://www.deafblind.com/moon.html

The History of Moon
http://www.rnib.org.uk/xpedio/groups/public/documents/PublicWebsite/public_moon.hcsp

Perkins School for the Blind

Perkin's speech pathologist Deirdre Walsh's web page about making literacy experiences

accessible to children with visual impairments and additional disabilities.

http://www.e-advisor.us/Deirdre/Titlepage.html

Quantum Technology

Maker of the Mountbatten Brailler and the Jot-A-Dot

http://www.quantech.com.au/

Royal National Institute for the Blind

Moon Cats: Moon reading curriculum available from RNIB. Go to products page, select

publications, learning and curriculum, Moon. Or use the following URL:
http://onlineshop.rnib.org.uk/browse.asp?n=ll&c=477&sc=14&it=2&l=3

Samuel Gridley Howe and Boston line type

http://www.perkins.org/museum/subsection.php7id-122

Tack-Tiles

http://www.tack-tiles.com/

Texas School for the Blind and Visually Impaired

Tactile symbols directory with photos:

http://www.tsbvi.edu/Education/vmi/tactile_symbols.htm

Visual Impairment Centre for Teaching and Research

Dotted Moon. Research study comparing reading rates of standard Moon to Moon produced

with dots using a computer Braille embosser.

http://www.education.bham.ac.uk/research/victar/research/projects/DottedMoon.htm

War of the Dots (History of Reading Codes for the Blind) by Robert Irwin:

http://www.nyise.org/blind/irwin2.htm

William Bell Wait and New York Point reading code:

http://www.nyise.org/text/wait.htm
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Issues in Deafblindness: When the IEP Is Aligned with the General Curriculum

By Robbie Blaha, Deafblind Specialist, Texas Deafblind Outreach

With help from Kate Moss, Deafblind Specialist, Texas Deafblind Outreach

Abstract: Students with deafblindness who participate in the general education curriculum face

some unique challenges. This article discusses these issues and proposes some strategiesfor addressing

these concerns.

Key words: Programming, deafblind, general education curriculum, intervener, concepts, IEP

WHO ARE WE TALKING ABOUT?

Though instruction for many students with deafblindness is focused more on life skills or functional

skills, some students with deafblindness are in regular education classes or a combination of regular and

resource classes. These are the students we are focusing on in this article. They are learning from the

general education curriculum, and are presented the same concepts as their peers, even though they may
not have the ability to deal with these concepts similarly because of the impact of their deafblindness.

Even in resource classes, which typically have fewer students and curricular content at least two years

below grade level, there are some important considerations for the student with deafblindness.

THINGS TO CONSIDER:

There are a number of considerations for students with deafblindness who are participating in the

general education curriculum, even if they are working below grade level.

Access to information

"For a student with deafblindness, the combined effects of the vision and hearing loss create a barrier

that significantly impedes the ability to gather information from the environment. This causes chronic

difficulties with incidental learning and concept development. Students cannot learn what they do not

detect, and they may be unaware of what they are missing. Access to information is a primary issue for all

students with deafblindness, and should be addressed in each IEP." (From IEP Quality Indicators for

Students with Deafblindness - <http://www.tsbvi.edu/Outreach/deafblind/indicators.htm>)

Rate of instruction

In either regular education classes or in resource classes, the typical rate of instruction can occur too

rapidly for the student with deafblindness to completely process it. Additional processing time is a re-

quirement for this student to be able to gather and interpret information. For students with normal vision

and hearing, this process occurs spontaneously.

Unfamiliar concepts

The Texas Essential Knowledge and Skills, or TEKS, comprise the state-mandated curriculum that

establishes what every student, from elementary school through high school, should know and be able to

do. (TEA website, 2006.) When providing instruction related to TEKS, teachers can present information

that the student with deafblindness may not have the background to understand. For example, a lesson in

Texas History can cover a period of time in the 1 840's when cattle drives were common through northern
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Texas. In order to find meaning in this lesson, the deafblind student needs to understand the concepts of

an event occurring 160 years ago, that the map of Texas represents a state he lives in, the meaning of the

word "drive" as it is used in cattle drive, and what the terms "cattle" and "herd" mean. He would also

probably need to know why any one would want to drive cattle from one place to another. This lesson,

like most that take place in general education curriculum, would progress at an alarming rate with ever

more complex information being shared, and make it very difficult for the deafblind student to keep up.

o
o
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An additional problem occurs when the teacher clarifies new information being offered in a lesson by

using what would be familiar examples for the typical students, but may not be for the student with

deafblindness. For instance, the science teacher presents oxidation as a "chemical change brought about

by exposure to oxygen" and uses rust on an old car as an example of slow oxidation. While the example

helps the class better understand the new information, the student with deafblindness is unfamiliar with

rusty cars. Rather than clarifying the new information, the example has just increased the amount of

unfamiliar information the student has to juggle in the class.

Adaptations, accommodations and/or modifications cannot completely resolve these problems

The student's IEP adaptations, accommodations and/or modifications may include large print, an FM
system, frequent comprehension checks, preferential seating, reduced assignments (meaning 10 vocabu-

lary words rather than 20) and assistance from an intervener. While all of these are critical in assisting the

student to gather information, there is still a demonstrated need for the curriculum to be modified . The

modification of the curricular content may involve reducing and prioritizing the information that the

student is responsible for learning. The goal is for the student to have the information that provides a

useful working knowledge of the curricular content.

Concerns about the "other stuff" the student does not know

There is ongoing evidence that the student with deafblindness is lacking a body of information that

may be considered an extension of the expanded core curriculum that is taught to students with visual

impairments.

Basic environmental/cultural facts : Other students possess an incredible amount of knowledge about

their immediate environment and teen culture that would be very useful for the student with deafblindness.

The student may not know, but would benefit from knowing things like: What is a mall? Who is Lance

Armstrong? What are some popular bands/songs that teens like? How do you buy a soda at school?

Social skills that encourage good relationships : Many deafbind students miss out on basic social

skills that other nondisabled students get incidentally. Examples of these skills include such things as:

How do you greet people (peers, adults, strangers)? Where do you sit in the cafeteria if you want your

peers to interact with you? How do you respond if a classmate tells you that she has been sick?

Self advocacy skills : Deafblind students need to know how to get other people's support in gaining

access to the environment and to learning. They need specific instruction in self-advocacy. Examples of

these skills include things like: How do I explain to others how to use my FM system, or let the teacher

know that he or she needs to turn the microphone on or off? How do I ask a peer to give me sighted-guide

so I can get through the crowd at the Pep Rally? How do I let someone know I don't understand the

instructions on a test?
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WHAT CAN GO WRONG?

There are many things that can happen to prevent the student with deafblindness from appropriately

accessing the general education curriculum in these settings. Here are some problems we often see:

• The intervener is given sole responsibility for adapting the information that is being pre-

sented in the classroom. Often times he/she is left to choose and attempt to explain the

information to the child as the rest of the lesson flows past.

• Sometimes the student ignores the teacher and the teacher ignores the student. This may
happen because the teacher thinks the intervener is the only adult who is supposed to be

involved with the student. At other times it may be the student who perceives the intervener

as the only source of credible information.

• There is no real expectation that the student will learn anything of substance from the gen-

eral curriculum. Unfortunately for the student with deaflbindness, some people think it is

enough that the deafblind student is sitting in the classroom with typical peers. They may
think it is acceptable that the deafblind student only memorizes facts and never really under-

stands the concepts needed to finish homework or to take tests independently. The intervener

or others often do most of the assignment and give the student some bits of it that he/she can

do with existing skills.

• The student does not have time in the day to do the critical concept and skill development

that truly brings understanding to the student and increases social skills and independence.

For most students with deafblindness, additional time for this work must be provided by

scheduling a study hall period or having regular time provided throughout the day for this

work to be done. All too often, this extra time is not provided in the student's schedule, so

he/she is scrambling to participate in the class with the other students.

• The student is not participating in making sure his/her adaptations are in place. Too often a

student with deafblindness finds his/herself in a learning situation without the supports he/

she needs, and makes no effort to advocate for that support to be provided. The intervener

or the teacher takes all the responsibility for making sure the adaptations are in place for the

child. When the student becomes dependent on someone else to magically supply the adap-

tations he/she needs, what happens when that person is out sick? Self-advocacy skills need

to be taught. Being able to ask for what you need is just as important as having that support

provided to you.

WHAT SHOULD HAPPEN?

To gain a useful bank of information from the Texas Essential Knowledge and Skills (TEKS), there

are a variety of things that should be considered. First of all, the amount of information the child will be

taught needs to be reduced by prioritizing critical concepts. Separate lesson plans need to be developed

to teach underlying concepts that support learning the general curriculum. In addition, the student must

have instruction in critical concepts and skills that build relationships, independence, and an understand-

ing of the world around them.
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HOW DO WE MAKE THAT HAPPEN?

1. Modify the general curriculum.

Each regular education teacher and resource teacher should select the main points that are critical for

the student to learn. ~*

2. Select the appropriate items from the expanded core curriculum.

The TVI, through interviews with each team member as well as discussions with and observations of

the student, should guide the team in selecting the environmental information and social skills to be

taught.

3. Resolve logistical considerations.

• Time is provided in the student's daily schedule for learning concepts related to the general

curriculum and items from the core curriculum.

• The team decides which person will be responsible for providing the instruction in each

setting, and also who will take on the responsibility for materials preparation.

• A plan is made related to accessing the community as part of instruction as it is needed.

4. The IEP is written to specify how all of the above areas will be addressed and by whom.

For example, the TVI may take on responsibility for brailling all materials, but the intervener will

adapt other materials under the guidance of the TVI. That needs to be spelled out so that every team

member is clear about whose responsibility it is to take care of producing the materials. If the student

needs additional time to work on concept development, time will need to be carved out of his/her sched-

ule, perhaps as a study hall period. The intervener needs to know what concepts to work on with the

student, and how the instructor would like to approach those concepts. If these things are left to chance,

it is typically the student who suffers.

CONCLUSION

A student with deafblindness who participates in the general education curriculum, either in general

education classes or resources classes, has very complex challenges in accessing the curriculum and

benefiting from these programs. For the student to be successful both academically and socially, the

supports provided and the content of the program need to be well orchestrated by the student's educa-

tional team. Providing the student with an intervener may be necessary. However, the intervener needs to

be part of a coordinated team effort, and not given the total responsibility for figuring out and implement-

ing that support for the student. Providing support to the student in general education settings can be

incredibly challenging, but if done well can lead to excellent outcomes for a student with deafblindness.
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TEA website, 2006. TEKS and TAKS,
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Research: Looking for Treatments and Cures in Blindness

By Kate Moss, Deafblind Education Specialist, Texas Deafbind Outreach, TSBVI

Abstract: There is some fascinating research underway in the area of blindness. The Foundation

Fighting Blindness is a major contributor to this effort and has much to share on their website for those

who want to keep up with this research.

Keywords: Programming, blindness, visual impairment, deafblindness, Retinitis Pigmentosa, Usher

syndrome, macular degeneration, Stargartz

One of the greatest dreams for many people with blindness and their families may be that someday

there will be a cure or treatment for blindness that can restore vision to those who have lost it and/or delay

any potential loss of vision. We are living in a remarkable age, and it is very likely that in the lifetime of

many of our readers such a dream may become reality for many people, especially those whose vision

loss is caused by certain diseases or syndromes. Most research efforts are still in the early stages using

animal models; a few are beginning very limited human trials. Undoubtedly some will prove successful

and some will not, but it is exciting to learn more about what is being done. This work falls generally into

four categories:

• Genetics and Gene Therapy

• Retinal Implants and Transplants

• Pharmaceutical Therapy

• Nutritional Therapy
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The Foundation Fighting Blindness (FFB) is funding much of the work. The FFB has as its mission

to drive the research that will provide preventions, treatments and cures for people affected by retinitis

pigmentosa (RP), macular degeneration, Usher Syndrome, and the entire spectrum of retinal degenera-

tive diseases. The Foundation has funded thousands of research studies at hundreds of prominent institu-

tions in promising areas such as genetics, gene therapy, retinal cell transplantation, artificial retinal im-

plants, and pharmaceutical and nutritional therapies. Since its inception in 1971, the Foundation has

raised over $240 million and provided information for patients, families and professionals. It has over 30

volunteer-led groups across the US. These dedicated volunteers raise funds, increase public awareness,

and provide support in their communities. For more information about FFB contact them at:

11435 Cronhill Drive

Owings Mills, MD 21117-2220

800-683-5555 • 800-683-5551 TDD
www.FightBlindness.org

If you visit the FFB website you can find out more about specific research that is being done, and keep up on

new research findings.

GENETICS AND GENE THERAPY

Genetics

Many of the research efforts focus on identifying specific genes that may cause retinal problems

resulting in visual impairments and blindness. Some of the syndromes that are being studied include
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Usher syndrome, Stargartz, Leber's Congenital Amaurosis, Age-Related Macular Degeneration - wet

type, Chorioideremia and Retinoschisis. Much of the work that is going on around the world involves

learning what genes cause what conditions and diseases. The Human Genome Project is a 13-year project

completed in 2003 involving scientists from the United States, the United Kingdom, Japan, France, Ger-

many, China, and other countries. This truly amazing work will undoubtedly lead to vastly improved

knowledge of, and ability to treat, diseases and conditions that affect the human body in all areas includ-

ing vision and hearing loss. The project mission has been to:

identify all the approximately 20,000-25,000 genes in human DNA;

determine the sequences of the 3 billion chemical base pairs that make up human DNA;

store this information in databases;

improve tools for data analysis;

transfer related technologies to the private sector; and

address the ethical, legal, and social issues (ELS1) that may arise from the project.

(Human Genome Project - </www.ornl.gov/sci/techresources/Human_Genome/home.shtml>,

2006)

Genetics sets the stage for the work that is done in gene therapy. Specific research into genes that

cause visual problems has been done by a number of different programs. One that has been very active in

addressing Usher Syndrome and other hereditary causes of deafness is the Boys Town Research Hospital.

Many families from Texas have participated in this research, giving DNA samples from each member of

the family. To learn more about these research efforts in the area of Usher Syndrome, go to

<www.boystownhospital.org/Usher/index.asp>.

Gene Therapy

Gene therapy involves the insertion of genes into an individual's cells and tissues to treat diseases,

particularly hereditary diseases. This therapy sets out to transform either somatic cells (most cells in the

body) or germline cells (such as sperm, ova, and stem cell precursors). So far, gene therapy is primarily

directed at somatic cells.

Somatic gene therapy falls into two broad categories: ex vivo (cells are modified outside the body

and transplanted back in) and in vivo (genes are changed in cells while still in the body). Some of these

gene therapies use viruses that, in simple terms, have had the diseased part of the gene strand taken out

and replaced with material from the "good gene". This is an huge oversimplification of course, but

basically the virus inserts itself into the cell and gives new instructions from the "good gene" for what the

cell is supposed to do. (Wikipedia - <http://en.wikipedia.org/wiki/Gene_therapy> , February 2006)

In another FFB-funded research program, Copernicus Therapeutics is using nanoparticles as a way to

deliver genetic material to the retina. They have completed a trial on humans using this technology

related to addressing cystic fibrosis. (Foundation Fighting Blindness - <http://www.blindness.org/

content.asp?id=251>, 2006.) Nanoparticles are microscopic particles whose size is measured in

nanometres, with at least one dimension <100nm. Nanoparticles are made of semiconducting material.

(Wikipedia - <http://en.wikipedia.org/wiki/Nanoparticle>, 2006)
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One of the newest research breakthroughs related to gene therapy applies to Leber's Congenital

Amaurosis (LCA). Scientists have successfully used a RPE65 gene replacement therapy to restore vision

in dogs born blind as a result of LCA. Researchers hope to get permission to begin clinical trials on

humans in 2006. To learn more about this program and various other research projects supported by FFB,

go to <www.blindness.org/content.asp?id=251>.

RETINAL IMPLANTS AND TRANSPLANTS

Implants

In the 1980s, the Massachusetts Eye and Ear Infirmary-Harvard Medical School began collaborating

with the Massachusetts Institute of Technology to develop a microelectronic retinal implant for restoring

vision to patients with age-related macular degeneration or retinitis pigmentosa. (Boston Retinal Implant

Project - <http://www.bostonretinalimplant.org>, 2006) This project has been funded by the National

Science Foundation, the W.M. Keck Foundation, the National Institutes of Health and Second Sight Cor-

poration, the Foundation Fighting Blindness, the VA Rehabilitation Research & Development Service,

the Wynn Foundation, and the Lions Club of Massachusetts.

A retinal implant is something similar to a cochlear implant used to help people with hearing loss.

The Boston Project describes what its implant does this way.

Patients with macular degeneration and retinitis pigmentosa become blind when the photorecep-

tors (light capturing cells in the eye) no longerfunction. The retinal prosthesis is designed to

take over the function of the lost photoreceptors by electrically stimulating the remaining healthy

cells of the retina. Through electrical stimulation, the activated ganglion cells can provide a

visual signal to the brain. The visual scene captured by a camera is transmitted via electromag-

netic radiation to a small decoder chip located on the retinal surface. Data andpower are then

sent to a set ofelectrodes connected to the decoder. Electrical current passingfrom individual

electrodes stimulate cells in the appropriate areas of the retina corresponding to the features in

the visual scene. (Boston Retinal Implant Project - <http://www.bostonretinalimplant.org/project/

prosthesis.xml> , 2006.)

O

Another group, Optobionics and the University of Southern California, are also working on retinal

implants. In fact, they have actually implanted some humans. Most experienced at least a temporary

improvement in their vision, such as perceiving increased light, detecting motion and shapes, and in some

cases even reading large letters. (Foundation Fighting Blindness - <http://www.blindness.org/

content.asp?id=209>, 2006)

It is important to mention that a retinal implant does not restore vision to normal, just as a cochlear

implant does not restore hearing to normal. What it can do is give the person more visual ability for

increased mobility, confidence, and safety when traveling through the environment.

There are challenges in designing retinal implants that will work well. Issues such as providing the

right amount of electrical energy to stimulate the rods and cones without damaging them, how to mount

the camera, how to power the processor, and so forth have yet to be satisfactorily addressed. However,

great strides are being made every day in this area, and though it sounds like something from a science

fiction movie, effective implants may not be that far away.
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Transplants

Although significant research has been undertaken related to transplants in the retina of the eyeball,

there have been very limited successes. Three types of transplants are commonly the focus of these

efforts:

• Photoreceptor transplants - transplanting new, normal photoreceptors (rods and cones) on

the surface of the retina;

• Retinal Pigment Epithelium (RPE) cell transplants - RPE cells, located just below the retina,

support the photoreceptor cells by supplying nutrients, removing waste products, etc.;

• Stem cells - primitive, multipotential cells that can multiply many times and can ultimately

develop into any type of mature cell that is found in the body.

All three of these transplants hold promise, but results still seem a long way off. Probably the most exciting is

the prospect of using stem cells to rebuild a retina—another piece of science fiction that may come to pass in

the future.
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PHARMACEUTICAL THERAPIES

Cells are programmed to die when they are diseased or unwanted. This is known as Programmed

Cell Death (PCD), and the process by which it takes place is called apoptosis. Too much apoptosis causes

cell-loss disorders (like Retinitis Pigmentosa), and too little apoptosis causes cancerous tumors. Much of

the pharmaceutical therapy research is aimed at slowing down the process of programmed cell death in

the photoreceptors of the eye through a neurotropic agent. Neurotropic agents may or may not be pro-

duced naturally by the body. At this point, getting these agents into the retina would involve frequent

injections into the retina, which is not a good idea. One approach to address this problem is the develop-

ment of intraocular slow-release capsules, inserts, and trans-scleral delivery systems. (Progress in the

Treatment ofDeaf-Blind - PowerPoint presentation by Dr. Geral J. Chader, 2005.)

NUTRITIONAL THERAPIES

Work is also being done to determine if diet can play a part in preventing or slowing the progress of

vision loss. For example, one study through FFB is looking at the benefits of dietary supplementation

with vitamin A palmitate, in combination with the omega-3 fatty acid DHA (docosahexanoic acid), to

slow loss of vision in people with retinitis pigmentosa (RP).

"The combined therapy wasfound to primarily benefit people not previously taking vitamin A.

For those people already taking vitamin A, a diet rich in omega-3 fatty acids is indicated to slow

the decline in visual field sensitivity. Good sources ofomega-3 fatty acids include: salmon, tuna,

mackerel, sardines, and herring. For more information on dietary supplementation for RP, see

the following link:< http://www.blindness.org/rp-nutrition/index.asp>." (Foundation Fighting

Blindness - <http://www.blindness.org/content.asp?id=251>, 2006.)

In another study, research seems to indicate that diets high in fats like those found in processed baked

goods increase the risk of age-related macular degeneration. Diets that are high in omega-3 fatty acids,

like those found in nuts and fish, appear to delay the progression of the disease. (Foundation Fighting

Blindness - <http://www.blindness.org/content.asp?id=251>, 2006)

It only makes sense that what we put into our bodies can impact how well our bodies function. Still,

there is much to be learned. Before considering changes in diet, especially when adding vitamins or
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supplements, it is important to discuss these changes with a doctor. Vitamins and other nutritional sub-

stances can do more harm than good if not taken in the proper balance. There may also be precautions

against taking supplements if, for example, you are pregnant. So if you are interested in exploring one of

these nutritional programs, visit with your doctor first to learn more about the possible benefits and risks.

CONCLUSION

Some researchers and others speak of a day, one too far away at the moment to seem real, when we

might be able to correct genetically caused visual problems before a child is born. Only time and re-

search will tell if this is possible. But so much is now being learned about genetics, gene structure, and

genetic engineering that some of us may live to see such a day. Even if that day never comes, perhaps

some of the advances in biotechnology will bring about retinal implants or transplants that can restore

sight. It would be a wonderful day! Until then, we must put our efforts into supporting research and also

into helping individuals with blindness and visual impairments get the skills and opportunities in they

need to have successful and satisfying lives.
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A Sample of Historic Times at TSBVI

By Kristi Sprinkle, Intranet Developer & Unofficial Historian for TSBVI, Austin, TX

Abstract: This article describes some ofthe interesting moments in the 150-year history ofthe Texas

School for the Blind and Visually Impaired

Key words: School for the Blind, history, sesquicentennial, advancements

Editor's Note: We are currently celebrating the Sesquicentennial of the Texas School for the Blind

and Visually Impaired—150 years. This history is being preserved in a museum being created on campus.

At a recent sesquicentennial assembly, some interesting highlights discovered in researching these years

were presented to the TSBVI staffby Kristi Sprinkle, who has taken the role ofcampus historian. In place

of Dr. Phil Hatlen's usual article from TSBVI, we have chosen to print the text of Kristi's presentation.

To understand the significance of the year 2006 for the Texas School for the Blind and Visually

Impaired, you'd have to understand where we came from—not necessarily the buildings we lived in, but

the kind of people we were and what our predecessors did.
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When Elisha Pease, Texas' first governor, took office, there were few schools for the blind in the

Southwest and, in fact, only a handful in the US—less than 20. But in Texas, we had a great opportunity

when Governor Pease established our public school system, and in 1856 we, as well as the School for the

Deaf and the Insane Asylum, were created, even though there were less than 1800 people living in Austin

at that time. In November of 1856, we rented the house now known as the Neill Cochran House on San

Gabriel St., six blocks from the Capitol. This was our very first home.

It was at that house that the first pupil arrived, one Robert McKeachern, on December 29th of 1856.

As a 17-year old teenager, Robert couldn't get away with much, as he was under the thumb of not only the

Governor's personal physician—who became our first superintendent, but also his wife. By the end of

the school year in 1857, the school had a total of seven students and one teacher. In comparison, today,

TSBVI serves almost eight thousand students through on-campus instructional programs and outreach

services across Texas.

By 1860, we were living in the new home for the Institute—a place of our own at the corners of Red

River and 19th Street—a city block now owned by the University of Texas. At this time in our history,

the Superintendent was our maintenance man, and was responsible for maintaining the grounds, includ-

ing working on the pipes and trimming the hedges. If you can imagine Dr. Phil Hatlen mowing the cam-

pus lawns, or painting the dorms, then you might have a clear picture of what was expected back then.

But other roles at the school would also seem a bit odd to us today, however necessary and proper

they were 150 years ago. For example, the principal, even into the late 1930s, was also the superinten-

dent for Sunday school. It was mandatory that each student attend chapel every day as well as church on

Sunday. And teachers were required to help with Sunday school with no extra pay.

r/^ In the early days, even on the current campus, the matron made sure that students followed the rules

gg£
and kept to their schedule of activities while in the dorms. There were no Residential Instructors, but

jVj "housemothers" who often had charge of 15 to 18 pupils each. At this time, the Superintendent disci-

£^ plined every misbehaving student. It was usually his job to notify the parents of the child's mischief. For^ example, a 1923 letter to one parent went like this:

Ifl Dear Mrs. West:

^ Your letter of October 1 7th was received yesterday and I have made inquiries in regard to the

Z matter. There was nothing much the matter. Maude Harris, a friend ofFrances', told Frances

that Edna Brown said that Louise Wilson said something about her. On investigation, it

seems that Louise Wilson didn 't mention Francis, but said something about Maude Harris. So

it seems there is no reason in the worldfor Frances to get excited or worked up. In fact,

Maude Harris is not right bright, and so it seems there was nothing really serious as Ifeared

when I received your letter...

Yours sincerely,

Superintendent EE Bramlette.

Teachers did not have an easy job, either. They were responsible for escorting the students on all off-

campus visits, and often went home with the students to help them with their studies and report to the

parents. There were two resident teachers for each dorm. These teachers also taught regular classes at
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the school, while having to look after the students in the dorm after hours and on Saturday and Sunday.

For these extra duties, they were compensated solely by free room and board.

Other jobs on campus emerged over the years, as well. The "transportation guy" was the one who

polished the buggy and took care of the horses, including making sure the barn was mucked out, the

animals were fed, and the horseshoeing was done. He would also make sure that the mules, donkeys or

horses of the travelers from El Paso were fed and tended. When the trains arrived in the 1870s, this

person would meet the students at the train station and escort them to TSBVI. Often TSBVI would pay

for the return trip of the guardian who escorted the student to Austin.

In the early 1900s, the school's farmer was the ultimate job coach, getting students to help him and

supervising boys who wanted to learn about gardening, poultry or hog raising as a means of making a

living when they left TSBVI. On the land behind our current location, our farmer grew 225 bushels of

corn, 6 tons of oats for livestock, 6 tons of sorghum cane for molasses, and 2 tons of hay. He also tended

various 6 to 10-acre gardens, and with student help, grew beets, English peas, mustard, radishes, onions,

tomatoes, squash, lettuce, snap peas, shallots, okra, cucumbers and cantaloupes. Although the school

wasn't self-sufficient after the move to our current location, these gardens and the farm greatly reduced

the school's food budget.

There were other items we made in the interest of self-sufficiency. Girl students took sewing classes

from our resident seamstress to make dresses for themselves and for the entire school. The students also

made shoes for the residents of the school. The industrial arts pupils made brooms, selling them door-to-

door here in Austin as well as to other state institutions.

So instead of placing students in local businesses as we do today, many of our students learned a

trade at the school. Basket weaving, bead work, sewing, gardening, animal husbandry, piano tuning, >-*

musician training, chair caning, mattress making (with locally grown cotton) and broom making. One hrj

year, we made and sold 15,000 brooms. -^

In the late 1860s, after the Civil War devastated the Texas economy, we relied on the businessmen r^
who were on our school board, some of whose names can still be found on the streets and monuments that

dot the Austin landscape. Lewis Hancock, the namesake of Hancock Center and Hancock Drive, built the

first and longest standing golf course in Texas. He also owned an Opera House where many of our H
students were graduated while Hancock was on our board of trustees.

în

Then there were the Littlefields of Littlefield Hall, Littlefield Mall, and Littlefield Fountain fame.

George Littlefield was a cattle and land baron who owned one of the first banks in town—a bank that

would also hire a famous local writer and scoundrel named William Porter (aka O. Henry). George

Littlefield was on our board with Lewis Hancock in 1874. He donated the original 40 acres for the build-

ing of the University of Texas and was one of the first trustees there, as well.

During the forty years following the Civil War, the superintendents for our school emphasized voca-

tional skills. These leaders also believed in physical education, and every student was required to partici-

pate in physical fitness on a daily basis. This was usually a recommendation from the physician on staff

—

and in the formative years of our school, that physician also happened to be the superintendent. Again,

can you imagine Dr. Hatlen doing a tonsillectomy on one of our students? Dorm F and Dorm C were once

used as emergency hospitals. Things have certainly changed.
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Finally, by the turn of the century TSBVI superintendents were hired more for their educational

background than for their skills as a physician or as a man of the cloth. We kept the vocational skills

training, but reading, writing and arithmetic—and keeping up with the kids in public school—seemed

more important. The routine of a child circa 1905 went like this:

6:00 A.M. - rise for an hour for exercise.

30 minutes for breakfast.

30 minutes to study, and 30 minutes of chapel (including a lecture from the superintendent

about the current events of the day);

8:30-12:30 classes were held followed by an hour for lunch;

1:30-5 P.M., classes again;

5:00 an hour of recreation in open air, only a half hour for supper, and then two hours for study

and preparation for classes;

at 8:45 P.M., students were allowed to retire for the evening.
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Wednesdays and Sundays were mandatory bathing days. There was no contact between the boys and

the girls at any time unless supervised by an adult at the school. Mail to and from the opposite sex was

forbidden and grounds for dismissal from the school—as was tobacco chewing and smoking, especially

for the girls.

The school's cook and assistant received goods fresh from local farmers, baked bread, and produced

things like buttermilk and butter. Large quantities of fruit, such as peaches, were bought and canned

before we had refrigeration, supermarkets, and even before Amy's Ice Cream. Because the school had no

refrigerators until 1930, ice was brought in from local icemen, one of whom was Mr. Zilker, of Zilker

Park and Gardens.

There are those who will tell you that this school once had a famous visitor named Helen Keller. But

there were others of local fame who were quite influential in our world. A local black leader named

Norris Cuney Hare was unrelenting in his battle to create a place like ours, but for underprivileged black

children. Despite never having been elected to any state position, this man almost single-handedly pushed

through the Legislature the bill that would create the Institute for Deaf, Dumb and Blind colored youths

on April 5, 1887. This institute remained open until 1943, when it combined with the state orphan home

in Corsicana to create the Blind, Deaf and Orphan School in Austin, where Norris Cuney Hare's daughter

taught music and wrote about their lives.

In 1965, during the struggle for equality for all people, the Blind, Deaf and Orphan School disbanded

and its teachers and pupils joined our current schools for the blind and deaf. It was from the Blind, Deaf,

&Orphan School that TSBVI attained longtime administrator Matthew Caldwell, as well as other fine

teachers and staff.

In the early 1980s, the students and staff of the TSB Deaf-Blind Annex became part of our main

campus, abandoning the old Confederate Widows Home on 38 th
Street. Along with the students and staff,

this brought to campus the seeds of what has become one of the biggest and best outreach programs in the

country for all blind and visually impaired students, including those with multiple disabilities.
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Because of the hard work of the staff through the years, and because we have had leaders with vision,

TSBVI is now recognized as one of the top schools in the country. So we are not just celebrating the

school's history, but the future of every child that has passed and will ever pass through TSBVI. We are

celebrating every person who has ever worked here including those that do right now. I think we are all

worth celebrating and are all important to this school and to its ongoing history. So Happy Birthday,

everyone! It's time to celebrate.

