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‘ METROPOLITAN NASHVILLE PEER BUDDY PROGRAM

So, you've chosen to become a Peer Buddy! We think you made a wise decision. By
participating in the Peer Tutoring Course you are likely to:
* make several new friends
* have a significant influence on someone's life and
* enjoy several new experiences which may help you make career choices.
You may be somewhat anxious about where to start. This handbook will give you
several tips about how to initiate a relationship with your partner and how to motivate your
partner to achieve the goals you set together. It will give you extra ideas and activities you
may want to try with your partner. The handbook also provides background information about
. different types of disabilitigs, the field of Special Education, and introduces you to some
o special students and the important people in their lives. Remember, your supervising teacher
will help you decide what goals you will help your partner work toward and how best to help
him or her achieve those goals.
We want you to keep a log each day about your activities with your partner, your
feelings about the time you spent together, and any questions or concerns you may have.
Review this log with you supervising teacher each week, and this will give you anothgr

opportunity to learn some new ideas to try.

Have fun and remember you are about to meet some very special people!

PEER TUTORING/PEERBUDD.Y/INTRO.WPD
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PEER TUTORING HIGH SCHOOL COURSE

METROPOLITAN NASHVILLE PUBLIC SCHOOLS

Course Description: Course #SST5800Y(F)(S)

This course is designed to enable students to develop peer relationships while acting as peer
buddies and positive role models for students with special needs. The buddies will receive instruction
about various types of disabilities and learning problems, instructional techniques for students with
disabilities, and ideas on how to help increase the social skills, interactions, and participation of their
peers with special needs in the day to day activities at their school and in their community. The course
can be taken as an elective for 1/2 credit per semester, one class period per day. The maximum number
of credits that typically can be received in the course is two.

Students must meet the following criteria: (a) an interest in the peer tutoring program, (b) an
adequate GPA, (c) good attendance, (d) a recommendation from a teacher or counselor, and (e) their
program of studies allows for an elective course (preferably 11th and 12th graders).

Requirements:

Students acting as peer buddies will report daily to an assigned special education teacher. The
peer buddy, teacher, and partner will discuss and decide on an activity or assignment in which the
buddy and parter will participate. The peer buddy will be required to keep a daily journal, complete
weekly and/or six-weeks assignments, complete reading assignments from the Peer Buddy Handbook,
and maintain good attendance.

Benefits peer buddies mav receive from the Peer Tutoring Course:
* They will develop teaching and study skills.
* They will practice academic and social skills.
* They become advocates and learn valuable advocacy skills.
* They are provided with realistic career exploration for education or human service professions.
* They gain an impressive extracurricular activity for cbllege applications or resumes.
* They gain in self-esteem by knowing they have enriched others' lives.
eneral Program tion:

This program has been approved by the Tennessee Department of Education. The program is
designed as a step toward inclusion and integration of all students into the regular day to day activities
of high school life. McGavock High School was the first Metro school to paricipate in the peer
tutoring program in 1994. During the 1996-1997 academic school year, the following high schools will

also participate in the program: Glencliff, Hillsboro, Hillwood, Overton, and Stratford. The remaining
comprehensive high schools will offer the course in the 1997-1998 academic term.
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Aruitoxt provided by Eic:

Darrell Hughes, a peer tutor at McGavock
High School, teaches Aaron Litherland, bis
“buddy” in special education, how to use
weight equipment. They are part of an
innovative high school peer tutoring pro-
gram designed to improve the social skills,
as well as academic and recreational skills,
of students in special education.
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becommg;

his course is designec for students to
serve as peer tutoss anc positive role
models for special needs students at
McGavock High School.™ So begins
the description of “Nature and Needs
of the Ixceprionz) Learner,”™ 2 new
one-credit course tha: is making dra-
matic changes in the lives of special educarion and reg-
uiar education studens at this larpe, comprenensive
high szhoo). The course is jus: the lates: chapter in the
¢5onn of Carolvn Hughes to help teens anc voung
a6uits with disabilities make the transition from school
to work ang independent living in their communines. It
ziso demonstrates how researchers and teachers
togetner can Gdevelop creative solutions to learning
problems.

1n 1991 Hughes came 10 Peabody where she is assis-
want professor of special education and a John F
~ennedy Center investigaror. Wanting 10 conuinue her
researct on 2 seli-instructional strategy to 1each sru-

jents with mental rezardation how to soive problems

znd sequence tasks, she visited McGavock High School

where she mer Gladvs Henderson, whe teaches stu-

d=nts with severe disabiiities. When Hughes asked nher

wzat kind of pracrical learning problems she might

nelp solve, Henderson saic that the most serious prob-
m was students’ lack of social skilis.

“Az first | didn’t want to get invoived because I did-
.’ feel that this was my area of expertise,” said Hugh-
es. “Bur then 1 thought how mpor:ant it was that 2
tzacher had identified this major probiem, and | beiieve
that rasearchers really should listen to what practizion-
275 have to say.” So Hughes took her isad from these

sachers and srudents and oOver the nex: Two years
ceveloped methods for usmg the self-inszruction tech-
nique to improve students’ social interaction.

Now, through 2 three-yvear grant from the Tennsssee
Developmental Disabilities Council, Hughes anc her
colicagues are assisting McGavock High School «each-
ess in csrabiishing 2 “Peer Buddy™ program. McGav-
ozk is the iargest high schoo} in Tennessee with more
t=2n 2,700 students and more than 300 students in spe-
ciz! ecucation programs. The school has four self-con-
zined special education ciassrooms.

“Rather than have researchers—project safi—
1zach social skills, we had peers from the reguiar ed
ciasses who voiunteered,” Hughes expiainec. “We hac
zd0ur 30 students involved in cach of these studies that
I00K pilaZe Over two 10 three vears. ] became convincsd
cf the vziue of peers as models for studens with Gis-
Sliizies.”

The program is unique in the Nashville schoo: sys-
j,.::“., anc in facr is one of the few in the country to use

M

“riends

J A N F E M E R Y

m

peer rutoring 1o support inclusion on the high school
jeve! among srudenss with severe disabilines. Mos:
inclusior efforts fozus on preschoo! or elementany
schoo! students, anc with students with ess severe dis-
abilities.

Although voluntes: peer tutoring was having benefi-
cia! effects, 2 major barrier was the demanding, infiex-
ibie scheduling rypical of high schools. Students lacked
free periods and so were limitec in the time they could
voluntess. Again, cooperative, creative probiem soiving
was the answez as researchers, teachers, counseiors,
and principais worked with the School Board anc the

zate Depanimen: of Education 10 gain zpproval of a
peer totoring class, for which students earn .5 or 1.0
credizs. The course was approved irn fall 1994,

BEughes prais.s the support of McGavock High
School's principal, Dz Howard Baltimore, anc ine
guidance counselors. “Withou: their heig, 1 don’t know
that we would eves have gomen the pser rutoring pro-

-am of the grounc,” she saic. They ie: students know

a: the course was availzble, inciuding 2nnouncing it
on the school's ciosed circuviz TV. Hughes and the
McGavock staff aiso have worked with Furure Teach-
ers of Americas and other high school groups to recruit
peer TuIors. :

Aster z referral from 2 guidance counseloz students
compiere a brief writter: application and kave an inter-
view Witk the t:..cn r and student(s) in the special edu-
cation class with whom they have chosen to work. The

eachess believe -this screening process is critical to
ensure 2 good maich berween peer buddiss anc their
partners with disabilizies.

Regular education students who register for the
course are assigneC 10 one o more special education
studenss. Feer buddies angd their partaers spenc art leas:
one ciass perioc a €ay together arrending a regular ecu-
cation class (ranging from computer skilis o horticul-
ture, arz, cosmetology, or history), interacting in z
special education class, visiting the library, or aending
Studen: Council, cicbs, or other extracurricular and
social events together Peer buddies znd their pariners
also mes; once 2 week 16 have lunch 1t og ther in the
caseteriz. Tnis “Lunch Buneh™ is z purely social gath:
ering anc is joined by other reguiar educalion srudenss
whe are interestec ir social inciusion bu: unabie to
enroll in the course bezause of ciass confiicts.

Once =z week, peer buddies 2iso meer with their

A Peabody
special
education
team helps

unite

“exceptional

learners™ in
a Nashville
high school
regular

classrooms.

SEIFLECTCR

Peabody Reflector, Vol. 66 No. 1, Winter 1966. Published by Peabody College of

"© lerbilt University. p. 3.
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That students

with severe

disabilities

. initiating

-

social interac-
tion is an
indicator of
the success
of the peer
tutoring

program...

supervising teachers for assistance in setting goals with
their partners and in developing strategies to meet their
partners’ special needs. Project staff provide technical
assistance and support to the teachers. peer buddies,
and administrative staff ro promote social inclusion for
each student with severe disabilities.

Hughes has developed a peer rtutoring manual,
which includes chapters on the tutor's role. sample
activities and lesson plans, evaluation forms, introduc-
tion to special educarion services, and information on
mental retardation, learning disabilities, visual impair-
ments, hearing impairments, and speech and language
disorders. Tutors keep daily logs and answer directly to
the teacher in the classroom in which they've been
placed with their special education peers,

Not surprisingly, the evaluations of the peer tutors
indicate thatr experience is the best teacher. George
Malone, a junior who has been a peer tutor. said, “I
really cannot say I felt prepared, but I did not feel
scared abour doing it. It is just like when vou first get
married or have a baby. You do not really feel prepared
or know exactly what ro expect. But when it is time to
do it, vou do it withour any problems. You learn how
to really be a peer turor by actually doing it. You learn
whart works and whart does not.”

Hughes emphasized thar severity of disability has
not been a barrier. “Students involved have a whole
range of disabilities. Some have physical disabilities,
others have autism and are nonverbal. That doesn't
prevent interaction with regular ed students.”

The social isolation of students in special education
was most apparent in the school lunchroom, Hughes
said. “Before, special ed students were in one corner, all
at their own tables, and regular ed students were every-
where else. Now special ed students don't look special
any more,” Hughes said. “They are mingling with the
regular ed students, and not just their peer buddies.
They're taking the iniriative to actually go up o a table
and start charting and sit down.” That students with
severe disabilities are initiating social interaction is an
indicator of the success of the peer turoring program,
since generalizing skills across settings and indepen-
dently using a skill are difficult for students with severe
disabilities to achicve.

As a result of the peer tutoring, students from spe-
cial educarion classes are getting out into regular edu-
cation classes, the library, or the weight room, into
extracurricular activities like clubs, student council,
sports events, and the dav-to-day things in which all
other students take part.

“Without any direct instruction in social skills,”
Hughes said, “the students with disabilities are gerting
confidence through the modeling of the regular ed stu-
dents. When they're together, the peer tutors tell th-m
about their own lives. For example, one is a cross-
country runner and she talks abour this.” Students in
special education learn a whole new range of activities
thev can talk about and share.

Hughes has found that regular education students
interact with their buddies on their own, not just dur-
ing the “official™ class period for credit. “That just

seems to be an impetus,” she said. “Some of them ear
lunch with them daily, hang out with them in the halls,
at the lockers, and aftrer school. it's a starting point for
friendships.”

About 15 students have registered for the peer tutor-
ing class so far this vear. but with other volunteers a
total of about 40 regular education students are cur-
rently involved.

Hughes acknowledged that the project has required
a lot of work, and the research staff continues to play
an important role. She is assisted by project coordina-
tor Carol Gurh and graduate assistants Stacey Scorr,
and Judith Presley. There is one staff member at
McGavock four davs per week. “It’s all so new to
teachers,” Hughes pointed out. “Many regular educa-
tion teachers haven't had students with mental retarda-
tion in their classrooms.” It's also difficult for
classroom teachers. special or regular education, to
have the time to work one-on-one with a peer and a
buddy.

The research staff have helped problem solve situa-
tions, for example, how to accommodate a special edu-
cation student in a regular ed classroom. “Somertimes
we've met with a teacher and rogether developed alter-
nate ways for an assignment to be completed,” Hugh-
es said. “All the teachers involved value what the
students are doing and feel it would not be possible to
have students with severe disabilities in the regular edu-
cation classroom if there were not peers accompanying
them.”

Teacher evaluations document the positive changes
thev’ve observed in students with disabilities. for exam-
ple, less inappropriate behavior, improved impulse con-
trol, improved attention, socialization, becoming more
cooperative, and stayving on-task more frequently.

Hughes devotes roughly half of her time to the pro-
ject and has three half-time graduate assistants
involved. She also works with an advisory board that
includes a member of the Tennessee Developmental
Disabilities Council, two regular education and two
special education teachers, and a student with disabili-
ties and her mother, all of whom have made important
contributions to the project.

Hughes points out the potential vocational benefits
of improved social skills. “One of the main reasons
why people with severe disabilities are often not suc-
cessful in integrated settings like work and living in the
community is because thev don't have the social skills
we typically would expect.™ As a large, comprehensive
high school, McGavock offers a wide range of voca-
tional courses, from pipe fitting, secretarial work, to
the restaurant trade. “We'd like to expand the peer-
buddy program into the vocational classes.” Hughes
said. :

The effects of the peer tutoring project are being
evaluated in a variety of wavs. At the end of the school
vear. the research staff interviews peer rurors, their
buddies in special education classes, and teachers in the
recular and special education classrooms. Information
gathered in the first year has been used to improve the
program. Students keep daily logs, and the research

ERIC
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stafi members observing ar the school also keep logs.
Data are kepr on interacrions and ininarions by the
peers and their huddies.
"We're looking at this as a kind of large case study.”
.ughes said. “What does it take ro start up a peer

L

is in the first vear of the grant.

Hughes has found ar conferences and workshops
thar teachers are interested and eager for information

buddy program in a large, comprehensive high
school?™ Due 1o a three-vear grant from the Tennessee
Developmental Disabilities Council, Hughes will be
replicating the project in other area high schools. The
goal is ro expand to all Nashville high schools by pro-
viding materials and workshops. The project currently

on how 1o establish a peer turoring program.
For Hughes. “one of the thrilling effects is thar the

rezular ed students get as much ourt of it as the special

with before.”

anvone else.” &

ed students in learning about their own abilities and
getting to know students whom rthey hadn't interacred

Laurie Wood. a senior who was a peer tutor. said. “}
really did not underszand people with disabilities. ] felt
sorry for them. ] did not know whar they were think-
ing or feeling. 1 never had much contact with people
with disabilities. I was afraid of becoming friends with
them. Now I know that each one has his or her limits
and abiliries. Tney are like becoming friends with

aniel Aguila is animal caretaker at

the John F. Kennedy Center’s Insti-

tute for Developmental Neuro-

science. It's important work. The

animals must be fed and watered

regularly and precisely every day,
their cages cleaned and washed. in
accordance with stringent national stan-
dards of animal care.

That Daniel does his job well is not a
surprise to his former employer. a pet
store owner who recommended Daniel
as the best employee he had ever had in
that position. But it might be a surprise
to some people because Daniel has
Down syndrome. As a society we are a
litle slow at leaming that people with
disabilities. including persons with mental
retardation. are hard-working. good
employees.

Daniel is one of many staff members
with disabilities who have been hired at
Vanderbilt, with the help and support of
the Opportunity Development Center,
the Office of Recruitment and Stafing in
Human Resources-—and supervisors
who realize that persons with disabilities
are productive, reliable employees.

When the animal caretaker position
became vacant, Mark Maguire. coordina-
tor for Neuroscience Services. was inter-
ested in hiring a person with a disability
and contacted Goodwill Industries.
Daniel had been laid off from his job at
Jones's Pet Shop when it ciosed in
1894, so he was available and had rele-
vant experience. When Daniel was hired
in July 1993, he worked closely with
Mark and 2 Goodwill job coach to leamn
what to do.

After iour months in the lab. Danie! is
doing well in carrying out his job respon-
sidilities under Mark's supervision. At his
‘ aesk. Daniel has simple checklists for his

different responsibilities each day of the
week. He takes pride in giving a visitor a
tour. explaining his work. and showing off

RENRS

his lab coat. He likes feeding and water-
ing the mice and rats and has learmed to
hold them by their tails to avoid scratch-
es when moving them to clean cages.
Cieaning cages is hard work, he says.
but he likes to sweep and mop- —chores
he does at home. too. With helg from his
job coach. he's iearned the bus route
between work and home and now travels

- to and from work independently.

Some of the animals that Daniel
cares for are a strain of mice that have
the genetic equivalent of Down syn-
drome. Researchers here who work with
this animal model for Down syndrome
have begun a collaboration with
researchers at the University of Califor-
nia at Riverside who study Down syn-
drome in humans in order to advance
knowledge of plasticity—the brain’s abili-
ty to change.

Like' other young adults. Daniel has
leisure activities
he enjoys. He
swims at the
YMCA, where he
also likes helping
the young children
leaming to swim.
He is an acolyte at
Blakemore United
Methodist Church.
His heros are
Jason Kingsley. a
young man with
Down syndrome
who appeared on
Sesame Street,
anc Christopher
Burke. an actor
with Down syn-
dgrome.

Daniel's story
truly begins not a
few months ago
but more than 20
years ago when

he was a toddler in the pio-
neering Toddier Research
and Intervention Project at
the Kennedy Center's Susan
Gray School (then calied the Exper-
imental School). There Daniel was in a
preschool class with children with devel-
opmental delays and typicaliy developing
children. Kennedy Center researchers
found that educating children with and
without disabilities together benefited
both groups of children—and these find-
ings helped pave the way for IDEA. the
Individuals with Disabilities Education
Act. which entitled all children to an
appropriate public education.

Daniel's mother believes that her
son’s success today is related to the
good. early start he received at the
Kennedy Center. She says, "We've
come full circle.”

Jan Rosemergy
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@ II.  The Peer Buddy’s Role
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INTRODUCTION

The students being tutored in this progfam often feel locked out of
the learning process. One reason for this feeling is not knowing

how to tackle an assignment. Good study hab1ts are the most
important key to learning.

On the following pages you will find suggestidns.and examples for
developing study skills. These suggestions are not to preach or

teach; most of your study partners have heard it all before. They
have not, however, learned or practiced good study habits. Using
these skills as you work together may be your biggest contribution

~ to your study partner's increased success in school.

VS

Léaning is an active process. We learn through watching, listening,

thinking, reading, practicing and doing. Your positive attitude and
positive behavior will be more important than anything you can

say. You cannot study for your partner, but you can guide the
studying process and set an example.

Good News! Your study skills might be strengthened, too.

Tuter Uip _

Beware! Doing homework is not necessarily the same as studying.
Tips for getting the most out of homework are included in this section,
but your goals are bigger than that. Spending your tutoring tirne on
completing homework alone would be like choosing to eat one

| . doughnut instead of owning the bakery.




® The Mworkisa major reason for success in school and [ater
in life. The lack of it is a major reason for failure. Many tutors have

reported this to me with great alarm - "my study partner doesn't

care.” Several things should be said at this point. Some tutor tips:

X I don't care often is a cover-up for I don't know how.
Struggling students get further and further behind until ‘they reach

a point that they do not know the question to ask - - much less the
answer. They act as if I don't care.

® Motivation is caught more than it is taught._Your'
motivation may rub off. Your study partner's interest in school
work may be increased because of your interest in him as a

person.

% Relationships have a lot to do with our own reason to be
motivated. Think briefly about your own school experience. What
teachers are you most anxious to please? When do your put extra
effort into your work? In what classes do you care more about your
performance? How much did your answers have something to do
with your relationship with your teachers? Probably a lot!

X Goals also play a big part in motivation. They keep us on
track - going in a certain direction. Your study partner may have
very few if any goals. Thus, he or she may have little or no
direction and motivation - more about this when we talk about goal

.-‘seﬁing.




@ = The M work is greatly connected to ones interest. We
actually work harder in areas we like. While I am highly motivated
about football, driving many hours to see a game, I would not walk
across the street to see a hockey match - but many would! Find
areas of interest that your study partner may have. If there is
motivation in one area - there is hope for motivation in another. I
could learn to be motivated about hockey. A- ‘pPrevious tip may also
apply - I don't know may be a reason I don't care about hockey.

Ju 15



TRl it S A

| The R word is the key to being a successful tutor. It requires

work, sweat and even on occasion tears. This is the reason the
G.S.P.P. requires a one on one tutorial relationship. If "Sam" has a
different tutor each time they meet it is very difficult for any
"bonding” to take place. "Sam" needs more than a tutorial pool -
he needs one individual with whom he can become a friend.

THE TUTORIAL RULE
Be a friend first, tutor second and never the teacher.

TIPS FOR THE RELATIONSHIP
% Get to know Sam. Find out his interest/likes, dislikes/hobbies.
Use the interest inventory to get you thinking. It is not designed for

@ou.to hand out to Sam saying "Fill this out, I'l be back to get it in
"0 minutes."

X Keep in contact with Sam - This is not tutorial time - but in the
hall, at lunch, or on the bus. If Sam says, "I can't come to our study
this time, Aunt Matilda fell out of a barn over at Bucksnort and
broke her big toe. We have to go see her." What should you say
when you see Sam again? (Answer - "How's Aunt Matilda's toe?")

X Be patient with Sam - Your study partner may not - most likely
- react as quickly as you do. Learning may not be as easy for Sam.
His learning may be distracted due to other problems in his life.
This will require- work on your part unless you are one of the lucky

ones born with a lot of it. It will be worth the effort - your
Es—j-‘harac’ter may be strengthened.




%A Be positivé with Sam - Show him what is right with his work -
How can you say - you've got thls wrong without saying you've got
it wrong?-"Let's do it again" is a good statement. Show progress
that is being made - praise when success happens. Sam has had
enough negatives. Positive reinforcement will help your study
partner to "feel good” - I can will lead to I DID! Beware that the |
‘negative also works - I can fail may lead to I DID FAIL I

™ Always exhibit a caring attitude! I care about you: I want you to
do better in school. Remember the vehicle that carries what you
know to your study partnet'is a caring spirit. YOUR STUDY
PARTNER NEEDS To KNow You CARE before they will care about

m.what you know. Your success as a tutor is not dependent upon
how much you know, but rather how much you care.

gu. 17



@ BE POSITIVE NOT NEGATIVE. Place yourself in your study partner's

situation. Sincere compliments always work better than embarrassing
criticism. Drop "no" from your vocabulary.

X BE COURTEOUS AND THOUGHTFUL. This includes starting and
stopping a lesson on time and being attentive to your study partner's
conversation about himself and his personal problems. you're
willing to listen, you'll be amazed at how much he can teach you.

® USE HUMOR TO MAKE THE SESSION FUN. Never hesitate to admit a

mistake or that you don't know something. It can be a great learning
situation together.

S BE PATIENT. We all require understanding from others, and learning

can be difficult when other problems in our lives also demand
attention.

" & UNDERSTAND that every learner has a lot of experience, information '

and knowledge even though his formal education may not have been
adequate.

S You will often be the one who provides the encouragement to
continue. DISCUSS THE PROGRESS YOU HAVE MADE, and write

down what has been learned. It helps your study partner see his
progress toward his goal. :

X BE FLEXIBLE. Never think that because you've started one method
that changes cannot be made. Think about the way your stu ‘y
partner learns best. Maybe he needs information now that you-
planned for later. Maybe he needs more of a challenge or a different
approach. Remember that people learn differently. It's helpful when

. writing, listening and reading are all used, but it's up to you to find out
@  what does succeed.

ERIC | vu. 18



> MAKE SURE every 1esson not only contains challenging work for your

study partner but also contains enjoyable material that can be -
successfully handled.

X YOUR STUDY PARTNER SHOULD UNDERSTAND WHAT HE IS TO
' DO. ltis easy to say too much, so say enough to be clear, then

provide time for questions. Let him practice with the material before
working on his own. Writing down the assignment helps.

% LET HIM PARTICIPATE, NOT JUST LISTEN. Having him correct his
own papers will help him learn what needs to be worked on.

2 YOU ARE GUIDING YOUR STUDY PARTNER INTO INDEPENDENT
. LEARNING. Everything you do should lead to that. Be glad when he

tells you that something isn't working. That can mean he is analyzing
some of his own learning needs.

X REVIEW FOR RETENTION. Practice is good, but don't do so much of

it that it becomes unthinking behavior just to finish a page. However,
allow for enough practice to learn the skill.

X ALWAYS BE ALERT to any problems needing special attention, such
as hearing or visual difficulties.

ERIC U, 19
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o ".’

1
2
3
4.
5
6
7

. The things I like to do after school are:

. The teievision prograrﬂs I enjoy most are:
. My hobbies are:

If I could take a trip, I'would like to gb to:
. My favorite real-life hero is:

'. My favorite make-believe hero is:

. The school subjects [ like best are:

8. 1 like to read these types of stories:

SpoORTS: Circle the sports you enjoy doing.

baseball fishing ice skating swimming
" basketball football jogging tennis
bicycling golf roller skating wrestling
bowling handball skateboarding  volleyball
boxing hockey soccer other _~

INTERESTS: Check thiﬁgs you would like to know more about.

art detectives mystery television
auto mechanics electricity race cars woodwork
basketball famous people  riddles other
cornic books football players  rock stars

cowboys music - stories about people




g

USE THESE QUESTIONS TO GET TO KNOW YOUR
STUDY PARTNER BETTER!

Where wére you born?

How rnaﬁy are in your family?

What do you do in your spare time?

What kind of work do you do?

Why did you take this course?

Wﬁat would you most like to gain from this course?

What are four accorﬁplishments that you are proud of?

What is your favorite TV program?

What were the best and worst things that happened to you last year?

If you could change just one thing about this world, what would it be?
What has been your rﬁosf embarrass'mg moment?

What is your favorite color and why?

What makes you angry?

Who is your favorite person?

If you could trade places with someone, who would it be?
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S These things make me feel important, for example:
making a good grade or getting a compliment.

X My favorite hobby is:
X Iam good at (my best talent or skill is):
> My favorite school subject is:

X One of the most difficult things [ have ever done is:

- X Ifeel cared about or appreciated when:

- I AM GOOD,
N ~ BUT I AM ALSO GETTING BETTER '_,

C

R
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Setting Goal “

Goal setting should be an ongoing process guided by the tutor As
one goal is achieved it should be replaced by another goal. The
study partner and the tutor should make their goals achievable . A
reminder: The goals should be set by the study partner, who may
have somewhat different goals from those the tutor might set.
These points should be considered when setting realistic goals:

® Goals must be realistic - This is very important because the
purpose of goal setting is for Sam to reach one. Setting a goal
and reaching it is success. There are some things your S.P.
can do that are not related (but they really are) to A B or C.
Sam can: |

a. Come to class every day next week

b. Come to class on time

/@) c. Come to class with his stuff - paper, pencil,
book and assignment

d. Do his homework on time

2 Goals must be of short duration - Shorter the better. If the goal
is realistic - Sam should reach it. (How can we know what
Sam can do - remember previous tutor tips.) Success
produces success. Praise your S.P. and then set another goal.

Setting and reaching of goals can be a very effective tool in the
breaking of the cycle of failure. Nothing succeeds like success!




When things go wrong, as they sometimes will,
When the road you're trudging seems all uphill,
When the funds are low and the debts are high,
And you want to smile, but you have to sigh,
When care is pressing you down a bit ~

Rest if you must, but don't you quit. -

Life'is unstable with its twists and turns,

As every one of us sometimes learns,

And many a person turns about

When they might have won had they stuck it out.
Don't give up though the pace seems slow ~

You may succeed with another blow

Often the struggler has given up

When he might have captured the victor's cup;

And he learned too late when the night came down,
How close he was to the golden crown.

Success is failure turned inside out ~

The silver tint of the clouds of doubt ~

So stick to the fight when you're hardest hit ~

It's when things seem worst that you mustn't quit.
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PEER BUDDY ORIENTATION

Peer buddy comes to special education classroom during the designated class period for
the first few days (1-5 days):

A.

Teacher talks about specific disability (characteristics of learning and behavior,
specific to the students in the classroom).

Peer buddies participate in various activities in the room and meet all of the
classmates. Peer buddy may then choose a first and second choice for a partner
to work with, or a partner may be chosen for them.

Peer buddy and partner meet each other (with teacher prompts if necessary).

Peer buddy and partner engage in a desired activity together in order to get
acquainted. This is a good chance to observe behaviors.

Teachers train peer buddies (1-3 days):

A.

B.

Peer buddies’ role (commitment, what is expected of them, etc.).

Tasks and materials (identify skills the partners need to work on and ways the
teacher addresses these skills).

Appropriate means of giving directions, reinforcing, addressing inappropriate
behaviors, and giving feedback.

Teacher individualizes instruction for each partner, including skills and subject
areas that need to be worked on. The peer buddies then pick the areas that they
are interested in presenting to their partners. Once the activities are discussed,
the teacher helps the buddy evaluate what skills his or her partner needs to learn
(i.e., telling time, coin recognition, using sentences, initiating conversation,
etc.).

Teacher then demonstrates the activity. The peer buddy practices, is
observed, and given feedback.

Teacher and peer buddy discuss opportunities for social activities and
social skills training.

Adapted from the Tennessee LRE for Life Project
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SAMPLE ACTIVITIES

The following pages give several examples of goals, instructional plans, and
activities designed to prepare individuals with disabilities to lead productive and
personally satisfying adult lives. These are included to give you some ideas for
helping your partner set appropriate goals and work toward their accomplishment.

The first item is a two page chart which categorizes important life skills into three
major curriculum areas and delineates competencies which fall under each of those
domains.

Next are samples of instructional plans designed to teach specific skills, such as
coin identification and making correct change.

Following these are a variety of suggestions for activities you may want to try with
your partner, activities which will also teach valuable social skills and leisure skills.



12 7 LIFE CENTERED CAREER EDUCATION

. Curriculum Area

FIGURE 2-2

Life Centered Career Education Cempelenaies (Revised 1787)

Competency

Subcompetency: The student will be able 1o:

-

. Managing Personal Finanzes

1.

Count money & make
cotrect change

2. Make responsible
expenaitures

n

. Selecuing & Managing a

Household

7.

Maintain home
exteriorinienior

€. Use basic appliances
and 1ools

Carning for Personal Needs

12. Demonsirate knowieope

of physica! fnness,
nutriion & weight

13. Exhibit proper

grooming & hygiene

. Raising Chilaren & Meeting

17.

Demonstrate physical
care {or raising children

18. Know psychoiogical

aspects of raising

\AAAAAANAS

Marnage Responsibilities chiloren
DAILY S. Buying, P ing & 21. Ciean food
. Buying. Preparing . Clean
LIVING Consuming Food 20. Purchase food preparalion areas
SKILLS
6. Buying & Caring lor Ciothing 26. Wash/ciean clothing 27. Purchase clothing
i . 28. Demonsirate knowleoge 30. Know naiure of local,
7. (E:F?“D“'“Q Responsible of cvil nghits & state & federal
itizenship responsidilities governments
8. Utilizing Recreationa! Facilities 33. Demonstrate e09° | 3¢ Cnoose & ptan -
. . . of available community |. i
& Engaging in Leisure resources acimvities
. . 2. Demonstrate knowieoge
8. Getting Around the 38. Demonstrate knowiedge 3 : =
\ 4 & use of various means
e Community . of tratlic rules & salety of transportation
L. 42. ldentity physical & 43. loentily interests &
10. Achieving Sell Awareness > psychological needs abilities
;‘ . . 46. Express feelings of 47. Describe others
2\ . 11. Acquiring Sell Conlidence > seli-worth perception of self
12. Achieving Socially Responsible 51 3,‘;'2;'},‘{;?”“ for 52. Recognize authority
Behavior properties of others & follow instructions
PERSONAL- g
. 13. Maintaining Good Interpersonal 56. Demonstrate lisiening 57. Establish & maintain
ziﬁfé Skills _ . & responding skills close relationships
L 58. Strive towarg 60. Demonstrate
14. Achieving Independence > sell-actualization sell-organization
. . 62. Locate & wilize €3. Anticipate
1S. Making Adequate Decisions —> sources of assistance consequences
. ) 67. Recognize & respondio | 68. Communicate with
16. Communicating with Others > emergencCy siuations | - understanding
17, Knowing & Expioring 70. lgentity remunerative n. :;:ccﬁ:,eaﬁg:;f? of
Occupationa! Possibilities aspects of work training information
18. Selecung & Pianning 76. Make realistic 7. :gean;g);or:r?:;;egi ems
Occupauona! Choices occupational choices available jobds
18. Exhibiting Appropriate Work 81. Follow directions & 82. Recognize imponance
OCCUPATIONAL Hadis & Behavior osserve reguiations it
GUIDANCE AND Py
PREPARATION 20. Seeking. Securing & i i
U.ain:anning ErnDlBymen: 88. Search for a jo> 82. Avply for 2 jo>
‘ 2%. Exhibiting Sutlicien; 94, Demonstrate st2min 23. Demonstraie satis-
4 5 . a laciory balance &
. Physicai-Manua! Skills & engurance coordination
22. Odaning Specific
Oczcupanona! Sxills ¢
-3

Q
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3. Keep pasic hinangal
recoros

4. Calculate & pay taxes

5. Use credrt responsidly

6. Use banking services

9. Selext adequate
housing

10. Set up househoid

11. Mainiain home groungs

14, Dress appropriately

15. Demonstrale knowie0ge
of common iliness,
prevention & treatment

16. Pracuce personal
satety

19. Demonsirate marriage
responsibililies

22. Store food

23. Prepare meals

24. Demonsirate appro-
priate eating hadns

25. Plarveat balanced
meals

28. Iron, mend & siore
clothing

31. Demonsirate knowieoge
of the law & ability
10 follow the law

32. Demonstrale knowieoge
of citzen nohts &
responsibilives

38. Demonsirate knowleoge
o! the value o!
recreation

36. Engage in oroup &
indrvioual activities

37. Plan vacation time

40. Find way around the
community

41, Drive a car

44, Identity emotions

45. Demonstrale
of physical sell

g ‘xepl & oive praise

49, Accept & oive
criicism

50. Develop confidence
in onesell

53. Demonsiraie appro-
priate dehavior in
pudbhc places

54. Know imporiant
character traits

55. Recognize personal
roles

58. Make & maintain
{nenaships

61. Demonstrate  aware-
-ness of how one’s be-
havior atiects others

64. Develop & evaluate
altemnaztives

65. Recognize nature of
a problem

66. Develop goal seeking
behavior

69. Know subitieties of
communication

72. Identity personal
-values met through
work

73. Identity societat
values met through
work

74. Classity jobs into
occupational
calegornes

4

75. Investigate local
occupailional &
training opporiunities

78. foentily occupational
aptitudes

79. Identity major
occupational
interests

80. laentity major
occupational needs

£3. Recognize imponance
o! supenvision

84. Demonstraie knowleage
ol occupational
safety

85. Work with others

86. Meel oemancs for
quality work ~

67. Work ai 2 saustactory
rate

0. Interview for a job

91. Know how 1o maintain
post-schooloccupation-
al adjusiment

92. Demonstiraie knowieoge
of competitive
siandards

S3. Know how 10 adjust 10
changes in employment

. 95. Demonsirale manual

" '.oenerity

97. Qempn_sxraxe sensory
discnmination

There are no specific subcompetencies as they depend on skill being taught

] |
Q
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LESSON PLAN 9 1.1.3P:9

LCCE Objective 1.1.3. Make correct change from both bills and coins for amounts less
than or equal to $50.00.

Lesson Objective: Student will make the correct change for items purchased with
$10.00, $20.00 and $50.00 bills.

Instructional Resources: Heal or play money ($50.00, $20.00, $10.00, $5.00 and
$1.00 bills, half dollars, quarters, dimes, nickels and pennies), store items with prices
marked on them.

Lesson Introduction: Today each of you will role-play being a store clerk for the item:
that are displayed on this table. One person will be the salescierk and another person will
buy an item that has been marked with the sales tax included. The salesclerk will take the
bill handed to him or her and count out loud the correct change to the customer.

School Activity: Time: 1 session
Task:

1. Display many differently priced items on a table. Place money in cash register or
storage container.

2. Explain directions for role-play to students.
. * Students will take turns role-playing salesclerk.
k.. * Another student will select one of the items and purchase it with a $10.00 bill,
then will buy an item with $20.00 and $50.00. :
* Salesclerk gives the correct change for each item.
* Students who are observing should compute on a sheet of paper what they think
the correct change should be. "

.

Lesson Plan Evaluation:
'Activity: Students will role-play customer and clerk in purchasing items.

~ Criteria: Student will make correct change for three priced items when role-
. playing the salesclerk.

Career Role: Family Member/Homemaker, Employee, Citizen/Volunteer, Avocational
Career Stage: Preparation

Sample Lesson Plan from Life Centered Career Education: Daily Livirg Skills, p. 27
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Games/Crafts/Hobbies '

Computer games are a fact of the '80s!

Mast schools have a computer lab or computers available through an instructioral mediz
center. Computer games ofie: » preat opporiuniny jor social interacuon with regular siuoent
v members. Games can be educational too! Many have been designed 10 practice basic
wiemic concepts.
- Mhile the particular procedures will vary as a function of the panicular brand and model o!
computer, in general, the activity includes:

o Traveling 10 arez

® Activating computer

e Selecting diskette with game{s) of

choice

o Loading diskette

A picture card depicting the sequence of procedures to load/unioad program makes this
activity possible for most individuais.

Minimal skills are required and all levels ol play are tolerated.

Responsive audio and visual displays interest many!

ITEM 1-2-] Playing Computer Games

Loading game

Playing

Down loading disketie
Continuing 10 next activity

/ ' What Does a “Good” Goal Look Like? \

Once we have selected an activity from The Activities Catalog to include on a person’s
individualized plan, we have to write it out as a goal. Writing the goal is the first step in
translating an activity label into an intervention program.

A “good” goal statement specifies the target activity and describes what you expect the
person to do as a result of the training or support. A “good” goal statement answers
questions:

Where do ] expect the person to perform? everywhere in the community or only in
designated Jocations?
How much do | expect the person to do independently? all of it, or only certain steps while
getting assistance on the others?
\5;' What steps will require modification and what kind of modification is likely?
What are other constraints or limitations ] want to define?

General goals—“To improve vocational capacity,” “To increase community leisure
skills,” or “To expand domestic competence ™—really don't tell very much. A parent doesn't
know what to expect. A teacher doesn't know how to design an appropriate intervention. A
program manager doesn't know when important goals have been achieved.

\ Though it may seem complex, it is only by being clear about the intended goal that we
c

an develop an appropriate intervention to achieve that goal.

Space Invaders! Donkey Kong! Pac Man!

What is more common these days than the whirr, blast. and bleep of the video game? It's
evervwhere and it's fun for children o! all ages!

Video games present a great variety of sights and sounds. Play demands little strength or motor
skill. The amount of time required is fiexible—vou can occupy a few minutes or an entire
alternoon.

Activity includes:

¢ Traveling to video arcade/computer e Activating the machine

e Sejecting game e Operating controls

¢ Loading progr=n/inserting coins e Continuing to next activity

There are imporiant differences in coin-operated games anc those games available on
personal computers. Travel and expense is reduced with home play. while community visibility
and social interaction are increased by play at stores, arcades. or cCommunity centers.

If you plan both computer and coin-operated play, it is imporiant to examine the tvpe of
controls on various machines. Training machines with the same control mechanics should
guarantee greatest initial success but may resull in generalization problems i! play expands to
include still other machines.

ITzM 1.2.2 Playing Video Games
a. On home/school computer
b. At community location

Q ts from: The Activities Catalog, An Alternative Curriculum for Youth and Adults
EMCSevere Disabilities, Wilcox and Bellamy.
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School. Home. Gym. There are many places where vou
can keep in shape (or get in shape) using exercise equipment.

Thus acuvity is himited only by the equipment available.

|
!.

Activity includes:

e Changing into appropriate clothing ¢ Showering and changing clothes
e (Getting equipment from storage necessary
® Using equipment * Continuing 1o next acuivity

® Returning material to storage
Users will need minimum instruction specific to each type of equipment.
Consider programs to increase length of exercise period.
ITEM ]-1-8 Using Exercise Equipment
a. Jump-rope c. Exercise bike
b. Rebounder d. Rowing machine

Physical fitness is a must for the 80s . . .
and weight training is an increasingly popular way to keep fit.

This activity can be done alone or with a small group of friends. Providing assistance and
encouragement to.one another is an integral part of the activity.

Activity includes:

® Traveling to weight-training area e Showering
® Changing clothes e Changing clothes
® Adjusting weights‘machines ¢ Continuing to next activity

e Working out with weights/machines

Membership dues or fees may be required at community locations.
A sequence of photographs can prompt correct positioning and use of machines. as well as
specily an optimal order jor exercises to be completed.
ITEM 119  Weight Training
a. High school physical c. Private home
education class :
b. Community recreation
center or fitness club

When I was forty, my docior advised me that @ man in his forties shouldn't play
tennis. | heeded his advice carefullyv and could hardly wait until | reached fifty 10
start again

Justice Hugo Black

Tennis, anyone?

A variety of racquet sports offer opportunities for individual or team competition . ., or simply
good fun.

Each of these activities requires some specialized equipment: racquet,shoes, ballbirdie.and a
special playing area. Racquet sports are good leisure options when playing areas are easily
available or when others in the family or neighborhood have an active interest in the sport.

Activity includes:

® ]dentifying a partner e Returning to origin

e (Gathering necessary materials e Returning material/equipment to stor.
® Travel to playing area age

¢ Playing/volleving e Continuing to next activity

A:j}'

& @\7

While most racquet sports require two players, tennis and racquetball can be practiced
individually against a backboard.
ITEM 1-1-10 Playing Racquet Sports
a. Tennis c.. Ping pong
b. Racquetball d. Badminton

/ Different Reasons . . . Different Goals

There are several reasons that vou might want to include an activity on a person’s IEP
or IHP. Very often we choose activities because they are things we woulc like the person to
learn. We call those acquisition goals.

Sometimes, though, we include activities that an individual can already do because we
want to change some aspect of his or her performance. Those performance goals might
focus on ensuring opportunities to participate or on changing the quality of the perfor.
mance. Examples of quality change goals might include training or support to make
performance more integrated. intervention to increase the frequency of an activity or to
LA increase the variety of circumstances under which the activizy could be done, training for
! . choice over certain activity components, or training to make performance more indepen.
33 dent.

In The Activities Catalog system, goals related to the periormance of valued activities
@nsidered just as important as goais that target new learning.

bty
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Events

There's a club for evervthing: Music. Movies. Art.
. Polltics. Social Service. Environment. Folk Dance. Dogs. Stamps.

Club membership is an ideal way to pursue an interest and make friends with those who share it

Some clubs will have formal, structured, activity-oriented meetings. Others will be less formal
and less amenable toteaching. The nature of meetings as much as the general subject matter may i T
influence your choice of clubs. The thing which is most out-
standing and chiefly 10 be desired
by all healthy and good and well-
off persons. s leisure with honour.

Cicero

OO

Activily includes:

® Traveling to meeting location

o Participating in activities as appropriate
® Returning to next activity

Some clubs may require membership dues or activity fees.
ITEM 1-3-1 Attending Club Meetings
Note: This activity can be combined with ITEM 24-1: Managing a Personal Schedule.

Today's library is a lot more than books. It's magazines, records,
and cassettes. It's listening areas and comfy chairs. It's a place for
lectures, presentations, and community affairs programs.

Going to the library is an activity for an individual, a family. or a group of friends. Time and skill
requirements are flexible. There's something for everyone whether vou've got a half hour or an
entire afternoon.

Activity includes:
® QGathering necessary materials (li- ® Using library facilities (browsing, read-

brary cards. books/records to be re- ing. listening to records/cassettes)
turned. etc.) ® Checking out materials if desired
® Traveling to library ® Traveling homesto next -activity

Checking out books. tapes. or records will require a library card. Requirements for cards will
depend on the community. A book bag or pack will be helphul to organize materials for transit.

ITEM }-3-2 Using the Library

LONO AN WO NN OO NN MWL NN NP
One ought, every day at least, o hear a little song. read a good poem, see a fine
picture, and, if it were possible, 10 speak a few reasonable words

Johann W, von Goethe

CORONONCO OO NN N WAL NN W w

Why sit home? Pick your activity, time, and place—and GO!

Most communities offer a tremendous range of events—it you take the time to look for them.

And the Jooking isn't hard: newspapers, radio, television. bulletin boards. and friends can tell
you about more events than you could hope 10 attend.

Requirements for participation will depend on the event. Some may be pricey (movies, sports
events. concerts). Others may have a modest admission fee (museums, fairs). Still others are free
(parks, parades).

The components of participation will vary considerably as a function of the event selecte<. In
general. however. attending a community event will include:

® Checking the time (and price!) of the o Traveling to the event
event ® . Purchasing ticket if necessary
® Dressing appropriately ® Enjoving the event
® QGathering necessary materials (such o Traveling home/to next activity
as money, bus pass. or items neces-
sary to enjoy the event)

Naturally, “enjoying the event™ will require diferent behavior lor different events. Sometimes it
will mean sitting quietlv and listening: other times. cheering loudly for the favorite team. Though
some events, such as church and movies, have fairly standard routines. many other events have
minimal or very flexible structures. The key to enjoying events is having someone in the group
who will highlight the demands and expectations of the particular context.

Events are often seasonal or one-time-only affairs and consequently difficult to “train.” But
there is something for everyone!

ITEM 1.3.3 Attending Community Events

Al

a. Church f. Museums
b. Movies g. Exhibits and shows
Ny c. Plays/concerts/ h. Fairs and festivals
) ‘ performances i. Parks
. d. Sports events (high j. Parades
school, college, semi- k. Circus
pro, p;o, community 1. Parties and dances
Q leagues m. Scenic rides e '
EMC e. Rodeo n. 3 BEST COPY AVAILABLE
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Food

Don't feel like cooking? Enjoy a quick meal out.

Fast-lood restaurants have become part of our way o lile. Once limited to hamburgers, shakes,
and fries, fast-loo¢ establishments now offer an astonishing arrav o! cuisines. Tnev ofier
breakias:, lJunch. ano dinner—ancd. of Course, snacks.

Activire includes:

e Prepanng to go (checking appear- e Paving for purchase
ance; getting money and other neces- ¢  Carrving food to empty tabie
sarv materials) e Eaung
e Traveling to restaurant e Cieaning up
®

e Entering Traveling home‘to next activity

e Placing the order

Fast-{ooc restaurants are evenvwhere . ., and they are difierent. You will need to decide which
restaurants and which jocations will be used. It will be necessany 1o devise 2 system jor travel to
each location. and to diflerentiate where one might walk or would need to be driven. The order of
the routine may vary (in one vou may get food and then pay while in another the order is
reversed). so it is important that the trainer be familiar witn the training sites.

It is desirable to maximize choice in this activity by devising a strategy that permits the
individual to select the particular restaurant and his or her own mea!. Several ways to adapt
difficult steps of this activity support the participation of peopie¢ with disabilities:

Use menu cards that picture the individual items availabie at the restaurant and their cost
(rounded up to include tax if applicable).

Use a calculator and a “Can / Aford It7” strategy for budgeting. The cost of the target meal
can be added up and the necessary amount of monev packaged prior to leaving for the
restacranl. The menu cards themselves can double as communication cards in the
restaurant.

Use a next-dollar swategy to pav for the purchase.

ITEM 2-2-1 Using Fast-Food Restaurants

Dining out. One of life’s pleasures . . . and
something we have come to associate with quality of life.

Activiry includes:

® Traveling to restaurant
e Entering

Paying for meal (and tipping!)
Traveiing home/to next activity

® Preparing to go (checking appearance; o Waiting to be seated
gathering necessary materials; select- ¢ Ordering
ing restaurant; and so on) e Eating
®
®

Reservations are necessary at many restaurants. so it is important to know vour dining
establishments! }! reservations are made in advance. it will be necessary to record the date‘time
on the individual's schedule or sel{-monitoring system.

Unlike fasi-food establishments. patrons of sit-down restaurants are expected to leave a tip. so
sorhe strategv will be necessany to determine the size of the tip. Asking another patron to suggest
an amount or requesting that the waiter compute a 15% gratuity on the bill are but two alternatives.

Estabiishing the particular restaurants an individual is to patronize regulariy makes it possible
lo devejop training materials to {acilitate choice and budgeting.

ITEM 2-2-2 Using a Sit-Down Restaurant
Mote: This acuivin can be combined with ITEM 2.1.1: Using Restrooms.

Somewhere between fast food and four-star food is the cafeteria.

Tne caleteria is an establishmen: in most schools and many businesses. I cajeteria-style
eateries are commonpiace in your community. it might be wise 1o know their ruies’

Activity inciudes:

e Prepanng 10 o (checking appearance: o Selecting food items
getting money anc other necessary @ Paving for purchases SOOI
materials) e Transporting tray to table Eat. drink anc be mern.,
e Traveling to caieteria ® Ealing for tomorrou ve diel.
® Joining enc of the line e (Cleaning up Lewis C. Henny
® Getting 2 tray. utensiis, and other e Traveling home‘1o nex: activicy ONC AN WA

materials

Perhaps the greatest danger of a caleteriz is selecting more than vou can eat ... or pay for! This
can be handied by using menu cards 1o select items in advance from an array of items availebie,
or Dy using a calculator anc 2 cumulative subtraction strategy as You move through the line.

Tnose individuals who have difiiculty carrving a trav will need 2 ciear system for reguesting
assistance.
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the headiines 1s quite normal.

Activinv includes:

® Selecting a paper-magazine book

® Finding a place to sit

¢ Orienting the material (right side up
please!)

¢ Looking at the material: turning pages
as necessary

sports. weather. leisure events).

Y e O

e o,

Aclivity includes:

¢ Locating cassette plaver
® Selecting a tape

® Inserting tape

® Turning on player

¢ Listening to program

4
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which are portable.

g e g N g VIV N
Some men are so selfish that they
read a book or go to a concer: for
their own sinister plecsure. instead
of doing it to improve social con-
ditions. as the good citizen does
when drinking cockiails or playing
bridge.

Jacgues Barzun

Y
BEST COPY AVAILABLE

For some individuals. training may focus on locating sections or information of interest (e.g..

There are many opportunities to use this activity: at home. in the school or community librany,
in the doctor’s waiting room. or in the break room. Time is flexible and cost minimal.
This can be an excellent way to respond to an individual's special interest areas.

ITEM 14-1 Reading Newspapers/Magazines/Books

Note: This activin: can be niceh combined with ITEM ]-3-2: Using the Library. and reading
materials con be purchased as part of [TEM 2.3-1: Purchasing Personal ltems.

Allyou need s a collection of tapes and a tape player. Players come in various {ormats. many of

ITEM 14.-3 Using a Cassette Player

Media

Newspapers, magazines, and books are a common way of
getting information and keeping up to date with the world around us.

You need not be a proficient reader to enjoy this activity-. Just looking a! pictures or scanning

¢ Returning paper/magazine book to orig-
inal location .
¢ Continuing to next activity

The newspapers! Sir. they are the most viliainuus—licentious—aboMINGgbiew—
informal—anot that | ever read them—ano—I make it a rule never to look into g
newspaper.

Richard B. Sheridan
L2 g g e N e N W W V.

What would life be without music?
Or news? Don't force yourself to find out.

The radio is a readily available and inexpensive form of entertainment.

Activity includes:

® Locating radio

® Turning on equipment
® Adjusting the volume
® Selecting a station

Listening to program
Turning ofl equipment
Returning radio to storage
Continuing to next activity

Participation requires a radio—nothing more! And there is no limit on how long vou can enjoy
listening!

A small portable radio with headphones may be used to eliminate the monotony of work or
exercise routines.

ITEM 14-2 Listening to the Radio

Music without the worry of records! Part of today’s youth culture.

Changing tape as necessarvidesired
Turning olf player

Returning tape(s) and plaver 1o storage
Continuing to next activity

Reading without books—enjoy a good story without Straining yvour eves!

You can be entertained by a good story while walking. riding in a car. or just relaxing.

This variation of using 2 tape playver is available simply by purchasing books on tape rather
than music.

These cassettes are availabie at bookstores or from the American Printing House for the Blind,
1839 Frankturt Ave.. Louisville. KY 40205 (302) 895-2406.

Books on tape and tape players are also available free of charge to qualified individuals
through the Library of Congress. Library for the Blind and Physically Handicapped. Check vour
phone book for a jocal branch.

ITEM 144 Listening to Talking Books

Note: Individuals who enjoy plaving records or tapes may want to consider related activities sych
as checking out records or tapes from the library (ITEM 1-3-2: Using the Library) or buying
additional records or tapes (ITEM 2-3-1: Purchesing Personal ltems).

r,oee
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/ Developing Friendshlps \

Friends are important to all of us. We each know that we just can’t make it alone. We
. need the assistance, encouragement, and love o family. spouse. or Iriends. Individuals with
disabilities are no exceptions. .

Unfortunately, individuals with disabilities often have limited social networks. Their
contacts are too often limited to other peopie with disabilities or to people who are paic
caregivers (teachers, aides, group home providers. or attendants). Individualized planning
meelings provide a natural time to think about what we can do to help people with
disabilities make friends and expand that importan: social network.

The research literature on friendship has identified several factors that influence
whether people become friends.

1. Opportunities to interact. Obviously folks can’t very well become friends unless they
have regular opportunities to interact and get to know each other. By selecting activity
goals that put people with disabilities in regular contact with a social group. you are
helping to build the basis for friendships.

2, Image of similariry. People are more likely to develop friendships with others who have
shared interests and experiences. Selecting activities that are age appropriate and that
take advantage of the opportunities available in a community highlights similarities
between a person with a severe disability and his or her nonhandicapped peers. Doing
things together builds a shared history and demonstrates shared interests.

3. Competence. People are more likely to become friends wher they have the skills to
initiate and sustain interactions. Concentrating on the social components of target
activities will help build socia! competence for future encounters. In addition. having
something to do together—going to a sporting event or to the corner calé for colfee and’
a donui—represents another important form of competence basic to Iriendships.

Friendships don't develop in a vacuum but in the context o! daily activities. While
“having friends” is not an activity you can order from The Activities Catalog. you can
" increase the probability of friendships through the selection of activities that will provide
the context.
lf you are interested in a description of the kind of friendships that are possible between
individuals with severe disabilities and folks without apparent handicaps. see the article
entitied “Friendships and Our Children™ by Jeff and Cindy Strully in the Journal of the

@ciau‘on for Persons with Severe Handicaps (1985. 16, pp. 224-227). J

Sauna. Hot Tub. Whirlpool. Steam Room.

Once hard to find. these methods of relaxation are now common {eatures in most gymnasiums,
health clubs. and YMCAs.

Time in a spa is a great way (o finish off a hard day of work or a weli-fought game. Nothing, but
nothing. erases the cares of the day or eases tired muscles like heat.

Activiry includes:
¢ Gathering necessary materials (towel, @ Using whirlpool‘steam room/hot tub’
suit, pass. etc.) sauna
e Traveling to whirlpool’steamroom’ Showering
sauna’hot tub Changing into street clothes
¢ Locating locker room/changing area Gathering materials
¢ Changing out of street clothes (anc Traveling home’to next activity
into suit or towe] as desired-as appro-
priate)

Access 10 spas may require club memberships or fees. Prices wili vary. Call ahead to determine
hours. cost. and whether towels and lockers are provided.

ITEM 1-54 Using a Whirlpool/Steam Room/Hot Tub/Sauna

Get a perfect tan with-—or without—the sun!

No doub: about it. A tan makes vou look znd leel gooc. And with today’s technoiogy. there's nc
reason 1o be pale. But don’t overdo it!

Sunbazthing is tree...but requires the cooperation of the weather. Using 2 tanning salon
ensures sun when vou want it. The cost 0! tanning sessions will vary. Singie sessions and
packages are available. Call around 10 get the best price.

Activiry includes:

¢ Gathering necessary materizis (1owel. ¢ Tanning
sunglasses. and sunscreen} e Changing into stree: clothes
e Travehing to salon‘pool'appropriaie e Traveling homeo nex: activiay
‘ location
e ¢ Changing out of street ciothes (and
into suit)

Spas or salons will supervise the length of the tanning sessions. and will often suppiy toweis.
) screens. and moisturizers.
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Reach out and touch someone.

Not a bac idea. Calling nearby friends or family is an easy. inexpensive way' to stay in touch,
make plans. or relieve the boredom of the moment.
The activity of making calls includes:

® Locatung telephone ® Saying goodbye

s Dialing number ® Hanging up

® Saving hellorequesting target person e Continuing to next activty
¢ Talking/leaving message

Things haven't been the same since the fashion industry and high tech hit the telephone
industry. Phones come in a staggering variety of sizes, shapes. and stvles. Knowing how to
operate one phone is no guarantee that you will be able to operate the next phone as easily!
Consequently. effective training will require a careful review of the actual phones that will be
available and a general case program 10 ensure the individual jearning of a generalized skill.
Training should focus on both making and receiving calls.