Building a Foundation of Confidence, part 2

By Barbara J. Madrigal, Assistant Commissioner, Division for Blind Services

Abstract: this article reviews services available through DBS and how to access those services.

Key Words: Division for Blind Services, DARS, blindness, disability, News & Views, confidence,

self-esteem, services

In the last edition, I shared information about DBS services for children and youth and how those

services support and challenge our youth to meet their potential, to become confident and independent,

and to contribute to the community. I described our Blind Children's Vocational Discovery and Develop-

ment Program and our Transition Program as well as the six major skill areas that we consider stepping

stones to an independent, productive, and satisfying life.

In this edition I want to share some "real people" stories—stories that I hope will give a vivid picture

of our services. (Please note: identifying information has been changed to protect confidentiality.) How
exactly do DBS services help our youth and families to meet the challenges of life and to develop and

strengthen self-esteem and independence? In this edition I plan to focus on three of the six major skill

areas, and I will complete Part 3 of this series in a future edition.

Adjustment to Blindness services focus on familiarizing families with diagnostic procedures, medi-

cal treatments, and other things they need to know to support their child as well as promoting coping and

self-advocacy skills. For example, Isadora is a 5-year-old girl with glaucoma whose left eye was re-

moved at age 18 months; the acuity in her right eye is 20/100. Isadora had recently become aware that

she "looked different" from other children and she did not know how to respond when classmates asked

why her eyes looked "that way." The DBS Blind Children's Specialist accompanied Isadora and her

custodial aunt to the ocularist where she was fitted with a prosthetic eye. The Specialist also counseled

and reassured the aunt that she would be able to insert, remove, and take care of the prosthesis as well as

to teach Isadora to assume responsibility for these tasks when she reached an appropriate age. Upon

receiving her prosthetic eye, Isadora was very excited to look in the mirror and see that she looked like

"all the other kids."

z
w

<

in

In another region, Blind Children's Specialists arranged for group meetings with a professional coun-

selor where consumers could discuss concerns about their visual impairments. In these sessions they also

learned stress relaxation techniques, coping skills, and problem-solving skills. In between classes, the

consumers completed homework assignments in which they could practice the skills and concepts they

learned in class.
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These are just a couple of examples of our services. Other services that fall within this category

include preparing families for eye appointments, helping families understand medical procedures, help-

ing families develop a list of questions for their medical providers, assisting with referrals to eye medical

providers in the community, assisting families in working through the grief process, and identifying and

referring families to support group resources in the community. Specialists and Counselors also organize

activities that include training on any of the above topics in a group setting where families can learn

together and support one another in the adjustment process.

Another primary skill area is Independent Living Skills. In very young children, independent living

skills refers to the attainment of developmental milestones, such as crawling, walking, and language

development. Blind Children's Specialists may assist parents by providing a developmental assessment,

attending ECI meetings, or recommending specialized toys or equipment that foster skill development.

One of our Specialists recalled assisting 10-month-old Jordan who loved playing in the water, but had not

developed the muscle strength to sit for more than a few minutes. The Specialist attended an ECI meeting

with the mother where the ECI team, consisting of the parent, the Specialist, the ECI Services Coordina-

tor, the Teacher of the Visually Impaired, and the Physical Therapist, discussed the child's developmental

needs. The ECI team had loaner equipment available, and was able to loan the mother a bath seat and a

corner chair, as well as provide the mother suggestions for how to increase strength and coordination in

the routine of her daily activities with Jordan. Jordan and his mother also participated in a therapeutic

swimming class, a group activity arranged by the DBS Specialist and facilitated by a physical therapist,

and the Specialist also provided ongoing counseling and guidance.
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For older children, independent living skills refers to grooming and hygiene, table skills, household

and money management skills, organizational skills, and social/recreational skills. For example, eight-

year-old Stephen has 20/400 vision due to congenital nystagmus. When the Specialist observed him in a

school setting, he was shy and withdrawn; on the playground, he stood near the building or asked to stay

inside with the teacher's aide. The parents had attempted to enroll him in a karate class, but were unable

to find one. They had spoken to several teachers but all expressed safety concerns about having a visu-

ally-impaired child in the class. The Specialist, however, met with a teacher, addressed his concerns, and

identified simple adaptations that would enable Stephen to participate in the class. Stephen, now age ten,

is still quiet and reserved by nature, but he has made friends at school and he participates in other social

activities.

Children's Specialists frequently work in conjunction with DBS Vocational Rehabilitation Teachers

(VRT) to instruct a consumer or parent in specific skills such as food preparation, matching clothes,

organizing personal items, identifying coins and dollar bills, or performing household chores. Often,

however, training in independent living skills is most effectively provided in a group format. From El

Paso to Texarkana, from Lubbock to Houston, children, adolescents and their parents participate in group

activities where they not only learn specific skills, but also provide mentoring and support to one another.

Here is a sample of group skills training activities that have occurred in the past year:

• At a Holiday Crafts and Cooking Training, 44 consumers or former consumers and 56

parents participated in making Christmas decorations, gingerbread houses, and holiday

cookies, along with enjoying an evening banquet. Consumers assisted in food preparation

and set the table for the evening meal, and older consumers acted as mentors for younger

consumers throughout the day.

• Seven Transition consumers hiked six miles of rugged terrain in the Pedernales Falls State

Park, each carrying about 50 pounds of supplies and equipment. The campers were respon-
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sible for organizing their space, preparing their own meals, traveling independently, and

pitching their tents. In the process, they learned about organization, camaraderie, and team-

work!

• Camps, camps, and more camps. DBS organizes camp activities throughout the state. In

addition to the customary horseback riding, swimming, canoeing, archery, and hiking, the

campers are responsible for their own personal management skills and cabin maintenance.

• Consumers in middle school and high school have participated in "Dress for Success"

workshops where, in small group activities, they are exposed to current fashion trends and

learn nonvisual techniques for facial care, including make-up and shaving; nail care; match-

ing clothes and colors; and tying a necktie. In one workshop, manikins were dressed in

different styles, and students could factually explore the various styles of dress.

• More than 100 consumers and family members participated in a Beep Baseball Tournament

that focused on developing teamwork, sportsmanship, and social/recreational skills.

It's great when one teacher or caseworker can teach a consumer how to prepare a sandwich or apply

make-up, but it is really powerful when consumers and families meet together to share success stories,

support one another through challenging life situations and to demonstrate by example real opportunities

and possibilities!

Communication Skills refers to the development of reading and literacy skills, including reading,

writing and using Braille and other techniques, using assistive technology, and accessing information. I

am thinking of one child who has been a consumer since birth. Andrew was born with Goldenhar Syn-

drome which results in malformation on one side of the face. He has no light perception in one eye and is

20/70 in the other; he has a malformed palate and is hard-of-hearing. Because of his facial malforma- ^
tions, it was unclear if he would be able to speak, and the DBS Specialist has been very involved since his W
birth in assisting the family in identifying a communication system. As a toddler, Andrew began to ^j
exhibit behaviors that reflected frustration at his inability to communicate, such as tantrums, head-bang- £/}

ing, and general noncompliance. The Specialist assisted the family in developing sign language skills, r^
including sign language classes, print material, and computer software. Within weeks of learning sign

language, Andrew was able to sign in sentences—he had desperately wanted to communicate!—and his ^
behavior problems diminished. The Specialist also made a referral to the DBS Deafblind Specialist, and H
together they worked with the ECI team that included the ECI Service Coordinator, the speech therapist, ^
occupational therapist, physical therapist, and nurses. Now almost three-years-old, Andrew uses both CZ5

sign and verbal communication.

In this article, I have covered three of the six skill areas that we consider primary steps toward

independence and positive adjustment: Adjustment to Blindness; Independent Living Skills; and Com-
munication Skills. In the next installment, I will talk about Travel, Support Systems, and Vocational

Discovery and Development. I also plan to discuss some of the other programs available at DBS. In the

meantime, the Division for Blind Services would like to work with you and your family. If you are

currently working with a Blind Children's Specialist or Transition Counselor, but were not aware these

services are available, please contact your provider to schedule a meeting. If you would like to work with

us and are not yet enrolled in services, please contact DARS Inquiries at 1-800-628-5115 (V/TTY). Let

them know you would like to apply for DBS services, and they will give you contact information for your

local DBS office.
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Lion Brand Yarn Offers Free Accessible Knitting and Crocheting Patterns

By Beth Dennis, BCP/Transition Consultant, Division for Blind Services, Austin, TX
from information provided by Garry Bowman, Teacher Consultant, Division for Blind Services

Abstract: this article provides information regarding free knitting and crocheting patterns available

from Lion Brand Yarn provided in accessible formats.

Key Words: blind, blindness, visually impaired, knitting, crocheting, yarn, accessible

Lion Brand Yarn is now offering free knitting and crocheting patterns in speech and Braille acces-

sible formats. The three versions are:

1. Standard pdf version (includes images and text);

2. View without Images Html version, (formats the pattern to be read in large-format type or

by text-to-speech browser or software);

3. View as Brailler Input Html version (formatted for refreshable Braille displays or Braille

software).

They have patterns for home, adults, children, babies, toys, and animals in English, French and Spanish.

Go to the web site at <http://cache.lionbrand.com/patterns/index.html>. When you have found the pat-

tern you want, open that link and look for the links that say, "View Without Images" or "View as Brailler

Input".

To make information more useful for screen readers and Braille users, they have added color descrip-

tions for all their yarns, and special features to the patterns and pattern directories that are not visible to

sighted readers, but that make it easier to understand when they are read by text-to-speech browsers. The

company welcomes your suggestions and comments. Please send them to <support@ lionbrand.com>.

They also offer free instructions on how to knit or how to crochet. However, these are PDF files and

contain both images and text and may not be fully speech or braille accessible.

In related news, there is now a Yahoo Blind/Low Vision users group for knitting, crocheting and

spinning: <http://groups.yahoo.com/group/VIP-Ewes/>.

Explore It After School! Technology and Science Resource Guide

Announcement from the Chabot Space & Science Center

Abstract: this article announces the availability of a technology and science resource guide for

projects and career exploration for students with visual impairments.

Key Words: blind, visual impairment, Chabot Space & Science Center, California School for the

Blind Fremont, technology, science, career, Techbridge, resource guide.

Chabot Space & Science Center and the California School for the Blind, Fremont, are pleased to

announce the release of Explore It After School! Technology and Sciencefor Students with Visual Impair-

ments. This resource guide includes lesson plans for technology and science projects and career explora-

tion resources to broaden the academic and career options for students with visual impairments.
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Techbridge was launched in 2000 by Chabot Space & Science Center in order to engage girls in

technology and science, fields where females have been underrepresented. Recognizing the potential of

this multi-faceted program, Chabot Space & Science Center adapted Techbridge for students with visual

impairments. The after-school program introduces challenging and rewarding activities that encourage

students to work independently and to challenge stereotypes regarding academic and career options for

persons with visual impairments. Techbridge projects include building telephones, creating websites,

dissecting squid, and learning about solar technology. With the lessons learned from hosting Techbridge

at the California School for the Blind, we developed Explore It After School! This guide includes:

• lesson plans for technology and science projects

• career exploration activities

• tips for role model visits and field trips

• case study of an internship

• ideas for hosting a technology or science program

Generous support from the Mitsubishi Electric America Foundation and the Gordon & Betty Moore

Foundation has made the development of this resource possible. Seeing the exciting results of Techbridge

at the California School for the Blind, we hope that many more students can benefit from the lessons we
learned. Explore It After School! is available online at <http://techbridgegirls.org/ExploreIt.html>. For

more information about Techbridge, contact <techbridge@chabotspace.org> or 510.336.7332.

Short Classes at TSBVI

By Lauren Newton, Principal of Special Programs, TSBVI

Abstract: This article provides information about TSBVI Short-term classes for the 2006-07.

Key Words: TSBVI, Texas School for the Blind and Visually Impaired, short-term classes, Special W
Programs, vision-specific learning ^

Do you have an academic student or child who might benefit from a week of intensive instruction in

vision-specific learning domains? Would you like your child or student to participate in a long weekend *n°

class focusing on issues related to vision loss? If so, you may want to read this. ^
ABOUT SHORT CLASSES

TSBVI Short-Term Classes serve students who are functioning at or close to grade level. Students ^
come from across Texas to participate in our one-week or long-weekend small-group classes. These are

students whose basic needs are well met in the local school district, but who may need a short, intensive

training boost in one or two disability-specific areas (e.g., technology, aspects of the braille code, math

concepts or adaptations, O&M, independent living). While at TSBVI, students also have experiences

related to social skill development, interactions with other visually impaired students and professionals,

and independent living.

Students must be referred for a Short Classes by their local school district. Students may attend more

than one class each year; in fact this cycle of learning, returning home to practice, then attending another

program, can be a very beneficial process for acquiring new skills. Our full week classes are the most

academic in nature. They are designed to provide visually impaired learners with the kind of instructional

support they may need to be successful in school. Students are requested to bring their week's school
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assignments (homework) with them. This serves several purposes, such as (1) the opportunity to teach

new skills within the context of what students are learning at home, and (2) helping students keep up with

their assignments while they are away. Before students come to one of these Short Classes, their local VI

teacher and TSBVI teachers discuss the student's current level of functioning in the skill areas selected

for instruction, to maximize effective instruction as soon as the students arrive. An extensive, usable

report is written after each student's participation in a class, with the hope that local staff and parents can

see what the student learned, as well as to provide useful suggestions to continue working on the newly

acquired skills.

SHORT CLASSES FOR THE 2006-2007 SCHOOL YEAR

If you have an upcoming ARD, this could be a time to talk about and make a referral. Please call

TSBVI principal, Lauren Newton, if you have any questions about the program or if you want to make a

referral to one or more classes. Contact: Lauren Newton, principal, TSBVI Special Programs

(512)206-9119

laurennewton@tsbvi.edu

www.tsbvi.edu./school/special/short-classes.htm

Fall Semester 2006

September 6-10
September 17-22

Oct 1 - 6

October 12

October 22

15 **

27

November 5-10
Nov 26 - Dec 1

December 7 - 10 **

December 15 - 17 **

Spring Semester 2007

January 14-19

Jan 28 - Feb 2

February 7-11
Feb 22 - 25 **

March 4 - 9

April 12- 15

April 20 - 24 **

April 29 - May 4

Regional Program at TSBVI: Tech for South Texas (secondary)

Secondary Technology Week #1

Elementary Access to Academic Skills #1:

• Elementary Academic Access

• Special Focus: Math Tools & Concepts

"Getting There" Weekend (grades 9-12)

High School Access to Academic Skills #1:

• High School Academic Access (Oct 22 - 27)

• Special Focus: Preparing for College (Oct 22 - 24)

Middle School Access to Academic Skills #1

Math Tools and Concepts (secondary)

Middle School Independence Weekend

Elementary School Independence Weekend

High School Access to Academic Skills #2

Middle School Access to Academic Skills #2

Technology Weekend (secondary)

Low Vision Weekend (secondary)

Technology Week #2 (secondary)

High School Independence Weekend

Capitol Experience (secondary)

Elementary Academic Access #2

• Elementary Academic Access

• Elementary Technology
** = weekend programs

"Access" = VI Needs to Access the Core Curriculum
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CLASSIFIED
Mail or email your new classified to Karen Brown:

TSBVI Outreach, 1100 W. 45th Street, Austin, TX 78756 or <karenbrown@tsbvi.edu>

An up-to-date Statewide Staff Development Calendar

is posted at <http://www.tsbvi.edu/Outreach/vi.htm>

Texas Focus 2006

Moving On: Transitions and the Student with Visual Impairments

June 8 and 9, 2006

Dallas, TX
Wyndham Dallas North at the Galleria

Keynote speaker: Dr. Anne Corn, professor of Special Education and professor of

Ophthalmology and Visual Sciences at Peabody College, Vanderbilt University.

Sessions being planned include:

Moving from ECI to public school

Vocational assessments

Using SSDI money to support employment

Person centered planning

Finding housing

Accessing transportation

Moving from elementary to middle and high school

Planning in the early years for graduation

The Expanded Core Curriculum and transition

What does it take to be successful in college

New Professional Preconference

Self-Determination

Dr. James Martin, University of Oklahoma

June 7, 2006

Wyndham North Dallas by the Galleria, Dallas, TX

For more information, follow the Texas Focus links on the TSBVI home page at <http://www.tsbvi.edu>

or

Contact Jim Durkel at (512) 206-9270 <JimDurklel@tsbvi.edu> or

Paula Effinger at (512) 206-9344 <PaulaEffinger@tsbvi.edu>
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Sesquicentennial Events

Texas School for the Blind & Visually Impaired

May • M.ay 4th-6th and 10-1 lth - Student performance of annual spring play. Public is welcome.

• May 10- 13th - TSBVI hosts the International Seminar on Preschool Blind.

• May 25th - TSBVI Graduation - winner announced for Round 2 of the Poetry Competition.

August • All Month - Callahan Traveling Museum Exhibit - "In Touch with Knowledge: The Edu-

cational History of Blind People" on loan from the American Printing House for the Blind

of Louisville, Kentucky. TSBVI has also created it's own museum of Texas artifacts. The

public is welcome. See <http://sunl.aph.org/museum/intouch.html> for more information

about this traveling museum coming to Texas in August and September, 2006.

• August 16th - A special commemorative stamp cancellation honoring TSBVI at Austin post

offices. Envelopes cancelled with this special postmark will be on sale at the School.

• August 18th - 20th - Memory weekend! — Reunion for former students of the School.

-

musicians, speakers, sight-seeing tours of TSBVI's humble beginnings.

Annual Introduction to the

Intervener Model Workshop

June 12-13, 2006 in Austin

Texas Deafblind Outreach provides statewide

introductory-level training is for interveners and

team members who have not attended previous

general intervener training.

Contact Beth Bible at (512-206-9103) or

email <bethbible@tsbvi.edu>.

American Association

of the Deaf-Blind Conference

Towson University

Baltimore, Maryland

June 17-23, 2006

Registration packets for delegates, SSPs,

observers, and family members are available at:

<http://www.aadb.org>

Contact Jamie Pope, Executive Director

(301) 495-4403 TTY: (301) 495-4402

Email: AADB-info@aadb.org
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The Cornelia DeLange

Syndrome Foundation's

23rd National Conference

June 22-25, 2006

The historic setting of the Philadelphia area will be

the backdrop for a celebration of OUR history.

For more information visit the CdLS Foundation

website at <http://www.cdlsusa.org >

or call (860)675-8166

or (800)223-8355.

Joubert Syndrome Foundation &
Related Cerebellar Disorders

8th Biennial Conference

July 5 - July 9, 2006

Sheraton Grand Hotel

Irving, Texas

For information email to

joubertduquette@comcast.net

or visit the Joubert Syndrome Foundation website

<http://www.joubertfoundation.com>



2006 AER Biennial

International Conference

July 13-18, 2006

Snowbird, UT

For more information, contact:

Barbara C. Sherr, Conference Manager

(703) 671-4500 ext. 201

<bsherr@aerbvi.org>

<http://www.aerbvi.org>

Through Your Child's Eyes

A workshop for parents of blind

and visually impaired children

Coming to Fort Worth in September 2006

Topics covered include:

Quality programming for your child's education;

Eye Ball 101; Socialization skills;

Travel skills, sighted guide, using a cane;

Panel of experts; and more

8th Annual Virginia Murray Sowell Distinguished Lecture:

Orientation and Mobility for Travelers Who Use Ambulatory Aids

Sandra Rosen, San Francisco State University

September 30, 2006

Texas Tech University, Lubbock, TX
Contact: Anita Page or Angela Gonzalez at (806) 742-1997 x233

Calling All CHARGERS In Texas - Mark Your Calendars

A group is currently being formed in Texas for infants, children, and teenagers with CHARGE Syn-

drome along with their siblings, parents and professionals. We're called the Texas CHARGERS, and we
are dedicated to helping give the Texas Chargers a better quality of life. The goal is to meet biannually to

discuss the physical and emotional needs of children with CHARGE through the sharing of information

and the building of a support network. So, mark your calendars for the:

1
st Texas CHARGERS Retreat

October 7th 2006

Peaceable Kingdom Retreat <peaceablekingdomretreat.org> , Killeen, Texas.

This retreat will provide a stress free day for the families to come out and connect with others. The

day will include sharing information on raising a special needs child in Texas and activities such as a

carnival with balloons, arts and crafts, face painting, cotton candy, snow cones and a train ride. We will

also be having lunch and enjoying the activities at Peaceable Kingdom which include an Indian camp-

ground, miniature golf, dinosaur tracks, a theatre & game room, swimming pool and nature trails. If you

would like to receive a registration package or be on the membership list please contact Cathy Springer at

<dacspringer@austin.rr.com> or 512-255-3176. You won't want to miss all the fun so make sure you

mark you calendars!

Keep reading future news letters for more information about the Texas CHARGERS and we look

forward to seeing all of you on October 7 th
at Peaceable Kingdom.
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Editor s Note: Over the past year, we mourned the loss oftwo dearly-loved members ofour deafblind

family. In November, Christian Knapp, the young man who was the "great motivator" and teacher to so

many, passed away suddenly at home. This spring, Everett Bryan, who as a parent ofa child with

deafblindness was a trail blazerfor quality specialized sewices in Texas, passed away afterfighting cancer

with his typical "quiet man " style. We dedicate this issue to the memory oftheir lives, which have inspired

and informed so many others.

Christian and His Intervener

By Melanie Knapp, Christian's Mom, Sugar Land, Texas

Abstract: One mother shares her reflections on her son's dramatic improvement in quality of life

through the work of his intervener, and how her son, "the great motivator", inspired her to help others

reap the same benefits.

Key Words: Family, deafblind, intervener, personal experiences, losing a loved one, family support

group, Christian s Vision

In celebration of Helen Keller's birthday, June 25 - July 1 was Deafblind Awareness Week. Helen

Keller was born on June 27, 1 880. At the young age of 19 months, Helen came down with an illness that

left her deaf and blind. When Helen was a young girl, Anne Sullivan, a teacher and former student of the

Perkins Institute for the Blind, became Helen's teacher.

Today, we might call Anne Sullivan an intervener. "An intervener acts as the eyes and ears of the

individual who is deafblind, making him or her aware of what is occurring and attaching language and

meaning to all experiences. An intervener intercedes between the individual who is deafblind and the

environment in such a way so as to minimize the affects of multisensory deprivation and to empower the

individual to have control over his or her life" (Henderson & Killoran, 1995). Over the past few years,

there has been national and statewide activity to define and standardize the role of an intervener working

with deafblind students in our schools.

My husband and I were very fortunate to have had an intervener work with our deafblind son, Chris-

tian. Christian and his intervener, Ann, were together 3 years in Fort Bend ISD. Ann helped Christian out

of his dark and silent world in the short time they were together. They became "models" for deafblindness

and the power of the intervener.

We referred to our son as "The Great Motivator". Throughout his life, he motivated his Dad and me
to make things right for him. Christian passed away November 3, 2005.

In his memory, we are establishing a grassroots organization to support families who have been

touched by deafblindness. We have a vision that all deafblind persons will have a skilled intervener

working with them. To learn more about Christian's Vision, please contact me at (281) 438-6589 or

<rmkrnl@aol.com>. I have written a story, "Christian and His Intervener". Following is an excerpt

from it. If you wish to read the story in its entirety, it can be found on the web at the Project Sparkle site,

<http://www.sparkle.usu.edu/christian.html>.



ANN AND CHRISTIAN

Christian was 21 years old when he and Ann met. In Texas, Christian was allowed to attend school

until he was 22 years old. Ann would have one year with Christian. We were unbelievably excited, yet

cautiously optimistic. Ann admitted that Christian was the oldest deafblind child she had worked with.

She had ten years of experience working in our area as an intervener. Her experience, her reputation, and

her love for what she did were all evident when she became Christian's intervener.

Gary and I knew we had been given a "gift" of Ann. We were determined that Ann would have every

tool she needed to help Christian.
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Ann started a log that she wrote in every day to let us know what Christian's day had been like. Gary

and I would write back with what he had done at home. These logs became such an important piece of

Christian's progress. We spoke on the phone often. I came up to school often. I felt welcome there.

Christian was in a transitional classroom. A lot of the kids had jobs to go to. His classroom teacher was

very supportive of Ann and Christian. She encouraged Ann to "do her thing", and was there when Ann
needed her. Christian began developing relationships with some of the other students. Ann taught them to

approach Christian's hands to say hello. As time went on, Christian's friends were given sign names and

symbols. Christian eventually was able to recognize them with only their sign name.

Ann, Gary, and I communicated on a daily basis. We either wrote each other in the log, spoke by

phone, or in person at school. Early on, Christian and Ann spent a lot of time getting to know each other.

Ann and I spoke about his previous few years at school, and how Christian needed to adjust to a busy day.

She wrote me on September 27, 2001 after one of our talks. "I looked at some things differently. I am one

long activity that has entered Christian's life." I laughed when I read that. Christian had "his way" of

letting all of us know when he needed a break! On that same day Ann wrote, "Christian walked from the

bathroom to his calendar by himself. That was the first time Christian had ever walked alone. On Octo-

ber 10, 2001 she wrote, "Christian walked 284 steps alone on the tennis courts today". I was so proud of

my boy. Christian was also beginning to understand more signs. Ann wrote that she had signed "bath-

room" to him, and he stood up and walked toward the bathroom.

By the end of the fall semester in 2001, Christian had made huge strides. He was loading his calendar

box in the mornings and afternoons. He understood his routines and it was apparent that he understood

many signs. Christian had begun to sign some words: "vibrator", "eat", and "walk". Four months had

gone by and we had only a few more months of school before Christian would graduate.

I asked Ann to share some of her memories of Christian for this story. She wrote:

"I have so many wonderful memories of Christian. A really happy memory that comes to mind

involves the first time he signed "mom ". Melanie (his mom) was already in the room, but Chris-

tian didn 't know she was there. Melanie and I both looked at each other and I know we were

thinking. ..it was surreal. ..did Christian really sign "mom "? She had tears in her eyes and I had

tears in my eyes too. I know it was a tremendous experiencefor Melanie to see Christian sign

"mom "for the first time. It wasfor me.
"

"It was really goodfor Christian andfor me when he first started walking with otherfriends. I

remember a red-haired girl was one of the first students Christian walked with. They would
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walk around the gym during RE. I could tell Christian really liked being with her. It was great

for me to see the two of them walking together, and it also gave Christian a breakfrom walking

only with me.
"

Christian ... literally flourished before our very eyes. All of us involved in Christian's education

believed that this was only the beginning for this intelligent young man. No one could deny that fact that

Christian was receiving the appropriate program for him as a deafblind person. The proof was right in

front of all of us.

Gary and I did not want to face that this school year would end. Everything that we worked so hard to

get for Christian would be over. We could not give our son this "life", and then have it yanked away from

him. He proved that he could do this. It was up to us to make sure that he had every opportunity to

continue to grow and learn.

We began our investigation of what we needed to do for Christian to stay in school. All we wanted

was to make up for his "lost" years at his previous high school and for him to stay at Dulles and have Ann
continue to work with him. Sadly, we were told that Christian "ages out". He would not be allowed to

continue after the school year ended. I could not hold my tears back as we sat in his ARD. I knew these

professionals. I knew that these people that sat in the room on that day felt the same way that Gary and I

did. They had seen the "miracle". Their hands were tied. We were heartbroken... but not defeated.

Gary and I had a long talk. We didn't have a lot of money, but we knew that our next step was the

right one for Christian. We hired an attorney. We knew that our only way of getting through to the district

was to file a lawsuit. This is not what we wanted to do, but Christian needed us to.

Our case never went to court. The Director of Special Education in our school district called Gary,

herself. Our case had been reviewed and Christian would receive two more years of education. Within a

few weeks, we again sat in an ARD meeting. We would stay at Dulles, Ann would be his intervener, and

the "miracle" would continue to unfold.

The next two years went by too quickly. Christian and Ann became a "model" for interveners and

deafblindness. Christian thrived with his understanding of tactual sign. Gary and I took sign language

classes. Ann, Gary, and I became strong accomplices for Christian. We worked in sync with each other

daily. We often spoke about the importance of our relationship and our communication and how much it

helped Christian. We knew that what Christian learned at school was critical to include at home as well

and vice versa. We worked on building a "bridge" between his school life and home life.

Ann continued to nurture Christian's friendships at school. Chris was his best friend. He would meet

Christian in the morning and walk him into the class. Ann had taught Chris some signs to talk with

Christian. Ann shares this memory between the two friends:

"I loved seeing the friendship that developed between Christian and Chris. I could tell that

Christian was so comfortable and happy when he was with him. They would walk together to

lunch, and they would walk together in the afternoon to waitfor Melanie to pick Christian up

after school. While waitingfor her, Chris would sign "waitfor Mom ". I know it made Christian

happy that Chris learned to sign and that he learned about Christian s calendar box. It was

goodfor Christian to feel he was understood and to have Chris as a friend. There was the time



that Chris and Christian took offfrom the classroom. For a moment, I was frightened... because

they left without me. I went out into the hallway and saw Christian standing with Chris while

talking with a girl he liked and some other kids. It was the best feeling seeing Christian inter-

acting with otherfriends .

"

Ann and Christian had been going out into the community. Christian would shop at the grocery and

other stores. He had a few favorite places that he liked to eat.... well... eat the chocolate dessert.

We had been supported by the Texas State School for the Blind and Visually Impaired Outreach for

years. Craig Axelrod worked closely with Ann and the other team members ensuring that Christian had

every tool he needed to learn, including training for Ann, Gary and me. Craig was a friend to us, and to

Christian.
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I began to look at Christian's future beyond school with a new outlook. It was inevitable that this

time he would graduate. It was extremely important to us to make his transition as smooth as possible.

His life was full of meaningful activities, and we wanted this to continue for him.

TRANSITION

Christian's love of chocolate found him a job. Ann had discovered early on that Christian loved

chocolate. Their discovery came on Christian's first trip to the vending machine. He had no idea at the

time that "the big box" could spit out this delicious chocolate... at least he didn't on the first trip. The next

time, he knew what was coming. He quickly learned the sign for chocolate. Ann taught Christian that he

could put money in the machine and get chocolate. As time went by, we expanded that theory. We bought

Christian a small vending machine. We had permission to put it in the classroom. Christian learned to

load it with chocolate, and other treats. He traveled to Sam's Club to buy supplies for his vending ma-

chine. He learned to collect the money out of the machine. After graduation in 2004, we had special

permission to keep the vending machine at school in the classroom. Christian went to school once a week

to load the machine. He was able to visit with his old schoolmates and teachers while he was there. We
were working on getting him another vending machine to be placed somewhere else in the community.

SUMMARY

The obstacles that we had to overcome for our son Christian were worth every struggle, tear, and

frustration. I believe in the Intervener model. Christian's quality of life improved dramatically because he

had an intervener.

What would have happened if Christian had been with an intervener years before?

"The best and most beautiful things in the world cannot be seen or even touched. They must be felt

with the heart." (Helen Keller)

Editor's Note: Ann, the intervener mentioned in Melanie's article, is also described working with another

student in Michelle Weth s article beginning on page 12 in this issue ofSEE/HEAR. You will see in that

article that she has continued her work as an intervener who makes a difference in the lives ofstudents who

are deafblind.
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The Quiet Man: Fond Reflections On Everett Bryan

By Garland and Annie Wade, Charter Members of DBMAT, Tulia, Texas;

and Pat McCallum, Past President and Executive Director of DBMAT, Seagoville, Texas

Abstract: A few friends memorialize Everett Bryan, parent of a daughter with deafblindness and a

trailblazer in supportfor Texas families.