A personalized picture directory of frequentiy called people and numbers will eliminate the
need to remember numbers or to struggle with the phone book.

The activity of receiving calls includes:

® Locating phone ® Saying goodbye
e Picking up receiver e Hanging up
s Saying hello ® Continuing 10 next activty

® Responding to caller

There are many different ways of taking a message if a caller asks for someone who is not
available 10 come to the phone. Strategies include writing trom dictation. using a check-off form
similar to those in use in many offices. turning on a tape recorder 10 record the message, or
simply instructing the caller 1o “call 2gain, please.” The strategy should be determined prior to
:eginer;’inlgd.unining. and should. of course, consider individual skills and the preferences of the

ouseho

ITEM 1-5-1 Talking with Friends/Family on the Telephone
a. Making calls
b. Recelving calls
Note: For further information, see Horner, R. H.. Williams, J. A., & Steveley, J. D. (in press).

Acquisition of generalized telephone use by students with severe mental retardation. Journal of
Applied Research in Mental Retardation
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Liberty is being free from the things we don'l like in order 1o be
siaves of the things we do like.
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A stroll down the block. A cross-country ﬂi_ght. .
Do what it takes to keep in touch with family and friends.

In today's mobile society it takes eflort and planning to maintain the social network that :s 50
vital to each one of us. Visiting is 2 way to reach out. to expand horizons. to be on our own. Visits
away from home are an important step in growing up.

Activity includes: . )

e Making arrangements for visit (estab-  ® Trayghng to target home/location

lishing date, time, means of transpor-  © Visiting o
tation, etc.) e Traveling home/to next activity

e Gathering necessary matesials (e.g-

clothing. money, gifts)

Naturally, transportation to and {rom visits can often be pr.ovided by 1amil3{ or friends, thus
eliminating the need to train walking or bus routes. When walking or mass transit are the method
ol choice. sequenced picture cards can provide a clear reminder of the correct route. 'For
Jong-distance trips by bus. train. or plane, preparations will be more extensive and more detailed
provisions made to ensure supervision and assistance as necessary along the way.

ITEM 1-5-3 Visiting Family/Friends
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Personal Business

Managing your own schedule is
perhaps the ultimate expectation of independence.

' A personal schedule allows vou to manage vour time without necessarily having to tell time.
There are many ways 10 design a schedule to match the needs and skills of the user. A daily
schedule can detail the morning routine, the schedule of tasks at work or school. and chores
assigned at home. A weekly calendar can display appointments. special or nonrecurring tasks. or
those activities scheduled less than once a2 week. .

Individuals can assist in the selection and scheduling of leisure and personal management
activities.

Schedules for home-based activities can be prepared weekly or adjusted each night for the
following day. The schedule for work or school must. of course. be developed by peopie in those
settings. Competent performance will be enhanced i! a standard format is used across
environments.

A picture of a clock face can designate when something is to be done and pictures or logos can
replace written words to describe what should be done.

Activity includes:

o Locating personal schedule e Perlorming target activity
® Matching time on clock to time on e Continuing to next activity
schedule

® |dentifying activity associated with
designated time
ITEM 2+4-1 Managing a Personal Schedule

Note: For procedures 10 teach self-monitoring. see Sprague, J.. Mix. M.. Wilcox. B.. Stver,C. &
Biber, E. (1983). Available from the Speciaiized Training Program, 135 College of Education,
University of Oregon, Eugene, OR 97405.

Checks are both safer than cash and a necessity of modern life.

it you have an income or if you spend money. vou probably need a checking account. Deciding
where to bank is a matter of convenience and available services. The one-time-only task of
opening an account is something that can be delegated to a family member/advocate.

" Making o deposit includes:
R

¢ QGathering necessary materials (check- ® Endorsing check if necessary
book. cash and/or check) e Submitting money/check to teller

® Traveling to bank e Balancing account

® Compieting deposit slip ® Returmning home/to next activity

Making o withdrowal includes:

® QGathering necessary materials (check- e Submitting check to cashier

*  book. purseswallet) ® Receiving money

® Traveling to bank e Balancing account

® Writing a check ® Returning home/to next activity

Writing a check includes:

® Gathering necessary materials ® Balancing account

® Filling out check o Continuing to next activity

Competence on this activity is increased if there is intensive discrimination training on
whether a situation requires deposit or withdrawal or can be handled by writing a check

Many adaptations of this activity are possible for students who lack the academic skills
typically associated with banking. For example, an advocate can complete the check/deposit slip
and the individual can either copy the information or can simply authorize the transaction.
Individuals who cannot sign their name may use a sign or a name stamp. Balancing the
account—which can be done by a friend or with the aid of a pocket calculator—can be

- . completed at the time of the transaction or at some later time.

ITEM 24.2 Using a Checking Account
a. Making deposits
b. Making withdrawals
c. Writing checks

Maintaining a savings account is an —savinee
ideal way to.prepare for a rainv day.

After some initia} assistance in opening the account, the rest is easy.
Making a deposit includes:
L ]

R

Gathering necessary materials (bank e Submitting deposit slip and money/ r— : \
. . book.money or check to be deposited. check 1o tgellerp ’ 'U’llt'lw'.'.l.'d'.‘w‘ﬂ“-.é\"/ 24
" ee) * Balancing account I H” “ i “ H RSS2
:) rave!lng to bank * Continuing to next activity I \t ~~ '
-ompieting deposit slip e Q=
ERIC ‘ . 3
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Cering for dirty clothing ttems will be structured by the larger household routine. individuals
may be asked to put dirty clothes in a laundry bag in their own room or to deposit them in a
central hamper i1n the bathroom or a laundry area.

The material and equipment requirements of this activity will depend on the particular
elements selected. There is a remendous range in product packaging and equipment style that
may allect individual performance, so consider options carefully before making a choice.

- &gicture seli-monitoring svsiem is helpiul in defining the elements of the moming routine and
Qcing them for logical completion. :

“1TeM 2-1-6 Completing Morning Routine

a. Brushing teeth i.  Using rollers/curling
b. Using deodorant/anti. iron/etc.

perspirant k. Using mouthwash
c. Shaving 1.  Using cologne/perfume/
d. Taking a bath powder
e. Taking a shower m. Using makeup
f. Washing faceand hands n. Shavinglegsandunder-
g. Washing hair arms
h. Blow drying hair o. Caringfordirtyclothing
j.  Flossing

Note: This activity may be coordinated with ITEM 2-3-1: Purchasing Personal ltems. The planning
team should reuiew this activity and I[TEM 2-1-7: Completing Evening Routine 1o ensure that all
necessary personal hvgiene elements are included in one activity or the other.

As each day begins, so it must end.

There is a tremendous variation in evening routine. Choose elements that were notincludedin
the moming routine or those that make Sense 10 repeat because of preference or personal
hygiene needs.

Use picture self-monitoring cards to define and structure the routine.

ITEM 2.1.7 Completing Evening Routine may include:
a. Brushing teeth g. Flossing
b. Usingdeodorant/ h. Using rollers/curling

antiperspirant iron/etc.
c. Taking a bath i. Shaving legs and
d. Taking a shower underarms
4 ' e. Washing hair j. Caring fordirty clothing
‘;'::".. f. Blow drying hair

/ Good Simulations

Simulations—training in a situation that is not the natural environment—can be used
to provide extra practice on difficult steps of an activity or to provide more control for a
trainer than would be possible in the natural setting itself.

The effectiveness of a simulation should always be judged by how well it improves
performance in the natural environment.

Good simulations: 1) incorporate the same stimuli that should control behavior in the
natural environment, 2) have the person practice a response that is similar in form to the
response required in the natural setting, and 3) are always combined with training in at least
one natural setting.

For more information about designing simulations, see: )

Albin, R. W., McDonnell, J. J., & Wilcox, B. (1967). Designing interventions to meet

activity goals. In B. Wilcox & G.T. Bellamy.A comprehensive guide to The Activilies
Catalog: An alternative curriculum for youth and adults with severe disabilities
\ (pp. 63-88). Baltimore: Paul H. Brookes Publishing Co.

Q

ERIC Ju 39 BEST COPY AVAILABLE



@ IvV. EValuatlons & Forms
. .' . . N . N 4 . i /’ ' . . . ) . | . k
3 - o Peer Buddy Class Schedule Form
‘ - . _o"“ : Record of Peer Buddy Experlences : T S . .
Peer Buddy Evaluanon Form
Peer Buddy Observatlon Schedule - SO
. - : : ST : . i
) 5 B : ;i? bR . '.}
“ A " v \ ’
N - a{. .. - o ".
. ‘

. . . . . ’
Aruitoxt provided by Eic . - . . L .



PEER BUDDY CLASS SCHEDULE

. ‘ Name:

Fall Semester

Clubs: Meeting time:

PLEASE INCLUDE THE COURSE, TEACHER AND ROOM NUMBER (IF POSSIBLE)

Monday Tuesday Wednesday Thursday Friday

T« N LY, T O N B UV B S

-.

Spring Semester

Clubs: Meeting time:
Monday Tuesday Wednesday Thursday Friday
1
2
3
4
5
6
1 _J—
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RECORD OF PEER BUDDY EXPERIENCES

As part of the course requirements, you are expected to complete a daily journal
regarding your experiences as a peer buddy.

Completing Your Log:
In your daily log you may want to include your feelings, what you did with your

special education partner, behavioral observations of your partner, what you enjoyed, what
you did not enjoy, or any other important or relevant information.

Sample:
Date: 1/10/94
Activity: Went to the library

Reflections: Today, Sarah and I went to the library to check out books. It took us a while to
get there because Sarah kept stopping and talking to people in the hallway.
Sarah seemed to enjoy being in the library looking at the magazines. She
smiled and laughed while we looked through them. I am starting to feel more
comfortable with Sarah and had a fun day today.



RECORD OF PEER BUDDY EXPERIENCES
Peer Buddy Study Partner

A daily record of your hours, activities, and reflections of experiences.

‘. Date:

Activity:

Reflections:

Date:

Activity:

Reflections:

Date:

Activity:

, Reflections:

Date:

Activity:

Reflections:

Date:

Activity:

Reflections:




Peer Buddy Observation and Evaluation Form

Peer Buddy: ' Partner:

~-g'eachers Date:

Always _ Often Sometimes _Seldom _ Never

A. Peer Buddy Characteristics:

1. Dependable and helpful 5 4 3 2 1

2. Shows positive attitude 5 4 3 2 1

3. Starts on ﬁfne 5 4 3 2 1

- 4, Uses time wisely 5 4 3 2 1

5. Completes assignments 5 4 3 2 1

6. Initiates activities independently 5 4 3 2 1

7. Has good rapport with partner _ 5 4 3 2 1

8. Uses reinforcement effectively 5 4 3 2 1

’9. Seeks help if needed 5 4 3 2., 1
gt 10. Has completed assignments in manual 5 4 3 2 1

B. Activity and instructional and/or motivational strategies used:

C. Teacher recommendations:

D. Additional Comments:

;_“cher _ Peer Buddy

e

Evaluation reviewed together on:

Date
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Peer Buddy Observation Schedule

T Peer Buddy/Period

Observations
Dates/Comments

Evaluation & Feedback Sessions
Dates/Comments
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CURRENT TRENDS AND ISSUES

Bob Dylan could have written his song “The Times They are A-Changin’” for the field
of special education. Special education has a rich history of controversy and change. In fact,
controversy and change are what make the teaching and study of people with disabilities so
challenging and exciting. The 1980's and 1990°s have seen especially dramatic changes in the
education of people with disabilities, and current thinking indicates that the field is poised for
still more changes.

Integration

Integration, sometimes referred to as mainstreaming, involves the movement of people
with disabilities from institutions to community living, from special schools to regular public
schools, from special classes to regular classes. As a broadly supported social issue,
integration began in the 1960's and is going stronger than ever today. In the 1960's and
1970's, champions of integration were proud of the fact that they were able to reduce the
number of people with disabilities residing in institutions and the number of special education
students attending special schools and special self-contained classes. Some of today’s more
radical proponents of integration, however, will not be satisfied until virtually all institutions,
special schools, and special classes are eliminated. They propose that all students with
disabilities be educated in regular classes. And even today’s more conservative advocates of
integration are recommending a much greater degree of interaction between students with and
without disabilities that was ever dreamed of by most special educators in the 1960's and
1970's.

Normalization

A philosophicai belief in special education that every individual, including those with
the most severe disabilities, should have an educational and living environment as close to
normal as possible.

Adapted from Exceptional Children: Introduction to Special Education, Hallahan
and Kauffman.
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SPECIAL EDUCATION LEGISLATION AND DEFINTTIONS

Two landmark federal laws were passed in 1990: the Individuals with Disabilities
Education Act IDEA) and Americans with Disabiliies Act (ADA). IDEA amended a 1975 law
and it ensures that all children and youth with disabilities have the right to a free appropriate
public education. ADA ensures individuals to non discriminatory treatment in other aspects of
life and provides civil rights protection in areas of employment, transportation, public
accommodations, and telecommunications.

IDEA legislation mandates that special education services be provided. Special education
services are provided at no cost to parents, are designed to mest the unique needs of the child,
and are supervised and directed by public school personnel in a seting that meets state
standards. This is called a FREE APPROPRIATE PUBLIC EDUCATION (FAPE).

WHAT?
PECIAL EDUCATION RELATED SERVICES INDIVIDUALIZED EDUCATION
SERVIC ) PROGRAM
' Related Services are provided
Special Education services are to assist the student to benefit | All services must be provided
@ cially designed instruction from special education. according to an individualized
<= ®ermined by the unique needs of Related Services include, but education program or IEP. An IEP
the student and should be as nearly are not limited to, the is a written program developed by
like the regular school program as following: the parents and the school system
possible. Special Education can . personnel and includes:
take place in a variety of settings ° Transportation
from the regular classroom to ° Hearing Services ® The type of services
hospital or home instruction. ° Vision Services ° Long-term goals for the
° Counseling Services student
° Physical Therapy ° Short-term objectives or
® Occupational Therapy intermediate steps; not daily
® Speech/Language lesson plans
Therapy ° Other services, if nezded

gapted from Step by Step, A Guide for Parents, TN Dept. of Education, Special Education
Division.

Q
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PLACEMENT MUST OCCUR IN THE LEAST RESTRICTIVE ENVIRONMENT

The special education and related services to be provided and the amount of
participation in the regular education program is called PLACEMENT. Placement must be

provided in the LEAST RESTRICTIVE ENVIRONMENT. The Least Restrictive

Environment is determined by the amount of time an eligible child spends with children who

do not have disabilities.

WHERE?

LEAST

Students should attend the
schools they would attend if
they did not have a
disability. If this is not
appropriate, the place where
student goes to school should
be as much like the regular
school and as close to
student’s home as possible.

RESTRICTIVE

The place where student
goes to school should not
separate him/her from the
regular school program or
from peers of similar
chronological age any more
than necessary.

ENVIRONMENT

Student’s school program
should be in a setting where
he/she can be with non-
disabled children as much as
possible.

. Adapted from Step by Step, A Guide for Parents, TN Dept. of Education, Special

Education Division.
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Decisions about the student’s Individualized Education Program (IEP) in the least

. . restrictive environment must be developed at a meeting of the MUL TIDISCTPLINARY TEAM
-TEA

WHO?

MULTIDISCIPLINARY TEAM

An M-Team is a group of people that mush include at least:

the parent or legal guardian

the student, when appropriate

A teacher who knows about the instructional needs of the child
The principal or someone that he/she assigns

A specialist who understands and can explain the results of the student’s
assessment (this person is only required at the initial or first meeting)

The parent, or the school system may invite other persons to attend the M-Team
meeting.

FOUR VERY IMPORTANT THINGS HAPPEN AT M-TEAM MEETINGS:

The members of the M-Team will do the following:

1. Determine if student is eligible for special education services at the time
of the initial and re-evaluation (at least every three years),

2. Develop the individualized education program' for the student,

3. Decide which special education services the student will receive, and
4. Decide if other services are essential to the educational program of the
student.

‘ Adapted from Step by Step, A Guide for Parents, TN Dept. of Education, Special
Education Division.




THE INDIVIDUALIZED EDUCATION PROGRAM (IEP)
Contents of the IEP

When the M-Team meets to develop the IEP they will discuss the following components

which will be included in the IEP:

¢)) Student’s present levels of performance;

? Annual goals expected to be achieved at the end of one year for area(s) of need;

3) Short term objectives which measure progress toward meeting the goal(s);

©)) Specific educational and related services needed;

®) A description of the amount of time, number of sessions, anticipated duration of the
service, the date the service will begin and end, and who will be responsible for
providing the service;

(6)  The type of vocational services needed and, if they aren’t needed, why such services
aren’t needed;

@) A statement of the needed transition services for student beginning at age 16 (14 or
younger, if needed) which will promote the understanding of and capability to make the
transition from "student” to "adult”;

(8)  How much time the student will participate in regular education and in special education
services provided in the regular classroom;

©® State mandated tests which the child will take during the IEP period and, if appropriate,
modifications to be made and

(10) Methods of monitoring the student’s progress at least annually, and naming the person
responsible for this monitoring.

After the M-Team has completed the IEP, the parent may request a copy of the IEP to
take home. ‘

NOTE: Some children with disabilities may need special equipment such as wheelchairs,
braces, crutches or assistive technology devices/equipment. The school system must make
arrangement, if required, in order for a child with a disability to attend and participate in schcol.
Any necessary special arrangements should be included in the child’s IEP.

Adapted from Step by Step, A Guide for Parents, TN Dept. of Education, Special
Education Division.
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MISCONCEPTIONS ABQUT EXCEPTIONAL CHILDREN

MYTH > Public schools may choose not to provide educa-
tion for some students.

FACT > Federcl legislation sgecifies that to receive federdl
funds, every school system must provide o ree, appropricte
education for every student regerdless of any disabling
condition.

MYTH > By law, the student with o disability must be
placed in the least restrictive environment (LRE). The LRE is
abways the regular classroom.

FACT > The law does require the student with o disability
to be placed in the LRE. However, the LRE s not always the
regular classroom. What the LRE does mean is that the student
shall be segregated as little as possible from home, fomily,
community, and the regulor class setting while appropriate
education is provided. In many, but not all, instances this will
mean placement in the regular classroom.

MYTH > The causes of most disabilities are known, but
) . - . .

litde is known about how to help individuals overcome or
compensate for their disabilities.

FACT > In most cases, the causes of disabilities are not
known, although progress is being made in pinpointing why
many disabilities occur. More is known about the treatment of
most disabilities than about their causes.

MYTH > People with disobilities are just like everyone else.

oTEi

FACT > First, no two people are exactly alike. People with
disabilities, just like everyone else, are unique individuals.
Most of their abilities are much like those of the “average”
person who is not considered to have a disability.
Nevertheless, a disabilily is a characteristic not shared by
most people. It is important that disabilities be recognized for
what they are, but individuals with disabilities must be seen as
having many abilities—other characteristics that they share
with the majority of people.

MYTH > A disobility is o handicap.

FACT > A discbility is an inability to do something, the
lack of a specific capacity. A handicap, on the other hand, is
a disadventage that is imposed on an individual. A disability
may or may not be a handicap, depending on the circum-
stances. For example, inability to walk is not o handicap in
learning to read, but it can be o handicap in getting into the
stands ot a ball geme. Sometimes handicaps are needlessly
imposed on people with disabilities. For example, a student
who cannot write with a pen but can use c;gpewri!er or word

proces®r would be needlessly handicapped without such
equipment,
I Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children: Introduction to

Special Education. (6th Ed.). Allyn & Bacon:

Boston, MA. p. 5.
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MISCONCEPTIONS ABOUT PERSONS WITH DISABILITIES

-

MYTH > Normalization, the philosophiccl principle that
dictctes that the means and ends of education for students
with disabilities should be s culturally normative as possible,
is a straightforward concept with little room for interpretation,

FACT > There are many discgreements pertaining to the
interpretction of the normclization principle. As just one
example, some have interpreted it to mean that gll people with
disabilities must be educcted in regular classes, whereas
others maintain that a continuum of services (residential
schools, special schools, special classes, resource rooms,
regular classes) should remain as options. ’

MYTH > Al professionals agree that technology should be
used to its fullest to aid people with disabilities.

FACT > There are some who believe that technology
should be used cautiously because it can lead people with
disabilities to become too dependent on it. Some believe that
people with disabilities can be tempted to rely on technology
rather than develop their own abilities.

MYTH > Research has established beyond o doubt that

speciol classes are ineffective and that mainstreaming is effec-
tive.

FACT > Research comparing special versus mainstream
plocement has been inconclusive because most of these studies
have been methodologically lawed. Researchers are now
focusing on finding ways of making mainstreaming work -
more effectively.

MYTH > Professianals agree that labeling people with
disabilities {e.g., retarded, blind, behavior disordered) is more
harmful than helphul. .

FACT > Some professionals maintain that labels help pro-
fessionals communicate, explain the atypical behavior of some
people with disabilities to the public, and spollight the special
needs of people with disabilities for the general public.

MYTH > People with disabilities are pleased with the way
the media portrays people with disabilities, especially when
they depict extraordinary achievements of such persons.

FACT > Some disability rights advocates are disturbed with
whot they believe are too frequent overly negative end overly
positive portrayals in the media.

MYTH > Everyone agrees that teachers in early interven-
tion programs need to assess parents as well as their children.

FACT > Some authorities are now of the opinion that,
although families are an important part of intervention pro-
gramming and should be involved in some way, special edu-
cators should center their assessment efforts primarily on the
child and not the parents.

MYTH > Everyone agrees that good early childhood pro-
gramming for students with disabilities should follow the same
guidelines as that for nondisabled preschoolers.

FACT > There is considerable disagreement about whether
early intervention programming for children with disabilities
should be child-directed, as is typical of regular preschool
progroms, or should be more teacher-directed.

MYTH > Professionals agree that all students with disabili-
ties in secondary school should be given a curriculum focused
on vocational preparation. ’

Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children:
.. @ Special Education. (6th EJ.). Allyn & Bacon:

J L

FACT > Professionals are in conflict over how much voca-
tional versus academic instruction students with mild disabili-
ties should receive.

Introduction to

Boston, MA. p. 47.
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. Hallahan, D.P., & Kauffman, J.M. (1994). X
h Special éducation. (6th E4.). Allyn & Bacon:

PROGRESS PHOTO 8Y MaTT Gentny
Tony Hensley says he'd like to study business administra-
tion in college.

With a 3.8 grade-
point average,
Hensley is in the top
10 percent of his class,

Exceptional Children:

Young photographer focuses on
attending a more accessible UVa

The University of Virginia should be more accessible to
Tony Hensley in a couple of years,

The problem is nct academic, Right now, parts of UVa's
campus are not physically accessible for the Western
Albemarle High School senior.

Hensley was born with a musculor condition that left him
weak, and he started using a wheelchair after he was
injured in an automobile wreck.

‘I plan to attend Peidmont Virginia Community College
for two years and transfer to UVa,” he said. “With the
Americans with Disabilities Act, it should be more accessible
in a couple of years.”

In 1986, nine months ofter having two metal rods placed
in his back to help correct curvature of the spine, Hensley
was injured in a cor accident.

He wos trapped in the vehicle for 45 minutes, and his leg
was broken in three places.

Being the only senior ot WAHS in o wheelchair hes not
hindered his progress in any way, Hensley said.

The school is accessible for peaple with disabilities, he
said. And his disability is no big deal to his clossmates. He
said he gels treated the same as everyone else.

He and his 215 classmates graduate tonight at 8 p.m. in
Warrior Stadium ot the High School,

With @ 3.8 grade-point average, Hensley is in the top 10
percent of his class. He is @ member of the National Honor
Society and the French Honor Society and has won various
academic awards. Hensley loves photography and stays
busy photographing weddings and other events. He also
was hired to photegraph several senior portraits this year,

He became interested in photography while on the year
book staff ot Heritage Christian School.

Hensley drives a van and often goes on the Blue Ridge
Parkway to take photographs that he mats and sells.

He is not sure whether photography would be profitable
enough to make a living. “F'm interested in business admin-
istration,” he said. “Eventually I'd like to be o business
owner of some sort.”

Hensley lives in North Garden with his parents, John M.
and Betty Jo Hensley.

Introduction to
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Hallahan, D.P., & Kauffman, J.M. (1994)
Special Education. (6th Ed.)

CCINNI

7he most far-reaching
civil rights law since the
1960s takes effect Sunday,
promising to force the kind
of wholesale changes that
would make the American
workplace far more hospitable to workers with physical
and mental disabilities.

The new law, the second phase of the Americans With
Disabilities Act, outlines changes that companies must
make to nearly every facet of employment, from job appli-
cations and interviews, to health insurance plans, compen-
sation and work schedules—all designed to extend to the
disabled the same rights that women and minorities won
nearly three decades ago.

At many companies in the Washington area and across
the country, managers already are bending and flexing to
meet the needs of disabled workers.

Marriott Corp. uses interpreters to nelp a hearing-
impaired employee at its Bethesda headquarters under-
stand what is being said at staff meetings. A blind manager
at Nordstrom’s Pentagon City store has a scanner attached
to his computer that reproduces ordinary documents in
Braille.

In Atlantic City, owners of the Trump Castle casino
altered a blackjack table to help a dealer who uses a
wheelchair. And Continental Insurance, a New York-based
property and casualty company, has an enlarging device
attached to a computer so that a clerical worker with poor
vision can see her keyboard more clearly.

Since it affects all industries, and ultimately touches
millions of businesses, the act has a scope matched by few
other laws. Generally, it is being praised by businesses as
an effort to reach out to a disenfranchised segment of soci-
ety. But it also has drawn criticism from industry groups
that fear it could open the floodgates to litigation and sub-
ject businesses to large financial judgments by juries . .

The law does not state precisely what a company must
do or spend to ensure that it does not discriminate, since
what is appropriate for a commercial giant like IBM might
not be for a small retailer. What the law does require is
that employers make “reasonable accommodations” to
assure that qualified applicants with phyvsical or mental
disabilities are not discriminated against, unless the
employer can show that the accommodation would put an
"undue hardship” on its operations.

. Exceptional Chijildren:

For a large law firm, that could mean providing a reac-
er for a lawyer who is blind; for a computer company, it
could mean widening doorways or adjusting a desk’s
height to accommodate a systems analyst in a wheelchair.

The law goes well beyond traditional notions of disabil-
ity by including any person with an impairment that sub-
stantially limits a major life activity. It protects people wit~
AIDS, with cosmetic disfigurements, with dyslexia, evex
those who suffer from stress or depression if their condi-
tion is so severe as to be considered disabling by a psychia-
trist . . . . To prepare themselves for the July 26 deadline,
companies in recent weeks have been doing everything
from scrutinizing the wording of job applications to
reviewing hiring and promotion practices to ensure noth-
ing they do could be considered discriminatory.

Under the new law, for example, applicants cannot be
asked whether they have a disability, only whether they
are able to perform specific functions that are consideres
essential to a job. For emplovers, that often means dete:-
mining just exactly what are the essential functions of eacx
job.

“ls it essential for a painter in a wheelchair to be able to
reach the ceiling? Probably not, if we have a crew of 32
other painters who can do it,” said Roger Wagner, pres:-
dent of Trump Castle, which is reviewing some 600 dis-
tinct jobs to determine their essential functions.. ..

Even with the force of the act on their side, many advo-
cates for the disabled say it will be scme time before the
fortunes of that community improve significantly. The
unemployment rate among those with disabilities is esti-
mated to run as high as 60 percent and, as a result, many
lack the skills necessary to compete for jobs.

“It is a Catch-22,” said Peter Blanck, a University of
Iowa law professor who is involved in a study of persons
with disabilities. “If you haven’t been in the work force,
you won’t have the skills needed for a lot of jobs.”

The act does not mandate job quotas; it only requires
that employers hire and promote qualified candidates,
whether they have a disability or not.

To Mary Beth Chambers, a deaf employee who works
the cosmetics counter at Nordstrom’s Pentagon City store,
the struggle for equality in the work place is well worth it.

“It's not people’s fault that they’re hearing-impaired,”
said Chambers, who reads customers’ lips.

“Companies don’t know what they’re missing,” she
said. “These people are capable of doing anything, and if
they keep trying, their dreams will come true.”

SOURCE: Liz Spayd, The Washington Post, Sunday, July 26, 1992,
pp- C1, C3. © 1992, The Washing:on Post. Reprinted with
permission.
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Peer-Group Education

Although the widening world of
childhood contains hundreds of lessons
delivered by parents and teachers, young
people deliver powerful lessons to one
another, too. Small children are uncanny
about teaching each other ““the ropes” to
acceptable childhood living. For example, I
recall seven-year-old Bob McGee, with men-
tal retardation and cerebral palsy, who fell to
the floor kicking and screaming every time a
teacher tried to take off his bib. Then when
the developmental center closed down and
Bob was transferred to a special class in a

- regular public school, he had attended for

only two days before the bib came off! It takes
little imagination to know what probably
went on between him and the other students.

Teen-agers perform rich informal functions
in teaching one another what life is all about
and how they want their generation to shape
the world. Although this curriculum cannot
be found in books, teen-agers share with each

other their own . . .

values

clothing styles

meaningful slang words

sense of justice

choice of foods

hope for the future

even their anger for mistakes their elders
made before them.

(Have you forgotten?)

Until recently, many children with handi-
caps were denied peer-group interactions
with others their own age. Like victims of
apartheid, they attended‘ special schools,
rode special buses, and participated in special
recreation programs. Of course, such distinc-
tive activities had value, and there always will
be a need for some specialized programs.
Nevertheless, such utter isolation produced
tragic consequences. It placed one more
barrierin their path to the richest life possible.
Now this unfair obstacle is being lowered.

Today many preschools integrate children
with developmental disabilities into classes
with their “‘normal” peers. And what often
goes on in such settings can enlighten us all.
A documentary film, Why Be Friends, de-
scribed integrated preschools in eastern Ne-
braska. “"Normal” children spoke openly and
in unrehearsed fashion about their friends
with handicaps. One four-year-old was asked
about her relationship with a friend having
multiple handicaps. '

“What's that thing behind Carrie’s head?”

“That’s the-thing that holds her head.”

“Why does she have to have that?”

“Because then her head won’tdo anything,
but it helps her lean back a lot.” .

“How would you feel if Carrie couldn’t
come here to school?”’

“Well, then I'd go to her house.”

Experiences like these in integrated pre-
schools teach us that prejudice against per-

sons with handicaps is learned behavior. And

if prejudice can be taught by what we elders
say (or fail to say), then tolerance, respect,
and love for those with disabilities can be
taught, too.

Forward-thinking public schools recognize
the power of peer-group education. Dr. Lou
Brown from the University of Wisconsin,
which has close training relationships with
the Madison Metropolitan School District,
gave a touching rationale for such involve-
ments at one of the symposiums on the
United Nations’ International Year of the
Child (1979). He felt that neighborhood
children should relate to students with even
severe and profound handicapping con-
ditions.

Children with severe and profound handi-

caps need to be in regular schools, too. This

interaction between these handicapped stu-
dents and other students is utterly remark-
able. And why not? After all, the future

parents of such handicapped children are in
the schools today. And what kind of
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attitudes, values and expectations will such
parents need? Also, future doctors, teachers,
lawyers, policemen and ministers are in the
schools, too. They need to grow up with
such children so they will understand them
and not reject them. Therefore, we are
making conscious and systematic attempts
to make sure that every student has some
kind of interaction with such handicapped
people. And in some schools I work closely
with, we train regular students to handle

seizures in school . . . to work with handi-
capped students at recess, in the gym and
the swimming pool . . . to hire out as baby

sitters for handicapped children . . . to help
some learn to ride the bus ... to wheel
students in wheelchairs to and from school.
In many cases, regular students receive class
credit for their involvements with handi-
capped persons. These students have be-

come so attracted to one another, we can’t
keep them apart.?

Harold Howe II, the former United States
Commissioner of Education and present vice
president of Education and Research at the
Ford Foundation, believes strongly that peer-
group education will become a new way of
life in public schools by AD. 2024. He stated,
“What the schools increasingly reward is not
the student’s own achievement but his
contribution to the achievement of others.
And the higher his own attainments in
learning, the more he is expected to do in
helping others to learn.”"? -

It will happen. We can slow it down,
however, as long as we keep people with
handicaps apart from the rest of us.

Consider These Options

® Become interested in remarkable relationships between persons with handicaps and
so-called normal persons in your neighborhood. They form the stuff books and speeches

are made of. I make a living from such happenings—maybe you can observe relationships
worth writing or talking about, too.

® Know that life becomes exciting and the world moves forward when people with
individual differences understand and accept each other. After all, when we associate only

with those who think like we do, act like we do, dress like we do, talk like we do—well, it
can get downright boring.

® Watch your local public schools. Every time you see them develop a program that even
smells like peer-group education involving persons with handicaps, reinforce them. Send
written thank yous. Submit letters to editors. Thank the persons responsible personally.
Even hug them and kiss them, if you can get away with it.

¢ Know that peer-group education is a coming way of life. It is coming. It is up to us to
develop detailed responses that will help it along.

- Robert Perske, ed., The Child with Retardation—The Adult of Tomorrow: An International Year of the Child Report

Sponsored by the International League of Societies for the Mentally Handiczpped and the Association for Retarded Citizens

(Arlingzon, Tex.: ARC-National Headquarters, 1980).
- Harold Howe, “Report to the President of the United States from the Chairman of the White House Conference on

Education, August 1, 2024,” Saturday Review World (August 24, 1974).
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This brochure is produced as a service of
the Coalition for Tennesseans with
Disabilities, an organization funded with
grants from the Tennessee Developmental
Disabilities Planning Council.

The Coalition is a statewide alliance of
disability-related advocacy, planning,
service provider, and professional .
organizations. :

The Coalition's mission is to ensure that all
adults and children with disabilities and
their families have full access to integrated
community-based services that reflect
natural patterns of everyday living.

COALITION

for Tennesseans with Disabilities

2416 Twenty-first Avenue South
Suite 206
Nashville, TN 37212
phone: 615-297-38193
fax: 615-292-1740
art by Brian Hull
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Times have changed for people with diséb.ilities_...:.-{

Life for most people with mental or physical
disabilities is vastly improved over what it
was twenty or thirty years ago.

Federal and state laws now assure that
people with disabilities have the same basic
rights as people without disabilities. Im- .
plementation of the Americans. with Disabili=
ties Act will further extend and guarantee ™
these civil rights. '

Some things have been slower to change;
namely, attitudes and perceptions about
people with disabilities. Ignorance and
discrimination can be serious impediments
to achieving integration, productivity, and '
independence for people with disabilities.

60
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..but language jla'gg‘ rehind -

The use of outdated language and words
to describe people with disabilities
contributes greatly to perpetuating old
stereotypes. No longer should we view
people with disabilities as helpless or tragi.
victims. ' -

Awareness is the first step toward
correcting this injustice. If public opinion
about people with disabilities is to be .
brought up to date, the public needs to he
and learn to use appropriate language.

it is especially important for the media,
elected officials, public speakers, and
others in leadership positions to portray
people with disabiltties sensitively and
realistically.

This brochure is intended as a guide to
using descriptive words and language whi
talking to or about people with disabilities.
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Guidelines for Talking about Disability

1. Do not refer to a person’s disability
unless it is relevant.

2. Use “disability” rather than “handicap”™ .
to refer to a person’s-disability.
It is okay to use “*handicap” to describe
accessibility accommodations, such as
handicap parking; but it is better to use
“accessible” in those instances. It is also
okay to say that a person is handicapped
“by obstacles, such as architectural barriers
or the attitudes of ignorant or insensitive
people. Never use “cripple/crippled” in any
reference to disability.

3. Whenreferring to a person’s disability,
try to use “people first” language.

In other words, it is better to say “person
with a disability” or “man who has autism™
rather than “a disabled person” or “an
autistic man,” particularly in a first
reference.

4. Avoid referring to people with
disabilities as “the disabled, the deaf,
epileptics, the retarded, a

quadraplegic,” etc. Descriptive terms
should be used as adjectives, not as nouns.

. 5. Avoid negative or sensational '
descriptions of a person’s disability.
Don't say “suffers from,” “a victim of,” or
“afflicted with.” Don't refer to people with
disabilities as “patients” unless they are
receiving treatment in a medical facility.
Never say “invalid.” These portrayals elicit
unwanted sympathy, or worse, pity toward
individuals with disabilities. Respect and
acceptance is what people with disabilities
would rather have.

6.Don’tportray peoplewith disabilities
overly courageous, brave, special, or
superhuman. This implies that it is unus
for people with disabifities to have talents
skills.

7.Don’t use “nomal” to describe
people who don’t have disabilities. |t
better to say “people without disabilities «
“typical,” if'necessary to make
comparisons,

8. Never say “wheelchair-bound” or
“confined to a wheelchair.” People wh
use mobility or adaptive equipment are, if
anything, afforded freedom and access th
otherwise would be denied them.

9. Never assume that a person with a
communication disorder (speech
impediment, hearing loss, motor
impairment) also has a cognitive
disability, such as mental retardation.
On the other hand, people with mental
retardation oftentimes speak well.
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Rules for Appropriate Language

USE

AVOID

person with a disability / has a disability
person with disabilities / have disabilities

the disabled / the handicapped

- invalids, patients

crippled, deformed, defective (NEVER)

people without disabilities
typical person
non-disabled people (less preferred)

normal, healthy, able-bodied

wheelchair user / uses a wheelchair

wheelchair-bound / confined to a wheelchair

congenital disability / birth anomaly

birth defect / affliction

has cerebral palsy (CP) or other condition

a victim of cerebral palsy

has had polio / experienced polio
has a disability as a result of polio

suffers from polio / afflicted with polio
post-polios (as a noun referring to people)

people who have mental retardation (MR)
person with mental retardation
mentally retarded person (less preferred)

the mentally retarded / mentally deficient
a retardate / a retard (NEVER)
a feeble-minded person

child with a developmental delay (DD)
person with a developmental disability

person with Down Syndrome

the Down’s person / Mongoloid (NEVER)

person who has epilepsy
people with seizure disorders
seizure / epileptic episode or event

the epileptic (to describe a person)
the epileptics (to describe people)
fits / epileptic fits

people who have mental illness
person with a mental or emotional disorder

the mentally ill
crazy, psycho, mental case (NEVER)

people who are blind / visually impaired
person who is deaf / hearing impaired

the blind / blind as a bat (NEVER)
the deaf / the hard of hearing
deaf-mute / deaf and dumb (NEVER)

speech or communication disability

’.).
;‘-' ' PEER TUTORING/PEERBUDD. Y/APPRLANG.RUL
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y TASK ANALYSIS

What is task analysis?

Task analysis is the process of breaking down a complex behavior into component parts. |
You determine what steps make up the task and in what order they must be performed.

Why do you do it?

It is the basis for teaching complex skills. It makes it easier to learn, to build from simple
steps to the final complex behavior. It becomes easy to replicate.

How do you do it?
A. Pinpoint the terminal behavior. What is the skill or task you want to teach?

The scope of the main task should be limited. For example, the terminal behavior
may be sharpening a pencil.

B. Observe someone performing the skill or perform it yourself.
C. List the necessary prerequisite skills; list the component skills in sequence.
Example:

Pick up a pencil with dulled point.

Insert correct end into sharpener.

Grasp handle of sharpener.

Rotate handle several times.

Remove pencil and check point for sharpness.
Reinsert pencil and repeat process if point is still dull.

A o a

On the following page is an example of a task analysis for writing a check. There is also a blank
form to use in developing your own task analysis of a skill you want to teach.

vt b4




'HIS IS AN EXAMPLE OF ONE STUDENT'S TASK ANALYSIS FOR WRITING A
HECK. EACH STUDENT'S TASK ANALYSIS MAY VARY.

V.- Data Collection Sheet
‘arme KZY: + = Independent
omealn_Community/Domestic/lelsure/Vocational V = Verbal Prompt
HH_Write a check M = Modeled

- = Physical Assist

/‘
(A )
Tzsk Analvsis of Skill \ 7 pd

_complete date - numerically | — \ %
>_comnlete "Pav To" ' ' / ), zl

VX

_write amount numericallyv .

: ' ‘Tite armount in words 3 /Y

¥7%en check A / 1|

—_record check number in recister

__record date {n recister \ {\

. record pavee in register s \’
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Levels of Instructional Assistance

You will decrease the level of assistance you give as your partner demonstrates
competence on each skill or subskill.

. Verbal cue and physical assistance. “Do it with me.”

You give a verbal direction and physically guide your partner through the
entire task.

. Verbal cue and partial physical assistance. “You doit.”

Give a verbal direction while directing your partner with small physical
prompts.

. Verbal cue and model. “Watch me.”

You model the behavior while giving the verbal direction.

. Verbal cue only. “Listen carefully.”

You sit beside your partner and only give verbal directions.

. No assistance is necessary.

Your partner completes the task independently .
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How to Handle Inappropriate Displays of Affection

It is important to remember that students with disabilities have the same feelings and

urges as their fellow high school students. They watch the movies and television shows that

demonstrate various ways affection is displayed. However, some students have not been

given the opportunity to learn how to display their feelings appropriately. Therefore you, as

a peer tutor, may need to help provide guidance and feedback as to what behavior is

acceptable and what is unacceptable. Here are some suggestions:

E 3

If you are ever in a situation in which you feel uncomfortable and are not sure how to
handle it, bring it to the teacher’s attention immediately.

If a student is behaving in a way that makes you uncomfortable, it is best to address
the problem directly. Feel free to tell the student that you are seeing someone or that
you only want to be friends. Handle the situation as you would if the student did not
have a disability. Ignoring the problem can send the wrong message and end up
encouraging the student’s affection.

After directly addressing the behavior, redirection is the next thing to do. Direct the
student’s attention back to the task at hand. If the student is working, he/she can’t be
displaying the inappropriate behavior.

Always inform the teacher of any situations that may arise. Often the teacher is
already working with the student on displaying affection appropriately and can give
you guidelines on how to handle the student’s behavior.

Above all, you need to feel comfortable around the student. By addressing any

behaviors that make you feel otherwise, you not only help improve your own peer tutoring

experience, you will also help the student leam social skills that will help them throughout

life.

sfection. pbp
July 21, 1997
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Introduction to Behavior Management

This section will introduce you to the principles of behavior management. In particular, it
will explain how to teach behaviors through reinforcement or reward. This is a very deliberate
and systematic method of selecting a specific behavior which you want to influence or modify, and
then developing a plan of reinforcement for doing it. You don’t try to change the person. Rather,
you change some of the individual’s behaviors in a positive direction. The goal is individuals who
can eventually reinforce themselves for their behavior through their own inner controls,
individuals who are self-directed.

Using positive reinforcement to increase a desired behavior is not new or mysterious. We
are all influenced by it. Here are some examples of where it is used:

1. Itis used in business and industry where workers are reinforced, or rewarded for their
efforts by increased salaries, promotions, incentives. These are the rewards that increase the

worker’s efforts to be more and more productive.

2. Itis used in school where students are rewarded for their efforts by stars, grades,
promotions, and their efforts are thereby reinforced.

3. Itis used in grocery stores where buyers are reinforced for buying there on double
coupon days.

Reinforcement: The basic tool for modifying or influencing behavior.

All behavior is learned, maintained, or changed by the consequences or effects of that
behavior on the person. These consequences either reinforce (reward) that behavior or they fail
to reward or reinforce that behavior.

How Reinforcement Works

1. Behavior that is reinforced tends to be repeated.

The behavior is strengthened. It is repeated because the consequences of that behavior have been
rewarding or pleasing to the person and so he or she does it again in order to be pleased again by
the consequences.

Example: Johnny comes home with a picture he has made in school. He shows it to his mother

and she admires it (pleasing consequence). Johnny likes the admiration and he repeats his
behavior of showing her what he has made.
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2. Behavior that is not reinforced is not likely to be repeated. The behavior is
weakened or eliminated.

It is not repeated because the consequences for the behavior have not’been rewarding or pleasing.
Thus, the individual finds no pay-off in repeating it. He or she “learns™ that this behavior will get
him nowhere.

Example: Johnny shows his mother the picture he has made in school, but she pays no attention
toit. She ignores it (this consequence is not pleasing). Therefore, Johnny does not repeat the
behavior of showing her what her has done in school because there was no pay-off for him for
doing so.

Adapted from The Reinforcement Approach, Wittes and Radin

Principles of Behavior Management

This chapter includes excerpts from a manual teaching parents the principles of behavior
management. It was designed to help them learn effective strategies to teach their children
appropriate behaviors and decrease problem behaviors. It is a good introduction to the principles
of behavior management which we all use and are all influenced by.

Following the parent guide is a review of the principles of behavior management and some
worksheets to help you develop a behavioral program of your own.

This will give you some common strategies to use to encourage your partner to learn a
new skill or to increase the use of a particular skill or behavior. It will also give you some

strategies to use when you want to discourage or stop inappropriate behaviors.

Remember: You should first discuss any plans and concerns you may have with your
supervising teacher and develop a behavioral intervention with his or her assistance and approval.

v 11



YOUYr TedCHING
Session

Before presenting specific speech and.language skills to teach
your child, we’'ll consider some general teaching strategies. '

We’'ll emphasize Regular Teaching Sessions where you sit
down with your child each day for 10-20 minutes to carry’
out a teaching program. You will learn the behavior modifica-
tion method described in this manual best if at first you carry
out Regular Teaching Sessions. Also, your chiid will benefit
from Regular Teaching Sessions, especially when you are teach-
ing a new skill.

We will also make suggestions throughout for how you can
do /ncidental Teaching—making use of teaching opportunities
which arise during the day for /anguage stimulation. -

Ay

Read this section carefully, keeping your child in mind.
First we will discuss strategies for presenting tasks to your child
so that he will be likely to succeed. Then we will discuss how to
reward his successes, so that he will enjoy learning and will want
to try again.

To give you an idea of what a Regular Teaching session
might be like, let’s begin by looking in on Henry’s speech lesson

S BEST COPY AVAILABLE
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. one TeaCHlnG It was two o‘clock again, time for six-year-old Henry's

speech lesson. Mrs. Griffin chose this time for their
SeSS|on 20-minute practice session because Henry would have had
time to unwind from his morning class, and the other
children would not yet be home from school.

She quickly cleared the kitchen table and removed
all of Henry’s toys from the kitchen. She set up a chair
for him, with its back to the room so that he was facing
away from distractions. Then she brought Henry into the
room. They began first with an exercise to teach Henry
how to follow directions. This receptive language exercise
was one of several programs in Mrs. Griffin's total teach-
ing plan for Henry.

“OK, Henry, ready?”’ _

Henry sat at the kitchen table next to his mother,
eyeing the box of his favorite cheese-flavored crackers.
The familiar routine started.

““Henry, look at me.”

Henry looked at his mother.

*Good looking. Now, Henry, touch your nose.”

Henry brushed his nose with his hand. “Right,
Henry, good. You touched your nose. Have some -
cracker,” and she dropped a piece into his open hand.

. “’Give me the spoon.”” “Good boy.”

_ ’ ““Give me the spoon and touch your nose.” _ .
: Henry hesitated, then touched his nose. ‘‘Listen,
.Henry. Give me the spoon, ...’ and his mother motioned
toward the spoon, “and touch your nose,’”’ as she guided
his hand toward his nose. “Good work,’ another bit of
cracker.

Another Teaching Session was underway . ..

Setting For ‘a teaching session to go smoothly we have to plan ahead.
Henry’s mother carefully set the stage for success, by following

the Stage these simple guidelines:

Plan short sessions

Plan a2 short teaching session, at least once a day. At first 5
minutes may be as long as your child can sit and pay attention.
As he becomes accustomed to the teaching session, you can
gradually increase the length of the session to 15 or 20 minutes.
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Be consistent

Try to have the teaching session at about the same time and in
the same place every day so that your child will get used to the

routine.

Minimize distractions

Choose a time and place to teach where distractions will be
minimal. Choose a time, for example, when the other children
are not competing for your attention. Choose a place which is
relatively quiet and nondistracting—where toys, pets, or TV will
not be in the way. Sit facing him, perhaps ata table or on a bed.
Remember, in teaching speech, you must have his attention, so
do your best to arrange your teaching session so that he will not
be interested in something else. :

Practice |

Learning speech and language will be a difficult and slow pro-
cess for your child. He will need to practice each step of each
exercise many times. Keep an exercise consistent until he has

mastered it and keep working on it for weeks—perhaps months.

Henry's mother was also careful to simplify the task so that
Henry could easily manage it without getting frustrated.

Planning . o

Plan the lesson in advance so that you know just what you are
going to ask your child to do. Take a few minutes before the
session to outline what you want to cover—it will’'make the
lesson go much more smoothly. ' :

small steps -

Gear teaching demands to what you know your child is able to
do. Henry’s mother had chosen one receptive skill area—follow-
ing directions—and had chosen ‘several exercises within that
area. Then, rather than expect Henry to be able to master a
two-part direction from the start, she had given him as much
help as he needed. She began with the easier one-part direction
and only later, as Henry became used to following directions,
did she shift to the more difficult two-part direction. She would
later gradually increase the difficulty of the task. The most
basic rule in behavior modification teaching is to proceed grad-
vally to insure success. '

simplifying
theTask

P O




Instructions

Instruct your child in a clear, firm voice with no wasted conver-
sation or unknown words to confuse him.

“HENRY, TOUCH YOUR NOSE.”

Mrs. Griffin first got Henry's attention by using his name.
Before starting the exercise, she made sure that he was watching
and listening to her. Then her direction was simple and to the
point. Instructions should use the same words each time. If you
say “OK now, Henry, let’s see if you can point up to your
nose” one tinfe and ‘‘Put your finger on your nose’” the next,
Henry will be lost. Keep directions simple and consistent.

Guiding _
Take his hand, when necessary, and guide him through the
movements you want In this way your child can see very
clearly what he is being asked to do, even though he may not
initially understand what you are saying.

We will review these teaching principles throughout this
manual. As you can see, they are all ways to simplify the task,
to make it more manageable for your child so that he will
succeed. When he does succeed, you will want to make sure you
reward his efforts, so that he will be more likely to try again.

When we stop to think of it, why should Henry, your child, or
any retarded child want to try to learn anything? After all,
learning has been very difficult for them. Their attempts to
speak or understand language have not naturally led to the suc-
cesses and smooth progress which other children experience.
With a past history of such failures in learning, we can under-
stand why they are not too eager to tackle a new learning task.
In fact, they may strongly resist any new demand at zll.

We have been talking about ways to arrange your child’s
world so that his failure and frustration in understanding and
speaking are replaced by success. But just because you will be
ready to teach him to follow directions or say new words does
not mean that your child will be eager to learn. To him it may
just look like another failure in the making.

You will need to find added incentives to draw him into
the teaching session, to make him willing to try what you ask.

YOUWILL NEED REWARDS
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Reward small steps

At first you will require that your child do just a little, like
“touch your nose.”” If this is a new task, you may have to begin
by physically guiding him to do it. When he succeeds (and he
‘should, if you have properly set the stage), you will imme-
diately praise him and give him a raisin, a sip of soda, or what-
ever other reward you have selected. Repeat that step several
more times until he can do it easily, each time rewarding his
success., Then, move on to the next step. Over time, your child
will be able to, do progressively more, receiving the reward at
the end (and encouragement all along the way).

End with a success

If a given step in the task proves, after several attempts, to be
too difficult, break the skill down still further, moving back to a
slightly easier step. Each teaching session should begin with
exercises already mastered, and then move on to new learning.
Likewise, each teaching session should end with success. So, if
he is getting restless, and it is getting near the time to stop, do
not end right then. (You’ll only be teaching him that if he gets
fussy, he can end the session.) Rather, give a step you know he
can do, and reward him for the success. Then, end the session.

Phase out rewards

As your child masters an exercise, you can phase out the extra
rewards—the food and the activities. Praise alone will most
likely support his performance and you can save the extra re-
wards for helping him with the steps of the next language exer-
cise. Phase out rewards gradually by increasing the amount
which you ask of him before giving one of the “extra’’ rewards.
Eventually, the language skill will be a regular part of his behav-
ior, and should be maintained by your praise and his increased
mastery over his world. Remember, though, that your praise is
never an “extra”’; it should go with him whenever he is trying to
learn or perform any skill.

In our example, Henry’s mother has become a successful
teacher of her retarded child because she follows these simple
guidelines:

1. Plans the lesson in advance.

2. Sets the stage for success by minimizing distractions and
practicing consistently.

3. Chooses a task that he is ready to learn.

16
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4. Chooses rewards that he wants.

Simplifies the task by breaking it down into small steps and
helping him through them.

6. Rewards all successes with praise, and new steps with spe-
cial rewards.

Each child is unique and your child will no doubt have his own
way of meeting a new teaching situation. However, we are cer-
tain about one thing: Your child will have some strategy for
avoiding that teaching situation.

Perhaps he will cooperate until the first hint of failure, or
perhaps you won’t be even that lucky. Many children will show
no interest in the task, will drop the materials, look everywhere
but at you, or simply wander off. Others will fly into a rage at
the first demand, with enough crying, biting, hitting, and
screaming to make teaching seem hardly worthwhile. Some will
be less obvious and will find cute things to do to distract you
from teaching.

What you are seeing, partly, is a strategy for making a
learning demand go away. In the past, every time these behav-
iors succeeded in making someone give up trying to teach they
were strengthened a little bit.

We have seen that a desirable behavior, when followed by a
reward, is more likely to happen again. Well, an undesirable
behavior (like screaming or looking away in the teaching situa-
tion), when followed by a reward (getting out of the teaching
situation or receiving Iots of attention), is more likely to happen
again as well.

Our emphasis is to minimize behavior problems by a teach-
ing strategy which makes learning easy and fun. We have already
talked about a number of ways to make success more likely for
your child. Yet, despite your best efforts, problem behaviors
will still happen.

We will mention just one specific guideline for now. If
there are problem behaviors, ask yourself “Is the step too diffi-
cult or is she just trying to get out of it?”" With practice you
should be able to know when you have gone too fast and when
you should expect a success. <

Behavior
Problems

Whatls a
Problem
Behavior?

Your first task will be to decide exactly what is a problem
behavior for your child. In the end, youv must be the judge.

It may be that your child has obvious behavior problems,
such as hitting, or screaming or running away. |t may be that he
bites his hands or scratches himseli. Behaviors such as these are
relatively easily defined as problems. On the other hand, your
child may exhibit behaviors which pose probiems in a more
subtle way—crying when you leave him, wandering aimlessly, or
rocking back anc forth for hours.

It is often inappropriate behaviors such as these, rather
than limited learning 2bilities, which |lead others to view a

l:IKCExcerpts from: Behavior Problems, Baker, '?r?'.ghtman, Heifetz, and Murphy.
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special child as different and to react to him differently. At
home, these behaviors further limit a child’s opportunities to
learn and they are a disruption to the household. In our exper-
ience, three types of behaviors are called problems:

Beha}viors which interfere with learming

Eileen screams and hits whenever her parents try to teach her to
identify pictures.

Eileen’s acting up in teaching sessions is most apt to occur
when she is asked to do something new. Her behavior makes it
very difficult for her parents to work with her and, as a result,
slows down her learning. “Acting-out’ of this sort is one way a
child’s behavior says “No‘’ to a learning situation, and the re-
sult is often that adults quit trying to teach. '

Mike spends much of his time rocking from side to side.

Mike’s rocking isolates him from other people and from
materials in his world. By being absorbed in this behavior, he
misses many opportunities to learn and do things throughout
the day. Behaviors which limit a child‘s growth are not all of the
dramatic, temper-tantrum variety; the child who rocks or
wanders aimlessly, or sits absorbed with an object for lon
periods misses a great deal.also. :

Behaviors which interfere with skills
already learned

Polly's mother has to stand over her and constantly urge her to
dress herself. - -

Polly has learned to dress herself completely, but her stal-
ling forces others to do things for her which she can and should
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be doing on her own. Polly enjoys the attention she gets this
way and her mother becomes especially annoyed; she knows
Polly can dress herself.

Alison freezes at the top of a stairway, refusing to walk down
alone.

If someone tries to get Alison to walk downszairs by her-
self, she pulls back, turns Pale and screams; someone always
ends up carrying her down.

Alison has a special type of problem behavior: she is
afraid. Since a fall on the stairs many months ago, she has been
terrified of walking down stairs, even though she is quite able to
do this by herself.

Many children have fears like this; some children are afraid
of water, or dogs, or darkness. Fears limit the opportunities a
child has to learn new skills or 1o practice those already learned,

Behaviors which are disruptive to the family
or harmful to the child

Jackie cries and screams every night at bedtime,

Jackie’s crying and screaming at bedtime are very upsetting
to the rest of her family. The other children are kept awake,
and her parents have to spend much of theijr evening sitting up
with her. It has reached the point where everyone dreads the
bedtime struggle. )

Behavior problems often lead families to make many
adjustments from the way they would like to live,




Mark has temper tantrums; he screams and bites his hand.