Key Words: Family, deafblind, parent, leadership, memorial

GARLAND & ANNIE'S REFLECTIONS

We first met Jackie and LeeAnn in 1971 in their home in Amarillo. Everett was away from home that

day at work as a highway engineer. They were among the parents attending the first deaf-blind parent's

meetings in Austin, sponsored by the Texas Education Agency. During the second or third of those meet-

ings in 1976, a few parents met through the night to author the bylaws that established the Deaf-Blind

Multihandicapped Association of Texas (DBMAT). Everett in his quiet wisdom was there to help lead the

small group. Through the years several of us charter parents ofDBMAT have fallen away for one reason

or another... but never Everett and Jackie. They remained steadfast in their activity and in support of

DBMAT. Having gleaned the choicest bits of information that DBMAT offered each year, Everett takes

with him that quiet-found intelligence along with numerous friendships that mounted through the years.

We are certain that his eternal heart is now a vessel containing the respect of everyone who came in

contact with him here on earth. He did not command attention . . . but his presence filled the room. He
did not sparkle . . . but his light filled the shadows. He never spoke harsh words ... his example was

chastisement enough. Our memories of this quiet, loving, unassuming man (A "David" among the Goliaths

of life) . . . are his legacy to us. And we who knew him, or knew of him, and many who may never know
him, are the beneficiaries of that honorable life well lived.

PAT'S REFLECTIONS

I feel I've known the Bryan family all my life. I've certainly known their smiling faces, encouraging

words and gentle support for all of my DBMAT life. In the early 70's, we began this unique journey

together along with several other families of children who are deafblind.

Everett was treasurer during my tenure as president, and for several ofmy years as executive director

of DBMAT. I felt Everett had a "John Wayne" persona with his strength of character, willingness to

assist, and determination of effort... the quiet man who got the job done.

One of my fondest memories of Everett is when, at my request, he donned a Superman type costume

to become "Superparent" for a skit during one of DBMAT's annual conferences. He was a hit and saved

the damsel in distress.

I feel sure that everyone who had the opportunity to know Everett has wonderful memories of this

gentle man, not only to share but also to keep in their heart.

(Pat's reflections are reprinted with permission from the DBMAT Newsletter In Touch, Spring 2006)



Helping Your Child Transition from Adolescence to Adulthood

By Mary Zabelski, President, National Association for Parents of Children with Visual Impairments

(Reprinted with permission from Awareness, Fall 2005.)

£
Abstract: The author, a parent ofa grown daughter who is blind, shares practical strategies parents

can build into theirfamily routines to help children develop the skills necessary to be successful adults.

r
Key Words: family, blind, transition, personal experience, parent tips, expanded core curriculum ^
Editor s Note: The National Associationfor Parents ofChildren with Visual Impairments (NAPVI) is

a nonprofit organization of, by andfor parents committed to providing support to the parents ofchildren

who have visual impairments. This year, NAPVI celebrates 25 years of outreach to families. To learn

more about the organization, you may visit their website at <www.napvi.org> . Mary Zabelski, who has

been active in NAPVIfor many years, contributed to the Awareness 25 th Anniversary Edition by sharing

Cara s Story and My Journey, an article that highlights her experience ofhaving a daughter who is blind.

Planning for your child's move from adolescence to adulthood is a very important step you can

provide, and one of the most important factors in building a successful future for your child. In most

states, special education transition services begin when a child with a disability is between 14 and 16

years of age. You will be told that this is the time to look at developing new skills and working with your

child together as he or she moves toward independence. You will probably not be prepared. Unfortu-

nately, teachers and professionals in the field should be encouraging us to work on these skills much
earlier in our child's development.

As you encourage your child to take on more responsibilities you will want to find new ways to be

supportive. As you help your son or daughter maneuver through post-secondary challenges, you will be

looking at everything from college to employment, from housing to financial assistance. Depending on

your child's disability, you may be considering other options as well.

Although the law (I.D.E.A.) tells us that during the high school years a transition plan will be estab-

lished for your son or daughter through their Individual Education Plan (I.E. P.), many of us with older

children have realized that the real transition starts much earlier in life, and rests with the family.

As parents, we have to help build our children's self-advocacy skills. Hopefully, our children have

gained a strong sense of their own strengths, talents, abilities and areas of interest. If our children have a

disability, they should be conscious of how it can affect them in the community, work environment or

academic environment. They need to be able to discuss these issues and learn how to ask for and acquire

any supports and accommodations that they might need and be entitled to receive. They need to be famil-

iar with the systems that are in place so they can access these supports and accommodations.

When our children are in elementary and high school, the school system takes care of ordering their

assistive technology and instructional materials, with their much needed accommodations and adapta-

tions. Once our children are out of high school they are expected to find their own services or seek out the

necessary assistance on their own.

I have found that the basic foundation for advocacy skills begins when our children are much younger.

It is very important for us to encourage self-esteem in our sons and daughters. Without self-esteem and

confidence in their own abilities, it will be hard for them to advocate for themselves.
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One factor to consider is to the opportunity to help others. Most people want to help our children

because of their blindness or other disabilities. Giving our children opportunities to take care of siblings,

chores to help within the family, or errands to run are all examples of opportunities that can be tailored to

their abilities while at the same time giving them confidence that they can succeed like any other child.

Giving your son or daughter domestic responsibilities at a very early age, such as putting away toys,

taking out the garbage, walking the dog with you or siblings, setting the table, helping to give the baby a

bath, are everyday tasks that lead to a mastery of chores and confidence. Parental attitudes are very

important to your children and are noticed by them at a very early age. Let your children know that you

have confidence in them. If you feel sorry for them and do everything for them, how can they feel good

about themselves? Instead, encourage them to try new things, ask them to help you when you need assis-

tance with chores, and give them plenty of opportunities to practice. My daughter hated to be seen in

public with her cane, but I made her walk to the corner store or to mail a letter in the mailbox, and then

would thank her for helping me. Eventually, she got used to performing tasks like this, which ultimately

led to her independent traveling. These tasks also made her feel important to the family, since we relied

on her to help out with household tasks and run errands.

Social relationships and opportunities to participate in sports and recreational activities are more

than just fun. They are important tools that help integrate our children into the local community and

increase the opportunities for collaboration and building of a support network. Help your son or daughter

connect with other families, social groups, professional persons, sports programs, religious community

members or any other persons or groups that could help provide social, recreational, work or volunteer

experiences for them. Also, helping your child find community members with the same disability can

often give them the opportunity to see an older role model and get positive information on living and

working independently.

Independent travel skills, social interaction skills, use of assistive technology, recreational and lei-

sure skills, independent living skills, career education and visual efficiency skills (the extended core

curriculum) are very important in the scheme of things and are not often taught in school as they should

be. As parents, we must be the initial advocates and teachers, so our children will learn these skills from

us and learn how to advocate for themselves when they are young adults. This is not an easy task but is

possible if we partner with specialized teachers and other parent mentors to work on these skills at an

early age. Remember, the road to independence begins at a very early age and real transition skills devel-

opment should begin when your child is very young.

Supermarketing

by Carol J. Castellano

Reprinted with permission from Future Reflections, Special Issue 2004. Future Reflections is a publi-

cation of the National Federation of the Blind.

Abstract: A mother shares how she turns trips to the grocery store into opportunitiesfor her daughter

who is blind to learn about a few essential areas of the expanded core curriculum.

Key Words: family, blind, concept development, expanded core curriculum, parent tips

My daughter Serena loves our weekly trips to the supermarket. Her fun begins outside the store,

where she chooses just the right basket to sit in. Then we make the automatic doors open. This must seem
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like some sort of magic to a child, opening onto an interesting world of smells and sounds and tastes and

people and, from a parent's point of view, learning opportunities. Serena was three-years-old when we

began our supermarket routine. You can adjust your 'lessons' to the level of age of your child.

"Serena, Daddy needs some pears," I announce as we enter the produce department and we begin to ^
choose a few. "Is this a good one?" I ask her. "Does it have a good smell? See how it feels. Here's the

stem! Oh, look, there a leaf on that stem! Let's get a plastic bag to put our pear in."

Serena helps me peel a bag off the roll and helps to tear it along its perforated edge. As we put in the

pears, we count them. "One, two, three, four. That's one for Daddy, one for Mommy, one for Serena, and

one for John. Do you think that's enough pears? Let's feel them through the bag. Can you feel four pears

in there?" On to the apples. "Hmmm, these apples feel different from the pears, and they smell different,

too. But look they have stems. Apples and pears both have stems."

We go on through the produce department discussing each of the fruits and vegetables that our family

eats. I find that giving Serena a personal fact or two about each item makes it more meaningful to her.

"Mommy likes Delicious. Daddy likes Macintosh." Or we might sing a song (Apples and Bananas, or

Day-O) or talk about the guacamole we're going to make out of the avocado. I also use storybook details

to expand Serena's world. "Look, here is parsley, just like Peter Rabbit was looking for in Mr. MacGregor's

garden." In these circumstances, Serena is very willing to handle and explore things she ordinarily would

be reluctant to touch, such as lettuce or broccoli.

In order to give her an idea ofhow much food a supermarket sells, I tell her to lean over and reach out

her hand. "This is a long aisle! Serena, they have cookies and cookies and cookies and cookies and

cookies and cookies in this aisle!" I tell her as her hand passes over package after package. We do this in

several aisles, using items that she is particularly fond of or interested in. I include as much incidental

information as I think Serena can absorb while still having fun. If the new information can build on

something already known, it will be easier for the child to learn. For example, "The bread in this package

is made from wheat. Do you remember when we saw the wheat at the farm?" You could include whatever

information would be relevant to your child. Think about what knowledge he or she already has that

could be added to.

Serena's favorite aisle, after cookies, is the diary aisle. She loves to handle and count the packages of

cheese, the containers of milk and orange juice, and the eggs in the carton. All kinds of learning can go on

here. "This carton of milk is much smaller that the carton of orange juice." (Use the terms quart and half-

gallon if your child is ready for them.) "Wow, the orange juice is so heavy I can hardly pick it up." We
drop it cautiously into the cart behind her and listen for the thud. "The juice inside the container comes

from oranges just like the ones we chose before. You have to cut the orange open and squeeze it to get the

juice out. Serena, help Mommy check the eggs. We don't want to bring home any broken ones. Let's

count them. Twelve, that's a dozen. We'll have these eggs for breakfast tomorrow."

I try to let Serena take each item from the shelf. If she cannot reach, I put it in her lap so she can look

at it. Then I say, "Let's put it in the basket BEHIND you." Heavy emphasis on the "behind" got Serena to

learn that particular preposition and its meaning very easily. The supermarket cart seat is also good for

"beside you" and "next to you" and Mommy is standing "in front of you." You can practice memory skills

by asking "Do you remember were I put the bananas? Yes, they're on the seat next to you."
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Throughout the store we talk about shapes and sounds and textures. "The peanut butter jar is round."

"The macaroni in this box makes a lot of noise when you shake it. When the macaroni is cooked, does it

still make noise? No, soft things don't make much noise." "These potatoes are dusty with dirt. They grow

in the ground, right in the dirt. We'll have to scrub them really well before we cook them."

We make a stop at the courtesy desk. "Mommy has to get the check approved. Here, Serena, could

you hold the checkbook for me? Now hand it to me, please, and hold my pen." I think using proper terms

such as "courtesy desk" and "approved" gives the child the best exposure to the activity and expands the

vocabulary as well.

Finally to the checkout, "Serena do you hear the cash registers ringing? We're at the checkout counter

now. Mommy is putting the groceries on the conveyer belt. Do you want to feel it move? Look, here are

the pretzels we took off the shelf before. I took them out of the basket and put them up here. Now the

cashier will tell me how much money our groceries cost. As soon as I pay we can take our groceries

home."

Usually by this time three packages of snacks are open, we are both tired, and we can't wait to get

home. But I know the fatigue is worth it, because after every trip to the market, Serena has learned at least

a few things and has further solidified the knowledge she had before. She is more understanding of, and

drawn into, the comings and goings of the world around her.

Dancing In Words

By Barbara Bullard, Poet, La Verne, California

Abstract: A poet shares her experience in losing her vision through stoiy and poems.

Key Words: family, blind, poems, personal experience, vision loss, Retinitis Pigmentosa

Introduction: I have Retinitis Pigmentosa (RP) and have been losing my sight ever so slowly since I

was about nine. With RP, my night vision was first to go, and when it would get dark, I would travel

through the fields between our neighborhood's houses with bare feet so that my feet could "read" where

I was going - the slope and grade of the ground, the textures of the terrain, revealing where I was in

space—a kind of landscape-braille the soles of my feet could learn to navigate by.

When I lost the ability to discern the details in faces, I would rely on identifying a person by their

"movement signature"—the shape of the body and its unique way of carving the air as it moved through

a room, or across a courtyard. Now, as the shapes of things are beginning to vanish as well, there is still a

"sound signature" novel to each person. Yes, even the sound of how a person moves about, and the way

they stir the air and energy about them, is a kind of personal identifiable imprint. I have come to truly like

this peculiar way of recognizing people.

In college I chose to major in dance, so that I could enjoy having control over the environment

around me, and the way I moved through it (even if only in a dance studio, or on stage), at a time in my
life when I felt my loss of sight was causing me to move with less freedom, less fearlessly. I received my
bachelors degree in dance from Loyola Marymount University, Los Angeles, and after wandering through

a few artful mediums, my feet have landed firmly in poetry—the dance of words.
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I write my poems with the intent of painting moments in time, and I expect my poems to draw the

reader entirely into the strings of words by evoking as many of the senses as possible. I also expect the

pieces to depict not only the colors and shapes of the moments in time, but also the underlying emotion in

the painting, be it bittersweet or joyful.

I move through space now with six legs, and live with my lovely black labrador guide, Yaz, in La

Verne, California, a small town along the foothills on the edge of the great sprawl of Los Angeles. I am a

free-lance writer and like it very much when I find myself in someone's address book with the title "poet"

next to my name. I can be reached at Barbara Bullard, 3945 Bradford Street, #109A, La Verne, CA
91750, 909-392-9767, <blbullard@earthlink.net>.
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AS THEY DISAPPEAR WRITE ME THE STARS

My eyes are disappearing in the mirror.

I remember what they look like.

Curious, I lean close and look with my eyes

to find what my mind still sees.

Faces have no lines, no wrinkles, no scars.

My own cheekbones soften, the jaw line quiets.

Surprisingly, faces grow prettier, more perfect,

not dull, as they disappear.

I like this edge of sight

before dropping

into the chasm of none.

These things that hang

in your sky, gone so long now
from mine—my black

and lonesome nightscape,

the blank light-white disk of a moon,

its only adornment.

These mysterious points

of brilliance, do they wink

like thoughts, like impulse?

Stars dead so long now,

the heat gone out of their light,

they are invisible to my skin.

I lay my face in my hand, and speak to my eyes.

I ask them not to go, to stay a little longer.

As if happenstance could be ordered.

These eyes, my friends, work so hard

carrying words letter by letter,

carrying fragments of the world in puzzle pieces,

looking as if smeared by rain or tears,

piece by piece to my brain.

Pieces of letters, pieces of faces,

fragments of worn color,

the faded ghosts of landscapes.

I like the edge of sight

before dropping into none.

I will miss my eyes when they go.

I will miss them.

How was I to know

I should stop, and pay attention,

and memorize these

bright things missing now
from the insensate velvet

ofmy unrippled night sky?

How would I have known

they would disappear one day

from my heavens, and then reappear

to me only in words?

If you're listening, write me
the stars, write me your night sky.
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Mentor, Teacher, or Student?

By Michelle Weth, Career & Technology Educator,

Sugar Land Middle School, Sugar Land, TX

Abstract: A general education teacher describes her experiences in with a deafblind student in class,

working together with an intervener.

Key Words: Programming, blind, visually impaired, deafblind, interveners, sign language, commu-
nication skills, general education

In the fall of 2004, I noticed two new faces on the Sugar Land Middle School campus. One was a

beautiful blue-eyed woman, and the other was a small handicapped student. At that time, I would not

know the impact they would have on my life and on my teaching career.

As they passed my room on a daily basis, I would issue a friendly greeting to Ann Bielert, an inter-

vener. She would smile and return the greeting, but was hurrying behind Trinity, who is deafblind, giving

directions in sign language. Each day passed and our conversations grew a little.

The previous year I had developed a relationship with one of the paraprofessionals in the Life Skills

classroom. We would often laugh, giggle and discuss life about the campus. It was Becky Luetkemeyer

who encouraged the relationship between Ann and me. I am so glad she did; for her I am very grateful.

Ann stopped by my room one day to see if I would entertain the thought of Trinity attending my class.

She explained that Trinity needed the skills I taught. Fear ran through me. Several thoughts raced through

my mind. How am I going to communicate? How is she going to see? What can I teach her? What are

her capabilities? She is only a 6 th
grader. I don't teach sixth grade students. . . never have—never will! (I

ate those words the next week.) IS Ann coming with her, or is she coming alone? Help! Am I crazy? As
the words rolled out of my mouth.... "Sure, bring her in at 4th

period. That is my smallest class, and I

know she will enjoy the other students." Oh-no, what will the other students do or say to her? What have

I done! PANIC!!!!

Ann showed up with Trinity the next day and that was the beginning of my relationship with two

people who would have a TREMENDOUS impact on my life. First, we needed a "sign" for me and I

needed to know Trinity's name sign. I really liked my sign, a "W" signed over my hand for sewing

teacher. The students were just beginning to make a pair of boxer shorts on the sewing machine. Another

wave of panic: how was a deafblind child going to sew on the sewing machine and not sew her fingers or

mine, or who knows what! ! ! !!?????

I learned so much that next 6 weeks.... We made up signs for equipment in the room. I could not

remember from one day to the next what they were. I watched Ann for help. She would stand behind

Trinity and give me the sign. Trinity & I could talk! I was amazed. I was so impressed with her abilities;

Trinity was and is so motivated and eager. She taught me additional patience and understanding during

that first week. She chose lizard fabric for boxer shorts and set into the project. I was not sure if Ann
knew what to do either at that point, but we persevered.

Out came the pattern and a pair of scissors. We traced the cutting line with a bright green marker. I

learned that this was best for my other students too, as this was generally their first cutting experience.

She carefully cut the pattern. WOW, it was really good, and she was very careful. I learned the sign for
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"careful." My sign vocabulary was increasing rapidly. I showed her how to pin and marked the spaces

with a marker and then turned to help other students in the class. When I returned she had completed the

pinning and had carefully folded the project and was returning it to her "green box."

Over the next weeks Trinity learned new signs for sewing at a rate much faster than I did. She

practiced on the sewing machine, just like the other students on paper first. She was accurate and careful.

I noticed she had a hard time learning where to start and stop, so we put a "green dot" for start and "red"

for stop. Great O & M skills! And, I learned the sign for STOP! With her shoe off, she began her sewing

project. She could feel the sewing machine better through the pedal with the shoe off. We converted the

start and stop dots from the paper to green and red pins on the fabric. Sewing is all a sequence and a set

of skills. The adaptations that I have made for Trinity have moved to regular educational class teachings.

The beginner sewing students can use these adaptive skills to make their skills better. Over the next

weeks Trinity finished her first pair of shorts and was so proud of her work, and so were Ann and I.

Ann had been working with her on skills in the kitchen. She showed me her recipe collection and

explained how she read. "Read... I can't believe it," was my thought! I sent down some practice ingre-

dients for the recipe that we were making each week. Ann and I worked at converting my recipes into

easy to read large print picture recipes. Sometimes we finished up minutes before the class. Well, now I

am a large print picture recipe addict! Trinity practiced, I learned, and soon we were in sync making great

things. I watched a delightful face enter my room. She smiled, made friends, and learned skills in 45

minutes, 3-4 days a week.

We have a great time. She likes to wear my watch when she is in my class. We exchange the watch

for a bracelet. We have fun in class learning names for the students and practicing names. She likes to

visit with the other students and sometimes doesn't want to sit down and get busy. On demo days, she has

become my "guest chef and assists with the weekly demo while the other students watch in amazement.

They get great satisfaction from knowing, understanding, and communicating with Trinity. They visit

with her in the hallway and many have their own name signs. The class is learning sign language and

more skills than I would have ever expected.

I have learned what an intervener is. WOW, I have decided that I am not just a teacher, but I am an

intervener in the lives of all children. Ann Bielert has been a great teacher, friend and mentor. She has

taught me so many valuable speaking (sign language) lessons. I learned I need to be careful where I place

the signs! I have used the small amount of intervener training to help underachieving students make
strides in their education. The organization, calendaring and unique educational process of the deafblind

student can and will make an impact on the regular education processes of my classroom.

Thanks for bringing Trinity and Ann into my life. Now one and half years later, the relationship has

gone full circle. I am no longer timid about my expectations of Trinity's abilities... I now think, "let's

try!" Each day I know she is going to teach me something that I can use to educate other students. 1 have

changed my style of teaching because ofmy time with her. Trinity is now my mentor and my teacher and

I am her student!
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Winter break was upon us, and when we returned in the spring we would do a unit on child care and Q
then begin cooking. I had no clue what was in store for me next. A whirlwind of activities! Child care O
was great. Trinity created a room for her dolls and learned to care for them. Make believe time was a pQ

great educational experience for her. But the cooking was going to be more FUN than I could imagine! ^



I Can Do That!

By Sharrie Lyon, Teacher of the Visually Impaired, Sweetwater, TX

Abstract: A teacher ofstudents with visual impairments (TVI) describes teaching strategies she used

with a challenging young student in the primary grades. The student's attitude and determination to

learn, combined with the efforts of his teachers and positive experiences with peers, helped him achieve

far more than expected.

Key Words: Programming, blind, visually impaired, TVI, Braille, Mountbatten brailler, reading,

math, independence, self-confidence, motivation, behavior, PPCD

I think every teacher wonders at times if she can do the things she is expected to do with a student.

^ As a TVI I face this issue over and over again with each new child I serve. I remember thinking about one

55 child in particular, "Can I really do this? Can I take the knowledge I have gained and pull this child up to

where he needs to be?" Talk about being scared! Being a brand new TVI, I did not have a lot of experi-

ence to pull from. But, I decided to just take one day at a time and dove right in.

The child I was working with was very headstrong. He definitely knew what he wanted and that was

for me to leave him alone. Anything I asked him to do would set off huge tantrums. Not the easiest child

to work with, but mine to teach. I started by giving him choices in the work he did. If he was reluctant to

make a choice (not an option) and started to tantrum, I just waited him out.

I made a simple tactual calendar system that helped him to transition to different activities. He liked

it! He began to look forward to the activities and to school. By the end of the year in PPCD he was

attempting to track tactile lines as he pretended to read. He knew all but two or three letters in Braille. He
was enjoying school so much, he would cry to come to school even if he was ill.

The next year he went to kindergarten. We worked on reviewing all the letters, learning numbers and

punctuation marks. Then suddenly he was reading! If you asked him to complete an assignment, he

would say, "I can do that!" And he would.

Math was his favorite subject. Any new concept he was taught, he could do in his head. He was

enjoying the abacus, and learning to add money. He loved learning the clock. Analog or digital, it didn't

matter to him. I decided to try Nemeth Code with him, with absolutely no problem! After he learned to

drop down on the Perkins Brailler, all I had to do was ask him where he thought a Nemeth number would

be on the Perkins and his fingers would find it. I thought Nemeth was supposed to be hard to learn. In

this case it was both easy for me to teach and easy for him to learn.

He learned the addition, subtraction, and the equal signs quickly. He had no trouble reading his math

problems and he was happy to answer the problems using his Perkins Brailler. We worked on learning to

add money and identify coins. He enjoyed the work and was satisfied when he had the right answers.

One morning, walking into the classroom, I looked for my student and couldn't find him. All the

students were in the floor in groups of 3 to 4 playing center games. He was sitting in the floor with 2 to
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3 other students playing a center game that I had modified. The students in his group were helping him

play by showing him how to hold his cards so he could read the brailled words.

He was learning to use the Mountbatten in class. He enjoyed the feed back from brailling the letters

and having the Mountbatten talk to him as he brailled. It helped make brailling easier and a little quicker.

Using the Mountbatten, he began learning whole word contractions and thought it was fun. The Perkins

and the Mountbatten became just another part of the class.

First grade was different. The pace was faster with a lot more work to be done in a short period of

time. I felt the most important area to work on was independence, and that meant learning to put his

paper in the Brailler independently. I was able to learn a tip from a gentleman visiting our district. His

advice, hole punch the paper on the left side to help orient the paper. "This will help him to put the paper

in by himself, he said. I tried it; with practice I could see a big improvement in this skill in a short

amount of time. By January, he was putting the paper in independently but still needed help straightening

the paper, so it would roll in the Perkins. Not bad, lots of progress in a short time, but we still need to

work on it.

Reading took up a lot of the time during the morning. He was doing well, but I was looking for a way

for him to participate in the AR program and get a reward for hard work at the same time. I tried the

Recordings for the Blind and Dyslexic Program with digital talking books. After he had read several AR
books in Braille, and if he had all of his other work completed, he would read a digital taking book and

take an AR test on it. He had as many points as the other good readers in the classroom. I placed his

Braille books and digital talking books in the library so he could check out books just like the other kids.

o
o

Z

One of the other students in the classroom told me, "When I'm done with my papers, I sit here and

listen to Devin work. He's cool".

At times he would ask me, "Did I beat the other kids?" as he read through his assignment. In fact, he

did beat the other kids at times. Wow! What a hard worker this kid was. Of course, his hard work made

extra work for me. I was having trouble just keeping up with the amount of Braille he needed.

When I think back to our beginning I see such a tremendous change in this student. Now he is so

willing to try new things. He is confident and determined. There is nothing he doesn't think he can learn

to do. This attitude is what will take him far, very far I hope.

I want to see this student go on to college. I see him getting a job, making friends, having a family,

and enjoying his life. I think he can do anything he sets his mind to do. More importantly, he thinks he

can do it.

Not every student I teach will make such great strides. Some children will challenge the knowledge

I have and send me back to my books and mentors to learn more about what approach he or she might

need. But even when I am faced with new challenges as a TVI I will remember what I did with this

student; his success made my job feel easy. I know that just like my student, much of what I can accom-

plish with a child depends on my attitude. Just as I try to motivate my student to believe they can do it.

I need to believe that I can, too.
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Optic Nerve Hypoplasia

By Ann Adkins, Education Specialist, TSBVI Outreach

Abstract: This article examines Optic Nerve Hypoplasia (ONH) and describes some of the charac-

teristics ofstudents with ONH and related conditions such as Septo Optic Dysplasia (SOD).

Key Words: Programming, visually impaired, blind, optic nerve hypoplasia, septo optic dysplasia,

sensory integration, autism

I recently had a fascinating conversation with Christopher Sabine who had contacted TSBVI Out-

reach about his business, ONH Consulting. I was excited to hear that there is a service available to sup-

port individuals with Optic Nerve Hypoplasia (ONH), which according to Mr. Sabine's letter and his

website <www.onhconsulting.com>, is the third most common cause of childhood blindness in the United

States. I found the information and website particularly valuable since Christopher is an adult with ONH.
In Texas, there are currently 313 students on the VI registration with ONH and 43 students with Septo

Optic Dysplasia (2006 Annual VI Registration). There are additional students listed as having Optic

Nerve Disorder and Optic Nerve Dysplasia. I know that many people consider these terms to be some-

what interchangeable and may use them to describe the same conditions. I have excerpted some informa-

tion on ONH from Mr. Sabine's website and his letter to Outreach, and hope that in the future I will be

able to interview him about his personal experiences with ONH and his career as a social worker in Ohio.

Be sure to look for more information on ONH in future issues of See/Hear.

WHAT IS OPTIC NERVE HYPOPLASIA?

Optic Nerve Hypoplasia is a congenital condition characterized by underdevelopment of the Optic

Nerve and adjacent structures of the midline area of the brain. There is no known cause for ONH. While

only a few cases of this condition were reported in the medical literature before 1970, the numbers of

children born with ONH seem to be increasing dramatically.

For people with Optic Nerve Hypoplasia, the optic nerve is either nonexistent or did not develop

properly. Many people with ONH also have malformation (dysplasia) or absence (agenesis) of other

structures of the midline of the brain that are physically near the optic nerve. These might include:

The Hypothalamus, which coordinates the production of many vital hormones

The Pituitary Gland, which oversees the function of many of the glands in the human body

including the adrenal gland and is sometimes called the master gland

The Corpus Callosum, which is the structure that separates the right and left sides of the

brain, and

The septum Pellucidum, a small, fluid-filled sack in the midline part of the brain. When this

structure is missing or malformed, many doctors refer to the condition as Septo Optic Dys-

plasia (SOD) or De Morsier's Syndrome.

Children with ONH can have abnormalities in the structure of the brain, its function, or both. These

abnormalities can be minor and have little to no impact on a child's functioning and development. In

some children, however, these abnormalities can lead to developmental delays and other challenges. Many
of these challenges include difficulties with sensory integration, motor planning, intelligence and aca-
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demic skills, speech and language, and higher order communication and social skills. Children who are

most severely impacted can have smaller than normal brains as well as cysts (fluid-filled sacks) in their

brains which sometimes have to be drained with an implanted surgical device called a shunt. Children and

adults with ONH demonstrate a full range of intellectual functioning from mental retardation to high

intelligence.

WHAT ARE SOME MAJOR CHARACTERISTICS OF ONH?

Optic Nerve Hypoplasia is associated with a host of unique characteristics that distinguish it from

blindness or visual impairment due to other causes. Children with ONH can exhibit a wide range of

vision, from fairly good visual acuity to total blindness. They may have rapid, involuntary eye move-

ments. This is called nystagmus. Since nystagmus is involuntary, it is impossible for the person to con-

trol.

Many children with ONH have sensory integration dysfunction and autistic behaviors and character-

istics. Sensory integration is a term that describes how our bodies process the information we receive

from our senses. In people with sensory integration difficulties, this process doesn't work as it should.

Children with ONH that have sensory integration difficulties might be highly sensitive to certain tex-

tures, sights, sounds, smells, or other features of the environment. They might demonstrate a high pain

tolerance and run into dangerous situations with reduced consideration for their safety. Extreme food

preferences are very common. They might exhibit inappropriate and stereotyped behaviors, including

hand-flapping, body-rocking, head-banging, biting or hitting parts of the body, and eye-pressing. While

these behaviors can occur in other children who are blind or visually impaired, they can be much more

pervasive and difficult to extinguish in children with ONH. Distractibility, impulsivity, and trouble fo-

cusing and staying on task are also typical behaviors in children with ONH that have sensory integration

dysfunction.
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Many children with ONH demonstrate autistic characteristics and some have behaviors that qualify

them for a diagnosis on the Autism Spectrum by a psychologist or another professional qualified to diag-

nose behavioral disorders. A child with ONH might have difficulty maintaining appropriate social inter-

actions, rigid adherence to routines, and perseveration (talking excessively) on a specific and narrowly

defined topic of interest, such as Rod Stuart or the sounds of telephone equipment. In many cases when

perseveration occurs, it is on a topic related to music. Music is often a powerful motivator or even a

primary means of communication for children with Optic Nerve Hypoplasia. Delays in areas such as

adaptive functioning, social skills, and gross and fine motor skills are very typical, and global develop-

mental delays are also prevalent.

Like some people with autism and related conditions, some children with ONH also demonstrate

special narrowly-defined skills which are unique to them. These are called "splinter" or sometimes "sa-

vant" skills. (Christopher, for example, can multiply large numbers in his head and recite the names of the

first 107 elements of the Periodic Table in numerical order). Some others are profoundly gifted musically.

Children with ONH can also face a host of secondary medical complications. In many cases, struc-

tures adjacent to the optic nerve are also underdeveloped, malformed, or even nonexistent. When struc-

tures such as the hypothalamus and the pituitary gland are impacted, children can have difficulty regulat-

ing their body temperature, metabolism, and other vital body functions properly. Some children are

unable to produce adequate quantities of essential hormones, such as Cortisol, which the body needs to
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adapt to stress and regulate blood sugar and energy levels adequately. These children need to take syn-

thetic hormones regularly. In particular, when the body's level of Cortisol becomes too low, it can lead to

a life-threatening condition known as an adrenal crisis. A person without enough Cortisol or growth

hormone might have low blood sugar, called hypoglycemia. Hypoglycemia can also lead to serious medi-

cal complications, including unconsciousness and seizures in severe cases. If the pituitary gland is not

functioning properly or at all, the person's ability to produce hormones responsible for normal sexual

development can be affected. Fortunately, a person who is unable to produce sex hormones can have

normal sexual development with hormone replacements.

CONCLUSION

Children with ONH face a wide variety of challenges. They include blindness or visual impairment,

medical complications such as hypopituitarism, sensory integration difficulties, developmental delays,

and seizure disorders. They can require a full range of support from families and professionals from many
disciplines in order to successfully navigate school and develop into productive and successful adults.

ONH is a condition that impacts every child differently.

<
on

o
o
as
a-

REFERENCES

ONH Consulting, <www.onhconsulting.com>

Personal communication with Christopher Sabine, June 2006.

Assistive Technology Resource on the Family Center Website

By Patrick Van Geem, Assistive Technology Consultant, TSBVI Outreach

Abstract: This article describes the services available from The Family Center on Technology and

Disability, including their database of abstracts about assistive technology resources for students with

disabilities.

Key Words: Programming, blind, visually impaired, deafblind, assistive technology, resources, Fam-

ily Center on Technology, Assistive Technology database

In early 2005, The United States Department of Education offered a grant to the Office of Special

Education Programs for the development of a very large database on issues concerning assistive technol-

ogy for children with disabilities. The Family Center on Technology and Disability, the program that

produces information for the project, gathers resources from books, articles, workshop handouts, video

clips, and other websites, then uploads the information on to a website in the form of abstracts. The

project is part of a service that the Family Center provides to organizations and programs that work with

families of children with disabilities. It is managed by a partnership of organizations that also includes

the Alliance for Technology Access (ATA), Parent Advocacy Coalition for Educational Rights (PACER),

Center for Assistive Technology and Environmental Access (CATEA) and InfoUse, Inc.

The more than 600 abstracts included in the database were obtained from a network of some 1900

national organizations. Before information is transcribed as an abstract and then placed on the website

database, it is reviewed and evaluated by a panel of in-house professionals from the field of assistive
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technology (AT). So it continues to stay current, the website <www.fctd.info> is updated periodically.

The database provides a wealth of information, and the panel welcomes suggestions from other sources

should it not be listed in the resource database. E-mails can be sent to <fctd@aed.org>.

Searching the database is easy to do. By clicking on the "AT Resources" link (located in the column

on the left side of the webpage), two subcategory links will appear in the listing: "Search Reviews" and

"Search Review by Keyword". If "Search Reviews" is chosen, three major categories appear on the

webpage: assistive technology; material types; and disability. Choose the subcategories that are appro-

priate to the topic(s) of interest by clicking in the corresponding checklist boxes. When all subcategories

are chosen, click on the "submit" button located on the bottom right side of the webpage. A search result

page appears with titles of abstracts that are also links to other websites. Included under each title is a

short descriptor of the topic. The "Search Reviews by Keywords" link will call up a webpage that in-

cludes a text field box on the bottom of the page. You can type either an author, keyword, or title in the

text field and click on the "search" button.

The Family Center is committed to the issues of assistive technology. Besides the searchable data-

base, the organization provides other resources such as CD-ROMs, an online conference series, monthly

newsletters, and a membership database. The website also has a link labeled "AT Fact Sheet." This page

provides information such as: a glossary ofAT terms; what AT is; AT and the IEP; and AT Laws.

Information on the Family Center on Technology and Disability is listed below:

Website address: www.fctd.info

Mailing Address: Family Center on Technology and Disability

Academy for Educational Development

1825 Connecticut Avenue, N.W.

Washington, DC 20009

Phone: 202-884-8068

Fax: 202-884-8441

E-mail Address: fctd@aed.org
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To Contract or Uncontract?

Is This Still the Question for the Beginning Braille Reader?

By Ann Rash, Education Specialist, TSBVI Visually Impaired Outreach

Abstract: This article explores the effectiveness of uncontracted Braille for beginning readers and

presents a strategy to help students switch from uncontracted Braille to contracted Braille.

Key Words: Programming, blind, visually impaired, reading, uncontracted Braille, contracted Braille,

fluency, decoding, general education

In 2001, Cyral Miller and I wrote an article about the use of uncontracted Braille for our VI students.

[See/Hear, Summer 2001). Since that time, we have experienced many changes in our field. We now have

the opportunity to order textbooks and TAKS tests in uncontracted Braille, there continue to be national

articles and research to determine the effectiveness of using uncontracted Braille, and we have uncontracted
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Braille teaching materials such as Un s the One. We have also had the opportunity to be trained in the

Struggling Readers Training for VI students, which recommends the use of uncontracted Braille as a

strategy to intervene with a struggling Braille reader.

DOES RESEARCH SUPPORT THE USE OF UNCONTRACTED BRAILLE?

Each research project tells us that more research is needed. But what does the VI teacher do today if

there is a young student on the caseload who needs to learn Braille? Does the research give enough

information to make a decision about the use of uncontracted Braille? If the VI teacher uses the informa-

tion we now have from our field, along with the research from the field of reading instruction, I believe

that the use of uncontracted would be considered research-based.

<
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The most important point I have gained from reading the latest research in our field is that beginning

with uncontracted Braille does no harm. There has been a perception in our field that if our students only

read uncontracted they would have difficulty learning contracted Braille later. Hong and Erin's study did

not support this perception. They state "findings. . . do not support the commonly held view that changing

to contracted Braille later in school will impede the speed and efficiency of reading." (Hong & Erin, p.

326). My personal experience in working with VI teachers and students in the state of Texas also does not

support this perception.

As VI teachers, our main emphasis has been on teaching a complicated Braille code with many rules

to our young students. The classroom teacher has had the pressure of teaching the print code with its

many rules. We have felt the pressure to have our students reading all of their contractions by the third

grade so they can take the TAKS. The classroom teacher has felt the pressure of our students being able to

pass the TAKS with other students. I think we should stop and consider what kind of pressure our students

feel.

All beginning readers must begin with decoding. Print readers have one code to break and Braille

readers have two. Print readers have many people in their environment to help them "break" the code.

Braille readers have few.

If our students have only a few people in their environment that can help them decode the Braille,

how does that impact the VI teacher's role in the student learning to read? I have heard many vision

teachers say, "I am not the reading teacher." If we as vision teachers only concern ourselves with teaching

the code, and we are the only ones who know the code, how do our students learn to read? The classroom

teacher is responsible for teaching reading but when the child has questions about decoding the Braille

and the teacher can't read the Braille, how does teaching take place?

I have witnessed the above scenario and it is frustrating for all who are involved—teachers, parents

and especially the student. Many times the student is blamed for not learning the Braille fast enough and

teachers begin to question if something is wrong with the student.

I have also observed a vision teacher in a general education classroom with her uncontracted Braille

student when the first grade teacher was giving oral instructions on reading and writing rules. The student

participated in the discussion and when it was time to practice what had been taught, the vision teacher

could oversee the student reading from his brailled materials and formatting the brailled answers with his

braillewriter. When the vision teacher was not in the classroom, the first grade teacher read the student's
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materials because she had a "cheat sheet" of the Braille alphabet and could help the student decode words

and assist with the student's brailled answers. She was able to help the student decode with the print rules

that had been discussed in class. (For example, a spelling rule—i before e except after c). The vision

teacher could still pull the student out of the classroom during part of the day, but not during the language

arts block. During the pullout time, the VI teacher's reading instruction included Braille reading, reading

speed, and fluency. She was able to help the student decode new words in passages using the same terms

that the classroom teacher used because she had heard the same explanations in the classroom as the

student.

In the above classroom observation, the classroom teacher was the primary reading teacher and the

vision teacher was a support to the instruction. (One particular student did not know the entire Braille

alphabet at the beginning of the first grade. Both teachers worked very hard to help him catch up.) The

student was not frustrated because the instructional vocabulary remained the same and he had people in

his classroom that could decode his reading medium.

One benchmark for schools today is how well students read. Teachers are under pressure to have

fluent readers in the early elementary grades. Fluency is defined as the ability to read a text quickly,

accurately, and with expression. VI teachers have been taught that the average Braille student will not

learn all of the Braille contractions until the third grade. The goal of the vision teacher has been the

student's acquisition of the contractions. Reading speed and fluency have been secondary concerns. Our

young Braille reading students need the opportunity to work on fluency along with their sighted peers.

They cannot wait until the third grade to begin working on fluency. The use of uncontracted allows the

student to learn to read first, and then learn the Braille contractions. They are able to concentrate on

reading and practice reading which builds fluency, comprehension, and speed.

z

A friend shared with me that she tried to take two foreign languages at the same time. She took

Spanish and French and declared it was a disaster. She tried to juggle three different grammar systems

(English, Spanish and French) as well as vocabulary and pronunciation. It reminded me of how our stu-

dents try to learn the print rules, the 450 Braille rules, and how to read.

Fluency in reading requires practice, and with practice you also achieve speed. "Fluent reading is one

key to good reading comprehension because fluent readers focus their attention on understanding the text

and comprehending what they read. Nonfluent readers focus their attention on decoding, leaving less

attention for comprehension." {Effective Instruction for Struggling Readers Who Are Blind or Visually-

Impaired: Research-Based Practices, FL Handout 2A, University of Texas, 2003).

In the January 2006 Journal of Visual Impairment and Blindness, an article entitled "Developmental

Stages of Reading Processes in Children Who Are Blind and Sighted" uses Chall's (1983) model of six

stages of reading development. It reviews literature to determine if Braille readers followed the same

developmental processes as sighted readers. The authors used examples of students learning contracted

Braille. The authors concluded that "readers of both print and Braille text formats may progress through

similar stages." (p. 45). The most significant differences between the groups occur in the first three stages.

The stages span from pre-reading through formal skill instruction to fluent reading. Both print and Braille

readers must become fluent readers before they can advance to the next stages of reading. In the next

stages, "the purpose of reading is to acquire new information—to comprehend meaning. In these later

stages, the focus becomes the message, rather than the medium." (p. 43). The differences in the begin-
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ning Braille reader's progression occur because learning the contracted Braille symbols slows the reading

process which, "at least temporarily, return a reader to a mode of progression that is similar to Stage 1

(formal skill instruction) until the entire character set can be assimilated into memory as a complete set of

patterns." (p. 40).

My hypothesis is that once a student is a fluent reader, it is easier for the reader to learn the contrac-

tions. The student is able to use context cues to help decode the contractions because they are already

fluent readers. Vision teachers have told me their experiences with foreign exchange students who have

been uncontracted readers and how quickly they learn contracted Braille once they began instruction in

contractions because they were already good readers. They enjoyed breaking the code of contracted Braille.

SO THE BIG QUESTION IS WHEN AND HOW DO WE SWITCH FROM UNCONTRACTED
TO CONTRACTED BRAILLE?

The when has to be determined for each individual student. When the student is a fluent reader you

begin to make the switch. Keep the student in uncontracted textbooks for the year you begin adding the

contractions. Braille the supplemental materials in a controlled contraction format. With the translation

software available today, a teacher can control the contractions contained in the reading material based on

the contractions introduced. It is important to spend time allowing the student to become fluent with each

set of contractions before you introduce another set. This will allow the student to remain fluent in his

reading and not compromise his comprehension.

Many of the perceived reasons for introducing contracted Braille to the beginning Braille reader have

been questioned in our field. Hong and Erin conclude, "If the preponderance of research on the effects of

the use of contractions indicates no differences based on that factor, it will be a sufficient reason to

question the current practice of introducing contractions when a child is learning to read. If it is estab-

lished that the early introduction of contractions provides no advantage in reading skills, then teachers

will have support for making individual decisions on the basis of other factors, such as motivation, con-

text and instructional setting." (pp. 338-339).

One of my goals is to convince APH to provide more uncontracted materials on quota or develop

teaching materials in uncontracted Braille. As teachers of the visually impaired, we have a strong voice

when we speak up for the needs of our students. If our students need uncontracted materials, it is time to

speak up.
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"What's Up" with TSBVI Outreach?

By Cyral Miller, TSBVI Outreach Director. <cyralmiller@tsbvi.edu >

Abstract: For the upcoming school year, the Outreach Program at Texas Schoolfor the Blind and

Visually Impaired will have some changes in personnel andprocedures, but will continue to offer a broad

range ofservices and assistance to professionals andfamilies.

Key Words: Programming, blind, Deafblind, technical assistance, outreach.

The Texas School for the Blind and Visually Impaired Outreach Program was established as a sepa-

rate division of the school in 1990. Since that time, enormous changes have occurred in educational

programming for students with visual impairments in Texas. This past year, the Outreach team spent

time gathering input from the field and reflecting among ourselves upon what works best, what needs to

be revised or deleted, and what needs to be added to the types of assistance that Outreach staff have been

providing statewide. Meanwhile, a few staff members have miraculously reached the retirement stage, £»

and are leaving. The self-evaluation process and the retirements guided quite a few modifications to the

way Outreach Programs will look and work for the future. The goal as always is to make the Outreach

Program more effective and more efficient. We look forward to implementing these new systems to

serve the state better and actively solicit your participation in our evolution via letters, calls and emails.

o
o
>

FIRST, HOW WE DO OUR WORK
There are four major areas of change for us: ^

o
how we set up our assistance to local districts that make a request concerning an individual

student program;

how we work with ESCs for annual planning;

• how we support new professionals; and

• when we provide Outreach services.

Individual student program requests

From August through May, Outreach team members traveled on 122 on-site visits to local districts.

Each quarter we reach approximately 30 different school districts to support local teams in implementing

quality programming. There has been feedback that the request and preparation process is confusing, but

we have gotten overwhelmingly positive feedback about the outcomes from these trips. As is typical, last

year over 85% of responders agreed that there was a positive change as a result of the visit, and 90.7% of

respondents rated the effectiveness of the onsite consultant as either very satisfactory or outstanding.

We want to continue to be that effective and more! Outreach and local team members have ques-

tions: Is the positive change enough to make a significant difference in the life of that student? Could we
have used an alternate approach and been able to offer more constructive assistance? How effectively do

these highly time and cost intensive consultations meet local needs? Are there better ways to provide

support?

For these reasons, we plan to streamline the process of requesting Outreach services and enhance our

local support. The requests for assistance forms and procedures will be posted on the TSBVI website for

easier access. We also are hoping to provide a greater array of tools to assist local districts. For example,
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if a district has questions on how to set up calendars, we hope to have links to articles, video-streaming

and other tools to share, so the questions can perhaps be answered immediately, not several months when
a staff member can schedule a trip. We will also electronically share incoming requests with the appro-

priate ESC, so that regional staff can be alerted and when appropriate support the district directly. This

may cut down on delays in support to a local district.

In order to be better prepared to assist, our request process for onsite consultation will also include a

way to clarify what kind of assistance is requested and what has been tried. We will then establish an

action plan before leaving a site outlining positive actions to support implementation of any suggestions

for change. Our goal is to make sure that when we travel to a district, we are able to truly give the best

assistance possible. For this reason, we will also slightly change our internal process of assigning staff to

onsite travel. It may be that different people will come to see children rather than having a single VI or

Deafblind team member assigned to assist in all onsites in a particular region.

Collaborative Regional planning

Over the years, TSBVI Outreach has expanded to include a wide range of activities, including a

mentor program, the deafblind Federal grant project, VI outreach, family support staff, personnel prep

coordination, regional staff development coordination, APH material distribution and much more. For all

of these, we work closely with the Educational Service Centers. We are in the process of developing a

more systematic process for working with each ESC so that all topics are discussed with each ESC in an

organized manner. We hope that through this process, we can ensure that all statewide needs are consid-

ered equally as we plan our activities.

Supporting new professionals

The mentor program is now 8 years old, and has been undergoing a yearlong evaluation process by a

dedicated committee. One of the issues we have discovered is a need for more intensive support for some

new professionals, particularly in isolated areas with fewer local resources, and mentors who are less

available for in-person, in-district support. We have designed a new pilot program to see ifwe can boost

our assistance in these areas based upon mentor and protege request. As our time allows, we will provide

hands-on visits in selected protege's districts relating directly to their student caseload. Visits may be

scheduled throughout the school year. Mentors will be receiving information about how to access this

pilot support model from the mentor program.

Year round assistance

As statewide calendars have shifted, so too have requests for training and support. We are closely

following legislated changes in academic year calendars and will try to organize our work year to be able

to respond to your requests throughout the year.

AND THEN THERE ARE PERSONNEL CHANGES

Retirements

Nick Necaise joined the Outreach Program in 1996 when TEA decentralized many of the VI func-

tions, and has been running the statewide VI registration and APH Materials system ever since. Under his

guidance, those systems have become electronic and much more efficiently serve all school districts in

the state. Nick is now retiring to spend time with his many beautiful grandchildren and wife, Keren. It is

hard to imagine the VI field without Nick!
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Craig Axelrod is also retiring. This summer he will be completing our first educational DVD, on

interaction techniques with students who are deafblind, and travel to Ireland (again) before he finds out

what it is like not to be at the office at 5:00 am. There are so many deafblind children and their families

all across this state lucky enough to have become friends with Craig. We will all miss his hugs and

positive attitude. (We have a not-so-secret plan to continue to drag him back into the field as often as

possible.)

Job Shifts

Jim Durkel, formerly the Statewide Staff Development Coordinator, will move into the VI Registra-

tion and APH materials position, with modifications. He will create new avenues for training on APH
materials as well as coordinate and analyze data collection tools, such as the DB Census, PEIMS reports,

VI registration, etc.

Kate Moss is leaving her position as DB Outreach teacher, to become the new Statewide Staff Devel-

opment Coordinator, working with ESCs to help design, coordinate and support their efforts at training

professionals, paraeducators and families. She will be the facilitator of future Texas Focus conferences.

Plus she and Jim together will help TSBVI Outreach continue to develop web-based and other distance-

education materials.
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Holly Cooper will move from her position as VI Outreach Technology teacher and join the Deafblind

team as a DB Outreach teacher. She will bring her AT knowledge and experience with her and have the

chance to really focus on this unique population.

Chris Montgomery will join the Deafblind team as a DB Outreach teacher. He has taught in deafblind

classrooms at on the TSBVI campus as well as in the TSBVI EXIT program and has a wealth of experi-

ence across student age groups to share.

Sharon Nichols, formerly in Special Programs, will rejoin the TSBVI VI Outreach Team as an Out-

reach Technology teacher. We are delighted to welcome her back!

Each of these changes may create suggest other directions to move. The goal of TSBVI Outreach is

to provide user-friendly, relevant, state of the art technical assistance to families and programs serving

students with visual impairments, including those with multiple disabilities and deafblindness. We con-

tinue to evolve in order to reach that goal. We appreciate your comments, suggestions, and thoughts as

we grow!
Top row, I to r: Gigi

Newton, Holly Cooper,

Cyral Miller, Beth Bible.

Edgenie Bellah, Jean

Robinson, KC Dignan,

Paula Effenger. 2nd row:

Pat Van Geem, Eva

Lavigne, Carolyn Perkins,

Ann Adkins, Kate Moss,

Sharon Nichols, Ann Rash,

Chris Mongomeiy, Karen

Brown, Lisa Hayes, Stacy

Shafer, Jenny Lace, David

Wiley. Kneeling: Jim

Durkel. Ruth Ann Marsh.
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Building a Foundation of Confidence, Part 3

By Barbara J. Madrigal, Assistant Commissioner, Division for Blind Services

Abstract: this article reviews services available through DBS and how to access those services.

Key Words: Division for Blind Services, DARS, blindness, disability, News & Views, confidence,

self-esteem, services
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Welcome to Part 3 of Confidence Building, DBS-style! In the last two editions, I have shared infor-

mation about DBS services for children and youth and how those services support and challenge our

youth to meet their potential, to become confident and independent, and to contribute to the community.

In this edition I want to continue to share some "real people
1
' stories, stories that I hope will give a vivid

picture of our services. How exactly do DBS services help our youth and families meet the challenges of

life and to develop and strengthen self-esteem and independence? If you recall, in the last edition I

covered the core skill areas of Adjustment to Blindness, Independent Living Skills, and Communication

Skills. In this edition I plan to cover the last three of the six major skill areas: Travel, Support Systems,

and Vocational Discovery and Development.

(Please note: identifying information has been changed to protect confidentiality.)

Travel Skills refers to a child's ability to safely navigate and explore the world. The development of

basic travel skills begins in infancy when a child reaches for a colorful toy, learns to sit and stand without

support, or crawls toward the sound of her mother's voice. Blind Children's Specialists may assist fami-

lies by providing a developmental assessment, attending ECI meetings, or providing recommendations

for specialized toys or equipment that foster skill development. Recently I met Mrs. Jefferies, mother of

2-year-old Samuel, who was not moving around and exploring the home. Although Samuel could crawl,

parents and older siblings generally carried Samuel everywhere and he had not developed the strength

and stamina to walk without support. He also exhibited some anxiety about moving in space, and Mrs.

Jefferies recognized her own tendency to be overprotective, especially after Samuel fell and bumped his

head on the coffee table. Samuel's DBS Specialist met with the ECI Services Coordinator, the VI Teacher,

OT/PT and O&M Specialist to brainstorm solutions. The ECI team was able to loan the parent a push toy

and, once Samuel had increased his strength and balance, ECI provided an Assistive Mobility Device and

O&M training. The DBS Specialist arranged a group skills training with an O&M Specialist where the

parent gained information about child development and was encouraged by other class participants to

provide opportunities for independent mobility. The Specialist also provided ongoing counseling and

guidance to support Mrs. Jefferies as she relaxed her tendency toward overprotectiveness.

For older youth, effective travel skills enable a child or teenager to learn about his community and to

join his peers in social activities. In one region, Transition Counselors organized a mobility activity in

coordination with VI Teachers and O&M Specialists from the Education Service Center. A group of

twelve students met in the local DBS office for a group class on accessing the local transit system. Each

student individually called the transit system to obtain route information to the mall, and then the group

met to compare information and determine the best route. At the mall, each student was expected to make

a purchase before meeting in the food court to order their own lunch. The students then planned a differ-

ent route back to the office. Training also included how to communicate with the bus driver, how to

identify the disembarkation point, and how to manage situations that might arise with other passengers,

such as gawking or inappropriate comments.
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Another core service area is the development of Support Systems. DBS helps children and families

connect with a wide range of community support systems, such as peer, parent and sibling support groups;

advocacy organizations; and educational support groups. Specialists and Transition Counselors also pro-

vide educational support to parents by assisting them in understanding their rights and responsibilities in

the school system and supporting the parent in appropriately advocating for their child's needs in the

classroom. For example, 9-year-old Norma recently experienced a substantial decrease in vision due to

glaucoma; previously an honor student, she was experiencing academic and emotional difficulties in

school. Norma's mother spoke little English and she felt awkward and uncomfortable speaking in the

ARD meetings. The DBS Specialist met with the mother several times to review the Advocacy, Inc.

booklet, "Still a Good IDEA," and together they identified primary goals for the next ARD meeting of

requesting a new Low Vision evaluation and addressing Norma's emotional and adjustment issues. The

Specialist accompanied the mother to the ARD meeting; although the mother indicated to the Specialist

that she felt very anxious, she was able to participate in the discussion and express her concerns. As a

result, the school agreed to the Low Vision Evaluation, and the Specialist agreed to locate a children's

therapist covered by the family's insurance.

In another situation, a student was interested in taking a cooking class in high school, but the home

economics teacher expressed concern about the student's safety in the classroom. The teacher was will-

ing to allow the Transition Counselor to attend classes with the student, to demonstrate adaptive tech-

niques to the class, and to mark the stove and oven.

Not surprisingly, many support services are provided through group skills trainings. Many regions

facilitate parent support groups where parents can share experiences and feelings while supporting one

another in facing challenging life situations and developing creative solutions to common problems and

obstacles. Many times parents develop informal support groups after meeting together in trainings or

medical offices, and DBS staff supports the parents by providing a meeting site and snacks. *-g

m
In part I of this series, I referred to the importance of addressing Vocational Discovery and Develop- ^

ment the sixth core service area, at an early age. And in DBS we start these services when the child is an (/}

infant! No, we are not pressuring parents to identify a vocational goal when planning services for their 3- r^

month-old infant, but we are talking to parents about establishing high expectations for their children, in

the home, in the classroom, and in the future. Early vocational skills include the development of self- ^
knowledge and the ability to identify your own strengths, preferences, and interests. Children also build IS
vocational skills by completing household chores and assuming responsibility for their own schoolwork. ^
By high school, students are beginning to identify general vocational interests, perform volunteer work. Xfl

engage in job shadowing or mentoring relationships, and obtain summer or after-school jobs or intern-

ships.

Examples of DBS services that address Vocational Discovery and Development are:

When asked about chores, Cody's mother responded that 8-year-old Cody needed to priori-

tize academics and, with four children in the home, she did not have time to teach him how
to make his bed or wash the dishes. After further consideration, she agreed that it was

important for Cody to assume the same household responsibilities as his siblings. The

Children's Specialist met with Cody and his mother in the home to work on teaching Cody

how to make his bed. She also made a referral to the DBS Vocational Rehabilitation Teacher

who worked with Cody on folding and putting away his clothes, vacuuming, and kitchen

chores.
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Several regions have developed summer work programs that include Job Readiness Train-

ing, developing a resume, interviewing for a job, and four to six week placement in a paid

position that meets the student's interests and preferences.

Thank you for going on this confidence-building journey with me. These are just a few examples of

the many opportunities available to blind and visually impaired children and their families. The Division

for Blind Services would like to work with you and your family. If you are currently working with a.

Blind Children's Specialist or Transition Counselor but were not aware these services are available, please

contact your provider to schedule a meeting. If you would like to work with us and are not yet enrolled in

services, please contact DARS Inquiries at 1-800-628-5115 (V/TTY)— let them know you would like to

apply for DBS services and they will give you contact information for your local DBS office.

Memories From the Past:

Services for Preschool Blind and Visually Impaired Children

By Phil Hatlen, Superintendent, Texas School for the Blind and Visually Impaired

Abstract: a review of the history ofservices to preschool blind children in the U.S.

Key Words: blindness, visual impairment, preschool, International Preschool Seminar, Phil Hatlen,

Texas Schoolfor the Blind and Visually Impaired, child development
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Editors Note: TSB VI was pleased to host the 25th gathering of the International Preschool Seminar in

Austin on May 10-13, 2006. We had 53 people who serve young children with visual impairments, including

professionalsfrom 16 states as well as 21 Texas practitioners. It was ajoyous and interesting meeting of

people with great passion and expertise in serving this special population. Thefollowing was the introduc-

toiy talk given by the TSBVI Superintendent, Dr. Phil Hatlen.

Where do I begin, facing such an illustrious group? Here sits Natalie Barraga, one of my mentors,

whose knowledge of services for blind children extends much further into history than mine. Here is Lee

Robinson, cofounder of NAPVI, cofounder of this seminar, whose credentials related to preschool blind

children are far more legitimate than mine and Stu Teplin and Deborah Hatton, whose work I have ad-

mired for many, many years. Stu, I know I met you at the first International Seminar I attended, and I

wouldn't be surprised if I met you, Deborah, at the same time. Look around you, my friends, we are in the

presence of giants. And it falls to me to give a brief look at the history of services to preschool blind

children in the United States.

In the Fall of 1956, 1 was student teaching under the direction of Jeanne Kenmore in a resource room

in Berkeley, California. Jeanne elected to accept a position in personnel preparation at the University of

Minnesota in January of 1957, and I was hired to fill out the school year. There seems to be some

confusion as to whether I began my professional career in 1956 or 1957. I have always said that it was

during the school year of 1956-1957, meaning that I am now in my 50 th year in this profession.

Where were we in 1956 regarding services to preschool blind children? Remember that we were

already three years beyond the research that determined that excessive oxygen was the primary cause of

RLF. Yet my memory tells me that parents of blind babies often came to me during my first few years of

teaching, asking what they could do to assure normal growth and development for their baby.
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The phrase, "Treat your blind baby just as you would any other baby", sticks in my mind, and under-

scores the desperate need we had in the 1950s to deny how blind babies are different. Soon I began to say,

"Have the same expectations for your blind baby as you would any baby, but seek professional help, and

know that you will need to intervene when a learning experience requires learning beyond arm's reach."

As Natalie and Lee and some of the rest of you know, it was an interesting time. We had our heroes,

such as Berthold, Nancy, Polly, Sherry, and others, but I don't think we really knew what to do with

grieving or denying or angry parents in terms of providing either comfort or answers. Somewhere in our

literature, I remember a particularly profound Selma Fraiberg quote, which I'll try to paraphrase: When
we met these families, they were often without hope. Parents felt that they and their baby would be better

off dead. So, more than anything else we did, we helped parents learn to love and appreciate their baby,

and recognize her as being a beautifully unique human being. Sorry, Selma, that I took some liberties

with what you actually said, but I know I caught the meaning of what you were saying.

There are so many people in our past that names come rushing at me that I haven't thought about in

years. Was it Laura Zetchie in Washington, Mollie Vlasnik in Oregon, Anna Elonen in Michigan, Miriam

Norris in Chicago? How about Dorothy Burlingham, Jane Hallenback, Kathryn Maxfield, Arthur Parmelee?

Names that live in my memory, and probably are strangers to most of you. The profession you own today

was built by these people.

And what were the prevailing thoughts of these pioneers as they wrestled with issues regarding de-

velopment? It would seem that, at the time I entered the profession, if a blind child was not on chrono-

logical level, she was emotionally disturbed. No, I didn't say retarded, I said emotionally disturbed.

Read the words of Merriam Norris: Norris, M., Spaulding, P. J.

Children . Chicago: The University of Chicago Press.

& Brodie, F. H. (1957). Blindness in

"Efforts to provide such opportunities, however, usually encounter almost insuperable obstacles, in

no small part because of the lack of adequate treatment and educational facilities for any child who
presents serious developmental problems. In most communities there is a serious dearth of resources,

either public or private, even for the treatment of so-called normal children with emotional problems. For

the blind child whose problems are accentuated by the physical handicap and the prevailing lack of un-

derstanding of his needs, even such facilities as exist for the child without physical handicap are usually

denied him. As a result, commitment to an institution for mentally retarded children has been the almost

inevitable outcome. The high cost to society of such failure comes both in the heavy expense of institu-

tional care throughout life and in the permanent loss of the productive capacity of the blind person. This

in itself is a compelling argument for providing the needed community services at all levels which will

give the blind child opportunity to use to the maximum his innate capacities
"

(p. 154).

Report about the Boston Nursery for Blind Babies, 1947 by B. Lowenfeld, The Blind Preschool

Child, New York: American Foundation for the Blind, Inc.