Mark's self-abusive hand biting is especially upsetting to his
family and dangerous to him. Hand biting is certainly painful

and might well lead to permanent damage. More than almost,
any other behavior, self-abusive behavior is difficult to under-

stand and upsetting to see.

\i

Behavior is a powerful language indeed for a special child.
And, as you can see from these examples, a great variety of
behaviors can be problematic, because they:

1. Interfere with learning
2. Interfere with skiils already learned

3. Are disruptive to the family or harmful to the child

Actually, most behavior problems fall into more than one of
these categories. For example, Alison’s fear of stairs both dis-
rupts the family and prevents her from practicing a skill she has
already learned. '

No doubt you have read the above examples with your own
child in mind, and it is likely you see his problems as fitting
into one or more of these categories. We'll return to your
child’s behavior problems shortly. First, however, we want to
introduce you to an essential aspect of the behavior modifica-
tion approach~looking beyond the behavior to the context in
which it takes place. ’
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‘ PRINCIPLES OF BEHAVIOR MANAGEMENT

Motivating recipientsto complete instructional programs andtochange specificbehaviors can
be facilitated through the application of several basic behavioral management principles:

1. Find a set of reinforcers for the individua! recipient

2. Toincrease a given behavior, follow that behavior immediately with a positive
consequence. If a recipient is to accurately complete more tasks, he or she
should be informed when he or she has been successful and should be provided
with a positive consequence (i.e.. the opportunity to engage in an activity which
he or she enjoys) for accurate task completion. The positive consequence
should be presented Immediately if the recipient is expected to learn a
new behavior.

3. State consegquences positively. Inform the recipient that when he or she
behaves in a specific way, a positive event will occur. This is in contrast to stating
the negative (e.g. “If you do that again, | will take your radio away.”) Unfortunately,
with some recipients it may be necessary to present negative consequences to
reduce a behavior. However, it is better to deal with behavior in a consistent,
positive way, and all positive procedure should be tried first. If the instances of
desired behavior are treated positively, the negative may not occur.

‘4. Avoid the use of punishment. Punishment has many potential side effects. it is
hard to work with a learner who is trying to stay away from us or who is

‘ “fighting back".
- 5. ldentify specific behaviors with which a recipient needs assistance. The

primary emphasis should be placed on those behaviors which will lead to &
recipient becoming more self-managing or controlling his or her problem
behavior.

6. Recordthe frequency or duration of specific behaviors over selected periods of
time. It is difficult to know what actually happens to a behavior if it is not
recorded.

7. Be certain that the recipient can succeed. The recipient shouid be abie to
successfully perform the task given him or her.

8. Learning tasks shouid be developed around the interests of the recipient and
shouid be taught in life settings (i.e. the places they will occur naturallty). If possible,
askthe learnerwhat he or she would like to be able todo; teilthe learnerwhy he
or she is completing a specific task.

- BEST COPY AVAILABLE
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‘ 9. Selectatasksizethattherecipient canreasonably complete. Boththesize and
: the difficulty of each task should be considered. All of the steps in a given objective
should probably not be taught at the same time.

10. Proceed in small steps, increasing the size and/or difficulty of the task

11. After a recipient meets the criteria for success, immediately provide the
reinforcement without adding additional requirements to it.

12. After the behavior reaches a desired level, provide reinforcement on an
“occasional” basis. '

13. The recipient should practice all skills in a variety of settings.

14. As a recipient proceeds on a task sequence, his or her-progress should be
monitored. If the individual is unable to pertorm a given task; (1) make certain
that there is a positive consequence for mastering it; (2) re-evaluate the task
size to be certain it is not too large; (3) re-evaluate the difficulty of the task to
be sure the task and materiais do not exceed the developmental skills of
the individual.

GUIDE: PRINCIPLES OF BEHAVIOR MANAGEMENT

Reinforce desired behavior each time It occurs.
Reinforce desired behavior immediately.

State consequences positively.

Avoid direct punishment.

identify individual reinforcers.
Select most natural reinforcers.
Record present status of behavior.
Involve the leamer.

N R WON =

w0

increase task In small steps.

-l
o

Follow through.

Be consistent.

Call foe “lite” application.

Reinforce established behavior intermittently.

-—h wd b oA
Ll S

Combine social consequences with arranged consequences.
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WHEN POSSIBLE, INVOLVE THE RECIPIENT IN
BEHAVIOR-CHANGE DECISIONS

Review the guidélines below, 2nd appraise your current practices. For example, ask, “Do we
attend to inappropriate behavior more than we do the appropriate?” If so, discuss procedures for
changing current practices and develop a planned approach.

GENERAL GUIDE

DON'T BECOME PREOCCUPIED WITH PROBLEM BEHAVIOR.
CATCH RECIPIENTS BEHAVING APPROPRIATELY AND REINFORCE THE BEHAVIOR.
AVOID ACCIDENTALLY STRENGTHENING UNDESIRED BEHAVIOR BY ATTENDING TO IT.

STRENGTHEN DESIRED ALTERNATIVE BEHAVIOR RATHER THAN ONLY REDUCING THE
PROBLEM BEHAVIOR.

MAKE CERTAIN THAT BEHAVIOR CHANGE IS BENEFICIAL TO THE RECIPIENT.

TRY ALL POSITIVE APPROACHES BEFORE USING PUNISHMENT TO CHANGE BEﬂAVIOR.
AVOID CONVENIENCE MANAGEMENT——ASSURE COMMUNITY APPLICATION..
CO'NSIDE'R INDIVIDUAL DIFFERENCES.

BE CONSISTENT IN IMPLEMENTING PROGRAMS.

WHERE POSSIBLE, INVOLVE THE RECIPIENT IN THE BEHAVIOR-CHANGE DECISION.

BEST COPY AVAILABLE
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DESIGNING PROGRAMS FOR BEHAVIOR CHANGE

Dealing with problem behavior on a day-to-day basis without a program is likely to result in few
‘changes. If many staff interact with arecipient, each of them may do different things. If we react to a
behavior only when it bothers us and not at other times, the behavior is not likely to be managed
effectively. We must plan ahead! While development of a systematic program requires planning in
each area, the following steps must be considered:

1. Select a precise target behavior;

Assess the environment in which the behavior occurs;

Observe and record the behavior;

2
3
4. Prescribe your objectives;
5

Design a program for behavior change.

All that remains is to implement the program consistently, observe the effects, and modity
where needed.

You have already stated the target behavior in precise terms. The next step is to assess the
environment in which the behavior occurs.

st
b -‘-‘A’

SELECTING
ATARGET
BEHAVIOR

SYSTEMS GUIDE

—_——

ANALYZING
ENVIRONMENTS >
OBSERVING
AND
RECORDING >
BEHAVIOR
PRESCRIBING
OBJECTIVES >
: DESIGNING
, . PROGRAMS
BEST COPY AVAILABLE FOR BEHAVIOR
CHANGE
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Henry’s mother, you noticed, was prepared with his favor-
ite cheese-flavored crackers. But a reward can be many things—
anything your child enjoys or looks forward to! For the re-
tarded child, as well as for ourselves, rewards are a payoff for a
job well done. _

To increase your child’s speech and language skills, you
will need to find what is rewarding for him. At first, succeeding
at a task may not be half as rewarding as receiving a smile,
hearing you praise him, or getting a taste of his favorite snack.

For the child leaming language or any new skill, there are
three types of rewards that often prove most effective:

1. Attention
2. Favorite snacks

3. Favorite activities

Your praise and attention

It may sound funny but the biggest reward you can offer your
child is yourself, and you can do so in any number of ways:
cheerful praise, smiles, hugs, tickles, bouncing him on your
lap—whatever he likes most.

Favorite snacks

Whatever is a “treat” for your child will serve as a powerful
reward in the learning situation: a favorite candy, bits of a
cookie, cereal, ice cream, juice, apple, raisins. The list is endless
and only you will know what is a rewarding snack for your
child. Snack rewards in a speech session should be in small por-
tions and easy to give. You can save larger rewards for the end
of a session.

Favorite activities

Perhaps your child enjoys playing outside with dad, riding a
tricycle, playing with blocks, or listening to the radio. Again, the
possible list is endless. A short period of time_playing with his
brother or sister is often a good activity reward. Here, as before,
you know your child and his interests best.

The reason for using these rewards in the teaching situa-
tiorj is a simple one:

BEHAVIORS FOLLOWED BY REWARDS ARE MUCH MORE
LIKELY TO HAPPEN AGAIN.
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Think about your child’s likes and dislikes so that you can
make a list of rewards to use when teaching him language exer-
cises. '

Below is a short list of items that may be rewards for your
£

child. i

Attention Food Activity _

A smile’ . Juice b Playing catch

Saying “Good" Fruit Playing outside
boy/qirl* Dry cereal Listening to music

A hug Candy Coloring with crayons

Being tickled

You must realize that none of these rewards is guaranteed
to work with your child. for the simple reason that we did not
think of them with your child in mind. Only you can do this;
only you know what might be especially rewarding just for him.
Think of these and list them below.

Possible rewards:

Attention Food Activity

Please do not go further in the manual until you have
written in possible rewards Teaching language skills is a long
and difficult task. Parents who succeed make the effort to write
in the manual as they go along.

Rewards can be a very powerful tool in the hands of an
effective teacher. But, as with most tools, they can sometimes
be accidentally misused. As a result, instead of working for you
they can very suddenly be working against you.

To make sure rewards are working for you, we ask that
you pay close attention to the following points. Read, reread,
and remember them: they are based on what we have found to
be the most common problems with rewards among the parents
we have worked with.



Make certain your rewards are rewarding

Favorite snacks are less effective rewards when used right after
lunch. Fun toys are certainly less so when they’'ve just been
played with. Increase the effectiveness of whatever rewards you
decide to use by seeing to it that your child will really want and
look forward to them. If you cannot find another reward that
he will work for, use his meal itself, giving small bites for suc-
cessful performance of the task. Food will nearly always be an
effective reward if your child is hungry. However, food may in-
terfere with expressive language exercises, so if you do use food,
give only very small amounts and make sure his mouth is empty
before your next direction.

Give your reward as soon as the child

performs the desired behavior

If you have to wait before finding and giving your child what
he's earned, he may have forgotten what he did to earn it.
Worse yet, in those two minutes he may perform other behav-
iors that you shouldn’t be rewarding. So, when your child does
what you asked of him, always praise him and immediately give
him any other reward you are using.

Pay no attention to problem behaviors

We don’t often think of our occasional yelling or getting up to
chase a child around the room as rewards. Yet these are forms of
attention to children. And attention, as we have seen, is a very
effective reward. Remember the simple rule: Behaviors followed
by rewards are much more likely to happen again. Save your at-
tention for those behaviors that you want in the teaching situa-
tion. Let your child learn that if he wants yoyr attention, he
won’t get it by running arouad the room or staring out of the
window. As much as possible, remain seated and ignore these
behaviors, waiting for him to turn his attention back to you. He
should only get your atten'gion by doing what is asked. If you
must go to get him back, do not scold or criticize. Matter-of-
factly take him back to his seat without giving him eye contact
or any other attention. Give your attention only after the next
success. '
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General Information About
MENTAL RETARDATION

Definition

People with mental retardation are those who de-
velop at a below average rate and experience difficuity
in learning and social adjustment. The regulations for
the Individuals with Disabilities Education Act (IDEA),

" formerly the Education of the Handicapped Act (Public

Law 94-142), provide the following technical definition
for mental retardation:

“Mental retardation means significantly subav-
erage general intellectual functioning existing
concurrently with deficits in adaptive behavior
and manifested during the developmental pe-

riod that adversely affects a child’s educational
performance.”

“General intellectual functioning™ typically is mea-
sured by an intelligence test. Persons with mental
retardation usually score 70 or below on such tests.
“Adaptive behavior” refers to a person's adjustment to
everyday life. Difficulties may occur in learning, com-

munication, social, academic, vocational, and indepen-
dent living skills.

Mental retardation is not a dis€ase nor should it be
confused with mental illness. Children with mental
retardation become adults; they do not remain “eternal
children.” They do learn, butslowly and with difficulty.

Probably the greatest number of children with men-
tal retardation have chromosome abnormalities. Other
biological factors include (but are not limited to): as-
phyxia (lack of oxygen); blood incompatibilities be-
tween the mother and fetus; and matemnal infections,
such as rubella or herpes. Certain drugs have also been
linked to problems in fetal development.
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Incidence

Some studies suggest that approximately 1% of the
general population has mental retardation (when both
intelligence and adaptive behavior measures are used).
According to data reported to the U.S. Department of
Education by the states, in the 1989-90 school year,
564,666 students ages 6-21 were classified as having
mental retardation and were provided services by the
public schools. This figure represents approximately
1.7% of the total school enrollment for that year. Itdoes
not include students reported as having multiple handi-
caps or those in non-categorical special education pre-
school programs who may also have mental retardation.

Characteristics

Many authorities agree that people with menital
retardation develop in the same way as people without
mental retardation, but at a slower rate. Others suggest
that persons with mental retardation have difficuldes in
particular. areas of basic thinking and learning such as
attention, perception, or memory. Depending on the
extent of the impairment—mild, moderate, severe, or
profound—individuals with mental retardation will de-

velop differently in academic, social, and vocational
skills.

Educational Implications

Persons with mental retardation have the capacity
to learn, to develop, and to grow. The great majority of

these citizens can become productive and full partici-
pants in society.

Appropriate educational services that begin in
infancy and continue throughout the developmenial
period and teyond will enable children with menial
retardation to develop to their fullest potential..
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As with all education, modifying instruction to meet
individual needs is the starting point for successful
learning. Throughout their child’s education, parents

dhould be an integral part of the planning and teaching
am.

In teaching persons with mental retardation, it is
important to:

Use concrete materials that are interesting, age-
appropriate, and relevant to the students;

Present information and instructions in small,
sequential steps and review eachstep frequently;

* Provide prompt and consistent feedback;

* Teach these children, whenever possible, in the

same school they would attend if they did not
have mental retardation;

* Teach tasks or skills that students will use fre-
quently, in such a way that students can apply the
tasks or skills in settings outside of school; and

Remember that tasks that many people learn
withoutinstruction may need to be structured, or
broken down into small steps or segments, with
each step being carefully taught.

Children and adults with mental retardation need the
same basic services that all people need for normal
development. These include education, vocational prepa-
ration, health services, recreational opportunities, and
many more. In addition, many persons with mental
retardation need specialized services for special needs.
Suchservices include diagnostic and evaluation centers;
special early education opportunities, beginning with
infant stimulation programs and continuing through
preschool; and educational programs that include age-
appropriate activities, functional academics, transition
training, and opportunities for independent living and

competitive employment to the maximum extent pos-
sible.
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Resources

Smith, R. (Ed.). (1993). Children with mental retardation-
A paren:s’ guide. Rockville, MD: Woodbine House.

[Telephone: 800-843-7323 (outslde DC area); (301)
468-8800 (in DC area).]

Trainer, M. (1991). Differences in common: Straight talk
on mental retardation, Down syndrome, and life.

Rockville, MD: Woodbine House. (See¢” telephone
number above.)

Organizations

The Arc (formerly the Association for Retarded Citizens of
the United States)

500 East Border Street, Suite 300
Arlington, TX 76010
(817) 261-6003

American Aésociation on Mental Retardation (AAMR)
1719 Kalorama Road, N.W.

Washington, D.C. 20009
(202) 387-1968; (1-800) 424-3688 (Toll-Free)

National Down Syndrome Congress
1605 Chantilly Drive Suite 250
Atlanta, GA 30324

(400) 633-1555; (1-800) 232-6372 (Toll-Free)

National Down Syndrome Society
666 Broadway, Suite 810
New York, NY 10012

(212) 460-9330; (1-800) 221-4602 (Toll-Free)

!.lo . Th; cpnt:nts ut lhls publ!ca tu;ii do Dot necz.ssanly rcﬂec: the views
or pobdu oL the, Dep&rtmcnt otEduaﬁon, no:does m S, t:on of trade
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MISCONCEPTIONS ABOUT PERSONS WITH MENTAL RETARDATION

MYTH > Mental retardation is defined by how ¢ person
scores on an IQ test.

FACT > The most commonly used definition specifies that,
in order for a person to be considered mentally retarded, he
or she must meet two criterio: (1) low intellectual functioning
ond (2) low odaptive skills.

MYTH > Once diagnesed as mentally retarded, o person
remains within this classification for life.

FACT > A person's level cf mental functioning does not
necesscrily remain stable, perticulorly for those who are
mildly retarded. With intensive educational programming,
some persons can improve to the point that they are no longer

retarded.

MYTH > In most cases, we can identify the cause of retar-
dation.

FACT > In most cases, especially of those who are mildly
retarded or who require less intensive support, we cannot
specify the cause. For many children who are mildly retarded,
poor environment may be a cousal factor, but it is extremely
difficult to document.

MYTH > Mos! mentally retarded children look different
from nondisabled children.

FACT > The mojority of children with mental retardation
are mildly retarded, or require less intensive support, and most
of these look like nondisabled children.

MYTH > We con identify most cases of mental retardation
in infoncy.

FACT > Becouse most children with refardation are mildly
retorded, because infant intelligence tests are not very reliable
ond valid, ond becouse intellectual demands on the child
increase greotly upon entrance to school, most children with
retardction are not identified as retarded until they go to school.

MYTH > Persons with mental retardation tend to be gentle
people who have an easy time making friends.

FACT > Becouse of a variety of behavioral characteristics
and because they sometimes live and work in relatively isoloted
situalions, some persons with mental retardation have difficulty
making and holding friends.

MYTH > The teaching of vocational skills to students with
retordation is best reserved for secondary school and beyond.

FACT > Many cuthorities now believe it appropriate to
introduce vocational content in elementary school to students
with mental retardation.

MYTH > When workers with mental retardction fail on the
job, it is usually because they do not have adequate job skills.

FACT > When they fail on the job, it is more often because
of poor job responsibility {poor ottendance and lack of initia-
tive) and social incompelence (interacting inappropriately with
coworkers) than because of incompetence in task production.

MYTH > Persons with mental retardation should not be
expected to work in the competitive job market.

Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children:

FACT > More and more persons who are mentally retarded
hold jobs in competitive employment. Many are helped
through supportive employment situations in which o job
cocch helps them and their employer adapt to the work plcce.

Introduction to

Special Education. (6th Ed.). Allyn & Bacon:

Ui

Boston, MA. p. 117.
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Professionals ofen overlook the fundamental importence of
friendship. The following extract highlights the critical rcle
friendship can play in the lives of people who are mentally
relarded.

have developed, some individuals will overcompensale:
calling their friend too many fimes, talking too long on
the phone, demanding attention, and not being oble to

A sense of belonging, of feeling accepted and of having
personal worth are qualities thot friendship brings to a
person. Friendship creates on allionce and o sense of
security. It is o vital humaon connection,

People who are mentally retarded want ond need
friendship like everyone else. Yet they typically have few
opportunities to form relationships or to develop the
skills necessary to interact socially with others. Their
exposure to peers may be limited because they live and
work in sheltered or isolated environments. They usually
lack o history of socializing events like school clubs, por-
ties, or sleepovers that help to develop or refine personal
skills. They may not know how to give of themselves to

letup . ...

Friends can play a vital role in the odjustment to
community living of odults who are retarded by provid-
ing the emotional support and guidance through the exi-
gencies of daily life. Certoin organizations have begun
to oddress the need for friendship by initioting social
opportunities . . . [There are] sociol club[s] for odults
with retardation in which members plan their own par-
ties and projects. Some programs offer supervised dol-
ing; others establish one-to-one relationships between
volunteers and clients for the purpose of oiding adjus!-
ment. (Patton, Payne, & Beirne-Smith, 1990)

With the increase in mainstresming, many hope the prob-

lems that numerous persons with mentc! retardation have in
obtaining and holding friendships will decrease. In the future,
it will be interesting to see to what degree professionals will
organize social clubs exclusively for persons with mentol retar
dotion versus having them socialize with nondisabled persons

other people and moy be stuck in an egocentric per-
spective. Persons who are retarded may olso respond
inappropriately in social situations. Many people shun
odults with retardation who freely hug or kiss strangers
when greeting them . . . .

Because of their few contacts and opportunities, per-
sons with retardation may attempt to befriend strangers
or unwilting individuals. Many attempt to become social
acquaintances with their professional contacts. In their
effort to maintain the contacts and relationships they

SOURCE: Reprinted with the permissian of Merrill, an imprint of
Macmillan Publishing Company fram Mental Retardction, Third editio:
by Jomes R.. Pottan, Mary Beirne-Smith and Jomes §. Payne.
Capyright © 1990 by Merrill Publishing Company. (pp. 408-409)

@ Hallahan, D.P.,-& Kauffman, J.M. (1994). Exceptional Children: Introduction to
e Special Edvcation. (6th Ed.). Allyn & Bacon: Boston, MA. p. 138.
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Definition

Down syndrome is the most common and readily
identifiable chromosomal condition associated with
mental retardation. It is caused by a chromosomal
abnormality: for some unexplained reason, an acci-

~dent in cell development results in 47 instead of the

usual 46 chromosomes. This extra chromosome
changes the orderly development of the body and
brain. Inmostcases, the diagnosis of Down syndrome
1s made according to results from a chromosome test
administered shortly after birth.

Incidence

Approximately 4,000 children with Down syn-
drome are bomn in the U.S. each year, or about 1 in
every 800to 1,000 live births. Although parents of any
age may have a child with Down syndrome, the
incidence is higher for women over 35. Most common

forms of the syndrome do not usually occur more than
once in a family.

Characteristics

There are over 50O clinical signs of Down syn-
drome, but it is rare to find all or even most of them in

one person. Some common characteristics include: -

* _ Poor muscle tone;

+ Slanting eyes with folds of skin at the inner
corners (called epicanthal folds);
Hyperflexibility (excessive ability to extend
the joints);

Short, broad hands with a single crease across
the palm on one or both hands;

* Broad feet with short toes;

» Flat bridge of the nose;

* Short, low-set ears;

* Short neck;

* Small head;

* Small oral cavity; and/or
+ Short, high-pitched cries in infancy.

Individuals with Down syndrome are usually
smaller than their nondisabled peers, and their physi-
cal as well as intellectual development is slower.

Besides having a distinct physical appearance,
children with Down syndrome frequently have spe-

cific health-related problems. A lowered resistance to ;
infection makes these children more prone to respira- |
tory problems. Visual problems such as crossed eyes

and far- or nearsightedness are higher in individuals
with Down syndrome, as are mild to moderate hearing
loss and speech difficulty.

Approximately one third of babies born with Down
syndrome have heart defects, most of which are now
successfully comrectable. Some individuals are born

with gastrointestinal tract problems that can be surgi-
cally corrected.

Some people with Down syndrome also may have
a condition known as Atlantoaxial Instability, a mis-
alignmeant of the top two vertebrae of the neck. This
condition makes these individuals more prone to in-
jury if they participate in activities which overextend
or flex the neck. Parents are urged to have their child
examined by a physician to determine whether or not
their child should be restricted from sports and activi-
ties which place stress on the neck. Although this
misalignmentisa potentially serious condition, proper
diagnosis can help prevent serious injury.

Children with Down syndrome may have a ten-
dency to become obese as they grow older. Besides
having negative social implications, this weight gain
threatens these individuals’ health and longevity. A

supervised dietand exercise program may help reduce
this problem.

J U
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Educational and Employment
Implications

Shortly after a diagnosis of Down syndrome is
irmed, parents should be encouraged to enroll
“theirchild in an infant development/early intervention
program. These programs offer parents special in-
struction in teaching their child language, cognitive,
self-help, and social skills, and specific exercises for
gross and fine motor development. Research has
shown that stimulation during early developmental
stages improves the child’s chances of developing to
his or her fullest potential. Continuing education,
positive public attitudes, and a stimulating home envi-

ronment have also been found to promote the child’s
overall development.

Just as in the normal population, there is a wide
variation in mental abilities, behavior, and develop-
mental progress in individuals with Down syndrome.
Their level of retardation may range from mild to
severe, with the majority functioning in the mild to
moderate range. Due to these individual differences,

it is impossible to predict future achievements of
~hildren with Down syndrome.

". Because of the range of ability in children with
Down syndrome, it is important for families and all
members of the school's education team to place few
limitations on potential capabilities. It may be effec-

tive to emphasize concrete concepts rather than ab-

stract ideas. Teaching tasks in a step-by-step manner
with frequent reinforcement and consistent feedback
has proven successful. Improved public acceptance of
persons with disabilities, along with increased oppor-
tunities for adults with disabilities to live and work
independently in the community, have expanded goals
for individuals with Down syndrome. Independent
Living Centers, group-shared and supervised apart-
ments, and support services in the community have
proven to be important resources for persons with

disabilities.
Resources

Brill, M.T. (1993). Keys to parenting a child with Down
syndrome.. Hauppauge, NY: Barron's.

" National Down Syndrome Congress. (1988). Down syn-
drome (revised pamphlet). (See address below.)

For more information contact NICHCY.

-

Pueschel, S.M. (Ed.). (1990). A parent’s guide to Down
syndrome: Toward a brighter future. Baltimore, MD:-
Paul H. Brookes. (Telephone: 1-800-638-3775))

Stray-Gundersen, K. (1986). Babies with Down syn-
drome: A new parent’s guide. Rockville, MD: Wood-
bine House. [Call Woodbine House at 1-800-843-

7323 (outside DC area) or (301) 468- 8800 (in DC
area).]

National Down Syndrome Society. This baby needs you
even more. (See address below.)

Organizations

National Down Syndrome Congress
1605 Chantilly Drive, Suite 250
Atlanta, GA 30324

(404) 633-1555

(800) 232-6372 (Toll Free)

National Down Syndrome Society
666 Broadway

Suite 810

New York, NY 10012

(212) 460-9330

(1-80Q) 221-4602 (Toll Free)

The Arc (formerly the Association for Retarded Citizens of
the United States)

500 East Border Street, Suite 300
Arlington, TX 76010
(817) 261-6003; 1-800-433-5255
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OUR FIRST STEP WAS TO REAS-
sure R. J.'s parents. My principal
and I met with them and told
them that the test results would
guice us in making good, in-
formed decisions about R. J.’s
education. We assured them that
we'd work with R. J. so he could
go on to 4th grade with his

iends. And they volunteered to
" tutor for R.J. and to help
-~ W with his homework each
night.

Then, feeling that “'less is more"’
was an appropriate guideline for
a student like R. J,, I concen-
trated on developing his basic
math and language skills. Be-
cause language processing was
difficult for R.J., I supplemented
all oral directions with gestures
or written cues. Not only did
this benefit R. J., but my other
students seemed to attend to di-
rections more effectively as well.
I'd also cue R. J.’s oral responses
with open-ended sentences that
helped him retrieve words, using
sentence patterns such as ‘You
saw the...” or “You liked the...”
Visual reminders, such as an in-
dex card on his desk reminding
him to put his name on each pa-
per, helped him increase his in-
dependence as well as his aoility
_aanandle simple memory re-

£ ments.
«w~oecause R. J. was unsure of
his own abilities, he tended to
attach himself to one peer and
Q
ERIC

IToxt Provided by ERI

As a 2nd grader, R. J. made
numerous speech errors during
oral reading and conversation.
His teachers tried a variety of
approaches to help him learn to

read, but with little success.

R.J. also needed step-by-step
guidance to do simple seatwork.
These problems, coupled with

R.J.'s difficulties in auditory

memory, prompted his 3rd-grade
teacher, Chris Kramer, to
suggest IQ testing. After some
resistance, R. J.'s parents agreed
to the testing, which confirmed
that R. J. was educably mentally
impaired.

imitate his work. But by eliciting
R. J.'s own preferences, inten-
tions, and interests, I helped him
see himself as a valued class
member with his own point of
view. For example, I'd ask such
questions as “R. J., do you have
a favorite ?"" or “What
do you think, R. J.?” I also as-
signed R. J. to a cooperative
learning group that could work
under my guidance to help him.
With the additional support of
a speech therapist, who worked
with him regularly on his lan-
guage problems, and the tutoring
provided by his parents, R. J.
improved dramatically. By the
end of the year, although not
reading at grade level, he'd made
enough progress to keep up with
classmates and he was better
able to do independent seatwork.
R. J.'s future success would
depend on ongoing assessment
and communication among the
school'’s professionals and his
parents. At the end of the year,
with all the support techniques
set up to continue, I confidently
promoted him to 4th grade. @

Resources

The Council for Exceptional Children,
1920 Association Dr., Reston, VA
22091, has information on educating
children with exceptional needs.