"All the children are residents- we have no day pupils. They may stay at the Nursery until they are of

kindergarten age, but there is no minimum age level: one little girl came to live with us when she was ten

days old. Not all the children stay the maximum time, for the parents are under no obligation to leave

their child for any given period and we are always happy for parents who want their child and who find,

through some change of circumstance perhaps, that it is possible to again include him in the family circle.
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However, the majority of parents prefer that the child stay the full time, in order to gain the greatest

benefit from the Nursery." (p. 104)

The Preschool Blind Child, His Needs and Resources by Pauline Moore. *address delivered at the

workshop, "The Blind Child in the Classroom", University of Denver, June 23-27, 1958.

From: Abel, G. (1978). Concerning the Education of Blind Children (reprint). Ann Arbor: University

Microfilms International.
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"There are also those children who are slower to develop because of a mental deficiency. However,

current research points to the fact that probably the incidence of mental deficiency is no greater among a

sampling of children who are blind than among children who are sighted. Moreover, other studies, nota-

bly the work of Samuel Hayes, indicate that there is no greater incidence of mental retardation among
children blinded from other eye diseases.

There is, however, a group of children who present characteristics which are baffling to professional

persons. Many of these children have been diagnosed as "damaged", "psychotic", "schizophrenic", etc.

Some of these children of school age have already been dropped from educational programs of various

types and are now appearing in programs for disturbed children. All are retarded."

During my early years in the profession, I was aware of two programs for emotionally disturbed

blind in Northern California. One, a residential facility for preschool blind children, was called Clearwater

Ranch, and was on the coast above San Francisco. The other was located in Richmond, California, and

was a day facility for about 40 preschool blind children. I remember visiting this facility in about 1958.

The director told me that if the blind preschooler had been emotionally disturbed for three years, it would

take six years to reverse the effects. I'll never forget that exchange, because it scared me more than I can

tell you.

I want to share with you that, in Northern California, during the RLF era, the largest program for

blind children was Sonoma State Hospital for the retarded. In the 1950s and into the 60s, it was easy for

a family to convince their doctor that their own mental health was at risk if they kept their blind baby at

home. So doctors referred babies to Sonoma State Hospital by the hundreds, and most are still living out

their lives there. Were they retarded? Were they emotionally disturbed? We'll never know, for at this

time they are in their appropriate placement.

Now we know that not all of the multiple issues of preschool blind children stem from emotional

disturbance. But I think, for those of you who may not know about this early history, there was a time

when even some of our leaders were convinced that the additional disability of a preschool blind child not

on chronological developmental level was emotional disturbance. Thank God we have learned a lot since

that time.

Through the efforts of many of you, and others not present, developmental and educational services

for infant and preschool blind and visually impaired children has greatly improved since the early RLF
years. We know now that development will not necessarily parallel that of sighted children, that develop-

mental delay and developmental differences exist and need to be considered. I'm proud of the advances

made in understanding and addressing the needs of blind babies and their parents—the future for these

children is bright because of the work parents and professionals do together.
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The Texas School for the Blind and Visually Impaired Museum

Kristi Sprinkle, Intranet Administrator, Texas School for the Blind and Visually Impaired

Abstract: the author describes the research and development behind the establishment of the new

Texas Schoolfor the Blind and Visually Impaired museum, currently open on campus. A briefoverview of

braille writers on display is also included.

Keywords: braille, braille writers, blindness education, history of blindness, residential schools.

The idea for creating a museum of the history of Texas School for the Blind and Visually Impaired

has always been on the back burner, but people have known the school should have a museum and would,

eventually. For example, our librarian, Diane Nousanen, saved several items in archiving boxes that oth-

erwise would have been tossed. Our head of maintenance kept

discarded antique furniture from the turn of the century. A sheet

music holder, a trophy case and other items have all been found

in storage on the TSBVI campus. But a museum is more than

things, more than just what we saved from history. The museum

is our connection to the past and to the future.
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While talking to Dr. Hatlen one day, I discovered that the

idea of a museum of Texas School for the Blind and Visually

Impaired history was being discussed. Since I was interested in

our roots, I explored this a little more and we put together a

museum "team" (because the word "committee" flummoxes me
every time I think about it). After the team was assembled, I was

put in charge of it. And being in charge means the first thing I

would need is some help. I asked the Austin Museum Partner-

ship for assistance and received some excellent advice and some-

one to help guide me through the process of opening a museum.
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A copy ofHelen Keller s handwriting

in the archives of the TSBVI Learning

Resources Center.

The space delegated for the museum was in former Dormi-

tory A. I was given the "apartment" and the common room, a

space equalling a little over a thousand square feet. So now
what to do about displays? I visited many museums, to steal ideas and to get a feel for what we could do.

I did a lot of research on the types of museums and found that there were many "under glass" museums,

a non-tactile, untouchable, look-only approach. Most museums for the blind are this way. I found out

there are only a handful of truly accessible museums in the entire world. Our goal is to develop additional

displays to make the TSBVI museum more accessible by including features like a listening station, self-

guided tours, computer kiosks, etc. But we had to start somewhere.

2

<

So that was the first problem. How do I make the museum accessible without the public destroying

the artifacts that we have? I asked Teresa, our receptionist who is blind, if putting Braille on the wall was

the way to go. She told me that it is hard to read with the fingers, and if there are many people in the

museum who are blind, it would create somewhat of a traffic jam. So what did I do? I put in floor cues. If

a cane touched the square on the floor, the holder of the cane will know to feel for something on the wall

at that point. This item is a small square that defines which wall they are touching. Then, I have the

materials corresponding to each of the walls in a notebook.
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But there are still many items to touch and to experience that speak for themselves: An old school

bell from before the electronic system came along, six different Braillewriters, trophies of old glory days,

slate and stylus (including a nice New York Point one) and various other things that can be picked up and

felt. For sighted kids and adults, I set up a Braille station with an ex- s

planation of what a Braille cell is as well as the alphabet with a loaded

Perkins Brailler. KC Dignan at the school has given me cards from

NFB that have a saying on it in Braille that can be "decoded" with the

alphabet right on the card. There will be other activities during "Mu-

seum Day" in Austin (September 10 th
) when many of the public muse-

ums are open for free or for a reduced price. The TSBVI museum is

always free.

Dr. Hatlen's Expanded Core Curriculum concepts were stenciled

on the walls with a visual Braille display of them directly underneath

(all uncontracted Braille) as well as the tactile Braille. Patti Robinson,

our local artist who has designed a huge number of our summer school

shirts at TSBVI, did the artistic part. Diane, our librarian, figured out a

way to put dots on the wall. It has been a real collaborative effort, with

many at the school jumping in and participating.
Perkins Brailler at an

accessible learning center.

Boys at TSBVI making brooms.

We have history that extends back to a time when
Austin only had about 1500 people - a history rich

with board members right out ofthe days ofthe Texas

Revolution, superintendents who were physicians

and leaders in Texas History (one of which was the

governor's personal physician), and many other char-

acters that started in Austin, but really were Texas

heroes. Our heroes.

Many staff say "it's about time!" because we lost a lot of our artifacts and historical items in the

1980s with a great purging; I bite my lip every time I hear, "Oh, we gave that away to the Salvation Army
years ago". Ouch. Most of the artifacts in the museum came from our campus somewhere and I know
there are more things to discover, closets to explore. I found basket-weaving material in a classroom

closet, an old watch in a box in an old bathroom-turned-

storage room. Other items came to me through many of the

generous folks on campus who were willing to donate them.

What we have still tells a rich and valuable story not only

for the employees here, but for Austinites and for the blind-

ness community here and all over the world.

Girls at TSBVI weaving baskets.

The museum is open Saturdays from 10am until 2pm,

at least for our sesquicentennial year, and hopefully we will

find enough volunteers or student help to keep it open sev-

eral hours during the week. If you have a large group who would like a guided tour, please call the school

at 512-454-8631 and we'll be more than happy to help you. Better yet, if you were a TSBVI student or

employee who might have taken a "keepsake" home, what better time to return it during our extended

amnesty period, which will continue for as long as the museum is open!
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A Tour of Braille Writers Through the Years

At the TSBVI museum with Holly Cooper
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Advertised as the "first successful braille writer" in

Outlook for the Blind, the Hall Braille Typewriter

was widely produced in the 1930s and 1940s.

The Andersson and Sorensen braille writer was

made in Copenhagen, Denmark in the 1950s

This braille writer was known as the Blista and

made in the 1960s in Germany

This modern style braillewriter was made in Japan

from 1962 to 1982 and was called the Lavender

braille writer. Since it had many plastic parts, it

was light weight and portable, but the plastic

became brittle with age and parts broke easily.
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En Espanol: Finding Help for Young Children

Email announcement from NICHCY's eNews

Abstract: announcement of resources available in Spanish

Key Words: early intervention, disability, blindness, visual impairment, resources

Intervencion temprana: What is it? How to find it. NICHCY offers a Spanish version of Finding

Help for Young Children with Disabilities (Birth-5). Early intervention services are explained, as well as

how to access them for infants and toddlers. This Spanish publication will also connect readers with

many of the major organizations who can tell them more. Access the publication online at:

< http://www.nichcy.org/pubs/spanish/pa2stxt.htm>.

In English: <http://www.nichcy.org/pubs/parent/pa2txt.htm>.
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Resources from the Texas Governor's Committee on People with Disabilities

By Pat Pound, Executive Director, Texas Governor's Committee on People with Disabilities

Abstract: this article reviews the mission of the Texas Governor's Committee on People with Dis-

abilities and provides links to obtain more information.

Key Words: Pat Pound, Texas Governor 's Committee on People with Disabilities, key laws.

In existence since 1949, the Texas Governor's Committee on People with Disabilities (GCPD) works

toward a state where people with disabilities have the opportunity to enjoy full and equal access to lives

of independence, productivity, and self-determination. The Governor appoints twelve members to serve

on the Committee, seven of whom must be people with disabilities. Representatives from six state agen-

cies serve as ex officio or advisory members. The Committee meets about four times per year.

The GCPD makes recommendations on disability issues to the Governor and Legislature; promotes

compliance with disability-related laws; promotes a network of local communities/committees doing similar

work; and recognizes employers and media for employing and positively depicting Texans with disabili-

ties. Members work on issues related to access, communication, education, health, housing, recreation,

transportation, and workforce. During each legislative session, staff tracks legislation in these issue

areas. You can sign up to get e-mails about the bills being tracked during the session.

The GCPD does not provide direct services, but does provide an extensive website that answers

many disability-related questions. Every year the GCPD produces a poster promoting employment of

people with disabilities featuring artwork by a Texan with a disability. See the latest poster on our web

page or click on "publications" to see past posters. The GCPD also has a DVD called The Scoop on

Reporting about People with Disabilities that is useful in training journalism and communications stu-

dents—and it works equally well as a disability sensitivity video or as a tool for youth to see role models

with disabilities. Contact the Governor's Committee if you would like a DVD.

If you would like to get involved with the Governor's Committee you can contact the Governor's

Office, Appointments Division at <http://www.governor.state.tx.us/divisions/appointments>, or you can

also be involved in one of our local (mayor or county) committees that do similar work. For local com-

mittee information please go to: <http://www.governor.state.tx.us/divisions/disabilities/localcom>. For

more information, contact: Pat Pound, Executive Director

Texas Governor's Committee on People with Disabilities

PO Box 12428

Austin, TX 78711

512-463-5739 or Dial 711 for Relay Services

For more information about the Texas Governor's Committee on People with Disabilities

please visit our Web site at: <http://www.governor.state.tx.us/divisions/disabilities>.

For a handy reference to laws important to Texans with disabilities see our "Key Laws" section

covering areas such as building access, assistance animals, tax exemptions, parking, and many

more at: <http://www.governor.state.tx.us/divisions/disabilities/resources/keylaws>.

To read the GCPD's current recommendations to the Governor and Legislature please go to:

<http://www.governor.state.tx.us/disabilities/publications/recommend>.
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EEOC Explains Employment Rights Of Persons

Who Are Blind or Visually Impaired

Press Release (Oct. 31, 2005) from Equal Employment Opportunity Commission

Abstract: This press release announces publication of a document on the application of the Ameri-

cans with Disabilities Act (ADA) to employees who are blind or visually-impaired.

Key Words: blind, visual impairment, employment, EEOC, ADA, discrimination, accommodations

WASHINGTON - The U.S. Equal Employment Opportunity Commission (EEOC) today issued a

question-and-answer document on the application of the Americans with Disabilities Act (ADA) to people

in the workplace who are blind or who have vision impairments. The new publication, is available on

EEOC's web site at <http://www.eeoc.gov/facts/blindness.html> focuses on the ADA and specific dis-

ability issues in accordance with President Bush's New Freedom Initiative. It is the second ADA docu-

ment made available by the Commission in the past two weeks, in observance of National Disability

Employment Awareness Month.

"This publication will help eliminate unfounded fears and stereotypes that lead to employment dis-

crimination against so many people who are blind or visually impaired," said EEOC Chair Cari M.

Dominguez. "As with prior ADA fact sheets, our goal is twofold: first, to make clear that all people with

disabilities are protected from workplace discrimination and, second, to educate employers and promote

access and inclusion."

Among the issues the new Q&A document addresses are:

When a vision impairment is a "disability" within the meaning of the ADA;

What questions employers may ask job applicants or employees about their vision impair-

ments and when employers may conduct medical examinations that test vision;

What accommodations people who are blind or visually disabled may need to apply for a

job, to perform a job's essential functions, or to enjoy equal benefits and privileges of em-

ployment, such as the ability to take advantage of training and other opportunities for ad-

vancement; and

How employers should handle safety concerns they may have about applicants or employees

with vision impairments.

The fact sheet helps to advance the goals of the President's New Freedom Initiative, a comprehensive

strategy for the full integration of people with disabilities into all aspects of American life. The New
Freedom Initiative seeks to promote greater access to technology, education, employment opportunities,

and community life for people with disabilities.

Contact: Charles Robbms, David Grinberg

(202) 663-4900

TTY: (202) 663-4494

2
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CHARGE Syndrome Parent Manual

CHARGE Syndrome Foundation, Inc. (Information release provided via email by

Neal Stanger, President CHARGE Syndrome Foundation, Inc., Hastings on Hudson, NY.)

Abstract: information on how to obtain the CHARGE Syndrome parent manual

Key Words: CHARGE syndrome, CHARGE Syndrome Foundation, parent manual

"CHARGE Syndrome, a management manual for parents, version 2.1" is available as a free resource

online through the CHARGE Syndrome Foundation website. It is broken it down into over 30 chapters

that can be downloaded separately, or the entire 269 pages can be downloaded as one file. Please feel free

to use this resource and to share with others, whether online or by burning onto cd's for them. You can

view the CHARGE manual index at <www.chargesyndrome.org/resources-manual.asp>, or you can fol-

low the links from our home page at <http://www.chargesyndrome.org/>.
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Volunteers Needed for CHARGE Retreat

By Kathy Springer, Parent Leadership Participant, Round Rock, TX

Abstract: A parent leader is organizing an eventfor Charge Syndromefamilies, and need volunteers.

Key Words: News & Views, CHARGE Syndrome, retreat, families, volunteer opportunities

Texas Charger's is a group of Texas families, friends, and professionals who are dedicated to helping

children and young adults who live with CHARGE Syndrome <www.chargesyndrome.org>. CHARGE
Syndrome is one of the leading causes, and the most commonly identified syndrome causing deafblindness

in the state of Texas. The Texas Deafblind Census in 1993 accounted for only 12 deafblind children with

CHARGE Syndrome. Now m 2006 it showed 64, and increase of 433%! The word "CHARGE" comes

from the first letter of some of the most common features seen in this syndrome. C - Coloboma or Cranial

nerve abnormalities; H - Heart malformations; A -Atresia of the choanae; R - Retardation of growth and

/or development; G - Genital or urinary abnormities; E - Ear abnormalities, hearing loss. These children

have several medical complications and spend a significant time in and out of hospitals.

The families are faced with not only the overwhelming task of caring for these children, but also with

the expense of medical bills. Texas Chargers is planning a stress free day for the families to connect with

others and share the joys and challenges of raising someone with special needs. This retreat will include

information for families; carnival activities such as train rides, face painting, cotton candy etc.; and a trip

to the swimming pool or movie theater/arcade. Lunch will be provided.

VOLUNTEERS ARE NEEDED

When: October 7 th 2006 8am-5pm.

Where: Peaceable Kingdom Retreat, Killeen Texas <www.peaceablekingdomretreat.org>.

Why: To Help Charge Syndrome Children & their families have a day of support.

Volunteer Opportunities: Nursing care, day care, one-on-one w/ Charger, sign interpreter, Spanish

interpreter, volunteer for various carnival activities, photography.

We are dedicated to helping give the Texas Charger's a better quality of life. Please contact Cathy

Springer at <dacspringer@austin.rr.com> or 512-255-3176 to sign up!
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CLASSIFIED
Mail or email your new classified to Karen Brown:

TSBVI Outreach, 1 100 W. 45th Street, Austin, TX 78756 or <karenbrown@tsbvi.edu>

An up-to-date Statewide Staff Development Calendar

is posted at <http://www.tsbvi.edu/Outreach/vi.htm>

"DBMAT IS DEEP IN THE HEART OF TEXAS'1
34th Annual Family Conference

~ October 13 -15, 2006 ~

Camp John Marc, Near Meridian, TX

This learning weekend is for adult family members and service

providers. Because DBMAT wants both parents and extended family

members to attend and participate in the program sessions, we have

made exceptional onsite childcare available for your children with

disabilities and their siblings. Children have their own planned fun

activities separate from the adult learning sessions and activities.

For more information, contact:

Cyndi Hunley, Conference Registrar

23202 Bright Star; Spring, TX 77373

281-821-9005

chunley@ aol.com

Come prepared to learn, participate, have fun, make friends and enjoy.

Conference contact numbers are:

Cyndi: 281-821-9005

Positive Connections Line: 432-264-6780

1
st Texas CHARGERS Retreat

October 7th 2006

Peaceable Kingdom Retreat <peaceablekingdomretreat.org> , Killeen, Texas.

Hurry, hurry, hurry and sign up!

We already have 20 families coming so you won't want to miss out. We want to encourage all children

with Charge Syndrome to attend with their families. This retreat will provide a stress free day for

families to come out and connect with others. The day will start with information about support offered

in Texas and include carnival activities, train rides and lunch. Then we will have break out sessions on

different therapies and the kids will be able to pick from swimming or a movie theater and arcade.

If you would like to receive a registration package or be on the membership list please contact:

Cathy Springer at <dacspringer@austin.rr.com> or 512-255-3176.

You won't want to miss all the fun so make sure you mark your calendars!

_
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Through Your Child's Eyes

A workshop for parents of children

with visual impairments sponsored by:

Region XI Education Service Center

DARS Division for Blind Services

TSBVI Outreach

September 22 - 24, 2006

Fort Worth, TX
Radisson Inn Fort Worth, South

100 Alta Mesa East Boulevard

For information contact:

Olga Uriegas, Region XI ESC, 817-740-7567

or Jennifer Bnnegar, DBS, 817-759-3500

8th Annual Virginia Murray
Sowell Distinguished Lecture:

Orientation and Mobility for Travelers

Who Use Ambulatory Aids

Sandra Rosen,

San Francisco State University

September 30, 2006

Texas Tech University, Lubbock, TX

Contact: Anita Page or Angela Gonzalez at

(806)742-1997x233

TSBVI Sesquicentennial Event

IN TOUCH WITH KNOWLEDGE:
The Educational History of Blind People

is a traveling exhibit from the Marie and

Eugene Callahan Museum of the American

Printing House for the Blind. This exhibit

draws on the Callahan Museum's unique

collection and extensive research on the history

of the education of blind people.

On the TSBVI Campus in Austin during

August and September, 2006

Dorm K (Building 508).

Open Monday-Friday 9-11 AM & 1-3 PM;
Weekends 10 AM -2 PM.

Call (512) 454-8631 or email Gloria Bennett

<GloriaBennett@tsbvi.edu> to reserve a

visiting time or request teaching materials.

BART Training

Bonding and Relaxation Techniques

8th Annual Sports Extravaganza
for Blind & Visually Impaired Students

When: October 20 - Goalball Tournament

(5:00 p.m. -10:00 p.m.)

October 2 1 - Individual Events

(8:30 a.m. -4:30 p.m.)

Where: Irving High School & Bowie Middle

School, Irving, Texas (Friday)

Nimitz High School, Irving, Texas (Saturday)

in
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September 12 and 13 - Region 4 ESC, Houston

contact: Karen Krone <kcrone@esc4.net>

October 12 & 13 - Region 8 ESC, Mt. Pleasant

contact: Dawn Adams <dadams@reg8.net>

October 18 & 19 - Region 13 ESC, Austin

contact: Debra Leff <debra.leff@escl3.txed.net>

November 2 & 3 - Region 14 ESC, Abilene

contact: Linda Laughlin <llaughlin@escl4.net>

Who: Students with visual impairments, ages 0-22

Cost: No entry fees, but families must pay for their

own transportation and lodging if needed.

(Some financial assistance may be available from

your local Lions Club. Please call for more details.)

Contact Christy Householter at 972-348-1634

<christy.householter@regionl0.org>,

or visit our web site:

www2.ednetlO.net/ssvi/Sports_Extravaganza.htm
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2007 Texas Symposium on Deafblindness

Omni Hotel Southpark

Austin, TX

Feb. 16-17, 2007

Sessions from Texas families, educators, and related professionals,

as well as national leaders in fields associated with deafblindness.

Look for more details and registration materials this fall!

TSBVI On-Campus Workshops
For more information, contact: Karen Brown at (512) 206-9314

Tech Assessments

Presenters: Patrick Van Geem and Sharon Nichols

September 29, 2006

9 AM - 4 PM

Hands-On: Teaching Daily Living Skills

TSBVI Outreach and Comprehensive Skills Staff

December 9, 2006

9 AM-4 PM

Technology and the Reader with Low Vision

Sharon Nichols, Ann Rash, and Patrick Van Geem
October 27, 2006

9 AM-4 PM

Preparing Students for Math
Tactile Graphics on the TEKS

TSBVI Outreach Staff

January 26, 2007

Introduction to Duxbury

Braille Translation Software

Kathy Norwood, Dotmaker Associates

November 17 and 18,2006

9 AM - 4 PM (both days)

Registration for this session is limited

and is on a first-come, first-served basis.

High Tech Math: Using Scientific Notebook

with Duxbury to Produce Nemeth Code and

an Introduction to the

Accessible Graphing Calculator

Susan Osterhaus

January 27, 2007

9 AM - 4 PM

Training from TSBVI Broadcast on TETN
For more information, contact your Regional Education Service Center

Tips for Collaboration and Consultation

Event #18624

TSBVI Outreach Staff and Invited Others

September 20, 2006

1:30 PM -3:30 PM

Infused Skills Assessment

Event #18625

Lynn McAllister & TSBVI Outreach

October 11,2006

1:30 PM -3:30 PM

Intervener Team Training:

Improving Interactions

Event # 18626

November 8th, 2006

2:30 PM -4:30 PM

Struggling Readers Successes

Event #18627

Ann Rash, TSBVI Outreach and Invited Others

November 15.2006

1:30 PM -3:30 PM
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Telling Your Story: What's the Point?

By Jeanine Pinner, Training & Outreach Coordinator, Texas Parent to Parent

Abstract: A parent leader shares her strategies asfor using story-telling to influence decision mak-

ers concerning issues parents think are importantfor their children with disabilities.

Key Words: Family, Parent Leadership, Advocacy Skills, Evidenced-Based

Editor's Note: Story-telling has long been used by effective parent leaders as powerful tool for

helping decision-makers understand their issues. The phrase "influencing the heart to influence the

head" comes to mind. Recently, the nationalfocus on promoting evidence-based effective practices has

given a new importance to recording success stories. Documenting successful outcomes with stories can

help provide evidence about what works. Jeanine Pinner, with expertise pulled together through research

and extensive personal experience as a parent leader, has spent the past year training other parent leaders

across the nation to master thefine art ofstory-telling.

A few weeks ago, I attended the Texas State Autism Conference in Dallas with my son, Jake. Our

keynote speaker was Taylor Crowe, a 25-year-old self-advocate who has Autism. Over 2000 people

listened intently as this extremely impressive young man talked about his life as a person with Autism.

Although we all heard the same words and felt many of the same things, I'm sure that we each also left

with a little different "take" on what we heard and saw.

.

Through a video, we were privileged to see Taylor as a baby, a toddler, and finally, a young man. We
saw Taylor before and after the onset of his Autism and listened to the experiences and perspectives of

several of his family members. After the video, Taylor's father spoke about their lives together, adding

yet another dimension to our understanding. When Taylor took the stage, you could practically feel the

anticipation of the crowd. He didn't let us down! Taylor shared not only the events of his life, but his

thoughts, feelings, regrets and dreams. He was amazing!

I watched and listened both as a mom and as an advocate for people with disabilities. I was im-

pressed with Taylor's poise and eloquence, his open heart and his willingness to share his journey with so

many others. Although my son is already making his own journey very successfully, it was inspiring and

reinforcing to hear Taylor talk about his. This was exactly what I came to hear and see!

As an advocate who helps others learn to tell their own stories to make positive change for their

children and in systems, I admired the numerous tools Taylor and his family utilized to tell a story that

covered 25 years in little over an hour. They utilized technology (the video) to cover a lot of years of

Taylor's life and development. When Taylor spoke to the audience, he relied very little on the hard copy

in his hands, making it clear that he had worked very hard on his presentation. Every technique used to

share Taylor's story was centered around his strengths and gifts.

My son, Jake, listened as a self-advocate, and as I shot sideways glances at him (so he wouldn't

notice me watching him), it was clear that he was listening intently to every word. Through several later

conversations with Jake, I came to understand that he identified with many of the experiences and feel-

ings that Taylor talked about. He realized, once and for all, that he wasn't the only one making a journey

with autism, that he shared many experiences and feelings with a lot of other people. There was a new
bounce in his step and a more confident air about him.



The keynote session was full of service providers, too: teachers, therapists, psychologists, social

workers, administrators ... it was obvious that they were also inspired by Taylor's message. I'm sure that

many of them were thinking of the young child with autism back home that they work with, and now they

were seeing that child with a slightly different vision . . . one of even higher expectations and possibilities.

Taylor's presentation touched the hearts of many people that day, and surely demonstrates the awesome

power of telling a story and making it personal!

I first began to put our story together when my friend Tracey, who's an Autism Specialist, asked me
to co-present an autism workshop with her for a group of regular and special education teachers, sharing

the parent's perspective. It was scary, initially, but then exciting!

An opportunity to share what was in my heart with people who have a huge impact on our kids

—

wow! I wanted them to know how important they are to all of us, and that most parents treasure a positive

and meaningful partnership with their children's teachers. I knew that if they had an understanding of

where Jake "started" and where he is now, they would want to know how he got there. I worked hard to

develop the story in a way that would convey to them just how powerful an impact they could have in the

life of a child with autism.
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The first couple of times I told this story to a group, I got a little teary-eyed and choked up for just a

moment. It was a little like reliving the journey, with all the joys, roadblocks and successful arrivals

coming back to life. I told my children's story with pride because they worked so hard to accomplish

their goals, and to live lives of their choosing. From time to time I ask my children for their permission

to continue sharing their story. It is really their story, after all.

It meant a lot to me (and still does) to use these precious opportunities to let people who work with

our kids know that they are absolutely essential to our children achieving their own visions of success. I

also wanted to remind them that no one works harder than our children, and that their desire to be suc-

cessful is a critical part of achieving that success.

My reasons for telling my daughter's and son's story cover a lot of ground and vary, depending on the

audience. As an example, when presenting it as part of a workshop for teachers or parents, my overall

goal is to emphasize how important it is for a child with a disability to have a really good support team.

Their story also demonstrates other important points. To list a few...

The impact and value of a strong positive home-school relationship

• The value of true and meaningful inclusion

To focus on strengths, not deficits

How changes in special education law over time have made a positive impact

To believe in the promise and goodness of our children

To emphasize that all children want to be successful and can, if provided the appropriate

support and tools

Not to put limits on expectations ... keep them high
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Putting 20 years' worth of experiences, feelings, and learned lessons into a short story was not an

easy task, but focusing on the outcomes I desired from the intended audiences and the setting of the

presentation helped a lot. I thought about it for a long time before I actually started. I have to actually

visualize things before they make sense to me, so as I thought about the 20+ years the story covered, it

began to come alive.

ss

The very first time I told our story to teachers, I knew it had touched some hearts when I saw a few

people wiping away tears. That connection meant that their hearts were wide open to hear more about the

magnificent difference they could make in the lives of our children. (Actually, they already know it . .

.

they just don't hear it from us often enough!) Tears from parents sometimes mean, "Someone else under-

stands how I feel", or "I'm not alone!"

Effective storytelling is one of the most basic and valuable tools in an advocate's tool box.

I guess I always knew instinctively that telling a story to illustrate a point was effective, and I've

used this technique all my life. Until I started sharing my children's story in an advocacy setting, though,

I never really thought about it much or recognized it as a tool. Now, I see stories everywhere I look - in

the newspaper, magazines, emails, television ... they're everywhere and they bring the subject to life.

Keep it simple ... keep it short ... make it interesting ... repeat the top 2 or 3 key points often.

The points I focus on at any given time may change and depends on the audience. In order for a story

to make a positive impact to affect change (whether in an ARD/IEP meeting, the state legislature, or with

an acquaintance), it is important that the listener "connect" with what you're saying. Make it real! When
the listener "connects" with some or all ofyour story in a personal way, it becomes a shared experience . .

.

they begin to remember their own experiences, those of a loved one, a friend or an acquaintance. Con-

necting in this way makes the story so much more powerful and makes the outcome you desire more

likely!

Make it personal!

Most of us will not remember the impressive facts and figures we heard at a presentation or read in

the newspaper, but when the tally sheets and legalese are translated into how something affects one or

more individuals, our ability to understand and remember is far greater. We tend to remember those

personal details about people and experiences far better (and longer) than the statistics because we iden-

tify with them in some way. We may not always remember the name of the speaker, but we frequently

remember a story they told to illustrate a point they were making.

I'm not saying that statistics aren't important; I'm just saying that by themselves, they only tell part

of the story. Make the statistics meaningful by making them personal! Bring the statistics to life for the

listener by illustrating how they impact the life of a real person.

"You know, as a preschool director, the connection and empathy I feel with others—parents and

professionals alike—is so powerful when I hear stories that connect somehow with my own. I get tired

sometimes of hearing broad statements about how important collaboration is in thinking about family-

centered services and programs. What really makes a difference for me is when I hear stories about what

happened today at the center ... what kind of difference we made in the lives of the families we serve."

(Gabbard, 1998)



Choose the most effective way to share your story for its greatest impact.

Is that verbally? Putting it in a letter? Creating a Portfolio for your child? How about a narrated or

captioned videotape showcasing your child? Sometimes, it's who is telling the story that makes the most

powerful statement—is it you or your child, a self-advocate?

Be clear on what your purpose is for telling the story.

Is the purpose of telling your story geared to generating a specific response or outcome? Or, is it to

make people think about something in a different way? There are times that omitting a specific conclu-

sion so that listeners draw their own is the most effective method to use.
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Whatever method you choose to tell your story, take time to practice telling/showing it to a family

member or a friend who will give you honest and constructive feedback; pick your toughest critic. Here

are some questions you can ask of your critic:

Some questions to get feedback (Gabbard, 1998)

What key phrases and words caught your ear?

What was the most successful part of the presentation?

What was the most difficult to understand?

If you knew the story was going to be told again, in what ways could it be different?

What were the major themes?

How did the audience respond?

What about volume? Pace?

Did I use humor effectively?

Did the story make logical sense?