Mary Deon Borrirger, o former speciol educotion
teacher, is currently the director of programs for
the odvancement of teoching for the Notienol
Bocrd for Professionol Teoching Stondords.
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IKE EMPLOYEES IN MANY CLOSE-KNIT COMPANIES,
¥y the labelers, staplers and collators of the Special

23 Persons Mailing Service in Virginia Beach, Va., trade
2200 possip, celebrate each other’s birthdays and go out to-
gether after work on Friday. But they sometimes need a little
extra help. There's the young woman who never can remem-
ber which day of the week is payday. There’s the employee
who asks the boss for help in buckling his belt after a trip to
the bathroom. And, from time to time, a seizure will disrupt-

" the quiet office routine. Two things distinguish the em-

ployees at Speécial Persons: They are all mentally handi-
capped—many with Down syndrome—and they are unusual-
ly devoted to their jobs. “A lot of outfits would like to have
people with their work habits,” says Art Roy, who, with his
wife, Floy, founded the company four years ago. “‘Idon’t
think you could chase themn out of here.”

Special Persons arose from the Roys' desire to see their
own Down syndrome daughter, Jennifer, 23, secure a place in
the world. It has wound up providing a haven—and a small
paycheck—for 21 others. And it has managed to survive,
even to edge slightly into the black, without a penny of
government subsidy.

In 1991, Jennifer, the youngest of the Roys’ three children,
started looking ahead to graduation from Princess Anne High
School, a public school where she had received intensive
special education. I could just see the handwriting on the
wall,"” says her mother, Floy, 61, abookkeeper for a Roman
Catholic parish. She had seen what happened to other handi-
capped people when they finished school: “All of a sudden
they had no place to go; their lives were at a standstill. Yet I

Photographs by Robin Bowman -

A Mailing company
employees like Ray
Clark and Kay Loper
{high-fiving training
coordinator Colleen
Dam Weber, in
glasses) "don’t like
to stay at home—
even if they’re sick,”
says Floy.

> With their two
sons grown, says
Floy Roy {with hus-
band Art, daughter
Jennifer and Heidi
the schnauzer), “we
have to fight for
Jennifer and make a
life for her.”

felt they had a lot they could offer the community.”

The Roys have been fighting for their daughter since she
was born. At the time, recalls Art, 67, “everybody said, Don't
take her home. She’s not going to have a normal life.” ” But th
Roys, convinced that putting people with Down syndrome in
institutions tends to shorten their lives, did take Jennifer hom
to join their sons Norman, now 42, and Gary, 36. "'She has al-

5/15/95 People
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ways been a joy and the focus of our lives—it's been a happy low Jennifer and four of her handicapped friends to pitch in as

time,” says Art. “Down syndrome children are real loving; trial volunteers.
they teach.you a lot about patience, love and understanding.” In March 1991, with Floy and Art supervising, Jennifer and
As Jennifer’s graduation approached, Floy had an inspira- crew set to work in the Roys’ brick suburban home. Not only

tion. Her church, St. Pius X, had piles of collection envelopes  did they lick the job but their reliability soon brought them
tobe Iapeled_and mailed, These were skills Jennifer hadbeen  recommendations for similar jobs—all unpaid—ior the Spe-
taught in special ed, so Floy asked the pastor if he would al- cial Olympics, the ASPCA and the Boy Scouts. By June the

‘ 3 5/15 35 PZOPLE
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operation had picked up enough steam

tomove into donated office space, and

in September the Rovs began billing cli-
nts at competitive rates and paying

eir growing roster of eager employ-

es. While most of them are too pro-
foundly handicapped to fully grasp the
concept of money, says Art Roy, they
enjoy their weekly trip to a local bank,
where they deposit their wages and are
fussed over by the tellers. “The amount
in the pay envelopes isn't important,”
says Art, aformer career Navy officer
who spends what would have been his
retirement managing the mailing ser-
vice, “butit gives them a sense of doing
something important.”

Special Persons gets half its employ-
ees from Skill Quest, a Virginia Beach
program that teaches job skills to handi-
capped people and pavs the company a
fee of $20 a day for each of its clients
working there. Under an exemption
from federal minimum-wage laws, the
workers are paid an average of $3 an
hour, with most taking home between
$60 and $90 a week. At least one em-
plovee, Wanda Beasley: 29, who says la-
beling is her favorite thing about work,
is saving her money. Her plans in-
clude summer camp and shopping. ‘1
ike to buy clothes,” she says.

For the parents of the Special Per-

- sons work force-——most of them retir-

ees who volunteer one or two days a
week and help with the more difficult
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tasks such as sorting by zip coce—see-
ing their children off to work is an up-
lifting experience. Earlene Whittle, a
retired special-ed teacher, says her
Down syndrome daughter, Shas, 26,
“would go to work seven days a2 week”
if it were up to her. Word has gotten
around. There is now a waiting list of
prospective employees.

Corporate customers are delighted
too. Nancy Walton, advertising manag-
er for Checkered Flag Toyota, in Vir-
ginia Beach, found Special Persons in
the Yellow Pages a year-and-a-half ago;
shelearned that its employees were
disabled only after they had successful-
ly completed their first job for Ler. Im-
pressed, she has continued to kire
them, sending about $19,000 worth of
work their way last year. For Wzlton, as
for other customers, there's an added
benefit. “You get off the phone, and you
say, ‘Wow, I've done something good
today,’ " she says. “You need that ev-
ery once in a while.”

In fact, Special Persons is doing so
well that, after vacating its donated
space in September 1993 and moving to
$550-a-month rented quarters, the

- company already is looking for a bigger

place. “It just kind of mushroomed,”
says Floy, noting that the company
finally turned a profit after about two
years of operation. ‘I don’t think we
ever intended for it to be this big.” Art,
though, who doesn’t draw any salary, is

N \._"‘-!4/

leery of too much financial success. ‘I
sort of would like to keep it like a mom-
and-pop grocery,” he says, ““where you
have that atmosphere and attitude.”
In alarger company, Heidi Wendt,
38, who spends her day stamping mail-
ing permit numbers on fiyers for the
Toyota dealership, might not look at
Art and say, “He’s my sweet, lovable
boss.” And Art might not be able to
shake his head and say, “Instead of one
child, 1 feel I have about 20.”
= JEXNIFER MENDELSONN in Virginia Beach

A Schoolmate Larry
Benhase, now a fel-
low worker at
Special Persons,
accompanied Jenni-
ferto her senior
prom at Virginia
Beach's Princess
Anne High Schoolin
1993.

< Recognizing that
he and Floy are get-
ting older, Art (with
employees Larry
Benhase and Wan-
da Beasley) says
they have setup a
board of directors
to keep Special Per-
sons going after he
and his wife are no
longerinvolved.
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General Information About
LEARNING DISABILITIES

Definition

The regulations for Public Law (P.L.) 101-476, the
Individuals with Disabilities Education Act (IDEA), for-
merly P.L. 94-142, the Education of the Handicapped Act
(EHA), define alearning disability as a “disorder in one or
more of the basic psychological processes involved in
understanding or in using spoken or written language,
which may manifest itseif in an imperfect ability to listen,

think, speak, read, write, spell or to do mathematical
calculations.”

The Federal definition further states that learning dis-
abilities include “such conditions as perceptual disabilities,
brain injury, minimal brain dysfunction, dyslexia, and
developmental aphasia.” According to the law, learning
disabilities do not include learning problems that are pri-
marily the resuit of visual, hearing, or motor disabilities;
mental retardation; or environmental, cultural, or eco-
nomic disadvantage. Definitions of learning disabilities
also vary among states.

Having a single termn to describe this category of
children with disabilities reduces some of the confusion,
but there are many conflicting theories about what causes
learning disabilities and how many there are. The label
“learning disabilities” is all-embracing; it describes a syn-
drome, not a specific child with specific problems. The
definition assists in classifying children, notteaching them.
Parents and teachers need to concentrate on the individual
child. They need to observe both how and how well the
child performs, to assess strengths and weaknesses, and
develop ways to help each child learn. It is important to
remember that there is a high degree of interrelationship
and overlapping among the areas of leamning. Therefore,

children with learning disabilities may exhibit a combina-
tion of characteristics.

These problems may mildly, moderately, or severely
impair the learning process.

100

Incidence

Many different estimates of the number of children
with learning disabilities have appeared in the literaturs
(ranging from 1% to 30% of the general population). In
1987, the Interagency Committee on Learning Disabilities
concluded that 5% to 10% is a reasonable estimate of the
percentage of persons affected by leaming disabilities. The
U.S. Department of Education (1993) reported that more
than 4% of all school-aged children received special edu-
cation services forlearning disabilities and thatin the 1991-
92 school year over 2 million children with learning dis-
abilities were served. Differences in estimates perhaps
reflect variations in the definition.

Characteristics

Learning disabilities are characterized by a significant
difference in the child’s achievement in some areas, as
compared to his or her overall intelligence.

Students who have learning disabilities may exhibit a
wide range of traits, including problems with reading
coroprehension, spoken language, writing, or reasoning
ability. Hyperactivity, inattention, and perceptual coordi-
nation problems may also be associated with leamning
disabilities. Other traits that may be present include a
variety of symptoms, such as uneven and unpredictable test
performance, perceptual impairments, motor disorders,
and behaviors such as impulsiveness, low tolerance for

fustruation, and problems in handling day-to-day social
interactions and situations.

Learning disabilities may occur in the following aca-
demic areas:

1. Spoken language: Delays, disorders, or discrepancies
in listening and speaking;

2. Written language: Difficulties with reading, writing,

and spelling;

" 3. Arithmetic: Difficulty in performing arithmetic func-

tions or in comprehending basic concepts;
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4. Reasoning: Difficulty in organizing and integrating
thoughts; and

Organization skills: Dxfﬂculty in organizing all facets
of learning.

Educational Implications

Because learning disabilities are manifested in a vari-
ety of behavior patterns, the Individual Education Program
(IEP) must be designed carefully. A team approach is
important for educating the child with a learning disability,
beginning with the assessment process and continuing
through the development of the IEP. Close collaboration
among specialclass teachers, parents, resource room teach-
ers, regular class teachers, and others will facilitate the
overall development of a child with learning disabilities.

Some teachers report that the following strategies have

been effective with some students who have leaming
disabilities:

» Capitalize on the student's strengths;
Provide high structure and clear expectations;
Use short sentences and a simple vocabulary;
'Provide opportunities for success in a supportive
atmosphere to help build self-esteem;
Allow flexibility in classroom procedures (e.g.,
. allowing the use of tape recorders for note-taking
and test-taking when students have trouble with
written language);
Make use of self-correcting materials, which pro-
vide immediate feedback without embarrassment;
Use computers for drill and practice and teaching
word processing;
Provide positive reinforcement of appropriate so-
cial skills at school and home; and
Recognize that students with leamming disabilities

can greatly benefit from the giftof time to' growand
mature.

Resources

Journal of Learning Disabilities. Available from Pro-Ed,
8700 Shoal Creek Blvd., Austin TX 78758. Tele-
phone: (512) 451-3246.)

Silver, L. (1991). The misunderstood child: A guide for
parents of childrenwith learning disabilities (2nded.).
New York, NY: McGraw Hill Book Co. (Available
from McGraw Hill Retail, 13311 Monterey Lane, Blue

Ridge Summit, PA 17294. Telephone: (717) 794-
5461.)
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For more information contact NICHCY.

Smith, S. (1981). No easy answers. New York, NY:
Bantam Books. (Available from Bantam, 2451 South

Wolf Rd., Des Plains, [ 60018. Telephone: 1-800-
223-6834.)

Organizations

Council for Learning Disabilities (CLD)

P.O. Box 40303 -
Overland Park, KS 66204

(913) 492-8755

Division of Learning Disabilities
Council for Exceptional Children
1920 Association Dr.

Reston, VA 22091-1589

(703) 620-3660

Learning Disabilities Assn. of America (LDA)
4156 Library Road

Pittsburgh, PA 15234
(412) 341-1515
(412) 341-8077

National Center for Learning Disabilities
99 Park Avenue

New York, NY 10016

(212) 687-7211

National Network of Leamning Disabled Adults
(NNLDA)

P.O. Box 32611

Phoenix, AZ 85064

(602) 941-5112

Orton Dyslexia Society
Chester Building, Suite 382
8600 LaSalle Road
Baltimore, MD 21286-2044
(410) 296-0232 ’
(800) 222-3123 (Toll Free)

mra& shéet Is made’ possible th:ough Cooperative Agreement
'_'#HOSOA30003 between the Academy for Edncational Develop-

" mentand the. Office of Spedal Edacation Programs, US. Depart-
- mmtommmmdtmspubuczdmdomtnmar

"” ity reflect the views or policies of the Department of Education, nor
doesthe mcnﬁon of trade names, commerdal producis or organi-

ThB’hxform;tit;nis lnthepublic domamunless othervise mdi-
¢ated. Readers are eucouraged to copy and share it, but please

credit the National Information Centu: for Children and Youth
wlth Dhabiﬁﬁa (NICBCY)

UPDATE 12/93




Special Education. (6th Ed.).

MISCONCEPTIONS ABOUT PERSONS WITH LEARNING DISABILTIES

. MYTH > All students with learning disobilities are brain
demoged.

FACT > Although more students with lecrning disabilities
show evidence of damage to the central nervous system (CNS)
then their nondisabled peers, many of them do not. Many
authorities now refer to students with leaming disabilities as
having CNS dysfunction, which suggests o mclfunctioning of
the brain rather than actual tissue demage.

MYTH > 1Q-achievement discrepancies are ecsily
colculated.

FACT > A complicated formula determines o discrepancy
between a student’s IQ and his or her achievement.

MYTH > Standordized achievement tests are the most

useful kind of assessment device for teachers of students with
learning disabilifies.

FACT > Stondardized ochievement tests do not provide
much information about why o student has achievement diffi-
culties. Infarmal reading inventories and formative evaluation
measures give teachers a better idea of the particulor prob-
lems a student is experiencing.

MYTH > We need not be concerned cbout the social-
emotional well-being of students with learning discbilities
because their prablems are in academics.

FACT > Many students with learning disabilities do also
develop problems in the sociol-emotional area.

MYTH > The most serious problem of children who are
hyperactive is their excessive motor activity.

FACT > Although children who are hyperactive do exhibit
excessive motor activily, most authorities ncw believe that their
most undomental problems lie in the crea of inattention.

MYTH > Medication for children with attention-deficit
disorder is over-prescribed and presents o donger for many

children.

FACT > Some children receive medication who do not
need it, but there is little evidence that vast numbers ore inop-
propriately medicated. Medication can be an important part
of o total treatment. package for persons with attention-deficit
disorder.

MYTH > Most children with learning disabilities outgrow
their disabilities as adults.

FACT > Lleorning disabilities tend to endure into adulthood.
Even most of those who are successhul must learn to cope with
their problems and show extraordinary perseverance.
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Cher still can’t spell or
understand the words
on a hillboard. She
has trouble dialing the
phone and making

§ change. At the age of

#4 30 her problem was
9 diagnosed as dysiexia.

'Sometimes | fee] so

Vg stupid. | don’t know

j what I'ddoifl had a

A regular job,” she says.
| Here, for the first time,
Cher talks about the
disability that has -

i caused her such pain.

Cher, who has always exposed herself to
merciless criticism for her hairdes, her
clothes and her men, has recently opened
herself up to further pain and humiliation by
admitting publicly that she suffers from dys-
lexia. “I'm insecure. about everything. It
doesn’t take much 1o shake my confidencs to
the bone,” she says, and little wonders The
simplest tasks still bafle her. Her dyslexia
made her school years a nightmare—she
dropped out in 11th grade—and her acting
Qreer a struggle. Yet she has sucsessfully
managed (o establish hersell as an actress
and is finally, at the age of 4Q, gaining the
respect that hes euded her for so long

Qo How did you feel when you fint
found out thot you had dyslexlo?

A. Suddenly things made 2 lot of sense. |
never resd in school. The first book I ever
read was when [ was 138 or 19 years old, and
it was called The Sorocen Blade by Frank
Yerby. When I was in school, it was rally
difficult. Almost everything I leamed, I had
to learn by listening. 1 just couldn’t ke<p up
with everybedy else. You can be really intd-
ligent, but if you don't have a way of letting
people know, you seemn really stupid. My re-
port cards always said that | was not living
up to my potential. Teachers would se= that
I was a bright gir! in class, and then I would
hand in papers that you eouldn't rexd. Also,
I could never do the work quickly enough—
most of the tests were limed.

Q ® Whot were your grades like?

A. They were very sporadie. I got reaily bad
grades—D’sand F's and C's—in some class-
&3, and A’s and B's in other classes. My
mother would get exasperated with me some-
times: She just could not understand why |
could do so well in one class one semester
and fail the next semester. And 1 never could
understand it cither. Some things wers so
difficult. But eventually I leit school—in the
second wezk of 11th grede. 1just quit. [ was

BY LINDA KONNER

sitting there one day and I just got up and
said, “I'm not going back."

Q. It's  understandable thot you
wouldn’t like school If you were having
such @ hard time.

A. Well, I believe that, for the most part,
school is a very boring place: for very bright
minds, you know? I think what school deces
half the time is cut out your craativity and
Jjust make you fit into society. I don't"think
school is the place to really leam very much.
It's evident if you see what's happening in the
country—you know, there are so many peo-
ple who an't pass a civil service exam, of
an't read. In Les Angeles, insteed of using
the word Walk (on street signs), they show a
person walking, because some people can't
raad a sign.

Qo When wos your dyslexia condi-
tion flrst diagnosed?
A. When | was 30,

Q. You found out about it when you .
took Chostity o be tested? ’
A. Yex. She's very intelligent, but she Just
did so badly in school, and she was having
such a hard time. ThenIsenthertoa special
school, which was reslly a drag, because a ot
of the kids in the school had emotional prob-
lems and she doesn't. But she just felt that
she was stupid because her oral scores were
so much higher than her written scores.

Qo What did you do next?

A. One of the doctors who had tested her
recommendcd that | take her 10 a dyslexia
eziter in Santa Monicx. When [ went in
there, I said to the lady, “{ know Chastity is
really smart—she's just like me.” The wom-
an said, “What do you mean?” and we start-
cd talking about it, and.that's when we found
cut we both had it. :

Qo Now that Chosiily understands
the problem, sha must faul Setter.
A. Yo, she feels a lot better. She's now z0-

ERIC
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irz o the High School of Performing Ams
and she's doing grest. but she has to ~erk
reaily hard at it. She has to study lenger
than most kids with ner amcunt cf intelli-
32ncz. That's the protlem, you know.

Q e As for your dyslexio, how does it
affect you now on a doy-to-day basis?
— A. There are still things that I do that maks
me fe<t reaily stupid. Like, the other day [
couldn’t figure out how much money to give
the cab dnver. In my mind what [ did made
sense. but he was just furious that [ didn't
give him a decent tip. Dialing long distance
is cificult. If] really concantrate oniit, { can
coit. Butif there's a number—(or example,
472, I'll sez 427. And the more numbers
there are. the harder it is for me to rctain
them in sequence. And [ se= billboards that
don’t exist. Like, I'll sez four words on a bill-
board. and I'll just put them tcgether in my
own way. [t'll make sense to me, but it won't

have anything to do with what the billbcard
actually says.

Q e Once you were diagnosed, did
doctors do anything to help you?

A. No. but I've pretty much got my own
way of handling it. Like the raading—1I read
very slowly. Now, if | read a script one=, [
know it; [ almost never have to look tack at
it. I guess your brin compensates. Il [ had
a regular job—one that uses skills that mest
people have to use. like eye-word, eye-num-
ber skills—I don't know what I'd do. But
for what | do, the way [ read is only an in-
convenience

Q ® What about reading frem cue
cards while you'rs performing?
A.l don't do thal.

Qo How did you handle that when
you were doing your TV shows?

A. Sonny read the cards and | studied the
script.

Qo Oid you ever find yourself In an
embarrassing situation involving your
dyslexia? .
A. (laughs) Yes. I once went on an audition
for 3 movie [ was suppesed to mezt the di-
reztor and talk to him about a part, and he
was going 10 see il | was right forit. Because
he thought [ was perfect, he wanted me to
read. And [ said. I don’t do this well.™ But
he gave me the seript. Then Jack Nicholsen
{the siar of the movie] walks in. We were
sitting there, and [ started to read, and [ am
trying 1o explain to them that [ don't do this
well ac all. But they didn’t want to know
accul it. So we start o read, and when [ was
donc, the director said, “It's s good thing [
saw you in Silkwood yesterday, because that
is definitely the worst ccld reading [ have
2v2r heard.” And [ said, "'Wzll, you know, [
12:d you (hat's nct what [ do weil.”
(continued cn page174)
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"1 COULDN'T READ
UNTIL I WAS 18~

continued from page 125

Q. Did you explain why?
A. Not really, because it was a tense mo-

E

ment. It was terrible. [ didn't get the partl

Q. How do you feel about doing cold read-
‘ings for directors now?

A. | wouldn't do them now. [ would never
‘cold read for anybody. Look, in Mask [ test-
«d, and [ ki.c.s «what [ was doing. It's like, [
saw a show once where they were looking for
Jap danczrs. There was this little boy from
Spain, and he needed a job, and he was a
flamenco dancer. He tried to tap dance, but
he couldn’t do it. But then, when he did
what he could do, he did it better than all the
people that were trying out for the tap danc-
ing job. So it just wouldn't make sense for
me to try to cold read if what they wanted to
do was se= what [ did wdll.

Q. Now that there’s no pressure on you to
read. do you ever read for pleasure? Or is
it seill 2 struggle?

A. 1 read for pleasure constantly. ['m resd-
ing four books right now. I'm reading The
Marnmoth Hunters: | read the first two [Jean
Auel beoks]. I'm reading The Vampire Les-
tat. I'm reading Goddess and Drama of the
Gifted Ciild, a psychology book my boy-
friend Josh (Donen) gave me.

Q. How do you feel now that the public
knows about your dyslexla?
A. [ could care s

Q. What about your feelings about your
image in general?

A. The way [ dress and the way [ look are
my sense of expression and creativity; [ don't
feel like stifting that for anybody. [ mean, 1
was going to get a Mohawk haircut one time,
and Chastity threw herself against the door.
She said. “You know, you should be doing
this to me. [ should be the one that wants 2
Mohawk, and you should be saying no.” It's
like, if Chas wanls to dye her hair green and
purple, it shouldn't make any difference: it's
an expression of who she is. [t's like that for
me t00. So [ have a major reputation. It's
2mazing what a hairdo can give youl People
think I'm really crazy because of the way [
look. [ think thal's ... crazy.

Q. How do you think your image affects
your children? ]

A.T think they're much cooler than mest
people. 1 think they're both very proud of
me. The: think I'm outrageous, and they
iaugh at the way I am sometimes; they gzt a
kick out of me.

Q. Perhaps they can understand the way
you dress because you're their mother and
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they love you. But what about tse com-
ments they may hear about you from their
friends, or from strangers?

A. Chas goes to 2 school where the students
are actors and actresses, and they're all pret-
ty much into the work [ do. Chas is really

. well-liked in school for herse!l, but [ also re-

member that when Mask came out; her
friends said, "Oh, Chas, [ loved your mom in
the movie.” You know, lots of her [Heads
have Mohawks. Kids are nct as judgmental
23 adults. So most of Chas’ friends think I'm
rezlly cool because I'm an adult, but [ don't
exactly look like an adult ... whataver that's
suppesed to mean

As for Elijah ... One day he came home
and he was rally upset. He said, "So-and-
so’s grandmother said you're a where.™ And
[ said, "Well, that's interesting. What did
she base that on?” And he said, "I don't
know, but I'm not going to talk to him any-
more.” We talked about it for a long time [
could tell he was pretty upset. But later, he
came (o the conclusion that he lives with me
and he knows what kind of person [ am. He
realized that this woman was having a rough
time in her life, and that it didn't have much
to do with him or me.

Q. Does Chastity generally sccept you
better than Elljah does?

A, Yes. | think boys are just so much more
vulnerable than girls. Chastity's always had
the most amazing inner strength. She's nev-
er really liked (other] kids that much; she's
always been around adults and had an adult
kind of philasophy about things. The only
thing I can ever remember her being really
upset about lately was when she got into the
High School of Performing Arts. Right af-
terward the school got all this video equip-
ment, and some kids started a rumor that
Chastity got in because I bought all the
equipment. She was really angry about that
But [ don't think the way ['ve led my life has
interfered with her that much. It might have
when we were back in California, when I was
lesving her father. [ know that was a real
difficult time for her. :

Q.How did you explala your breakup

with Sonny to Chastity?

A. Well, until recently—maybe 2 couple of
years ago—I never said very much to her
about Sonny. I try to be rexlly pesitive, be-
cause she felt bad that he hadn’t done as well
{as I had] after the breskup. One day she
was giving me some flak because I didn't in-

vite her father to something—and I said, -

“You know, I've never said anything bad
about your father and I've never gene into
any of the reasons. But you're old encugh
for me to tell you that it's impessitle for me
to be [riends with your father, because [ just
don’t like him.”

Q. How old was she when you said that?
A. About 15%.

105
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Q. How did she take it?
A. She wasn't crazy about it at all.

Q. It must be hard for 2 child to hear that
her parents don't like each other.

A.Oh, I'm sure of it. But, the truth is, you
can only be hurt in your life by somecne so
much, and then you have to protest yourself
or it doesn't make any sense. For me to be
around Secnny is like walking into a fire.

Q. How would you describe the relaton-
ship you had with Sonny?
A. It was like [ was a black person working
on a plantation for a benevolent boss. With-
out your [resdom, it doezn’t make sny difer-
ence who your master is. For a long time, |
acted toward him in 2 way that was very dif-
ferent from the way [ felt. And I'm sorry |
fez! this way—1I would prefer to be absolute-
ly friendly and enjoy being around him. It
would make my life a lot easier. But [ don't
think I ever knew Sonny at all. First of all,
what can you know at 167 Not very much.
But also, he didn't want to share himsell. He
thought that il [ knew about him, { would
have some kind of power that he just wasa't
ready to give up. That's somethir.g we all do,
but {to be doing that for] 1! years is a fong
time. [ mean, if you can't trust someone ...
He was 28 when [ met him, and he'd besn
trying for 10 years to be a singer. Then, all of
a sudden, in a matter of a year, we became
famous. He said that he knew from the time
he saw me that it was going to happen. But
he was always afraid that if [ knew | was
talented or pretty or any of the other things
he thought I was, that [ would leave him.
I've been working on a song for 2 new album;
it's reafly autobiographical ['ve got one
verse in there about Senny he's not going to
like ac all It goes:

He stole life and heart and beauty,

Said he did it for my good,

Said he always knew I'd leave him.

So he crushed me while he could.

There's no answers, there's no justics,

There's just eyes too blind to cry.

It’s no wonder I'm the phoenix,
. My salvation that I've died

Q. You fee! then that he withheld from
you the encouragement yoa really needed?
A. You know, it was strange—he gave it on
certain levels, like on a work level. He was
always saying “You can do it” [about my
work]. That’s why we made better (business]
partners than husband and wife. If we had
only stuck to working together, it would
bave been great.

Q. What do yoa think about the whole
[de= of marriage now?
AL Marriage doesn't interest me. [t would if
it was important o somecone that [ cared
about. As something that /'m sesking? |
don’t know if it works for me. [ don‘t kaow
il I'm ready to be marmi=d. .
{continued on page 177)
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“I COULDN'T READ
UNTIL I WAS 8"

continued from page 174

Q. Even as you turn 40, even after two
marriages? .

A.As [ was tuming 30 [ was a lot more
ready to be married; [ wos married {to rock
singer Gregg Allman]. Marriage sounds fab-
ulous in theory. But the kind of work I'm in
is not exactly noted for long-lasting relation-
ships of any kind,

Q. Would you say your work makes you
self-centered?

A. I'm certainly self-centered, but I'm really
giving in a refationship; while I'm in it, it's
very important. | mean, I'm not perfect, but
as a partner | think I'm really loving and giv-
ing. It's just that it only lasts so long.

" Q. Does that mean you don't think any-

body can sustain 2 good relationship over
a long period of time? )

A. Look, I sustained a bad relationship over
2 long period of time. The older I get, the
fess patience I've got for sustaining anything
that doesn’t work over a long peried of lime
If it worked—and I'm willing 10 work on
things—I would be in it for a long time. But
[ also want to be creative, and [ don't know
that creativity necessarily has too much to do

with mamage [ also like to spend a lot of
time alone

Q. How do you spend your time alone?
A, llike to read. [ like to exercise. | like to

- write. [ like the fresdom of not having to

answer 1o anybody. You know, [ think that
being with Sonny did a lot of things that were
not so healthy for me—I meaan, [ had to have
a reasonable place to go (o before I could {get
permission from Sonny to] go out of the
house  And because of that, I've had a big
backlash. 1 don't want anybody to ask me
where I'm going—if | want to go someplace,
I really want to do it. Thank Ged, [ have my
kids; kids are usually so much more under-
standing than husbands. For example, when
I was doing Mask. | would get up at 5:30 in
the moming, and | would work out for an
hour until 1 was picked up 10 go to the stu-
dio. I would come home at 7:30 at night, and
I would fall into bed. [ couldn’t give any-
thing to anyone. The kids would come and
sit on the bed, and we'd talk—~sometimes I'd
fall aslecp talking. 1 didn’t even have that
much energy to give them on weekends. It's
hard to explain that 1o 2 man, because he'd
take it personally.

Q. Does your wanting to stay single have
anything to do with sex—a desire to avoid
sexual fidelity?

A. No. I'm so monogamous it's disgusting.
I'm not very liberated or New Age; if | find
scmebedy that [ really like 1 just don't want
to te with anytody else. I'm not a dater at
3il. 1 have such a reputation; it’s just that my .

relationships are publicized.

Q. What's your ideal man like?

A, I've just bezn with the ideal man. His
name is Josh Donen, and he's the most fabu-
lous man I've ever known. He's bright, we're
in the same business {he's a movie producer),
we've got everything to talk about, he’s hand-
some, he cracks me up constantly, he’s a fab-
ulous father lo my kids. Thesz's nothing
wrcng with him. Even my mother is crazy
about him. She says. "Cher, ccme home to
California. Don'l stay in New York; are you
crazy? What's the matter with you?" I've
never met anybody like him. He's like a
dream man. He's a prince.

Q. So what's the problem?

"A. His work keeps him stuck in L A.; he has

an extremely demanding job. And whenever
I come to New York, I rzally want to be
here. IU's 50 hard for me to live in Los Ange-
les; [ really don't like it there. Also he wants
1o get marriecd—and that just really scares
me to death.

Q. If there were one thing about yourself
that you could change, what would it be?
A. I would not want 10 be 30 insecure. That
insecurity slifies everything. As [ go on in
life, I become more secure in some areas and
less secure in others that [ used to be more
secure in. I guess it's a trade-off.

Q. What are you most irsecure sbout?
A. Everything from my ability as an actress
to my ability as a mother 10 how [ leok. It
deesn’t take much to shake my canfidence to
the bone. But then I kezp ccrming back. So,
if I'm going 1o kesp ceming tack. | would
just like to tell myself one= and for all that I'll
be okay, so I don'l have to kesp going
through the drama.

Q. Do you. think your ability to bounce
back makes people like you?

A.Yes. I'm a survivor, and people respect
that. You know, I was abcul as down and
out as anyone c2n be in my profession [after
the TY shows went off the air], and all of 2
sudden. [ just came back to life. I've done
that a whole bunch of times. Also, people
kind of like me in spite cf myself.

Q. What do you mean?

A. I'm one of those people that's kind of lik-
ablg you just kind of like them. For in-
stance, when [ go on the Donghue show, 1
always think, “Oh, these women are going to
kill me™ And yet, they don't. Part of it is
because I'm not totally full of sh_.. [ don't
really hide my mistakes—I mean, it would
be impossible to try to hide them. But | feel
like | have some kind of special dispensation.
People like me in spite of the fact that if they
saw me walking down the strest and [ wasn't
Cher, they wouldn't like me at all, °

A
POTATO

up your potatoes:
1 can (1] 0z2.) Campbeil’s

et

K Condensed Cheddar % tsp. Dijon mustard

= Cheese Soup 4 large baked potatoes

> 1 cup cooked broccoli flowerets Chopped pimiento

j In 1'4 qt. saucepan over medium heat, stir soup. Stir in*

i broccoli. sour cream and mustard. Heat thoroughly: stir

?: occasionally. Split potatoes: {luff with fork. Serve sauce over
5] potatoes. Garnish with chopped pimiento. 4 servings.
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One potato, Tio potato. Three potato. Four. When you add
Campbell’s® Cheddar Cheese Soup, four potatoes become
more than potatoes. Here’s 2 Campbell’s recipe that will perk

2 tbsp. sour cream

&
CARPBELLS SOUP MAKES GOOD FOOD - =
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NICHCY

National Information Center for Children and Youth with Disabilities

P.O. Box 1492, Washington, D.C. 20013-1492
1-800-695-0285 (Toll Free) (202) 416-0300 (Local, Voice/TT)

SpecialNet User Name: NICHCY ** SCAN User Name: NICHCY

General Information About

VISUAL IMPAIRMENTS

EKC

wll Toxt Provided by ERIC

Definition

The terms partially sighted, low vision, legally blind,
and totally blind are used in the educational context to

describe students with visualimpairments. These terms are
defined as follows:

Partially sighted” indicates some type of visual
problem has resulted in a need for special educa-
tion;

*  “Low vision” generally refers to a severe visual
impairment, not necessarily limited to distance
vision. Low vision applies to all individuals with
sight who are unable to read the newspaper at a
normal viewing distance, even with the aid of
eyeglasses or contact lenses. They use a combina-
tion of vision and other senses to learn, although
they may require adaptations in lighting, the size of
print, and, sometimes, braille;

“Legally blind” indicates that a person has less
than 20/200 vision in the better eye or a very
limited field of vision (20 degrees at its widest
point); and

Totally blind students, who learn via braille or
other non-visual media.

Visual impairment is the consequence of a functional
loss of vision, rather than the eye disorder itself. Eye
disorders which can lead to visual impairments can iaclude
retinal degeneration, albinism, cataracts, glaucoma, mus-
cular problems that result in visual dlsrurba.nces, comeal

disorders, diabetic retinopathy, congenital disorders, and
infection.

Incidence

The rate at which visual impairments occurin individu-
als under the age of 18 is 12.2 per 1,000. Severe visual

impairments (lecally or totally blind) occur at a rate of .06
per 1,000.

Characteristics

The effect of visual problems onachild’sdevelopment
depends on the severity, type of loss, age at which the
condition appears, and overall funcuomng level of the

child. Many children who have multiple disabilities may
also have visual impairments resulting in motor, cognitive,
and/or social developmental delays.

A youngchild with visual impairments has little reason
to explore interesting objects in the environment and, thus,
may miss opportunities to have experiences and to learn.
This lack of exploration may continue until leamning be-
comes motivating or until intervention begins.

Because the child cannot see parents or peers, he or she
may be unable to imitate social behavior or understand
nonverbal cues. Visual disabilities can create obstacles to
a growing child’s independence.

Educational Implications

Children with visual impairments should be assessed
early to benefit from early intervention programs, when
applicable. Technology in the formof computers and low-
vision optical and video aids enable many partially sighted,
low vision, and blind children to participate inregular class

activities. Large print materials, books on tape, and braille
books are available.

Students with visual impairments may need additional
help with special equipment and modifications in the
regularcurriculum to emphasize listening skills, communi-
cation, orientation and mobility, vocation/career options,
and daily living skills. Students with low vision or those
who are legally blind may need help in using their residual
vision more efficiently and in working with special aids and
materials. Students who have visual impairments com-
bined with othertypes of disabilities have a greater need for
an interdisciplinary approach and may require greater
emphasis on self care and daily living skills.

Resources

. American Foundation for the Blind. (1993). AFB directory of

services for blind and visually impaired persons in the Unizzd
States and Canada (24th ed.). New York, NY: Author.

Curran, E.P. (1988). Jusr enough to know berrer (A braille primer).
Boston, MA: National Braille Press.
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! Dodson-Burk, B., & Hill, E.W. (1989). An orientation cnd
mobility primer for families and young children (ltem
1576j. New York, NY: American Foundation for the Blind.

. ‘rrell. K.A.(1985). Reachoutand teach: Materials for parents
A of visually handicapped and multi-handicapped young chil-

dren (Item2084). New York: American Foundation for
the Blind.

Hazekamp.J., & Huebner, K.M. (1989). Program planning and
evaluation for blind and visually impaired students: Na-
tional guidelines for educational excellence (ltem 155x).
New York, NY: American Foundation for the Blind.

Holbrook, M.C. (Ed.). (in press). Children with visual impair-
ments: A parents’ guide. Rockville, MD: Woodbine. [Tele-

phone: 1-800-843-7323 (outside DC area); (301) 468-8800
(in DC area).]

Huebner, K.M..& Swallow, R.M. (1987). How 1o thrive, not just
survive: A guide 1o developing independent life skills for
blind andvisually impaired children and youth (ltem 1487).
New York, NY: American Foundation for the Blind.

Scott, E., Jan, J., & Freeman, R. (1985). Can’ t your child see?

(2nd ed.). Austin, TX: Pro-Ed. [Available from Pro-Ed at
(512)451-3246.]

Organizations

Q.merican Council of the Blind Parents
W /o American Council of the Blind
1515 15th St. N.'W., Suite 720

Washington, D.C. 20005
(202) 467-5081; (1-800) 424-8666

American Foundation for the Blind

15 West 16th Street

New York, NY 10011

(212) 620-2000; (1-800) AFBLIND (Toll Free Hotline)
For publications, call: (718) 852-9873

Blind Children’s Center

4120 Marathon Street

Los Angeles, CA 90029-0159
(213) 664-2153; (1-800) 222-3566

Division for the Visually Handicapped
¢/o Council for Exceptional Children
1920 Association Drive

Reston, VA 22091-1589

(703) 620-3660

National Association for Parents of the Visually
Impaired, Inc.

P.O. Box 317

. Watertown, MA 02272

PO (817)972-7441

National Association for Visually Handicapped
22 West 21st Street, 6th Floor.

New York, NY 10010

(212) 889-3141

National Braille Association. Inc. (\TBA)
1290 University Avenue

Rochester, NY 14607

(716) 473-0900

National Braille Press -~
88 St. Stephen Street

Boston, MA 02115

(617) 266-6160; (1-800) 548-7323

National Eye Institute

National Institutes of Health

U.S. Department of Health & Human Services
Building 31, Room 6A32

Bethesda, MD 20892

(301) 496-5248

National Federation of the Blind, Parents Division
c/o National Federation of the Blind

1800 Johnson Steet

Baltimore, MD 21230

(410) 659-9314

National Library Services for the Blind and Physically
Handicapped

Library of Congress

1291 Taylor Street, N.W.

Washington, D.C. 20542

(202) 707-5100; (1-800) 424-8567

National Retinitis Pigmentosa Foundation
1401 Mt. Royal Avenue, Fourth Floor
Baltimore, MD 21217

(410) 225-9400; (410) 225-9409 (TT)
(1-800) 683-5555 (Toll Free)

National Society to Prevent Blindness

500 E. Remington Road

Schaumburg, IL. 60173

(708) 843-2020; (1-800) 221-3004 (Toll Free)

~Tlns lact sbut is made possible throu.gh Coopemt.we Agcement
¥ #H030A30003 between the Academy for Educational Development and
< the Office of Speclal Educatlon Programs, US. Department of Edoca-
Eion.Ihe contents olthbpuhhmhon donot Deczssanlyreﬂect the viewrs
or pohdrs of the Deparunem of Education, nor does mention ‘of trade

-.nnms, commercial prodm:ts or orgamz:ﬂom xmply endorsemem bv
--’the U. S. G-ove.mment. g .o : .

Tlm lm'orm:don h lu the pnbhc domajn nnl& otherwise lndxcaud.
"Readers are encouraged to copy and share If, but please credit the
" National Information Center for Cblldren and Youth with Dsa'bnlmu

WICHCY. . . e

For more information contact NICHCY.
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VISUAL DISABILITIES

THINGS TO KNOW:

’I'hé definition of legally blind is 20/200 vision with best correction. Many
people, however, who are considered blind do have some sight.

Many people who are blind view their blindness more as an inconvenience
than as a disability.

THINGS TO DO: INTRODUCTIONS

Introduce yourself. Identify who you are and what your job or role is. Be
patient - it may take several introductions for the person who is blind to
recognize you. '

Introduce anyone who is with you and give any pertinent information about
them. For example, "On my right is Lucy Smith. She is vice-president."

When conversing in a group, say the name of the person to whom you are
speaking. This gives the person who is blind a vocal clue.

Speak to a person who is blind the same way you would to anyone else.
People who are blind can hear - they just can’t see. So speak in a normal
tone of voice, don’t shout.

‘When you mdve, let the person who's blind know where you are - so you
won't leave him/her talking to "empty air."

Continued ...

VIDEO REFERENCE GUIDE
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# VISUAL DISABILITIES (Continued) :

THINGS TO DO: ASSISTING

= If you encounter a person who is blind and seems to need help, offer your
services by saying, "May I help you?" This lets the person know you are
willing to assist when necessary, but it also indicates your confidence in his
or her ability to function independently.

= Allow the person with the visual disability to take your arm, don’t grab theirs.
It is important that you let them control their own movements.

THINGS TO DO: GIVING DIRECTIONS

= When giving directions, be specific. Saying, "Over there" doesn'’t provide
much assistance to someone who can’t see where you're pointing. Instead,
"Walk straight ahéad twenty feet, then go up two steps" or ""Turn right at the
second door on your left" is more helpful.

= When directing a blind person to a seat, place the person’s hand on the back
or arm of the chair and say, ""Your hand is on the left arm of the chair."

= In a restaurant, you can be of assistance by helping the person locate food on
the plate. Using a clock system is useful here: "potatoes are at two o’clock
and meat is at 10 o’clock."

GUIDE DOGS

= Obtain permission before interacting with someone’s guide dog. Commands
given to the guide dog by a person other than the master can be confusing
to the animal. For safety, it is important that the guide dog remain alert and
focused while on duty (in harness).

VIDEO REFERENCE GUIDE
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- ARE YOU NERVOUS BECAUSE I AM BLIND?

Close your eyes a moment. Are you a different person than you were with your
eyes open? Of course not, and neither am L

When we walk together, let me take your arm. I'll keep a half-step behind, so I
can anticipate steps and curbs.

Speak to me when you enter the room. Introduce me to everyone else in the
room, otherwise I may not know they are there. Tell me if there is a dog or cat
in the room. Then guide my hand to a chair.

Describe the furniture placement to me, and anything I might be apt to bump
into, such as a door left ajar, or a child’s toys on the floor.

If we go to a restaurant, please read the menu to me, including the prices. I may
ask for help cutting my meat. Describe the food placement to me, as on a clock
face (potatoes at 12, carrots at 3, steak at 6, a tomato slice and parsley at 9,)
Then I'll do just fine.

Do you wonder why I am blind? Don't be shy. I may be just as anxious to tell
you as you are to ask.

Don’t avoid words like "see." I use them, too. Don’t stumble over "visually
handicapped" or "partially sighted." I am blind. I know it. You know it. Be
comfortable with it.

You need not raise your voice to me. I probably hear just as well as you do.

If I am your house guest, show me the bathroom, closet, dresser, bed, windows,
lights and electric outlets for my razor. I like to know if the lights are on. Also,
take me on a brief tour of your kitchen, so I need not bother you every tlme I
want a glass of water.

I am not a blind person. I am just a person who happens to be blind. Please
walk beside me, and be my friend.

VIDEO REFERENCE GUIDE
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MISCONCEPTIONS ABOUT PERSONMS WITH VISUAL IMPAIRMENTS

MYTH > People who cre legally blind have no signt at all.

FACT > Only o small percentcge of those who are legally
blind heve absolutely no vision. Meny heve a useful amount
of functional vision.

M\ TH > People who are blind have an extra sense that
encbles them to detect obstacles.

FACT > People who cre blind do not have an extra sense.
Some can develop an "obstacle sense” by nofing the change
in pitch of echoes as they move towerd objects.

MYTH > People who are blind cutcmatically develop
beter acuity in their other senses.

FACT > Through concentration cnd oftention, individuals
who are blind can learn to make very fine discriminations in
the sensations they obtain. This is not automatic but rather
represents o better use of received sensations.

MYTH > People who are blind have superior musical
obility.

FACT > The musical ability of people who are blind is not
necessarily better thon that of sighted people but many people
who are blind pursue musical careers os one way in whic
they con achieve success.

MYTH > Broille is not very useful for the vest majority of
people wha are blind; it should only be tried as o last resort.

FACT > Very few people who are blind have learned Braille,
primerily due to fear that using Braille is a sign of failure and to
an historical professional bios ageinst Braille. Authorities
acknowledge the utility of Braille for people who are blind.

MYTH > Braille is of no volue for those who have low
vision.

FACT > Some individuals with low vision have condifions
that will eventually result in blindness. More and more, authori-
ties think that these individuals should learn Braille to be pre-
pared for when they cannot read print effectively.

MYTH > If people with low vision use their eyes too much,
their sight will deteriorate.

FACT > Only rarely is this true. Visual efficiency con actually
be improved through training and use. Wearing strong lenses,
holding books close 1o the eyes, and using the eyes often cannot
harm vision.

MYTH > Mobility instruction should be deloyed until ele-

mentary or secondary school.

MYTH > The long cone is a simply constructed, eosy to use
device.

FACT > Mony authorities now recognize that even
preschoolers can take advantage of mobility instruction, includ-
ing the use of a cane.

FACT > The National Academy of Sciences hos drawn up
specifications for the menufacture of the long cane and using it

properly.

MYTH > Guide dogs take people where they want to go.

Hallahan, D.P., & Kauffman, J.M. (1994).

Special Education. (6th Ed.). Allyn & Bacon:

- 113

Exceptional Children:

FACT > The guide dog does not “toke” the person any-
where; the person must first know where he or she is going.
The dog is primarily a protection against unsafe areas or
obstacles.

Introduction to
Boston, MA. p. 343. '
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_‘ When the sighted encounter somecne who is lost, their I thanked him, and exgloined that | needed now to know
- natural inclination is to ask the person where he or she is exactly whereabouts on Alton Read | was so thet | could ge!
headed. As the following entry in the diary of John M. Hull to Bournbrook Rood. “Which side of Alton Road am | on? I
{1990) indicates, this question can lecd to confusion when the | face that way, am | lecking towards Bristol Road or is it
person lost happens to be blind. the other way?’ :
You live high up Bournbrook Rocd, don't you? Well, if
GETTING LOST : 8 November you take the next roed to the left you'll be OK.’

But which way is ‘left’? Does he mean me to cross the
road or to stay on this sice? At this point, the blind and
sighted enter into mutuc! bafflement.

When a sighted person is lost, what maiters to him or
her is not where he is, but where he is going. When he is
told thot the building he is looking for lies in o certain direc-
tion, he is no longer lost. A sighted person is lost in the
sense that he does not know where the building he is look-
ing for is. He is never lost with respect to what street he is
actually on; he just looks at the street sign on the corner of
the block. It is his direction he has lost, rather thon his
position. The blind person lost has neither direction nor
position. He needs position in order to discover direction.
This is such o profound losmess that most sighted people
find it difficult to imagine.

I think it is David Scoti Blockhall, in his autobicgrophy The
Way | See Things {London, Baker, 1971), who remarks
how annoying he found it when people refused to answer
his question about where he wos cnd insisted on asking
him where he was trying to get to. | share this experience.

Going home the other night | was turned out of my way
by some construction work on one of the footpaths. By
mistoke | turned along o side street, and after a block or so,
when | reclized | had made o mistoke somewhere, | was
not sure exactly where | was. There were some chaps work-
ing on a cor perked on the roadside. ‘Excuse me’, | said.
‘Could you tell me please where | am2 What is the name of
this street?’

The chap replied, “Where are you trying to get to?’

With what | hoped was a good-humored laugh, 1 said,

i:;,ever mind about that, just tell me, please, what street this SOURCE: From Touching the rock by John M. Hull. Copyright ©

1990 by John M. Hull. Reprinted by permission of Pantheon Books,

This is Alton Rood, You usually go up Bournbrook o division of Random House, Inc., pp. 144-145.

Road, don’t you? It's just @ block further along.’

BEST COPY AVAILABLE

, Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children: Introduction to
.Special Education. (6th Ed.). Allyn & Bacon: Boston, MA. P. 351.
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ALTHOUGH I'D BEEN TEACHING
for more than 10 years, I was
apprehensive about having a
blind student in my class. How
would I adapt my lessons to
meet Troy's needs and my other
students’ needs? How could Troy
participate in all our activities?

My state’s school for the blind
would provide braille textbooks
for Troy. But the school didn’t
provide braille work sheets or
supplementary materials, so I
had to either send these to the
school to be converted to braille
or figure out a way to adapt

_them. And I always needed a

backup plan in case the materi-
als didn't arrive in time.

When I met Troy, I found him
to be friendly, outgoing, and ea-
ger to learn. He quickly found
his way around, and I could tell
by his facial expressions that he
was excited to be in school.

I soon realized that Troy was
an extremely skillful listener. I
planned more oral lessons and
tests so Troy could work with
the rest of the class. His listen-
ing skills saved the day once
when we completed our assign-
ments early and the other stu-
dents asked to read a play. We
didn't have a braille copy, but I
asked another student to prompt
him, and Troy was able to play a
part. His face glowed.

Our unit on graphs and dia-
grams brought new challenges.
But I was able to make this unit
tactile so Troy could read the in-
formation. I made circle graphs
using heavy-duty aluminum foil

Troy may have been born blind,
but when he entered Eileen
Walcik's 7th-grade reading class
at Smith Middle School, he
could see his goal clearly —to be
the same as the other students.
All his life, Troy had worked
extra hard to keep up with kids
his age. He'd taught himself to
skateboard, mastered the
drums, and learned music by
ear. Now, at the age of 13, fitting
in had become even more
important. Walcik quickly found
that the challenge of helping
Troy required her to see new
ways of doing things.

TROY
WAS
BLIND

A

and a dressmaker’s wheel and
bar graphs using tiny pinpricks
on heavy braille paper. The
school for the blind added the
statistics in braille.

I used textured materials to
make diagrams for Troy. For one
unit, I_made a diagram of rock
layers using a smooth section,
one with dots of glue, and one
with tiny pinpricks.

Because Troy couldn’t see the
pictures in our books, I had his
classmates describe them to him
in detail. Not only did Troy un-
derstand the information better,
but so did the rest of the class.

Art is an area that’s tradition-
ally closed to blind students. My
students loved illustrating stories
we read, and I could see that
Troy wanted to try drawing too.
When we read The Lion, the
Witch, and the Wardrobe, 1 found
I had a tape of songs to go with
the book. I gave my students pa-
per and asked them to close
their eyes, listen, and draw to
the flow of the music —all with-
out peeking. Troy was excited
when the other students found
pictures in his drawing.

Throughout that school year,
my class and I learned to look at
our world in a new way. Troy
taught us that, with some extra
effort, a positive attitude, and a
little help from friends, a blind
student could do anything we
could do—and more.

Eileen Wolcik teaches éth- erd 7th-grade English
ond reading (tolented ond gi=zed) ot Smith Middle
School in Fort Hood, Tex.
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DUDLEY DOUST ON A REMARKABLE PLAYER

After he had stooped 1o feel the texiure of the gress, end finger
the edge of the cup, Charley Boswell paced with his coddie
across the green lo his ball. He ccunted as he went . . . 48,
49, 50 feet. *It's mostly downhill,” scid his cccdcie, crouching
to line up the face of Boswell’s putier. “Take cf ctout 10 feet,
ond putt it like a 40-footer.”

Boswell stroked the ball. It sped across the green, climbed
ond fell, curved, slowed down and dropped with a rattle into
the hole. Boswell grinned: “Did you see that one?” Yes, | hed
seen it. But he hedn’t. Charley Boswell is blind. In fact, he is
one of the most remarkable blind sportsmen in the world and
ploying off o handicap os low as 12, he has wen the United
States Blind Golfers’ Association Championship 17 times.

Putting, oddly enough, is one of Boswell’s strong deport-
ments. Given, of course, the fact that his caddie reads the putt,
his execution is immaculate. “A tip thot we blind golfers can
poss on lo the sighted player,” he said, *I don’t worry about
the breaks on a green. Don’t try to curb your putt because, os
Bobby Jones always said, every putt is a straight putt and let
the slopes do the work.”

A few weeks ago | met Boswell in California, where he was
playing o benefit match for the Braille Institute of America. He
had come up from Alaboma, where he is the Stcte
Commissioner in the Department of Revenue, o remarkable
enough job, and now he was walking to the second tee on a
course in the lush Coachelle Valley. A wind blew down from
the mountains. “Funny thing,” he scid, “wind is really the only
thing that bothers me. It affects my hearing, and that ruins my
sense of direction.”

On the second tee his caddie, who is his home professioncl
bock in Alobama, lined up the face of Boswell’s driver and
stepped away. Boswell, careful not to lose this alignment, did
not waggle his clubhead. He paused, setfing up some inner
rhythm, and swung with the certainty of o sighted player. He
groaned as the ball tailed off into a slice.

“There are two ways | con tell if | hit o good shot,” he said,
frowning. “I con feel it through the clubheod and, more impor-
tont, | finish up high on my follow-through. Come on, let's
wolk. | can’t stand golf corts—they bother my judgment of
distonce.”

Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children:
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Boswell hos been welking down darkened fairways since
shortly after the Seccnd World War. Blinded when @ Germen -
cntitank gun scored a direct hit on his vehicle in the Ruhr, ke
wcs sent back to an Americon hospital for rehabilitation. A
former gridiron footkcller and baseball player, Boswell did nct
toke easily to pampered, supervised spert.

“I tried swimming, end it bored me. | tried horseback riding
until | rode under o tree and got knocked off. | Iried ten-pin
bowling, and that wesn't cny good either—1 fell over the Eall-
track.” He laughed, idly swinging his club as he walked. “Then
one day this corporal came in and suggested we play golf. |
told him to get the hell out of my room.”

Boswell had never swung a golf club in his life but, a few
doys loter, aged 28, he gave it o try: “He handed me o
brossie. | took six practice swings, ond then he teed one up
ond | hit it dead centre, right out of the sweet spot. | tell you, |
was lucky. If 'd missed the ball that first time | would have quit
golf.” There are no false heroics about Boswell.

Some holes later he, or rather we, found his ball in @
bunker. The bunker shot was clearly the most difficult shot in
Boswell’s bag. Playing it required him to break two Rules of
Golf: he not only needed his usual help from someone to line
up his club but, to avoid topping the ball, or missing it alto-
gether, he had to ground his club in the sand. “Also, | con’t
get fancy and cut across the ball,” he said. “I have to swing
square lo the line of flight. I have to ploy it like on ordinary
pitch.”

These handicaps, he later pointed out, were in part counter-
balanced by the actual advantages of being blind on o golf
course. Boswell, for instance, is never temptec to play o nine-
iron when a seven-iron will do the job. “In @ maich blind play-
ers play the course, not their opponents, because we can’t see
what they’re doing anyway,” he soid, on the way o a score of
91 which, for him, was neat but not goudy. “You know, | was
once playing with Bob Hope, and he said: ‘Cherley, if you
could see oll the trouble on this golf course, you wouldn't ke
ploying it.” And | suppose he was right.”

SOURCE: Dudley Doust, Sunday Times, London, February 6, 1977.

Reprinted by permission.
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This fact sheet was written cooperatively by the National Information Center on Deafness
and the National Association of the Deaf.

introduction

An estimated 21 million Americans have some
degree of hearing impairment. Hearing impairments
affect individuals of all ages, and may occur at any
time from infancy through old age. The degree of loss
may range from mild to severe. This variability in age
at onset and degree of loss plus the fact that each
individual adjusts differently to a loss of hearing
makes it impossible to define uniformly the conse-
quences of a loss.

Although the National Center for Health Statistics
through its Health Interview Survey has been able to
.‘?timate the number of people with hearing impair-

. ents, there have been no recent national surveys

which can be used to estimate the number of people
who are deaf. As a result, estimates for the number

of deaf people range anywhere from 350,000 to two
million. ‘

Audiological/Medical Information

There are four tvpes of hearing loss, each of which

can result in different problems and different possi-

bilities for medical and nonmedical remediation.

Conductlve hearing losses are caused by diseases
or obstructions in the outer or middle ear (the con-
duction pathways for sound to reach the inner ear).
Conductive hearing losses usually affect evenly all
frequencies of hearing and do not result in severe
losses. A person with a conductive hearing loss usual-
ly is able to use a hearing aid well, or can be helped
medically or surgically.