So what's the point? Telling your story effectively and making a difference by making it personal . .

.

that's the point! Happy endings to you all!

"For the sakes ofour children, we must strive to be patient with those whose experiences have

not given them access to our perspective. It is our duty to lead these people to a fuller under-

standing of the beauty and ability within our children. To do this we must become effective

advocates. " (Bollero, 2002)

RESOURCES TO CHECK OUT

1. <http://www.nectac.org/~pdfs/pubs/famexp.pdf> (NECTAS. Early Childhood Bulletin.

Spring 1998. "Family Experiences: Ways to Lead Change Through Telling Your Story", by

Glenn Gabbard)

2. <http://www.cppp.org/real_stories.php> (Center for Public Policy Priorities: real stories of

Texans affected by state budget cuts and/or changes to state programs and services.)
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3. <http://www.tell-us-your-story.com/> (Disability discussion forum for stories about aware-

ness, rights, inspiration.)

4. <http://www.girlshealth.gov/disability/stories.htm> (Stories from young people with ill-

nesses and disabilities.)

5. <http://www.learningdisabilities.org.uk/page.cfm?pagecode=FBPS> (A variety of personal

stories at Foundation for People with Learning Disabilities.)

6. <http://www.new-horizons.org/expwri.html> (Disability Experiences: Writings and Perspec-

tives is a collection of writings that have been submitted and links to websites that share

personal disability experiences and the perspectives of people with disabilities.)

7. <http://www.beliefnet.com/story/196/story_19631_l.html> (A collection of stories and

photographs of people with disabilities and faith.)

REFERENCES

Bollero, J., (2002). "8 Steps to Better IEP Meetings: Play Hearts, Not Poker". The Special Ed Advocate

Newsletter. Issue 165. <http://www.wrightslaw.com/advoc/articles/iep.bollero.hearts.htm>.

Gabbard, G., (1998). "Family Experiences: Ways to Lead Change Through Telling Your Story." NECTAS
Early Childhood Bulletin. Spring 1998.

The Unseen Bean: The story of how passion outwits obstacles

By Alice Ashmore, ANCHORA writer

Abstract: How many options does a man blindfrom birth really have in the world ofwork? Geriy

Leary proves there are plenty.

Key Words: family, blind, career exploration, adult mentor

Editor 's Note: Ifirst learned ofGerry through a family in Pearland, TX. On their summer vacation

in Colorado, they visited a blind coffee roaster in Longmont. In their posting on the Texas Visually

Impaired Family Network, they encouragedfamilies to contact Gerry—both for his coffee and his ability

to give great advice to parents. "The Unseen Bean: The story ofhow passion outwits obstacles " origi-

nally appeared in the summer 2005 issue ofthe ANCHORA ofDelta Gamma. Delta Gamma is a women 's

organization dedicated to Servicefor Sight since 1936. Reprinted with permission.

Gerry Leary is a man of passion; for both life and great coffee. The fact that he is blind from birth

hasn't kept him from enjoying a 30-year career as an independent auto mechanic or from becoming a

master coffee roaster.

Gerry, now 52, was born after only 24 weeks of development. His family moved from Chicago to Los

Angeles shortly after he was born. His parents later learned a heartrending fact: Their infant son had

developed Retinopathy of Prematurity (ROP). With the definitive ROP diagnosis, a surgeon decided to

remove the eyes from Gerry's ten-month-old body and replace them with plastic ones.



Gerry spent just over two decades in California before an offer from a friend lured him to the Colorado's

Front Range. With two years of study in Business Administration at L.A.'s Pierce College under his belt,

he decided to open his first garage. Gerry's Auto Service opened its doors in Boulder in 1984. After all,

Gerry's experience with cars spanned his entire life.

A MODEL OF DETERMINATION

Gerry's precocious nature often made life interesting for his parents. From an early age, he was

fascinated with his father's garage and cars. "I could play with them and take pieces off of them," he

explained. Fearing that his blind son would inevitably get hurt, Gerry's father kept the garage door se-

curely locked.
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But Gerry was hardly deterred. At just three years old, Gerry and his older brother made a trip to a

nearby hardware store. "I went back to the key thing and said I wanted a key blank so I could pretend to

have a house key."

He soon found his parents' spare key and hatched a plan to get into the garage. Simply by feeling and

comparing, Gerry scraped the blank key against the driveway, eventually making a match. "It took days

and days and finally it worked. There I was back with the cars!"

Gerry made the most of his time exploring the cars, but soon the carefully executed plan was foiled.

"My parents kept finding me all greasy," he said, and they took the key away. "I broke the lock with my
next key." At that point his exasperated father decided to teach him the mechanic's trade.

His work as an automobile mechanic drew some interesting reactions. "Basically you'd hear people

say, 'a blind mechanic?' Sometimes people would just show up to watch," he said with an easy laugh. His

skill as a mechanic was rarely in question. "In all my time of working on cars, I may have had a handful

of unhappy customers."

FROM CARS TO COFFEE

Gerry became intrigued by coffee roasting while in San Francisco in 1994. "I heard this machine that

sounded like a rock polisher," he said, remembering the noise emanating from a coffee roasting machine.

He asked his friend and traveling companion Elizabeth Johnston what it was. "The owner took me over

and showed me how it worked," he said. "I realized that coffee roasting was a true art form."

Gerry returned to Colorado and to his cars, but the experience stuck with him. In 200 1 , he decided to

stop fixing cars. His hands were becoming numb, making mechanical work difficult. The advent of com-

puterized car systems also dealt Gerry a harsh blow. "I couldn't open a book and read the diagnostic

codes," he explained. "I realized I was becoming illiterate." It was then that coffee moved to the center of

Gerry's attention. The search to find a coffee mentor was on.

IN SEARCH OF A TEACHER

Gerry began to cast about for a roaster willing to teach him the craft. "I thought the best way to do it

was as a trainee." That idea met with resistance. "Everyone I talked to said, 'Boy, you really have to see

to do this. I don't know how to teach you.' One person said I'd never be able to roast coffee."
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"I must have talked to 1 5 roasters," he allowed. He learned that most roasters relied on visual cues to

glean information. "They would talk about color and structure and what was happening to the beans, how
they broke open and how oily they were."

Gerry eventually received training and certification as a Master Coffee Roaster from the Coffee

Training Institute and West Coast Specialty Coffee Company in San Francisco. With a future still unclear,

the training came with a steep price and definite risk. "It cost me about $2,000. 1 borrowed the money and

refinanced my house." With his new certification, Gerry returned to the roasters he'd talked to previ-

ously. No one needed any help, and no one was willing to take a risk on a blind man.

Undaunted, Gerry began experimenting with a quarter-pound "sample roaster" in a shed in his back-

yard. With each batching requiring about 15 minutes, Gerry literally prepared hundreds of roasts on his

"practice" machine.

LEARNING TO ADAPT

Determined to go it alone, Gerry used his mechanical abilities in his quest to adapt sighted equipment

for the needs of a blind coffee roaster. The first necessity was a talking kitchen scale. (He's since pro-

gressed to a talking digital scale with precision to one-hundredths of a pound.)

Another major concern was how he could read the temperature inside the roaster. He considered

removing the glass from his gauges, cutting a series of notches and feeling where the needles pointed.

The technique he developed served him well while working with cars.

One day, however,

Gerry came across a talk-

ing multi-meter that in-

cluded temperature mea-

surements. He was dozing

on his couch when his

brain made a connection

that "woke me out of a

sleep." He attached a

thermo-coupled probe to

the talking multi-meter

and found success. "That

made me really excited. I

could actually tell the

temperature!"

As his roasting abili-

ties grew, the demand for

his coffee overwhelmed

the small machine. His

backyard wasn't adapt-

able to a larger enterprise, but Gerry was. He acquired a 20-pound roaster and commercial space in

Longmont, Colorado in August 2004.
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Inside his expanded roasting business, the aroma of freshly roasted coffee wafts through the air,

greeting visitors at his doorway. Gerry is considered a "custom roaster," roasting only small quantities

and adapting each to his customer's tastes. He prides himself on the quality and freshness of his gourmet

coffees. "I try to roast and ship in a 24-hour period." His coffee travels to such far-flung places as British

Columbia and Florida.

MAN'S BEST FRIEND

A black Labrador retriever named Midnight is Gerry's guide dog and constant companion. Star of

The Unseen Bean logo, Midnight's drawn version has sunglasses and a nose directed toward a steaming

cup of coffee. On holiday packages, the dog sports a winter scarf against a backdrop of snowflakes.

Gerry's slogan encourages customers to "Taste the passion in blind-roasted coffee."
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The same friend who had accompanied Gerry on that fateful trip to San Francisco doubles as a graphic

artist and was there when Gerry needed her expertise. Elizabeth Johnston and her company Lizzardbrand

Inc. formed a sizeable focus group to help develop the company's identity. Her husband Jeffrey Hill

supplied the name "The Unseen Bean."

"It made us laugh so hard we figured it had to be the right one," Elizabeth recalled. The name stuck,

and a business was born.

YOU DON'T KNOW BEANS?

Neatly lined 55-gallon bins of green coffee beans stand

in a row along one wall of his tidy, spacious workspace.

Braille labels allow Gerry to distinguish between variet-

ies. Others wait on pallets in their burlap bags for transfer

into the bins. Beans whir and tumble in the barrel of his

natural gas-fired roaster as the beans reach temperatures

in excess of 400 degrees.

"There are audible cues," he explains. The coffee goes

through two "cracks" when it roasts. The first crack re-

leases the water in the green beans. Gerry leans in close

toward the large metal machine. "They quiet down as they

get to the water crack."

His talking multi-meter, a good nose and a practiced

attention to sound tell Gerry when the beans should leave

the roaster. The variety of coffee also affects roasting time and temperature. The release of beans into the

cooling tray triggers a cloud of aromatic steam and smoke. As the beans cool, a slight crackling sound

comes with the release of oil that dapples their surface.

Although his selection may vary with seasonal availability, Gerry offers a broad range of coffees

from around the world, including selections from Zambia, Sumatra, Malawi, Ethiopia, Guatemala. Peru

and 100 percent Kona Fancy from Hawaii. His personal favorites come from Panama. Malawi, Uganda

and Zambia. "When it is possible, I try to buy organic, shade-grown, fair-trade beans. All of my decaf

coffees are organic."
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Gerry has developed several unique blends including one appropriately dubbed "Passion Blend."

Ordering information and tasting notes on all of Gerry's coffee are available online:

<www.theunseenbean.com>. He maintains meticulous notes of customer preferences using an East Ger-

man Brailler and can consistently produce the exact coffee expected.

SOMETHING BREWING

Cathy Miller, a longtime friend, joined the business in December 2003. "I called her when I needed

help around Christmas," Gerry recalled. "We got an order for 90 pounds, and it took us about three

weeks." Cathy weighs

and packages the coffee,

and prepares it for ship-

ping.

But coffee wasn't the

only thing brewing. Ro-

mance blossomed about a

year ago, and Cathy now
shares both work and life

with Gerry.

Cathy's assistance

has been just one factor in

The Unseen Bean's

growth in business. Gerry

relies on word-of-mouth

customers and public ap-

pearances instead of ad-

vertising to generate

sales, but the media expo-

sure helps, too. He's been featured in The Denver Post, on Denver's NBC affiliate KUSA, in 5280 -

Denver s Mile-High Magazine and many other area newspapers and magazines.

Not surprisingly, local Delta Gammas have become regular customers and big fans. "His coffee is

amazing," raved Meredith Meyers, an initiate of Beta Tau-Miami and member of the Denver alumnae

chapter. In fact, Gerry recently agreed to develop a special Delta Gamma blend at the request of area

alumnae as a thank-you and nod to Delta Gamma's philanthropic project, Service for Sight. Using DG
coffee-lovers as taste testers, Gerry readily played "bartender," tweaking the roast to the panel's delight.

Gerry has grown accustomed to bringing joy to his customers. With two very different careers to

compare, Gerry finds he's happiest while making the beans he knows so well into a product his customers

have come to love. "People hate spending money repairing their cars," he realized, "but with coffee, they

come in and leave with a smile! It's a much happier work environment!"

Update: Gerry has just perfected a unique Delta Gamma blend with an anchor on the roast's label!

And, to support the "Service for Sight" sorority, Gerry has also agreed to offer reduced rates for DG
fundraisers. Visit <www.theunseenbean.com> for more information.
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Finding My Way Around the Figurative Mountain:

Lessons Learned While On the Inca Trail

By Justin Grant, History Major at University at North Texas, Arlington

Abstract: A youngperson shares the insights he gained while participating in a hiking expedition up

the super Inca trail and to Machu Pichu in southern Peru.

Key Words: Family, blind, personal experience, vision loss, mountain climbing, world travel, confi-

dence building

In 1999 I was diagnosed with Stargarts disease. I was told there is a possibility of me losing all my
central vision. I was told everything would change and my world would be turned upside down. I was

only in the fifth grade.

From elementary on to junior high, I wanted nothing to do with anyone who asked about what was

going on with my vision. I was irritated whenever anyone asked me if I needed help to see anything. I

knew they were just trying to help, but I didn't want to be in the position where I needed help. I was

young and I wanted to fit in with everyone else. I thought there was no way I could fit in at high school

if I always needed enlarged copies of everything we did in school. My parents noticed how I was reacting

to the new way things were working out after I began losing my vision. They both came from homes

where the lesson of "if something is in your way, find your way around it" was taught. So as any other

parent might, they passed it on to me. I wanted to find my way around it. I knew though, if I were going

to settle the score with losing my vision, something would have to happen; I would have to change my
attitude and my outlook on what was going on with me.

This wasn't until my junior year in high school, when my DARS / Division for Blind Services coun-

selor sent my parents an e-mail about a trip for blind and sighted students going up the super Inca trail and

to Machu Pichu in southern Peru. When my mom first told me about the e-mail and the trip, I wanted so

much to go. Luckily the company that was sponsoring the trip accepted me into the group. There were 1

8

of the "supers" as we were called. Nine were sighted, five were totally blind and four were visually

impaired. We all met for a retreat in Estes Park Colorado, where we met Erik Weihenmeyer, the first and

only blind man to summit Mt. Everest. We had been told that he would lead us up the trail in Peru.

When we arrived in Lima Peru, my first impression was, "Wow, this place is chaotic." I couldn't

even imagine how much of a foreign world this place was for a totally blind person. After I got to know
everyone pretty well, I began to notice how self-centered I was being, coping with my vision loss. Being

around people that had lost all of their vision made me realize that yes, I may be losing my vision, but I

still have some. At first, losing my vision seemed unfair to me. But sometimes these things happen, and

just like I learned to do during this experience with people who are now some of my best friends, I am
finding my way around this figurative mountain. Just because they are blind, doesn't mean that they

can't achieve the summit.
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This trip to Peru turned the way I look at my impairment completely around. It's a part of who I am,

and just as one of my blind companions, Terry Garret said, "I do not let my blindness control me, I control

my blindness." Terry Garret and all of the other blind students that went with us taught me that even

though I had a disability, along with them, it didn't mean that I couldn't achieve higher goals in life. The

trip to Peru changed the way I think about my disability, as well as opening new doors for me.
11
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National Federation of the Blind National Convention: A Parent's Perspective

By Sally Thomas, Parent, Pearland, TX

Abstract: A parent shares her family's experiences while attending the National Federation of the

Blind (NFB) National Convention this summer in Dallas, Texas.

Keywords: blind, blind children, blind adults, blind technology, blind simulation, NFB

Editor s Note: Sally, whose son David is afourth grader at Challenger Elementaiy in Pearland, first

shared her comments on the Texas Visually Impaired Family Network.. Learn more about this listservfor

families at <http://lists.topica.com/lists/txvifamily> . We appreciate her sharing them here as well.

We went to the National NFB Convention in Dallas this summer. It was GREAT! We were able to

reconnect with people we met in Atlanta two years ago, participate in some fun activities, and hear great

speakers. It is so empowering to hear the parents and blind adults talk about their successes in making the

world accessible. To see close to 3000 blind people together in one place really helps my son know that

he is not alone. It is such a positive experience that at one point my sighted daughter looked at me and

said, "sometimes I wish that I was blind too!"

We especially love the cane walk. Everyone who wants to participate (sighted or blind) gets a

sleepshade and a cane and travels around the hotel with an O&M instructor. This year we were with a

blind instructor. It really makes an impression on my son that using his cane is important and that he can

be successful in travel, even under sleepshade. He really wants to get a guide dog some day, so excellent

independent travel skills are a must.

I especially enjoyed a talk on Braille literacy. "Can't" is not in the vocabulary of these people.

Learning about the possibilities and resources available for Braille readers provides me with great tools

for my son and will help at our next ARD. There is so much information available at this conference

especially geared to school-aged kids.

My husband was very excited about a talk he heard on tools for teaching math to blind kids. The

speaker was Susan Osterhaus from TSBVI. She really knows her stuff. It's so helpful to know that there

are people out there who have the knowledge to teach our kids anything they want to know. We hope our

son can go to the math program at TSBVI this fall. It's great that we have this resource so close at hand.

One of the really great things about NFB is the opportunity to talk with other blind people. Everyone

says that if you wonder how your child can participate in an activity, ask another blind person how (s)he

did it. There is a network of people who have faced the challenges our kids will face and they have

insight on how the challenge can be met.

Another fun part is the technology displays. It's an opportunity to see what is out there and to ask

questions of the vendors. I was able to meet one of the people who designed the braille notetaker my son

uses and ask him questions about things the notetaker can do. It's a lot easier than asking local profes-

sionals who may or may not know! My son loves to try out all the gadgets. He was born at the right time

to embrace all the technology that is out there.

Next year the convention will be in Atlanta. We're planning to spend a longer time there than we did

in Dallas. It's really worth it.y
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What my Daughter Taught me About Active Learning

—

or, Whose Goal is it Anyway?

By Jean Bugbee, Parent

Reprinted with permission from Future Reflections, Winter/Spring 2006

Abstract: A parent shares herjourney in encouraging her daughter s learning through play—on her

own terms at home and at school—to illustrate the importance of respecting our children for who they

are, communicating with them the way they communicate, supporting their learning in the way they learn,

and being mindful ofwhose goals we are trying to achieve.

Key Words: family, blind, active learning, communication, concept development, educational pro-

gramming

Editor 's Note: Thefollowing article is editedfrom a presentation given at the North American Active

Learning Convention sponsored by the Lilliworks Foundation, February, 2005. For more information

about Active Learning, see these Websites: <http://www.lilliworks.org> ; <http://www.penrickton.com>

;

< http://www. visionkits. com/Lilli_Nielsen.html> ; and. < http://www. tsbvi. edu/Education/vmi/nielsen. htm>
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In 1983, I adopted my daughter Renee. I was single; I had experience working with disabled adults

but not a clue about babies. Renee was five-and-half-years-old, weighed thirty-five pounds, functioned at

about the nine-months level, and was very cute. When she smiled and reached out her hands to be picked

up, it was love at first sight.

Renee was injured by a medical mistake when she was fourteen-days-old in 1978. She has moderate

cerebral palsy, mental retardation, epilepsy, and hydrocephalous that is controlled with a shunt. She has

no ability to suck, and had a great deal of difficulty mastering swallowing. She went from the hospital to

a medical foster home at age sixteen months. She sat up alone when she was four-years-old, and crawled

and walked holding hands at age five. Today, she is twenty-six-years-old, and still walks that way.

I met her at her special school. It had lots of equipment for training severally disabled children. Her

IEP goals were to stack blocks, stack rings, work shape sorters, brush her teeth, brush her hair, use the

toilet, feed herself, walk, and talk. They used patterning, modeling, hand-over-hand modeling, and verbal

and physical prompting. None of it was working.

She was throwing, banging, and dropping things; mouthing objects; taking off her clothes; pulling

hair; grabbing people's glasses (and anything else she could grab); and vocalizing at the top of her lungs-

all with great joy and gusto.

I took her home, but it took two months to convince her social worker it was OK. It was "Catch 22."

Only a crazy person would want this kid, and they don't give kids to crazy people. She had a great foster

home. Her foster mother was a retired physical therapist. She was surrounded by love, which was good—
but she was also always surrounded by her crib, play pen, high chair, or stroller—which was not so good.

Our first few weeks together were an incredible learning experience for me. She threw her bottle over

and over again, so I got her a tippy cup. I put her in her play-pen with lots of toys. She threw them all out,

so I put her outside of the playpen and she filled it up. I let her take my hands and lead me around the
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house to explore things. I made the house Renee safe. I put her mattress on the floor, put a baby gate on

her door (so I could sleep at night), and I turned her loose.
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When she showed interest in something, I got more of that type of thing. She likes "busy boxes" so I

started collecting them for her, and I continue to search for things that interest her. The house was a

wreck, but she was busy and happy. This went on for over two years. We were having a lot of fun, but I

was worried that I wasn't doing it right.

For years the teachers told me that she had to learn sorting and staking skills so she would do well on

IQ tests. The school also offered Renee functional skills training, like teeth brushing and toilet training

When she wasn't making enough growth in sorting, stacking, and functional skills, the doctors and teach-

ers said that either I wasn't trying hard enough or she was just too retarded (or both).

Somewhere along the line I realized that everything she really knew how to do, she had learned from

her own play. She had to be motivated by the activity in order to do it. She liked sound, so she banged,

dropped, played with musical toys, vocalized, and shook things to see if they made noise. She liked what

she could do with her hands, so she did more of all of the above. As for sorting or stacking, she could care

less about those activities. If it didn't make a pleasing sound, why do it? She liked having her hair and

teeth brushed by me, so she didn't want to learn to do it herself, even with praise. She didn't seem to have

enough language to understand what I wanted, but maybe she didn't care to please me by doing some-

thing that was meaningless to her.

I learned to let her show me what she was interested in and what she could do. If she didn't have the

component skills and the activity wasn't motivating in itself, she wasn't doing it—period. If I wanted her

to learn to do something, I had to provide materials or activities that would develop the essential skills,

then make the activity "pay off'for her. I had never heard of Active Learning, but I was doing it.

By middle school, she was the only student at her level of disability in her class. She was one of a

kind. I decided I didn't care about IQ tests, and a lot of self-help skills were not going to happen. I was

tired of them testing her on what she could not do, instead of valuing what she could do. I used the IEP to

protect her rights and opportunities, but didn't expect them to teach her much.

But I persisted in providing her opportunities to learn through play and on her own terms at home,

and over time her skills became functional. She turns lights on and off, puts laundry in baskets, garbage in

the trash can, and mail in the mailbox. It's her job to carry the plastic basket in the grocery store, put

things on the counter (usually with a bang), and carry the bag of groceries home. And Renee communi-

cates with me very well, just not in English.

Today, her adult day program has to have goals, and insists that she must learn to wash her hands.

They complained that it took a long time to get her to do it; that she was dependent on a lot of physical

and verbal prompts. They worried that they just didn't know how to teach her. I explained that Renee

loves to play in the water and wants to get as much attention from the staff as possible. Renee had a goal,

too, and she has achieved it. She is retarded, but she isn't stupid.

Renee is very happy. She can do a lot more then anyone ever thought she could. She now "gets" the

whole concept of cause and effect. She can feed herself, play for hours without frustration, and hold the
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hand-held shower. She can take her clothes off, and put socks on her feet and hands. And she thinks the

remote control for the automatic garage door is wonderful!

We must remember to respect our children for who they are. Communicate with them the way they

communicate. Support their learning in the way they learn, and be mindful of whose goals we are trying

to achieve. Raising kids takes love, patience, and a sense of humor. It is also the hardest and most fun you

will ever have.

'This Is Who I Am'

By Diane Rogers (Reprinted with permission from STANFORD Magazine,

published by Stanford Alumni Association, Stanford University.)

Abstract: This article describes the experiences ofLiz Phillips, a blind college student at Stanford

University. Itprovides information on accommodationsfor college students with disabilities, accessibil-

ity issues, study skills, self-advocacy, and the importance ofa good sense of humor.

Key Words: Programming, blind, visually impaired, deafblind, disabilities, self-advocacy, accessi-

bility, accommodations, assistive technology.
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By the time he got to class, philosophy professor John Perry found only a bare plate. The chocolate

chip cookies one of his students had baked were all claimed. What was a hungry ethicist to do?

"He was like, 'Maybe I could steal a cookie from Liz without her noticing,'" says senior Liz Phillips,

a blind student in the course. "I had a pretty firm grip on my cookie because I had a feeling he'd try

something, but his hand swooped out of nowhere and took it. It was hilarious."

Hilarious? Indeed, Perry wasn't taking advantage of a student with a disability, but rather, making a

point. "Liz and I have a pretty good relationship, so I like to occasionally exploit the fact that she's blind,

to get other students used to being matter-of-fact about it," he says. "Besides, she has a nice laugh, and

anything that gets students laughing early in the lecture helps them stay awake."

That level of acceptance, where professors and classmates can acknowledge a student's disability

and then move ahead with the business of learning, is comparatively rare. In some classes, instructors

aren't sure how to treat Phillips. "A lot of times people have a hard time seeing me," she says. "If I'm

raising my hand and other people are raising their hands, they get called on. It's happened often enough

that I don't think, 'Oh, [that professor] must be having a bad sight day.'"

Phillips's solution? "I call out."

She also has to remind faculty to describe anything they put on the blackboard. In one class, "I

constantly raised my hand and asked, 'What did you write?'" she says. The professor "wasn't being

mean, he just constantly forgot." After several days of reminders, the instructor finally said something

like, "Oh, you need me to tell you what I'm writing?"

z
o

'Yup," Phillips replied. "I still can't see."
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Phillips is one of almost 900 Stanford students who receive accommodations from the University's

Office of Accessible Education. Their disabilities are diverse, falling into 11 main categories that range

from chronic illnesses to learning disabilities, hearing impairments to psychological disorders. Their

challenges may be academic, social, health- or mobility-related—or all of the above. Some need only

occasional assistance: a student with severe food allergies may require access to a peanut-free dining hall,

or someone with a broken leg may need rides to class on a golf cart. Others visit the OAE, on Salvatierra

Walk near the Haas Center for Public Service, nearly daily. Phillips, for example, goes there to obtain

books and tests in Braille, and training in assistive technology. In addition, she must often figure out

creative ways to approach her schoolwork and advocate for herself in the classroom.

Stanford was Phillips's first choice of colleges because it is a research university
—

"and I do want to

discover something." She was admitted early decision, and arrived a month before classes started her

freshman year to learn her way around campus with her guide dog, Bonds. Four years later, getting to

class is still a challenge, especially when the physical terrain changes unexpectedly. If Bonds walks under

a piece of caution tape—he's smart, but he can't read—Phillips is liable to bump into a piece of construc-

tion equipment. When a familiar pathway is blocked by parked bicycles, she may take them out with an

inadvertent swing of her backpack.

"Lots of kids don't think about blind people or people in wheelchairs, and they park all over cam-

pus," Perry says. "So occasionally I'll pick up an offending bike and throw it in the Dumpster."

Phillips met Perry when she was searching for a building on the Inner Quad and he stopped to ask if

he could help with directions. Last summer, she received a grant from the office of the vice provost for

undergraduate education to work with Perry on his "Philosophy Talk" radio show, researching topics that

included dignity, suicide and the environment. "I don't know beans about global justice," Perry says.

"But if somebody smart like Liz reads what's on the net and boils it down to 30 pages, I can sound like I

know something."

Thanks to advances in technology in the past 10 years, Phillips can turn to the Internet almost as

easily as a sighted student. Using screen-reader software, she reads by hearing, listening carefully as a

synthetic voice pronounces the words on her computer screen. It takes time—most blind students hear

about 300 words per minute, while a sighted reader typically processes 400 to 500—but it's faster than

scanning material and printing it out in Braille.

When OAE director Joan Bisagno came to Stanford in 1996, the Disability Resource Center on the

ground floor of Meyer Library was staffed by two people; they had one computer to run a screen-reading

program for the blind. Today, the OAE's Student Disability Resource Center, which coordinates services

for all students with disabilities, has a staff of five full-time professionals and eight part-time interpreters.

The recently launched Schwab Learning Center, which provides services to students with learning dis-

abilities and attention deficit hyperactivity disorder, employs three professional staff and 16 part-time

tutors.

Similarly, Rosa Gonzalez, the University's compliance officer for the Americans with Disabilities

Act and Section 504 of the Rehabilitation Act, received four to five student grievances per quarter in the

early 1990s. Most complaints were about physical inaccessibility—students couldn't get up the stairs of

the Old Fire Truck House or onto the Marguerite shuttle, or couldn't take dorm trips. One decade and $10

million later, most physical barriers on campus have been removed. Ramps, power doors, elevators and
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accessible bathrooms have been installed in buildings with the highest academic and public use. Today,

fewer students are filing grievances—typically two per year—and they usually concern academic acces-

sibility.

The fastest-growing group of students with disabilities are those with diagnosed psychological or

psychiatric problems, such as severe depression and bipolar disorder. Psychologist Alejandro Martinez,

who directs the counseling and psychological services at Vaden Student Health Service, says that during

the 24 years he has been at Stanford, he has seen a "significant increase" in the number of students

needing psychiatric hospitalization and psychotropic medications. "In the past, there wasn't much that

could be done for students who had psychiatric disabilities," he says. "But with the advent of accommo-

dations for them, that's changing." Instead of leaving school for treatment or because of academic

difficulties, "many more of those students are able to remain on campus."

Students work with OAE staff members to develop accommodation plans that meet their needs. Of-

ten, these plans combine technologies and strategies. For example, students with visual-processing diffi-

culties might use the reserved computers in a lab on the second floor of Meyer Library to highlight words

and sentences in bright colors or alter fonts, since changes in the presentation of text can improve their

ability to distinguish written words. Many students with disabilities take 12 units per quarter, rather than

the usual 15.
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A blind student arrives on the Farm with a U-Haul's worth of equipment. He has a screen reader

—

Window-Eyes or JAWS—and often a scanner plus Kurzweil reading software. He carries a portable

BrailleNote, which looks like a laptop and enables him to take notes in class. And he probably has a

Perkins Brailler in his dorm room—a small typewriter with six keys that produce Braille dots.

z

To get an alternate-format textbook, the student provides a course syllabus to Lisa Sheftman, an

alternate format and accommodation coordinator at the OAE, who contacts the book publisher. Once the

student verifies that he is enrolled in a course, confirms that he has purchased a textbook and agrees not

to distribute the electronic version to anyone else, the publisher transfers the electronic text to Sheftman,

who has it converted to Microsoft Word, Adobe PDF files, digital audio files (MP3), Braille or whatever

format the student prefers.

But an electronic version isn't always available. "It's a challenge if a professor requires a particular

edition," Sheftman says. "Even though The Brothers Karamazov always ends the same way, the faculty

may want a specific translation." Such textbooks can be translated into Braille, usually by an off-campus

committee of specialists.

Alternate-format textbooks aren't ideal for all situations. When it comes to taking notes on an assign-

ment or going back to look for quotes, Phillips prefers a more personable reader—ideally, a classmate.

She will ask a professor to announce at the start of a course that she's looking for a reader, and she usually

gets a number of responses. "Liz was someone I wanted to get to know better," says junior Emily Fletcher,

who started reading with Phillips two years ago and has become a close friend. "When I'm taking a class,

I really like to talk about the material, and Liz and I not only read, but we stop and argue and talk."

Bottom line: it takes a lot of time for blind students to read and review course materials. "In general,

my approach is to use a [human] reader, or read in Braille, or listen to tapes or read online versions of

texts. I use all of those in preparation for studying," says senior Tyler Dumm.
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Then there are exams. Whenever Dumm takes a quiz, he launches an OAE-wide effort. Let's say

Professor Green announces the quiz. She composes it and gives it to TA White, who delivers it—72 hours

in advance, ideally—to Sheftman. While Dumm goes online to reserve an exam room at the OAE, Sheftman

takes his quiz to the Braille Box, a windowless office in the basement of Meyer Library where Braille

specialist Gay Baldwin and alternate format and accommodation coordinator Alice Wong transcribe it

into Braille. Dumm takes the test at the OAE, then prints out his answers on 11 -by- 11. 5-inch Braille

sheets, which are returned to the Box. Baldwin or Wong "interlines" his answers, writing them out in

pencil between the lines of his Brailled responses, and hand-carries the quiz back to the OAE. From there,

it is returned to the TA, and finally to the professor. Just in time to start preparing for the following week's

quiz.
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Coordinating all these steps depends on meeting deadlines, and when a faculty member is late deliv-

ering a test to the OAE, Dumm says, it can throw everything off. "Sometimes you're frustrated: 'Damn,

this professor didn't come through.' But no worries. They're busy. I'm busy. We'll get there."

Dumm lost his sight to cancer as a toddler, then had his cancerous left leg amputated at age 10. A
member of the board of directors of the Northern California unit of the nonprofit Recording For the Blind

& Dyslexic, he is headed for an advanced degree and eventual career in physical therapy. This year,

Dumm became the first blind student to enroll in Surgery 101, part of his sports physiology and rehabili-

tation concentration in the human biology major. While other students refer to a skeleton in the front of

the room, Dumm feels the human bones given to him by co-instructors Ian Whitmore and John Gosling,

both teaching professors of surgery. But the lectures also rely heavily on diagrams that are projected onto

a screen—typically inaccessible to Dumm.

Enter the talented alternate format crew of the OAE. Baldwin already had provided Dumm with

textured aluminum-foil reproductions of the brain for a psychology course, bringing in a pastry cutter

from her kitchen to form a bumpy pattern that designated neural pathways. This time around, the special-

ists relied on Dumm's lab assistant for the course, Shelley Hou, '00, MA '03, who took the same surgery

class several years ago and kept her notes. Using a Tactile Image Enhancer, which suspends teensy polypro-

pylene beads in heat-sensitive paper, the formatting team created diagrams with lines of varying thick-

ness to designate muscles, vessels and nerves in the chest cavity. Strung-together beads stood in for ribs.

Because he wears a prosthetic leg, Dumm says he's particularly interested in the way the human body

works and he wants to get as much as he can out of the lab section, in which students dissect cadavers.

"Shelley provides a verbal description of things that aren't really distinguishable by touching them, like

colorations of tissues," Dumm says. "She also aids me physically in the dissecting process, guiding

my hand when I'm using a scalpel to separate connective tissue attached to a muscle, or paring away

some of the fat in the subcutaneous area." (Postscript: Dumm earned an A+ in the class.)

Liz Phillips came to Stanford hoping to minor in physics, and mastered the difficult Braille Nemeth

code to study quantum mechanics and relativity. But she concluded it would take too long to get through

school. "It was all about manipulating equations, and astronomy classes would have been impossible for

me," she says.

Instead, Phillips focuses on philosophy, which she wants to teach at the college level. She found her

passion in Philosophy 80: Mind, Matter and Meaning. "Have you ever had one of those moments when

you can remember the exact second when something happened?" she asks, igniting a megawatt smile. "I
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just looked around the room that day and was like, 'This is who I am.' I said, 'Mom, I had no idea I could

get credit for doing what I do all the time.' And it's never changed. I still wake up and go, 'Yup."

Still, Phillips says it can take time to figure out how to approach some of philosophy's subfields.

Logic, for example, depends on notation systems, symbols and proofs not unlike those used in mathemat-

ics and physics. This year she has been working with graduate student Patrick Girard to learn the old

Polish notation system that was used in logic before the advent of computers, and they are now translat-

ing it into a more contemporary, more accessible system. "We are trying to propose a standard notation

for logic that would help in transcribing logic textbooks for blind students, and would help blind

logicians in general," Girard says. One project-related discovery particularly pleases Phillips: she learned,

from a sighted friend, that Girard had blue hair. Then red.

Given her experience with a disability that's apparent, Phillips empathizes with those who have so-

called hidden disabilities. "People can be really disrespectful to students with psychological or learning

disabilities," she says. "It's like, 'You can do calculus on the board—why can't you read?' Or, 'You're

really smart, you're getting A's—what do you mean, you have a disability?'"

Because of those attitudes, most students with learning and psychological disabilities prefer not to

reveal them. (Those who spoke with STANFORD asked that their names be changed.) "There is a social

stigma attached to it, especially in academia," says one graduate student who is dyslexic. "I don't want

someone to say, 'You can't edit our journal,' and I don't want it to affect future jobs."

Like many students with attention deficit disorder, sophomore Ellen Cooper spent years resisting a

"disability" label. Although she was diagnosed in seventh grade, initially she declined the accommoda-

tions her school district offered: "I didn't want to be different, and it's really awkward for a 12-year-old to

explain to her classmates why she gets extra time on a math test."

Cooper got through high school by putting in extra hours on long-term projects and with help from

her parents, who reminded her to organize assignments and deadlines. But in her freshman year, she had

to read hundreds of pages each week for IHUM, the required yearlong course in the humanities, and

her schedule spiraled out of control. Cooper cut back her course load and asked for extra time on exams.

The hardest change? She realized she needed nine hours of sleep each night, and friends were staying too

late in her room. "It took me a quarter to be able to say, 'You need to leave.'"

Laurel Weeks, a learning strategies coordinator at the OAE, says many students with disabilities need

to break down big projects into manageable steps. "It's a lot less scary thinking, 'Today I just have to

think of three possible topics for a term paper, and tomorrow I'll find some source material,'" she says.

"It takes the emphasis off, 'How am I going to finish this?' and puts it on, 'This is where I'll start/'

Weeks, who works with about 100 students with learning disabilities each quarter, acknowledges that

those study tips may sound simplistic for competitive Stanford students. But information-processing chal-

lenges, including reading disorders and memory issues, require specific remedies. That's why Weeks is

surprised when she hears about faculty members who accuse students of gaming the system. "If they saw

the kinds of documentation I see, I'm sure they would understand it differently," she says. "I see profiles

of students who are so capable in so many areas, and then there's an area so discrepant, that it makes [the

disability] very real. It's not something someone would try to make up—there's no benefit in that."
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Doctoral candidate Connie Stillwell recalls that as fast as her mother would enroll her in gifted

classes, she'd have to drop out because she couldn't pass the reading tests. "The number of summers I

spent under house arrest when I was 8 and 9, reading books
—

" Stillwell begins. "It was, 'You can't go

outside until you've finished a chapter of The Black Stallion or The Secret Garden.'"

Stillwell always suspected she was dyslexic: "I screwed things up all the time." But she also thought

nothing could be done about it. She got through college, went on to earn two master's degrees and then

applied for a PhD program at Stanford. When she was accepted, her boyfriend insisted that she get tested

maybe there's a center there."for learning disabilities. "He said "You're going to a new school-
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There was. And on one memorable afternoon, Stillwell and her OAE tutor made a discovery: if she

listened to a paragraph being read aloud while she read the text silently to herself, she got it. "I can't see

my mistakes," she says. "But I can hear them."

Stillwell now has all of her textbooks digitized by the OAE and she uses two different screen readers

on her computer. She says her comprehension has "skyrocketed." The Schwab Learning Center has lent

her a laptop and iPod so she can download MP3 files and "read" assignments while she commutes by

train. "The office has bent over backwards for me," she says.

The OAE also pays for four hours of foreign-language tutoring each week since learning a new
language—a requirement for Stillwell's doctoral program—is one of the toughest academic challenges

for dyslexic students. Many students with learning disabilities have difficulty mastering the phonemes of

a new language, Weeks says; some have trouble spelling because they can't retain pictures of words in

their heads. "It really turns up on vocabulary quizzes and in essays," says Kathryn Strachota, a senior

lecturer for the Language Center who has been teaching German at Stanford for more than 30 years.

Strachota, MA '70, says it can be challenging to restructure class activities to accommodate students

who need visual and kinesthetic cues. But she recalls a recent exercise in teaching prepositions, when she

paired students up and had them tell one another to demonstrate placing a book auf den Tisch (on the

table) or putting a picture an die Wand (on the wall). One student with a learning disability came up to her

after the class and couldn't stop pumping her hand. "That was good," he said. "We should do that more."

Strachota argues that whatever she does to help students with learning disabilities helps the rest of

the class. "It forces you to find more ways to expand your repertoire, and helps you think in different

ways to jump-start your creativity."

In fact, making course exercises and materials more accessible to all students is the focus of a new
movement called universal design for instruction, or UDI. The philosophy takes its name from architec-

tural principles that were intended to make public spaces more accessible for people with disabilities

but ended up benefiting the general population—like curb cuts, originally designed for wheelchair users

and now beloved by parents with baby strollers. Similarly, UDI takes advantage of technology to build

educational curb cuts into classroom instruction. Take a whiteboard that can capture and later reproduce

anything that is written on it. It can be essential for students with visual or learning disabilities, but it

likely helps all students organize and remember their notes better. "Now professors make announcements

in class to find readers and notetakers," says the OAE 's Bisagno. "But if you had UDI technology in

a classroom, it could do away with accommodations, and there would be no need to identify yourself as

having a disability."
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Despite the specific demands of Surgery 101 and logic, Dumm and Phillips say that often it's rela-

tively minor adjustments that help them most in their classes. In a letter she was asked to write for in-

structors in the program in writing and rhetoric on teaching students with disabilities, Phillips made

several specific suggestions: send assignments in accessible e-mail attachments; give students the option

of doing research online, rather than going to the library; include both visual and auditory information in

presentations; assign seats in small classes and ask all students to say their names before they speak;

distribute outlines of upcoming topics of discussion; get handouts to the OAE well in advance of assign-

ment deadlines; don't be afraid to ask questions. Oh, yes, and don't pet guide or hearing dogs when

they're working.

For many students with disabilities, academics demand significant extra time. "It's a constant struggle

to stay caught up," Phillips says. Nevertheless, they make time for interests outside of class. "We don't

miss out on much," says junior Beth Graham, Dumm's girlfriend of almost two years. Graham and

Dumm recently finished the third book in the Chronicles of Narnia and they're now embarked on an

audio tape of The Da Vinci Code. They play poker with Brailled playing cards and chess with pegged

pieces that don't tip over when someone makes a move. Dumm frequently heads outdoors for hiking,

riding horses, kayaking or rock climbing.

When he and Graham take in a movie at a Palo Alto theater, Graham describes the action in a whis-

per. "And I enjoy it because it makes me see more things about the movie." But she also remembers a

Chieftains concert in Memorial Auditorium, when she was telling Dumm about the musicians' instru-

ments and a guy sitting next to them asked why they were talking. "He might not have realized Tyler was

blind, but he was so rude," Graham recalls. At least when they go to Flicks there's no danger of offending

anyone. "I could probably yell the description if I wanted to."
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Phillips also enjoys attending Flicks with one or more of the gaggle of friends who invariably sur-

round her. She writes poems and songs, which she has performed at a Parents' Weekend event hosted by

the Writing Center, and is at work on a science fiction epic.

For many years, Phillips has been a spokesperson for the National Center on Shaken Baby Syn-

drome, and she frequently gives speeches to groups like the American Academy of Pediatrics and the

Child Welfare League ofAmerica. At those conferences and in an appearance on Good Morning America,

Phillips describes how she lost her sight when she was 6 months old and a neighbor's nanny shook her

violently, detaching both retinas and endangering her life.

Phillips has hosted many meetings in her dorm room in Storey House to try to revive a community of

Stanford students with disabilities, whose members would provide resources and support to other stu-

dents, and lobby as a group for continued improvements— like more Braille signage in campus buildings.

But only one other student has shown up so far, so Phillips is instead putting those off-book hours into

doing what she loves most—philosophizing. About free will versus determinism. And blindness.

"Blind is not how I identify myself," she says. "I don't say, Tin a blind person/ I say. Tin a philoso-

pher.' Or, Tm the mother of Bonds.'"

Phillips continues to be surprised by the number of people who want to talk with her about what it's

like to be blind. She always obliges, but she also likes to move on. "By age 22, it gets old." she says.

"Yeah, I'm blind. Yeah, I can't see. But I have a lot to say about other things."
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Braille Music Technology:

Opening the World of Music Notation to Readers of Braille

by Bill McCann, President and founder of Dancing Dots

and Holly Cooper, Ph.D., TSBVI Outreach Deafblind Education Consultant

Abstract: During a summer program offered by TSBVI in 2006, students learned how to use comput-

ers, software and MIDI keyboards to compose music, input it into a computer, and read and edit it with

screen reading software.

Keywords: programming, braille music, braille technology, blind musicians.

Many teenagers are big music fans and some are also interested in playing or singing in organized

settings. Ask almost any teacher of students with visual impairments (TVI), and she will probably say her

W students are even more likely to be interested in music than the average person their age. However, many
Z TVIs are at a loss for how to support students with blindness in music classes if they are not musicians

themselves. Few TVI's know how to

read music, let alone braille music.

Some students with visual impairments

are fortunate enough to have access to

braille music; some learn to play new

songs by ear. But now technology ex-

ists which can translate print music into

braille, and use screen reading technol-

ogy such as JAWS with music editing

software, so users who are blind can

compose and edit music notation.

This past summer, Texas School

for the Blind and Visually Impaired

(TSBVI) offered a special summer ses-

sion on braille music, and plans are un-

derway to repeat a similar program in

2007. The class was taught by TSBVI
music director, Jane Rundquist, John

Castillo, assistant music director, and

Bill McCann, president and founder of

Dancing Dots, a software company
which develops products for musicians who are blind. Bill McCann describes below the summer pro-

gram in which he and the students and teachers participated.

BRAILLE MUSIC TECHNOLOGY SUMMER SESSION

During our first-ever Braille Music Camp at the Texas School for the Blind and Visually Impaired in

Austin, held in June 2006, nine talented and highly motivated young blind musicians learned how to use

technology from Dancing Dots to prepare musical pieces. They learned how to enter individual notes by

typing on the PC keyboard or playing on an attached musical keyboard. They played their pieces back to

listen for places that needed improvement, and applied new skills they learned to make needed correc-

tions. When they were satisfied with the results, they learned how to print their pieces for sighted musi-
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cians to read, and how to create a companion braille score using GOODFEEL from Dancing Dots. Indi-

vidual selections ranged from songs by Brahms to Elvis, along with a few original compositions.

Our students also refined their braille music skills using a braille music course authored by Richard

Taesch of the Southern California Conservatory of Music. Jane Rundquist coached the students m the

ancient art of solfeggio singing. Each degree of the musical scale has its own solfege syllable: C is "DO",

D is "RE", E is "MI", etc. This system was made famous in the "Doe, a Deer" song from the popular

musical The Sound ofMusic.

Although we definitely focused on how to read and write music in both braille and print, the students

had some time for creative expression through the performance medium of sound using the SONAR
software. The result was a mix of original arrangements and compositions. Most notable was a protest

song entitled "I Want to be a Rock Star" written and performed by Daniel Martinez. Danny first recorded

himself playing his guitar. Then, as he listened to his guitar track through headphones, he sang and

recorded his vocal track. The results were impressive.

On the final day of our camp, we gathered in TSBVI's auditorium. Teachers, parents, school staff

and fellow students gathered to witness our presentation of the fruits of the'labor of our young musicians.

Sighted members of the audience watched a video screen that displayed the music notation for each

student's class project. Everyone listened to the pieces played back on a laptop computer. Then Kristi

Kneedler, a talented player of the baritone horn, played a duet with her teacher on cornet. With her left

hand, Kristi read the bass line to Bach's Sleepers Awake from a braille score created by Dancing Dots'

GOODFEEL software while she worked the valves of the baby tuba balanced on her knee! This demon-

stration was a great crowd-pleaser. The crowd also enjoyed a few SONAR recordings produced by some

of the students, "I Want to be a

Rock Star" in particular. After

that, Ms Rundquist led her cho-

rus of solfege singers in their

unique arrangement ofMy Coun-

try 'tis of Thee sung first as sepa-

rate parts, and then in the tradi-

tional four-part harmony with

Kristi accompanying on her bari-

tone. Each group sang their part

of this familiar song using the

solfege syllables instead of the

well-known words while reading

their own part in braille music

notation. Yes, blind people can

"sight read"!

The program ended with a

surprise musical presentation to

Mr. McCann in which the students expressed their thanks for what they had learned at our camp in a

lovely song. Young Miss Kneedler told the group during their final rehearsal that the camp had been "the

best thing that ever happened to her in her whole life!" To say that hearing that statement made her

teacher's day, would be the understatement of the year!
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Certainly each of these young, talented, and intelligent students learned some new musical and tech-

nical skills and sharpened the skills they brought with them. But what I hope I gave them all, in addition,

was the confidence to believe that they could move into a new situation, work hard, and excel. Music and

technology can teach us

so many life skills: dis-

cipline; patience; tenac-

ity; concentration; team-

work; presentation tech-

niques; poise; self-

assuredness; and on and

on and on. It was my
pleasure to watch these

young people progress

over the two short weeks

we shared and increase

their own store of these

life skills.

THE FUTURE

Plans for next year

are still tentative.

Sharon Nichols, the pro-

gram coordinator, Jane

Rundquist and Bill

McCann had a confer-

ence recently to discuss

possibilities. Everyone

agreed that the program had been a success on many levels and that we would like to do an encore next

summer. There are a number of ideas for making this an even more productive session. More information

will be available in the Summer Program information that will be posted to the TSBVI website.

THE TECHNOLOGY

Dancing Dots offers a suite of mainstream and assistive technology software that provides many
features to musicians. Sighted individuals who can read conventional printed music (staff notation) can

scan, edit and automatically transcribe print music into the equivalent braille music notation. These

"copyists" need not necessarily know anything about braille. Music can also be played directly into the

software's editor via an electronic musical keyboard, or even imported from programs like Finale and

Sibelius, the two music notation editors used by the majority of music educators in the U.S. and abroad.

The following are the tools used in the Braille Music Technology summer program at TSBVI.

• Sharp eye scans printed music and converts it to various music file formats (MIDI, NIFF
and MusicXML). The software also has a playback which allows you to listen to the piece

through your PC computer's soundcard.

• Lime is a free mass market music notation writing and editing software used by many
schools and universities. Lime alone is not accessible to blind users.
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• Lime Aloud works together with JAWS to make Lime music files accessible to blind users.

When using Lime Aloud, a musician can read music using the arrow keys to move through

the music notation (Lime) file. Lime Aloud plays each note or chord and describes any

notation associated with the music. In addition, musicians can enter music from a PC or

music keyboard and Lime Aloud will convert it to music notation. Lime Aloud produces

sound and printed music notation; it does not include a braille music translator.

• GOODFEEL is a braille music translator that allows users to scan printed music, convert it

to braille, and emboss it.

• Cakewalk SONAR is a mass market music editing software that allows users to record,

edit, mix and arrange digital music files on a personal computer.

• Cake Talking allows JAWS to make Cakewalk talk. It includes a tutorial for learning to use

the software.

RESOURCES

Technology

Dancing Dots. Braille music technology applications and tools.

<http://www.dancingdots.com/index.htm>

Lime music notation editing software.

<http://www.cerlsoundgroup.org/main.html>

Lime Version 8.5 is available from Dancing Dots at

<http://www.dancingdots.eom/lime/8/LimeSetup8.50.EXE>

Opus Technologies. Maker of braille music translators and other applications

<http://www.opustec.com>

Books and Instructional Materials

Krolick, B. (1998). How to read braille music, second edition. San Diego, CA: Opus Technolo-

gies. <http://www.opustec.com/products/howto/index.html >

Taesch, R. (2005) An introduction to musicfor the blind student: A course in braille music

reading. Valley Forge, PA: Dancing Dots.

<http://www.dancingdots.com/prodesc/currdet.htm>

Taesch, R., and McCann, W. (2006). Who 's afraid of braille music. Boston, MA: National

Braille Press, <http://www.dancingdots.com/prodesc/whosafraid.htm>

Web Resources

National Resource Center for Blind Musicians, <http://www.blindmusicstudent.org>

Braille Through Remote Learning, online instruction in the braille music code.

<http://www.brl.org/music/index.html>
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It Takes a Team to Teach Independent Living Skills

By Eva LaVigne, Education Specialist and

Kate Moss. Statewide Staff Development Coordinator. TSBYI

Abstract: Thefirst in a series offour articles discussing the importance ofteaming to teach indepen-

dent living skills to students with visual impairment.

Key Words: Programming, visually impaired, blind, deafblind, independent living skills, teaming.

Expanded Core Curriculum

Editor s Note: This is the first article in a series about the importance ofteaching independent living

skills, including specific strategies for parents and teachers. We are very interested in hearingfrom our

readers about their experiences (both successes and challenges) in teaching these skills to students with

visual impairments and deafblindness. Please send your documentation forms: ideas for teaming and

identifying, teaching skills; and successes working on dailv living skills to Kate at<kate?noss'a tsbvi.edu>

.

Unless you are an unusually rich and spoiled prince or princess, there are some things you need to

^ learn to do for yourself, or at least be able to manage for yourself, if you want to be a part of mainstream

*v life. If you are visually impaired, learning to do some of these basic things requires systematic instruc-

tion. The "National Agenda for the Education of Children and Youths with Yisual Impairments. Includ-

ing Those with Multiple Disabilities" lists nine areas as part of an expanded core curriculum that is

needed for any student with visual impairments. These areas are: compensator}" or functional academic

skills (reading, writing, math, etc.): orientation and mobility: social interaction skills: recreation and

leisure skills: career education; technology; self-determination; visual efficiency skills; and independent

living skills. It defines independent living skills as "all the tasks and functions persons perform, in

accordance with their abilities, in order to lead lives as independently as possible. These curricular needs

are varied, as they include skills m personal hygiene, food preparation, money management, time moni-

toring, organization, etc." (Hatlen. 1996)

Almost no one would dispute the necessity of learning independent living skills. The reality of

teaching these skills m current school environments, where great emphasis is placed on academic sub-

jects, is that too often many of these skills are "introduced as splinter skills, appearing in learning mate-

rial, disappearing, and then reappearing." (Hatlen. 1996) Systematic instruction in independent living

skills often seems an unachievable goal. The 'when" and "where", not to mention the 'how', of instruction

is a real challenge for VI professionals, most earn" big caseloads, who must provide instruction in less

than ideal environments on typical school campuses. Still, these skills can and must be taught. To do it

well, we think it requires a team.

WHO'S OX THE TEAM?

Ideally a team is made up of the student, the student's family, and the YI professionals (TYI. COM.
Rehabilitation Teacher). Depending on the individual situation, special and regular educators may also

play an important team role. The student and family are key players since they need to be able to identify

priority skills areas, and commit energy to practicing skills daily in real-life settings. The VI profession-

als need to cane out time for individual instruction with the student, and or coordinate with other educa-

tors and professionals to see that skills are taught using appropriate adaptive techniques. The regular and

special educators need to make sure that learned skills are applied in all school settings, and give neces-

sary feedback about the student's progress to the student, family, and VI professionals.
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WHAT DOES THE TEAM DO?

Determine priority areas

The first task for the team is to determine priority areas for instruction. What are the skills that are

most important for the student to learn at any point in time? To a large degree, only the family and the

student can say. Each family has its own dynamic. If you don't believe us, just tune in to an episode or

two of Wife Swap. In one family it may be very important for the children to participate in a variety of

chores and take care of many of their own basic needs such as making a snack, choosing their clothing,

grooming and dressing themselves, and keeping their things organized. In other families, there may not

be as much emphasis placed on younger family members doing these things. Unless the family supports

the instruction that takes place at school, the student with visual impairments probably won't be highly

motivated, or get enough practice or praise to achieve real levels of independence in a particular skill.

Evaluate

Once priority areas are identified, the VI professionals should see that there is a thorough evaluation

of the student's current skills. That way the team can find an appropriate starting point, and guide the

development of skills along a continuum. For example, you wouldn't start out having the child learn to

button his shirt if he didn't have the necessary fine motor skills or he couldn't yet take off his shirt. There

are a variety of assessment tools available. Some of these include assessments/checklists found in: Inde-

pendent Living Skills: A Curriculum with Adaptations for Students with Visual Impairments (Loumiet

and Levack, 1993); Basic Skills for Community Living: A Curriculum for Students with Visual Impair-

ments and Multiple Disabilities (Levak et al, 1996); "Student Performance Indicators (SPI)" developed

by Region 13 ESC <http://www.tsbvi.edu/Education/spi.rtf>; Addressing Unique Educational Needs of

Individuals with Disabilities: An Outcome BasedApproach (Frey et al, 1991); or Functional Skills Screening

Inventory (Becker et al, 1984).
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Determine When Instruction and Practice Can Take Place

Some of the adaptive techniques a student may need to accomplish an independent living task have to

be taught initially in a one-on-one pullout situation. Once the technique has been taught, the opportunity

to practice skills usually can be embedded in activities throughout the day in a variety of school and

community settings. For example, the TVI might teach the student strategies for identifying money and

organizing it in a wallet during an individual lesson. The family, teachers, and paraprofessionals who
interact with the student most are the ones who are most likely to support the student in practicing the

skills in the cafeteria, on a field trip, at the grocery store, and at home. They are also the ones who will be

most often in a position to insist that the student practice these skills in these settings. This helps the

student more readily understand how that skill can make life easier and help him fit in with his peers.

Some skills, like cooking and cleaning, may be easier to teach in a home setting. If the TVI cannot

regularly access a kitchen at school, perhaps a Vocational Rehabilitation Teacher from DARS Division

for Blind Services (DBS) may be able to teach more advanced cooking skills in the home. However, the

TVI may be able to collaborate with a home economics teacher to provide instruction during the school

day. Every type of skill the student needs to learn can be taught, but some brainstorming will be needed

to figure out when and where.

When it comes to practicing skills, everyone has a role to play. Family members should identify

activities for practice in the home, and have the expectation that the student will be responsible for com-
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pleting activities using these skills. Regular and special education teachers also need to systematically

identify opportunities for skills practice within the context of the daily classroom routine. Some skills

are easier than others to infuse, but with good team planning and collaboration almost any skill can be

practiced multiple times every day.

If the family's priority is learning better skills for eating, evaluation might reveal that the student

needs to focus on eating different food in an efficient and acceptable manner. The TVI might work with

the student to teach some particular strategies, such as finding food on the plate, or using a fork to eat

meat and vegetables while using a spoon for items such as pudding, ice cream, or soup. The TVI would

also make sure the parents and other adults who are with the student during the rest of the day know what

strategies the student needs to use. At home the parents may try introducing new foods, perhaps by

having the child help to prepare the food item or by asking him to "try one bite." They might also ask the

child to locate the food items on his plate before beginning to eat, and suggest which utensil to use on

each one. The general education teacher might oversee the student during lunch to see how well the

student can use these skills independently in the cafeteria or during snack time. If the teacher is planning

a unit about a particular country, good nutrition, or plants and animals, opportunities to learn about and

try new foods might be included in these units. Planning how each team member will support the goal is

a very important part of the process.

Document and Share Progress

An effective team will also have a plan for documenting progress and sharing that information with

other team members. The more each team player is aware of what the student can and cannot do, the

better they will be able to support him/her. They can also encourage the student and help build his/her

self-esteem as goals are accomplished. Some teams may want to start a journal to share progress notes.

Other teams may use other types of documentation of skills such as a Skills Matrix (see example below).

Skill Lunch Science Math P.E. Home

Measure dry ingredients + measured + w/ Tbs. & - had trouble + used c. and

using a cup, half-cup, sugar with tsp. with 1/2 c. 1/2 c. in

Tablespoon, teaspoon tsp. line recipe

From memory, select + id. quarters + found + 2 quarters - confuses

appropriate coins for to purchase quarters in and dime for nickel &
familiar vending machine chips from change to chips quarter at

vending buy coke on coke machine

machine field trip

Use a brush, comb, or pick to - needed + brushed

style own hair. assistance

with pocket

comb

hair on his

own this AM

It is also powerful if the school and family can videotape examples of the student working on inde-

pendent living skills. This serves to provide feedback to the whole team, and highlights successes and

problems the student may be having in generalizing the skills that he/she has learned.
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Teaching independent living skills may be challenging in many of our school environments, but it is

also critical for our students with visual impairments. Better instruction and practice can take place if

there is a team approach to planning, evaluation and, instruction.
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I Want My Computer Games!

Sharon K. Nichols, Assistive Technology Consultant, TSBVI Outreach

Abstract: This article describes educational and entertainment computer games available for stu-

dents who are blind or visually impaired.

Key Words: Blind, visually impaired, computer games, accessible games, educational games, re-

sources.

How many times have you heard your child or student ask for computer games which are accessible?

Did you know that they do in fact exist? Or are you still struggling to view playing computer games as a

viable learning experience? While I might agree that students might benefit from more educationally

sound games, accessible computer games offer a "fun" way to learn computer skills. It is also important

to remember that games may require the player to apply, and therefore develop, such skills as information

and resource management; strategic planning; and thinking skills.

You are not alone in your concern about computer games, but that has not stopped computer gaming

from becoming a multi-billion dollar industry. According to "Off to college to major in ... video games?",

an article in the Christian Science Monitor, "video games seem to be gaining academic stature". The

article goes on to state that, "A few big-name universities are toying with the serious side of \ideo games.

The Massachusetts Institute of Technology, the Georgia Institute of Technology, and Carnegie Mellon

University offer curricula on video-game criticism, games as educational tools, and game design/' For

more of the article, go to <http://www.csmonitor.com/2003/0829/p01s04-ussc.html>.

But I digress. There is still the question of your student or child who is visually impaired having

access to quality, accessible games. I will take this opportunity to familiarize you will the wealth of
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choices available for accessible games. The games are listed in alphabetical order, with no preference or

ranking. Please read the accompanying web pages for game information and pricing.

<http://www.bavisoft.com/> - Bavisoft Software for the Blind and Visually Impaired

"Bavisoft has amazingly and irrevocably changed the computer gaming industry. In place of

graphics, our audio games are powered purely with sound imagery, opening a new world of

entertainment for the blind and visually impaired. Utilizing the skills of professional pro-

grammers, sound engineers, musicians, and voice talent Bavisoft provides game players with

unparalleled music and sound quality, creating a gaming experience like they've never

imagined possible. Absolutely no vision is required to play these games!"

<http://www.bscgames.com/> - BSC Games

"We specialize in creating accessible computer games for the blind or visually impaired. We
use the latest Microsoft DirectX technologies in our games to bring quality entertainment to

our customers at extremely competitive pricing. BSC Games is owned and operated by

Justin Daubenmire, who himself is blind."

<http://www.codefactory.es/products.htm> - Code Factory

Maker of Mobile Speak software for cellular phone accessibility, this company also offers

educational and entertainment games.

<http://www.draconisentertainment.com/ > - Draconis Entertainment

"Draconis Entertainment is dedicated to delivering high quality entertainment products to

both sighted and non-sighted persons, with a focus on accessible computerized audio games

for the blind and visually impaired."

• <http://www.gamesfortheblind.com/> - Games for the Blind

"Accessible Games SV are designed specifically for visually impaired and blind computer

users. I am totally blind and wrote these games myself." The games are self-voicing and do

not require a screen reader.

<http://www.generalcoffee.com/futureboy/about.html> - Future Boy!

This game is not specifically designed for students who are blind or visually impaired, but

you can set the prompts to be spoken from the Options menu. This game requires a screen

reader, such as JAWS or Window Eyes for full accessibility.

• <http://www.nfbnet.org/download/games.htm> - National Federation of the Blind

"Games and Entertainment Files"

• <http://www.audiogames.net/listgames.php> - Audio Games

This site is a database of all available audio games. Not all links on this site are valid, so use

at your own discretion. This web site also has a link to Audyssey Magazine, a magazine

dedicated to blind and visually impaired gamers.

I hope this information is useful, and don't forget Christmas is coming!
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Looking to the Future

by Barbara J. Madrigal, Assistant Commissioner, DARS-Division for Blind Services

Abstract: This article reflects on Division for Blind Services performance during fiscal year 2006

and discusses activities that will occur during the upcomingfiscal year.

Key Words: blindness, vision impairment, DARS, Divisionfor Blind Services, Vocational Rehabilita-

tion Program, Business Enterprises of Texas, Independent Living Program, Criss Cole Rehabilitation

Center, Blind Children 's Program, employment, News and Views

The Division for Blind Services is closing yet another year of services to blind Texans and moving

quickly into the new federal fiscal year that begins on October 1, 2006. This is an important moment in

time for us because it gives us an opportunity to look simultaneously at both the old year and the new

year.

The past year has been excellent. As this article goes to press, we still have several days in the

current reporting period so we don't yet have the final figures for the year ending September 30, 2006.

Still, the preliminary statistics point to the continued successful efforts by all our program and support

staff to focus on quality services for each of the individual consumers we have worked with during the

past twelve months.

In our Vocational Rehabilitation Program, competitive employment closures at or above minimum

wage are strong. This measure means that our staff have helped people who are blind or visually impaired

prepare to enter (or reenter) the world of work successfully. More importantly, it means that more blind

Texans are moving towards a solid future based on economic and personal self-sufficiency; more em-

ployers are recognizing that the decisions they make about hiring qualified employees should be based on

ability, not disability; and that negative social attitudes about blindness are continuing to fall.

Business Enterprises of Texas (BET), a federally sponsored, state-administered program that pro-

vides food management opportunities for Texans who are blind, is also reporting a solid year. We have

negotiated several new locations around the state, and we look forward to opening even more locations in

the coming year—which means more growth opportunities for the individuals who are already in the

program and new opportunities for successfully closed consumers who are interested in pursuing a career

in the food service industry.

Our Independent Living Program for older Texans continues to provide excellent services and achieve

first-rate results, despite the inevitable "growing pains" attributable to an increasing number of people

who experience vision loss as they age. Program services, which focus on the consumer's desire to

maintain personal independence in their own home and community, include all of the elements encom-

passed in our Texas Confidence Builders philosophy: adjustment to blindness; independent living skills

(such as reading, cooking healthy meals, keeping personal financial records, and doing routine home

maintenance); communication skills; independent travel skills; and building confidence in one's own
abilities.

The Criss Cole Rehabilitation Center (CCRC) in Austin continues to offer an extensive array of

services designed to meet the specific needs of individual consumers. During the past year, CCRC has
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also increased the availability of "outreach" programs that take the skills and knowledge of the Center

directly to small groups of consumers in their local communities. These innovative training activities

help consumers gain self-confidence and a positive attitude about blindness. Indeed, successful comple-

tion of an outreach training program will often provide the motivation a consumer needs to travel to

Austin and participate in the more intensive and comprehensive CCRC program.

The specialists and staff with our Blind Children's Program continue to work with our youngest

Texans to help them build self-esteem, discover their unique strengths and abilities, and create a firm

foundation for learning the skills they will need as adults to meet the challenges of life. And, of course,

Transition Program staff have been busier than ever preparing students to move from school to work.
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Yes, 2006 has been a very good year. But now it's time for the Division for Blind Services to look

forward to the new year. We recently initiated a voluntary mentoring program for staff that we call

FUTURES. This program is a succession plan designed to ensure we will have highly qualified people in

all positions within our organization well into the future. FUTURES will match staff who have extensive

experience in rehabilitation with staffwho want to expand their knowledge in their current position or, in

some cases, positions in other specialized areas of consumer services and/or management. We're very

excited about this new program, and we anticipate our first "graduating class" m 2007.

When we look to the future, we also recognize that we must continue to strengthen and grow the

essential cornerstone of effective and innovative services for Texans who are blind or visually impaired:

employment assistance services. For adults of working age as well as young adults preparing to enter the

world of work for the first time, employment-related services represent the foundation of personal and

financial independence.

To ensure the quality of future services in this critically important area, we have initiated a major task

known as the Employment Assistance Quality Improvement Project. Improving our employment assis-

tance efforts will put us in a better position to adapt to all the changes confronting today's workforce and

the ever-increasing growth of technology in the workplace. This project will help us improve what we
are already doing and identify new ways to provide better employment-related services in the future.

Both of these initiatives are major projects. We have chosen to undertake them now because they

represent the future of our organization as well as our ongoing goal to continuously improve the rehabili-

tation sendees we provide for our consumers. In terms of the more immediate future, we have already

begun the Legislative Appropriations Request (LAR) process for the 2008-2009 biennium. and we are

working closely with Legislative Budget Board staff prior to the next legislative session that begins in

January to review our program funding requests for the next biennium.

The upcoming new year will also mark an especially important milestone for all of us— our organi-

zation will celebrate 75 years of quality services to blind Texans! We plan to announce the newest addi-

tion to our Wall of Honor in October (and, no, I can't divulge the honoree's name until the plaque is

officially unveiled!). We will also have a brief ceremony with several great guest speakers at our Criss

Cole Rehabilitation Center in Austin. We anticipate the celebration will give us a unique opportunity to

look at services for blind Texans with the past, the present, and the future all rolled into one!

Happy New Year!
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A Momentous Anniversary Year

By Gloria Bennett, Director of Community Resources, TSBVI

Abstract: The author summarizes recent events celebrating the 150 th birthday ofthe Texas Schoolfor

the Blind and Visually Impaired, including the Alumni Reunion held this August.

Keywords: Family, TSBVI Sesquicentennial Celebration, Alumni Reunion, News & Views

THE BEGINNING

One hundred fifty years ago, on August 16, 1856, Governor Elisha Pease signed "An Act to Establish

an Institution for the Blind." A sum often thousand dollars was appropriated for the establishment of the

Institution of the Education of the Blind of Texas, to be located at the city of Austin. Five trustees were

designated to administer the funds, rent a building, hire a superintendent and manage said institution.

2006 has been a significant year in the history of Texas School for the Blind and Visually Impaired,

as we celebrated our origins and our pride in today's mission. To mark this milestone, Governor Rick

Perry recognized August 16, 2006 as "Texas School for the Blind and Visually Impaired Day," and issued

a message of congratulations:

"Since 1856, the Texas Schoolfor the Blind and Visually Impaired has been committed to pro-

viding the best education to its students. In addition to a quality education, the school's teachers

and staff also instill in the students the idea that, regardless of their challenges, they are able to

achieve greatness. With activities rangingfrom sports to the school newspaper, the school

provides its students with an incomparable learning experience that will ensure theirfuture

success. ..I commend past and present instructors, staffand administrators for 150 years of

outstanding service. Your work and tireless efforts highlight the best of the Lone Star State.
"

He concluded his proclamation: "To all the students, remember always that within you lies greatness,

and the ability to dare, dream and do. No obstacle is too great for you, as you are Texans. I have no doubt

that you all will excel in your future endeavors."

THE CELEBRATION

The celebration began in January of 2006, with a glittering evening event in the Goodenough Perfor-

mance Hall honoring the staff, students, and graduates of the Texas School for the Blind (1856), Texas

Blind, Deaf and Orphan School (1887), and Deafblind Annex (1970). Mayor Will Winn, Dr. Phil Hatlen,

and 1956 graduate Wilton Harris, among others, spoke to the crowd of current and former TSBVI staff

and students, as well as community friends. Former students of TSBVI provided musical entertainment,

and a reception followed the program.

We continued the yearlong festivities in April by hosting a regional track meet for students of schools

for the blind from New Mexico, Louisiana, Alabama and Mississippi, as well as our Texas team. In May.

the drama department presented five public performances of the musical Into the Woods. On August 16,

the United States Post Office provided a special 1-day commemorative cancellation recognizing TSBVI.

hand-canceling stamped envelopes at the school. Through the research and hard work ofTSBVI's Kristi

Sprinkle, we created the Hatlen Museum on our campus <http://www.tsbvi.edu/school museum index.htm>.

This wonderful repository of TSBVI history was dedicated on November 4- 2006 at our final event of the

year, Parent Weekend, with the theme "Happy Birthday TSBVI" and birthday cake for all!
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REUNION WEEKEND

One of the highlights of our Sesquicentennial celebration occurred on August 18-19, 2006, as TSBVI
hosted an Alumni Reunion. Over 150 former students and staff of the school attended. The weekend

began with a 'Meet and Greet' on Friday evening at the Park Plaza Hotel where many out-of-town alumni

were staying. Music was provided by Marcus Cardwell's Lime Trio of saxophone, piano, bass and drums.

At registration, attendees were given packets containing the weekend program as well as a Reunion Week-

end t-shirt, a Sesquicentennial water bottle and material explaining TSBVI's many programs.

Saturday morning activities included tours of the campus, and brunch in the cafeteria. Alumni filled

out a questionnaire about age, dates of attendance, family details, travel details and more. From this

information we learned that the oldest alumni in attendance was 80 and the youngest 22, a span of more

than half a century! We had alumni come from as far away as New Jersey and California, and as near as

down the street. We learned that the all-time favorite teachers of those attending were Louise Hancock

and Art Cruser. When asked what life lesson should be shared with young people, answers included:

"Finish what you start. Stick with it, and do not quit."

"Be yourself." "Make up your mind and go for it."

"Be independent. Assert yourself."

"Believe in yourself- you're capable of more than you know - never give up with really

trying. Give everything and try and have fun. You'll never regret an honest try."

"Work hard; laugh often; treat others with respect; dress nicely."

"Keep your mind clear and your heart healthy."

"Practice what you learned at TSBVI."

"It's not as scary as it seems being on your own."

"Become a part of your community as soon as you can."

The afternoon began with a choice of activities: visiting the TSBVI museum or the traveling Callahan

museums exhibit, "In Touch With Knowledge: the Educational History of Blind People"; recording school

memories on videotape; watching old school videos; meeting with classmates in rooms by decade; or

attending a technology demonstration. Later that afternoon, a Musical Memories Program took place in

the Goodenough Performance Hall, with Principal Miles Fain acting as Master of Ceremonies. Alumnus

Aundrea Moore sang the national anthem, and former music teacher Patsy Cruser led the assembly in

singing of the school song, which many former students knew well enough to sing along. Many people

came up to the microphone to share their memories, including 1967 graduate Anne Foxworth, who told

about the ringing of the bell to start and end every activity while she was in school. She even brought a

bell to put in the TSBVI museum. Music was provided by former students Marcus Cardwell, Robert

Kelley, Steve Johnson, Krisha Hagler, Terutada Simazu, Andrew Venson and Rodney Hyder. Miles Fain

told the gathering about the state of the school today and Dr. Hatlen talked extensively about the renova-

tions planned for the campus in the future.

Dinner was served in the gymnasium, transformed by balloons and table flower baskets in school

colors of maroon and gold. A delicious dinner was catered by Harvey and Georgina Stavinoha of Phoenix

Kafay Katering and served by cheerful wait staff. Art and Patsy Cruser and Matthew Caldwell served as
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Masters and Mistress of Ceremonies for the evening. They gave out prizes for such accomplishments as

"came the farthest," "married the longest," "most children," and "most times married." Time was taken to

remember those who had passed away. A very special guest was Mrs. Mable Myers, a beloved teacher

from long ago. Mrs. Myers sent a thank-you to the Reunion committee in which she wrote, "I had such a

delightful time visiting with you and my former students. The food, the atmosphere and the memories

with the former students was just breathtaking. I loved every minute of it!!"

Another comment on the meaning of the Reunion Weekend came from 1975 graduate Rick McCracken:

To The Administration, Faculty, StaffAnd Volunteers At Texas Schoolfor the Blind and Visually

Impaired:

To each ofyou, thank you so very much for an extraordinary opportunity to gather and cel-

ebrate the school's sesquicentennial last weekend. Your care and kindness for each of us was

simply stellar.

I went through the school at a time when students lived like brothers and sisters, and when staff

andfaculty were regarded as family elders. And let me say that the sense offamily was greatly

evident in the weekend's proceedings, even though I did not meet many ofyou for more than a

moment in passing. To Dr. Hatlen, thank you for opening your campus to us again. As you no

doubt surmised during the program, we are deeply rooted in not only the traditions ofTSBVI,

but the places where those traditions allowed us to blossom into a community. To Mr. Caldwell

and Mr. and Mrs. Cruser, my sincere gratitudefor the warmest welcome I could imagine. It's

good to know your memories are as clear and warm as mine. To Ms. Bennett, and all the staff

and volunteers who sacrificed a weekend with their own families, you exemplify the dedication

and caringfar beyond the call ofduty that has always been a hallmark ofTSBVI teachers and

staff

I can only speakfor myself, but I know there are otherformer students who understand that

your obligation to us ended when we accepted our diplomas and tossed our tassels. This

memory weekend did not have to take place, but YOU saw to it that something so central to our

development as men and women should be celebrated. And you were right. It is my hope that we

as students will be inspired anew to fulfill our obligation to honor the memories of the school,

and more importantly, the work that you continue to do by outstretching our hand of aid and

friendship to help you further the cause of bringing the light ofknowledge to blind and visually

impaired children throughout Texas and the world. Even though I am nowfar away and long

removedfrom my TSB VIfamily, I stand ready to do whatever is in my power to ensure that the

Texas Schoolfor the Blind and Visually Impaired is no less importantfor the future than it was

during our present, and during this most memorable weekend.
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Again, Thank You:

Rickey (Rick) McCracken
"

The staff of TSBVI have used the occasion of the 150 th Sesquicentennial anniversary to look back

and celebrate our history, look inward to assess the job we do, and look forward to the future of serving

blind and visually impaired of children at a newly beautified campus and throughout the state with com-

prehensive programs, short term and summer programs, post secondary programs, curriculum develop-

ment, accessible website, and outreach services.
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Expanded Opportunities for Secondary Academic Students in

Texas School for Blind and Visually Impaired's Summer 2006 Programs

by Kay Pruett, TSBVI Special Programs Instructor

Abstract: Texas Schoolfor the Blind and Visually Impaired offers an array ofunique and innovative

summer programs for students with visual impairments from around Texas.

Key Words: News & Views, TSBVI, Special Programs, summer.
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Secondary academic students with visual impairments often spend their school year focused on the

core curriculum at the expense of the expanded core curriculum, and rarely get opportunities to interact

with other visually impaired students. TSBVI offers programs designed specifically for this group of

students as part of a wide array of exciting summer programs for various groups of students with visual

impairments.

During the summer 2006 session, TSBVI greatly expanded their offerings for secondary academic

students with visual impairments. All of these programs provided students opportunities to build a mean-

ingful social network, to practice the unique skills necessary for successful living as adults with visual

impairments, and to learn and practice skills related to a specific teen interest.

Several successful classes from the past were offered as summer programs along with eight com-

pletely new programs. To meet expressed needs of local districts two Short-Term Programs usually

offered only during the school year were held in June. Here is a sample of the 2006 offerings:

Braille Music: Nine students worked with Jane Rundquist (TSBVI's music teacher), Bill

McCann (Professional Musician, Programmer and President and Founder of Dancing Dots

Music Technology Company), and Sharon Nichols, (TSBVI Outreach Department technol-

ogy consultant). Students improved braille music reading and writing while learning Danc-

ing Dots braille music and recording programs and creating music together. They worked

hard, but were always smiling and ended their work with an outstanding performance of

their music on the TSBVI stage.

Restaurant Management: Under the capable guidance of Mark Paredes (Certified Chef

and TSBVI instructional staff member), eight students studied restaurant management and

materials, searched the Internet for recipes, planned the menu and ran a well-received res-

taurant on the TSBVI campus. They also skillfully catered the reception and cast party

concluding the always-inspirational Camp Fine Arts performance.

Camp Fine Arts: This quick and intense program of creative expression served more

students than ever before. TSBVI drama teacher, Robert Pierson, and creative teaching

assistants were responsive to student interests and supported the original student production

of the film: "Pirate: The Adventures of Pierre Sorrel". Meanwhile, Jane Rundquist and

others supported students in developing vocal and instrumental music, writing and perform-

ing original songs, and choreographing and performing several dance pieces. Several stu-

dents capably performed art forms or on instruments they had never played before.

Rock Band Camp: This new program was lead by a team of skilled Austin musicians who
are also long term TSBVI instructional staff members. Seven students traveled by public

transportation into the community to learn about equipping and recording rock bands. Back
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on campus, they selected their instruments and songs and worked hard to master them for

both live and recorded performance. Several of the students learned to play new instru-

ments, including guitar and bass guitar. They exercised growth in personal and social skills,

as they became a mutually supportive performing band. They created a recording of their

pieces and concluded their camp by playing live in the Camp Fine Arts performance.

Radio Station Management: As in past secondary academic summer projects, students

created their own radio station with the support of TSBVI staff and a volunteer radio profes-

sional. Trips to local radio stations and interviews with a DJ who is blind provided good

models for students. Eight students had fun with their friends in this and other programs as

they practiced technology, communication, social and other skills of successful adult work-

ing and living.

Getting There: As in the past, these students were on the go. They traveled by foot, bus,

boat, train and taxi. With the guidance of a certified O&M instructor, they practiced plan-

ning their trips, staying safe in interactions with the public, and requesting the information

and help they needed . They toured the airport and documented their experiences in indi-

vidual scrapbooks.

Writers Workshop: Badgerdog Literary Publishing, Inc. and TSBVI jointly offered this

opportunity for students to write, publish and perform their own work. Under the capable

leadership of Katie Williams of Badgerdog, and Robert Pierson, TSBVI language arts

teacher, students created a supportive environment where they shared and critiqued one

another's written work. The student authors completed all the steps of the publishing pro-

cess to have their work included in the Youth Voices in Ink and Youth Voices Embossed

summer anthologies. The class concluded with an impressive reading of original essays,

poetry, and short stories, as well as the dramatization of an original play.

Recreational Technology: Students improved and practiced their computer skills as they

explored recreational uses of computers. They created a culminating PowerPoint document

including student research and writing about individual student interests.

PE: Recreational Sports Camp and PE: Athletic Sports Camp: These sports camps

offered middle school students the opportunity to experience and explore specific sports

they may not have been invited to try in their home communities. Recreational sports

included noncompetitive and community activities such as ice skating, bowling, swimming,

scuba diving, billiards and hiking. They also explored camping equipment and other recre-

ational equipment. Athletic sports addressed team and individual competitive sports such as

football, basketball, baseball, goal ball, track and field, and swimming. This group joined

the Cheerleading Camp to enjoy a tour of athletic facilities on the UT campus. Both groups

got a jump on learning adult living skills by doing most of their own shopping and cooking,

and traveled daily by public transportation to their outings in the community.

Cheerleading Camp: The group in this one-week camp did concentrated work on the skills

needed to participate in a cheerleading squad. The group worked out daily, learned routines,

cooked for themselves, took public transportation to meet up with the sports camp for a tour

of the UT athletic facilities, and documented their work in individual scrapbooks of their

original creations. They developed from a group of individuals into a supportive working

team. Their week concluded with a sharply executed and fully synchronized performance of

sideline cheer routines.
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Short-Term Classes for Academic Students at the

Texas School for the Blind and Visually Impaired

By Lauren Newton, Principal, TSBVI Special Programs

Abstract: This article provides a calendar and descriptions of the TSBVI short-term classes.

Key Words: News & Views, TSBVI, special programs short-term

Academic students with visual impairments can best reach their potential for successful employment

and adult life in the community when provided with the specialized tools and strategies essential for

accessing the curriculum. Since the 2000 school year, school-aged students have attended short-term

classes at TSBVI to receive 3-5 day intensive instruction in the various areas of the Expanded Core

Curriculum for Visually Impaired Students that lead to successful adult living. In addition, many of these

classes focus on the knowledge and skills needed to access the Texas school curriculum, to help students

perform more successfully on the Texas Assessment of Knowledge and Skills (TAKS).

The remaining calendar of classes for the 2006-2007 school year is presented below. You can read a

description of each class by going to our web page <www.tsbvi.edu./school/special/short-classes.htm>

and clicking on the name of the class you wish to learn about. You are also encouraged to call the

program's principal for information about how to enroll a student in one of the short-term classes.

SHORT-TERM PROGRAMS FOR ACADEMIC STUDENTS

Remainder of the 2006-2007 School Year

Fall Semester 2006

Nov 26 - Dec 1

December 7- 10 **

December 14 - 17 **

Spring Semester 2007

January 14-19

Jan 28 - Feb 2

February 7 - 11**

Feb 22 -25 **

March 4 - 9

April 20 - 24 **

April 26 -29**

April 29 - May 4

Math Tools and Concepts (secondary)

Middle School Independence Weekend
Elementary School Independence Weekend

High School Access to Academic Skills #2

Middle School Access to Academic Skills #2

Technology Weekend (secondary)

Low Vision Weekend (secondary)

Secondary Technology Week #2 (secondary)

Capitol Experience (secondary)

High School Independence Weekend

Elementary Academic Access #2:

• Elementary Academic Access

• Elementary Technology

* weekend classes

Contact: Lauren Newton, principal

<laurennewton@tsbvi.edu>

(512)206-9119
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CdLS Foundation Provides Comprehensive Information Packet Free-of-Charge

Announcement from CdLS Foundation

Abstract: Cornelia de Lange Syndrome Foundation announces availability ofcomprehensive infor-

mation packet to anyone who is interested in learning more about the syndrome.

Key Words: CdLSfoundation, Cornelia de Lange Syndrome, blindness, visual impairment, News &
Views

As the end of September is upon us, we know that many children with CdLS are in new classrooms or

working with new professionals through various programs. We receive calls daily from families, doctors,

teachers, nurses, therapists, and students, etc., who are providing services to children with CdLS or doing

presentations about CdLS and would like to have more information. In an effort to educate families and

professionals about CdLS, a comprehensive packet of information is available free-of-charge to anyone

who is interested in learning more about the syndrome.

This packet includes a recent issue of our Reaching Out newsletter, a copy of our Find One Child

DVD, the Foundation awareness flyer, the FACTS about CdLS brochure and the CdLS Foundation bro-

chure, as well as an informational bookmark.

You can request a packet by calling Barbara at 1-800-753-2357 or emailing her at <info@cdlsusa.org>.

Please include the names and specialties of all professionals for whom you are requesting a packet. In-

form someone today about CdLS!

Find more information about CdLS at <www.CdLS.org>.

Dots For Families

Website Announcement

Abstract: this article describes "Dots For Families, " a website for families and others to learn

about braille and how the young child might learn braille to develop literacy skills.

Key Words: braille, literacy, Arizona State Schoolsfor the Deafand Blind, blindness, visual impair-

ment, News & Views
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Designed by L. Penny Rosenblum, Ph.D., University of Arizona, and Linda Reed, M.Ed.. Arizona

State Schools for the Deaf and Blind Outreach Program for the Visually Impaired, this site is for families

and others to learn about braille and how the young child might learn braille to develop literacy skills.

Starting with the braille alphabet, families and others can learn to read and write braille through 15 short

lessons. Other pages on the web site include Who's Who in Braille, Fun and Games, Stories and Re-

sources. Check it out at <http://www.ed.arizona.edu/VILiteracy/default.htm>.

The web site was made possible through the ASDB Parent Outreach Program for the Visually Im-

paired.
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Bring a "Fella" to the Dance: Be a Texas Fellow!

By KC Dignan, Ph.D., Professional Development Coordinator, TSBVI

Abstract: Substantial incentives are provided to Texas Fellows who recruit new VI professionals.

Key Words: visually impaired, blindness, TVI,, COMS, recruitment, VIprofessionals, News & Views

Almost all of us have a story about how one person, one person, affected our lives, and after that the

lives of many children and students. Recruiting is most effective when it happens person-to-person. As

a VI professional or parent you are a powerful recruiter. We want to recognize your efforts through a new
program that acknowledge and rewards the power of that recruiting

—
"Texas Fellows."

Texas Fellows are special people who take extra steps to recruit VI professionals. Texas Fellows are

leaders, helping keep caseloads manageable, and ensuring that students have access to TVIs and COMS.

>

HOW DO TEXAS FELLOWS RECRUIT?

Texas Fellows seek out educators who are curious, good problem-solvers, and committed to students'

success. They share stories of success and not frustrations. They know it can take 12-18 months for

someone to apply, so they don't give up easily, providing encouragement during the application process.

Texas Fellows understand what future VI professionals want to hear. People want to know that:

Jobs are available. Districts may create a full or part time position within 12-18 months.

Training is available without having to leave home. Training is provided through Region

2 ESC, Stephen F. Austin or Texas Tech Universities. Training is via distance learning

methods so it isn't necessary to leave for long periods of time.

• Tuition is paid. Besides free tuition, there may be local or regional assistance for books.

Future VI professionals will also want to know why they should work with students with visual

impairments. There are many good reasons; these were the most typical from a 2003 national survey:

• Having a nontraditional job, or working with nontraditional students;

• Making a difference, a real difference in the lives of children;

• Being student-need driven;

• Working with intriguing students, student that continue to fascinate and inspire you;

• Being respected by parents and administrators as a unique and knowledgeable professional;

• Working 1-to-l with students, or in small groups;

• The on-the-job diversity; working with both adults and students.

ANY BENEFITS TO BEING A TEXAS FELLOW?

• Texas Fellows will be recognized at all statewide events sponsored by TSBVI.
• Texas Fellows and candidates will be listed in the See/Hear newsletter for a year.

• Texas Fellows and candidates will get free registration at the next Texas Focus (up to 20 people).

Ifyou are interested in being a Texas Fellow, contact KC Dignan <kcd@TSBVI.edu> for more infor-

mation. Your candidate must have enrolled in a program (ACP or university) after May 1, 2006 and be

taking classes at the time of application. Be a Texas Fellow!
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Texas Fellows

@ Recruit new VI professionals to the field because:

•
All students benefit from lower caseloads

* tower caseloads me achieved when more VI professionals ore available

As a Texas Fellow you and your meruit will be:

© Recognized at all TSBVI sponsored statewide activities

© Acknowledged in 3 editions of the See/Hear newsletter,

© Reteive FREE Registration at the next Texas Fows

How we grow os a fteld is directly related to YOUR individual effort

Be one of the exceptional of fhe exceptional:

Be a Texas Fellow!

For more information on how to qualify,

contact KC Dignon, kcd@JSBViedu

C/l
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This flyer is usedfor "Texas Fellows " recruiting. Contact KC Dignan for a copy ofthe flyer.
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CLASSIFIED
Mail or email your new classified to Beth Bible:

TSBYI Outreach. 1100 W. 45th Street. Austin. TX "S*56 or <bethbible@tsbvi.edu>

An up-to-date Statewide Staff Development Calendar

is posted at <hrtp: www.tsbvi.edu Outreach vi.htm>

TSBYI On-Campus Workshops
For more information, contact:

Karen Brown at (512) 206-93 14

Hands-On: Teaching Daily Living Skills

TSBYI Outreach and Comprehensive Skills Staff

December 9. 2006

9AM-4PM

High Tech Math: Using Scientific Notebook

with Duxbury to Produce Nemeth Code and

an Introduction to the

Accessible Graphing Calculator

Susan Osterhaus

January 2". 200"

9 AM - 4 PM

Preparing Students for Math
Tactile Graphics on the TAKS

TSBYI Outreach Staff

January 26. 200"

QPYI Training

Nancy Toelle. Cyral Miller and Chrissy Cowan
Contact: Nancy Toelle ( nmtl0@sbcglobal.net) or

phone 512 -494 -8658.

January 31 - Februarv 1. 200"

Training from TSBYI
Broadcast on TETN

For more information, contact your Regional

Education Service Center

Improving the FYE and LMA
Presenter: Nancy Toelle

January 24. 200"

1:30 PM -3:30 PM

Assistive Technology and Play

or Recreation and Leisure

Presenter: Holly Cooper

February 21, 2007

1:30 PM -3:30 PM

LID Review of Sensory Learning Kit

Activities and Routines

Presenter: Millie Smith

TETN Broadcast: January 1". 2007

Sponsor: Region 3 ESC.

Low Incidence Disabilities Project.

Contact your regional Education Service Center

for more information.

<

Breaking the Isolation

14th Deafblind International

World Conference
September 25-30. 200"

Burswood Convention Centre

Perth. Western Australia

Register online: <www.dbconference200 7 .asn.au>

For listings of training opportunities

around the state, check the

Statewide Staff Development Calendar:

<http: www.tsbvi.edu Outreach vi.htm>
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The Texas Deafblind Project presents

The 2007 Texas Symposium on Deafblindness

For parents, adult family members, professionals, interveners, and paraprofessionals who are

currently serving or planning to serve children or youth with deafblindness ages birth to twenty-two.

IM

February 16-17,2007

Omni South Park Austin

4140 Governor's Row
Austin, Texas 78744

This two-day event includes keynote/general sessions, breakout sessions (eight each day), and

presentations of this year's deafblind service awards. Sessions will be presented by Texas families,

educators, and related professionals, as well as national leaders in fields associated with

deafblindness. Friday also features a special luncheon for interveners and an evening social for

families hosted by DBMAT. Saturday will feature a luncheon for Project SPARKLE families.

Alone we can do so little. Together we can do so much.

- Helen Keller

Registration materials can be found online at: <www.tsbvi.edu>

Early Registration Deadline December 18, 2006

All registration ends January 19, 2007!

For more information contact:

Miriam Miramontes, Texas Deafblind Outreach

Texas School for the Blind & Visually Impaired

1 100 West 45th Street, Austin, Texas 78756-3494

Phone: (512)206-9268

or

email: <miriammiramontes@tsbvi.edu>
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SEE/HEAR

Published quarterly: February, May, August, and November

Available in Spanish and English on TSBVI's website at

<www.tsbvi.edu>

Contributions to the newsletter can be mailed to

TSBVI Outreach

1100 West 45 th Street

Austin, Texas 78756

or emailed to section editors.

Production Staff

If you no longer wish to receive this newsletter,

please call Beth Bible at (512) 206-9103

or email <bethbible@tsbvi.edu>.

Deadlines for Submitting Articles

December 1st for the Winter edition

March 1 st for the Spring edition

June 1st for the Summer edition

September 1 st for the Fall edition —

Editor-in -Ch ief

David Wiley (512)206-9219

<davidwiley@tsbvi.edu>

Editor s Assistant

Beht Bible (512)206-9103

bethbible@tsbvi.edu

DARS-DBS Editor

Beth Dennis (512) 377-0578

<Beth.Dennis@dars. state. tx.us>

Website Editor

Jim Allan (512) 206-9315

<jimallan@tsbvi.edu>

Spanish Edition Editor

Jean Robmson (512) 206-941*

<jeanrobinson@tsbvi.edu>

TCB Braille Transcriber

B.J. Cepeda (512) 377-0665

<Bj.cepeda@dars. state.tx.us>

Section Editors

Family Editor

Edgenie Bellah (512) 206-9

<edgeniebellah@tsbvi.edi

Programming Editors

Ann Adkins (512) 206-93'

<annadkins@tsbvi.edu>

Holly Cooper (5 12) 206-9:

<hollycooper@tsbvi.edu

News and Views
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<Beth.Dennis@dars. state. t>
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