Sensorineural hearing losses result from damage
to the delicate sensory hair cells of the inner ear or
the nerves which supply it. These hearing losses can
range from mild to profound. They often affect cer-
tain frequencies more than vthers. Thus, even with
amplification to increase the sound level, the hear-
ing impaired person perceives distorted sounds. This

Q
E MC wdet University 1084, 1087, 1069
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distortion accompanying some forms of san-
sorineural hearing loss is so severe that successiul
use of a hearing aid is impossible.

Mixed hearing losses are those in which the
problem occurs both in the outer or middie and the
inner ear.

A central hearing loss results from damage or im-
pairment to the nerves or nuclei of the central nervous
system, either in the pathways to the brain or in the
brain itself.

Among the causes of deafness are heredity. acci-
dent, and iliness. An unborn child can inherit hearing
loss from its parents. In about 50 percent of all cases
of deafness, genetic factors are a probable causs of
deafness. Environmental factors (accident, iliness,
ototoxic drugs, etc.) are responsible for deafness in
the remaining cases. Rubella or other viral infections
contracted by the pregnant mother may deafen an un-
born child. Hazards associated with the birth process
(for example, a cut-off in the oxygen supply), may af-
fect hearing. lliness or infection may cause deafness
in young children. Constant high noise levels can
cause progressive and eventually severe sen-
sorineural hearing loss, as can tumors, exposure to
explosive sounds, heavy medication, injury to the
skull or ear, or a combination of these factors.

Central hearing loss may result from congenital
brain abnormalities, tumors or lesions of the central
nervous system, strokes, or some medications that
specifically harm the ear. .

The detection and diagnosis of hearing impairment
have come a long way in the last few years. It is now
possible to detect the presence of hearing loss and
evaluate its severity in a newborn child. While medi-
cal and surgical techniques of correcting conductive
hearing losses have aiso improved, medical corrac-
tion for sensorineural hearing loss has been more elu-
sive. Current research on a cochlear implant which
provides electrical stimulation to the inner ear may
lead to important improvements in the ability to med-
ically correct profound sensorineural hearing 10ss.
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Educational Implications

eafness itself does not affect a person’s intetlec-

capacity or ability to learn. Yet, deaf chilcren
. generally require some form of special schooling in
order to gain an adequate education.

Deaf children have unique communication needs.
Unable to hear the continuous, repeated flow of lan-
guage interchange around them, deaf children are not
automatically exposed to the enormous amounts of
language stimulation experienced by hearing children
during their early years. For deaf children, early, con-
sistent, and conscious use of visible communication
modes (such as sign language, fingerspelling, and
Cued Speech) and/or amplification and aural/oral
training can help reduce this language delay. Without
such assistance from infancy, problems in the use of
English typically persist throughout the deaf child's
school years. With such assistance, the language
learning task is easier but by no means easy.

This problem of English language acquisition af-
fects content areas as well. While the academic lag
may be small during the primary grades, it tends to
be cumuiative. A deaf adolescent may be a number
of grade levels behind hearing peers. However, the ex-
tent to which hearing impairment affects ‘school
hievement depends on many factors—the degree
Wd type of hearing loss, the age at which it occurred,
“"the presence of additional handicaps, the quality of

the child's schooling, and the support available both
at home and at school.

Many deaf children now begin their education be-
tween ages one to three years in a clinical program
with heavy parental involvement. Since the great
majority of deaf children—over 90 percent—are born
to hearing parents, these programs provide instruc-
tion for parents on implications of deafness within the
family. By age four or five, most deaf children are en-
rolled in school on a full-day basis. Approximately
one-third of school-age deaf children attend private
or public residential schools. Some attend as day stu-
dents and the rest usually travel home on weekends.
Two-thirds attend day programs in schools for the
deaf or special day classes located in regular $schools,
or are-mainstreamed into regular school programs.
Some mainstreamed deaf children do most or all of
their schoolwork in regular classes, occasionally with
the help of an interpreter, while others are main-
streamed only for special activities or for one or two

classes.
:‘ In addition to regular school subjects, most pro-
wwgrams do special work on communication and lan-
~ guage development. Class size is often limited to
approximately eight children to give more attention
tn 'Jm children's language and communication needs.
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At the secondary school level, students may work
toward a vocational objective or follow a more aca-
demic course of study aimed at postsecondary ecu-
cation at a regular college, a special college program
for deaf students (such as Gallaudet University or the
National Technical Institute for the Deaf) or one of the
100 or more community colleges and technica
schools that have special provisions for cdzaf
students.

Communication: Some Choices

Communication is an important component of
everyone's life. The possible choices for communice-
tion involve a variety of symbol systems. For exam-
ple, you may communicate in English through speek-
ing and writing. Despite your skills, you probably czn-
not communicate with someone whose only language
is Chinese, even though that person also speaks,
reads, and writes quite fluently.

In the United States, deaf people also use a vari-
ety of .communication systems. They may choose
aniong speaking, speechreading, writing, aind magu-
al communication. Manual communication is a gener-
ic term referring to the use of manual signs and
fingerspelling.

American Sign Language

American Sign Language (ASL) is a languags
whose medium is visible rather than aural. Like any
other language, ASL has its own vocabulary, idioms,
grammar, and syntax—different from English.
elements of this language (the individual signs) con-
sist of the handshape, position, movement, and orien-

tneg

tation of the hands to the body and each other. ASL

also uses space, direction and speed of movements,
and facial expression to help convey meaning.

Fingerspelling

When you spell with your fingers, you are in efiect
“writing in the air." Instead of using an alphabet writ-
ten on paper, you are using a manual alphabet, that
is, one with handshapes and positions correspond:
ing to each of the letters of the written alphabet.

Conversations can be entirely fingerspelled. Among
deaf people, however, fingerspelling is more typicz!-
ly used to augment American Sign Language. Proper
names and terms for which there are no signs are
usually fingerspelled. In the educational setting, the
use of fingerspelling as the primary mode of commu-
nication in combination with spoken English is kncwn
as the Rochester method.

Manual English

When the vocabulary of the American Slgn Lzn-
guage and fingerspelled words are presentec :n
English word order, a ‘pidgin’ resuits. Pidgin Sign £n-



glish (PSE) is neither strictly English nor ASL, but
combines elements of both.

A number of systems have recently been devised
assist deaf childrenin learning English. These sys-
ms supplement some ASL signs.with invented signs

- that correspond to elements of English words (plurals.

prefixes. and suffixes. for example). There is usually
a set of rules for word (sign) formation within the par-
ticular system. These systems are generically known
as manually coded English or manual English sys-
tems. The two most commonly used today are Sign-
ing Exact English and Signed English. While each of
these systems was devised primarily for use by par-
ents and teachers in the educational setting, many
of the invented and initialized signs from their lexi-
cons are filtering into the vocabulary of the general
deaf community.

_Orél Communication
This term denotes the use of speech, residual hear-

ing, and speechreading as the primary means of com-
munication for deaf people.

The application of research findings and techno-
logical advances through the years has led to refine-
ments in the rationale for and approach to teaching
speech to deaf children. Several findings are pertinent
here. Deaf children may actually have functional
residual hearing. The speech signal is redundant.
Since it carries excess information, it is not neces-
sary to hear every sound to understand a message.
For language learning to be successful with deaf chil-
dren (no matter what the educational approach), pro-
grams of early intervention must take nlace during the
critical language-learning years of birth through 6.
Hearing screening procedures that accurately detect
hearing impairments in very young children make it
possible to fit hearing aids and other amplification
devices and to introduce auditory and language train-
ing programs as soon as the problem is detected.

Almost all auditory approaches today rely heavily
on the training of residual hearing. The traditional au-
ditory/oral approach trains the hearing impaired child
to acquire language through speechreading (lipread-
ing), augmented by the use of residual hearing, and
sometimes vibro-tactile cues. The auditory/verbal ap-
proach (also called unisensory Qr acoupedic-method)
teaches children to process language through ampli-
fied residual hearing, so that language is learned
through auditory channels.

Speechreading

Recognizing spoken words by watching the speak-
er's lips, face, and gestures is a daily challenge for
all deaf people. Speechreading is the least consistent-
ly visible of the communication choices available
to aeaf people; only about 30 percent of English
sounds are visible on the lips, and 50 percent are
homophonous, that is, they look like something else.
Try it for yourself. Look in a mirror and ‘say’ without
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voice the words ‘kite,” ‘height,’ ‘night.’ You'll se2
almost no changes on your lips to distinguish among
those three words. Then say the following thrse
words—'maybe,’ ‘baby,' ‘pay me.' They look exzctly
alike on the lips.

Some deaf people become skilled speechreacars.
especially if they can supplement what they see with
some hearing. Many do not develop great skill at
speechreading, but most deaf people do speechrezad
to some extent. Because speechreading reqguires
guesswork, very few deaf peoplerely on speechrzz2.

ing alone for exchanges of important information.

Cued Speech

Cued Speech is a system of communication in
which eight hand shapes in four possible positions
supplement the information visible on the lips. The
hand *“cue” signals a visual difference between
sounds that look alike on the lips—such as /pi. id/.
Iml. These cues enable the hearing impaired person
to see the phonetic equivalent of what others hear.
Itis a speech-based method of communication aimed
at taking the guesswork out of speechreading.

Simultaneous Communication

This term denotes the combined use of speech,
signs, and fingerspelling. Simultaneous commurica-
tion offers the benefit of seeing two forms of a mes-
sage at the same time. The deaf individual
speechreads what is being spoken and simultaneous-
ly reads the signs and fingerspelling of the speakar.

Total Communication :

Total Communication is a philosophy which imglies
acceptance and use of all possible methods of com-
munication to assist the deaf child in acquiring lan-
guage and the deaf person in understanding.

Historically, proponents of particular systems have
often been at odds with proponents of other systems
or modes. There is increasing consensus that
whatever system or systems work best for the in-
dividual should be used to allow the hearing ‘mpaired
person access to clear and understandable commu-
nication.

Deaf Adults in Today’s Society

The deaf adult population in the United States is
composed both of individuals deaf since early child-
hood and individuals who lost their hearing later in
life. People who were deafened as aduits, or after the
age of 18, are sometimes called post-vocationally
deaf. Having already embarked on their careers, these
people may have serious probiems both personally
and professionally adjusting to their hearing loss.
People who were deafened prior to age 18 may have
problems not only with English language skills. but
also, because of fewer opportunities for interaction
with hearing people in pre-work settings, they may be
less well prepared for interpersonal relationships iney
encounter in the job market.
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Educational Institutions

Schools for deaf students have traditionally played
important role in advancing the welfare of deaf
ple through education of deaf students and pub-

- lic information efforts about the capabilities and ac-

complishments of deaf people. Two national

institutions each have enroliments of over 1.000 deaf
students.

Gallaudet University
800 Florida Ave. NE
Washington, DC 20002-3625

National Technical institute for the Deatf
Rochester Institute of Technology

1 Lomb Memorial Drive

Rochester, NY 14623

" For descriptions of the more than 100 postsecond-
ary programs for deaf students at community colleges
and technical schools around the country, order a

copy of College and Career Programs tor Deaf Stu-
dents for $12.95 from:

College and Career Programé

Center for Assessment and Demographic Studies
800 Florida Ave. NE

Washington, DC 20002-3625
s,. |

Special Devices for Deaf People

Technology and inventiveness have lead to a num-
ber of devices which aid deaf people and increase
convenience in their daily lives. Many of these devices

are commercially available under different trade
names. :

Telecommunications Devices for Deaf People
(TDDs) are mechanicallelectronic devices which ena-
ble people to type phone messages over the tele-
phone network. The term TDD is generic and replaces
the earlier term TTY which refers specifically to
teletypewriter machines. Telecaption adapters, some-
times called decoders, are devices which are either
added to existing television sets or built into’certain
new sets to enable viewers to read dialogue and nar-
rative as captions (subtitles) on the TV screen. These
captions are not visible without ,such adapters.

Signalling Devices which add a flashing and/or
vibrating signal to the existing auditory signal are
popular with hearing impaired users. Among devices

.\ using flashing light signals are door "bells,” tele-
v .7 phone ring signallers, baby-cry signals (which alert

the parent that the baby is crying), and smoke alarm
systems. Alarm clocks may feature either the fiash-
& ) light or vibrating signal.
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Some Special Services

Numerous social service agencies extend their pro-
gram services to deaf clients. In addition, various
agencies and organizations—eithes related to deaf-
ness or to disability in general—provide specific serv-

ices to deaf people. Among these special services are
the following: '

Captioned Films for the Deat

A loan service of theatrical and educational films
captioned for deaf viewers. Captioned Films for the
Deaf is one of the projects funded by the Captioning
and Adaptations Branch of the U.S. Department of
Education to promote the education and welfare of
deaf people through the use of media. This branch
also provides funds for closed-captioned television
programs, inciuding the live-captioned ABC-TV news.

Registry of Interpreters for the Deaf, inc.

A professional organization, RID maintains a na-
tional listing of individuals skilled in the use of Ameri-
can Sign Language and other sign systems and
provides information on interpreting and evaluation
and certification of interpreters for deaf people.

State Departments of Vocational Rehabilitation
Each state has specific provisions for the type and
extent of vocational rehabilitation service, but all pro-
vide vocational evaluation, financial assistance for
education and training, and job placement help.

Telecommunications for the Deaf, Inc. _

TDI publishes an international telephone directory
of individuals and organizations who own and main-
tain TDDs (telecommunications devices for deaf peo-
ple) for personal or business use.

Contributors to the original fact sheet:

‘Roger Beach, Ph.D., Asst. Professor, Department of

Counseling, Gallaudet University.

Bernadette Kappen; Ph.D., Asst. Principal, Overbrook
School for the Blind, Philadelphia, PA.

William McFarland, Ph.D., Director of Audiology, Oto-
logic Medical Group, Los Angeles, CA.

Philip Schmitt, Ph.D., Professor, Department of Edu-
cation, Gallaudet University.

Ben M. Schowe: Jr., Ph.D., Learning Resources
Center, MSSD, Gallaudet University.

Leticia Taubena-Bogatz, M.A., Teacher, KDES. Cal-
laudet University.

Revised by Loraine DiPietro, Director, National Infor-
mation Center on Deafness, Gallaudet University.
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Discrimination is a common problem for minority
groups. Deaf people as members of a minority group,
experience their share of discrimination. Deaf people
;. a group are underemployed. Together with mem-

rs of other minority and disabled groups, deaf peo-

- *"ple are working to change attitudes which have given

them jobs but inadequate advancement opportu-
nities.

In the United States, deaf people work in almost
every occupational field. Some have become doctors,
dentists, lawyers, and members of the clergy. A num-
ber of deaf people enter careers within the field of
deafness.Thirteen hundred teachers of deafstudents:n
the United States are themselves hearing impairedin-
dividuals. In addition, there are deaf administrators,
psychologists, social workers, counselors, and voca-
tional rehabilitation specialists. Deaf people drive
cars and hold noncommercial pilot's licenses and

pursue the same leisure time interests as everyone
else.

Many deaf young peopie have attended schoo! with
deaf classmates. This educational pattern, coupled

with ease of communication and compatibility an-
couraged by shared experiences as deaf individuals,
leads to socializing with other deaf individuals in
maturity. Many deaf people (80 percent) tend to marry
other deaf people; most of their children (approxi-
mately 90 percent) are hearing.

The Deaf Community

Because the problem in dealing with the hearing
world is one of communication, deaf people tend to
socialize together more than do people with other cis-
abilities. However, members of the deaf community
have contacts with other people, too. Some are ac-
tive members of organizations of hearing people.
Some deaf people move freely between hearing and
deaf groups, while other deaf people may have aimost
no social contact with hearing people. A few deaf peo-
ple may choose to socialize only with hearing people.

While it is possible to find deaf individuals in av-
ery section of the United States, there are major con-
centrations of deaf people in the larger metropolitan
areas of the East and West coasts.

Organizations of and for Dsaf People

Clubs and organizations of deaf people range in
purpose from those with social motives (watching
captioned films, for example) to those with charita-
ble aims. Organizations offer deaf people the oppor-

' unity to pursue a hobby (athletics, drama) or civic

< commitment (political action) on the local, regional
or national level. Local or state associations of deaf
people may be affiliated with the National Associa-
tion of the Deaf. The Oral Deaf Adults Section of the
Alexander Graham Bell Association for the Deaf has
local chapters that provide social opportunities for
deaf people who favor oral communication. The Na-
tional Fraternal Society of the Deaf provides insur-
ance and supports social and charitable functions.
It has 120 divisions throughout the United States and
Canada.

A few of the more than 20 national organizations
of and for deaf people in the United States are briefly
described in the following list. Many of these organi-
zations publish newsletters, magazines, or journals.
Add to these the publications developed by clubs and
schools for the deaf (for students and alumni)land it
is possible to identify 400 publications aimed at a
readership within the deaf community.

Alexander Graham Bell Association for the Deaf
3417 Volta Place, NW
Washington, DC 20007
(202) 227-5220 (V/TDD)

A private, nonprofit organization serving as an infor-
% mation resource, advocate, publisher, and conference
¥ organizer, the Alexander Graham Bell Association is
committed to finding more effective ways of teach-
ing deaf and hard of hearing people to communicate
Q lly. Sections within the organization focus on the

needs of deaf adults (Oral Deaf Adults Section) and
parents (International Parent Organization).

American Deafness and Rehabilitation Association
P.O. Box 55369

~ Little Rock, AR 77225

(501) 663-4617 (V/TDD)

An interdisciplinary organization for professional and
lay persons concerned with services to adult deaf
people, ADARA sponsors workshops for state re-

- habilitation coordinators.

Amaerican Society for Deaf Children

814 Thayer Avenue
Silver Spring, MD 20910
(301) 585-5400 (V/TDD)

Composed of parents and concerned professionals,
ASDC provides information, organizes conventions,
and offers training to parents and families with chil-
dren who are hearing impaired.

National Association of the Deaf
814 Thayer Avenue

Silver Spring, MD 20910

(301) 587-1788 (V/TDD)

With 50 state association affiliates and an aggregate
membership exceeding 20,000, the NAD is a con-
sumer advocate organization concerned about anc in.
volved with every area of interest affecting life oppor-
tunities for deaf people. It serves as a clearinghouse
of information on deafness, offers for sale over 20
books on various aspects of deafness, and wcrks
cooperatively with other organizations representing
both deafness and other disabilities on matters of
common concern.
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Washington, DC: Gallaudet University Press.

Directory of Services

The Aprilissue of the American Annals of the Deat
is a directory of the various programs and services
for deaf persons in the United States. Copies of this
reference may be purchased from:

American Annals of the Deaf
Gallaudet University

KDES, PAS 6 -

800 Florida Ave. NE
Washington, DC 20002-3625

Additional Information

If you have specific questions that were not an-
swered by this fact sheet, please contact either the
National Information Center on Deafness, Galiaudet
University, Washington, DC 20002, or the National
Association of the Deaf, 814 Thayer Avenue, Silver
Spring, MD 20910.

The National Information Center .on Deafness
(NICD) is a centralized source of information on alf
aspects of deafness and hearing loss, including edu-
cation of deaf children, hearing loss and aging,
careers in the field of deafness, assistive devices and
communication with hearing impaired people.

NEW PHONE NUMBER:
(202) 415-6230 (VOICE/TT)

Gallaudet University is an equal opportunity employer/educational institution and does not dls-
criminate on the basis of race, color, sex, national origin, religlon, age, dls‘ablllty, or veteran sta-
tus in employment or admission to its programs and actlvities.
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HEARING DISABILITIES

THINGS TO KNOW:

There are more people who are partially deaf than have no hearing at all.

Sign language is not another form of English. It is an official language with
its own grammar, context and rules. '

Lip-réading, while helpful without sound clues, is only 30% - 50% effectivé and
can be very tiring after long conversations.

THINGS TO DO: COMMUNICATING

Find out how the person best communicates.

Gain their attention before starting a conversation.

If the person uses an interpreter, address the person, not the interpreter.
Use a pencil and paper to communicate ybur thoughts.

Body language is important. Try to match your facial expressions and body

language with what you are saying. For example, if you're angry and saying
angry words, show that anger on your face.

Continued ...

VIDEO REFERENCE GUIDE
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HEARING DISABILITIES (Continued) ‘

IF THE PERSON LIP-READS...
s Speak in a normal, unexaggeé'ated manner. Simple, short sentences are best.
= Be patient if you are asked to repeat yourself.

= It is important that there are no physical barriers between yourself and the
person with whom you are speaking. Good lighting is also helpful.

THINGS TO CONSIDER

« People who are deaf may have difficulty communicating when there are two
or more speakers, especially if there are many interruptions and background
noises. Try to keep the conversations clear and move to a quiet setting if
possible. '

= If you are asked to repeat yourself, be patient and comply. Answering "Never
mind" or "Nothing, it’s not important” is demeaning to the person who's deaf.
These responses imply the person is not worth repeating yourself for.

TELECOMMUNICATION DEVICE FOR THE DEAF

This telephone device uses a keyboard and a digital readout screen to
provide communication between people who are deaf and whatever source has a
TDD on the other end. These devices are relatively easy accommodations to
make and can dramatically enhance the lifestyle and working potential of the
person who is deaf.

The Americans With Disabilities Act now requires every state to provide free
TDD relay services. This enables two people to communicate even when a TDD
is not available at both ends. 175 |
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MISCONCEPTIONS ABOUT PERSCNS WITH EEARING IXPATRMENTS

MYTH > Deafness is nat cs severe c cischility cs Elind-
ness.

FACT > Although it is impassitle ta predict the exact con-
sequences of o disability cn o perzen’s functicning, in gener-
cl. dechess pases more difficulties in cdjustment than dees
Llindness. This is largely due ta the efects hecring loss con
keve an the cbility ta uncerstend end speak aral longucge.

MYTH > It is unhealthy for peaple wha cre decf ta sccicl-
ize almast exclusively with others wha cre decf.

FACT > Moany autharities now recognize that the
phenomenan of o Dect culture is natural and should be
encauraged. In foct, scme ore warried that toa much main-
strecming will diminish the influence of the Deaf culture.

MYTH > In learning to understand whet is being scid to
them, people with hearing impairment concentrate cn reading

lips.

FACT > Liprecding refers anly to visual cues orising fram
movement of the lips. Same people wha are hearing impaired
nat anly recd lips, but alsa take advantage of o number of
other visual cues, such cs facial expressians and mavements cf
the jow and tangue. They are engeging in whet is referred to
as speechreading.

MYTH > Speechreading is relatively easy to lecrn ond is
used by the majarity of people with hecring impairment.

FACT > Speechreading is extremely difficult ta learn, and
very few people wha are hearing impaired actually become
proficient speechreaders. '

MYTH > Americon Sign Langucge [ASL) is o lcosely struc-
tured group of gestures.

FACT > ASLis o true longuage in its own right with its awn
set of grammatical rules.

MYTH > ASL con canvey anly cancrete ideas.

FACT > ASL con canvey any level of abstraction.

MYTH > People within the Deaf communily ore in favar of
mainstreaming students wha are decf inta regulor classes.

FACT > Some within the Deaf community have vaiced the
apinian that regulor classes ore not appropriate for meny stu-
dents who are decf. They point ta a need for o critical mass cf
students wha are deaf in arder ta have effective educctional

programs.

MYTH > Fomilies in which bath the child ond the parents
are deaf are ot o distinct disadvantage campored to families
in which the parents cre hearing.

Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children:

FACT > Research has demonsirated that children wha are
deaf wha hove parents wha are also dedf fore better in a0 num-
ber of acedemic and social areas. Autharilies point lo the per-
ents’ ability to communicate with their children in ASLas o
mcior recson for this adventage.

Introduction to

Special Education. (6th Ed.). Allyn & Bacon:
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Deaf pitcher doesn't let
disability stand in way of success

Hitters cnd pitchers lcck fer them. Cetchers and csaches
give them. Everyone Iries to stecl them. Signs cre cs much o
port of the gcme of besebcll as the bet ond bell.

And in o society that dees nat clwoys cccommedcte the
hearing impoired, basebcll—with its endless perece of signs
ond gestures—is on aosis where the hecring end decf clike
ottend on equal foating.

Acron Forley is deof. He olsa hoppens to hove been
roised on baseball. The ncme given ot bith—Acron (es in
Honk) Motthew (as in Eddie, only without the “s’) Ferley (cs in
Aocron’s fother Bob, big Breves’ fen)—left litle doubt thet
boseboll would constitute o huge pert of his life.

Mcke no mistoke cbout it, when Farley tckes the mound in
this weekend’s 17-18 year old Babe Ruth stote tournoment in
Purcellville, the 18-year-old C.B. Boker all-stor will ke just
onother baseboll player.

*Boseball is one of those beoutiful sparts thot rely so much
on symbols,” said Bob Forley, wha olsa serves cs cll-ster
cooch. “When the gome starts we oll speck o diferent len-
guoge, anyway.”

If boseball is unique in thot sense, then it owes o good
deol to deof individuals such os Williom Hoy. An oct so cen-
trol to the notional pastime—the umpire’s onimoted strike
coll—wos prompted by Hoy, o turn-of-the-century Notionc!
Leogue ouffielder, wha required hend signals to know if the
pitch wos o ball ar o strike.

The symbolic code thot has developed in the years since is
o longuage Forley probobly undersicnds better thon most.

Born profoundly deof—the most severe degree of hearing
impoirment—Farley is capable of hearing high-decibel
sounds like thunder, but little else. So he compensotes with
eyes. Farley confidently stotes thot no ane on the ploying field
sees os much os he does. His father doesn’t remember him
ever missing o sign.

His own sofety, in foct, requires that Ferley rigidly adhere
to the praverbial command—keep your eye on the boll.

“He hos to focus and concentrcte on the entire game,”
soid the elder Farley. “I don’t know if it makes him better, but
it sure mokes him tired.”

Mareover, it mokes him intensely comgetitive. As one not
distrocted on the field, he expects ncthing less from his teom-
mctes. “| don’t wont to mcke o mistoke, | don’t want my
tecmmectes to moke o misicke,” Acren said. “l went ta win.”

Win he has. During the C.B. Bcker reguler secson, Ferley
posted o perfect 4-0 recard for chempion Rurilen, the best
mork in the league. He wes equelly successful et the plate
with 0 .360 batting overcge.

PROGIESS PHOTO BY MATT GENTRY

Aaron Farley of the C. B. Baker League All-Star teain has
not let deafuess keep hiyn from enjoying success as a
pitcher. The 18-year-old is 6-0 this summer (1992) in regu-
lar season and tournament play.

In last weekend’s District 5 tourncment, Forley added two
moare wins—including Sundoy’s 12-6 chompionship victary—
to help put the Chorlottesville squod in todoy’s first-round
gome agoinst the District 7 chompions.

On the subject of stats, Iry this one: 3.60. Not ERA, kut
GPA. In June, Farley groduated with honors from
Chorlottesville High Schoal and will attend Rochester (N.Y.)
Institute of Technalogy this foll with plens to major in
computer science ond math.

A messoge blackboord in Forley’s bedroom frequently
corries this odmonition frem his father: “Most limitaticns cre
self-imposed.” The son has tcken the soying to hecrt.
Consequently, Aorcn Ferley hos not allowed his discbility 1o
get in the way of on- or off-field ochievement.

He rejects the noticn, however, thet he is ony sort c? rele
model, but the messcge is cleor: Being dect is na excuse net
to perticipcte, or succeed.

SOURCE: The Dcily Progress, July, 17, 1992, go. Ci, C2.

- Copyright © 1992. Regrinted with permission.

‘Special Education. (6th Ed.). Allyn & Bacon:

Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children:

Introduction to
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NICHCY

National Information Center for Children and Youth with Disabilities

P.O. Box 1492, Washington, D.C. 20013-1492
1-800-695-0285 (Toll Free) (202)416-0300 (Local, Voice/TT)

SpecialNet User Name: NICHCY ** SCAN User Name: NICHCY

General Information About

SPEECH AND LANGUAGE DISORDERS

Definition

Speech and language disorders refer to problems in
communication and related areas such as oral motor func-
tion. These delays and disorders range from simple sound
substitutions to the inability to understand or use language
ot use the oral-motor mechanism for functional speech and
feeding. Some causes of speech and language disorders
include hearing loss, neurological disorders, brain injury,
mental retardation, drug abuse, physical impairments such

ascleftlip or palate, and vocal abuse or misuse. Frequently,
however, the cause is unknown.

Incidence

) One quarter of the students served in the public schools’
; ,_Q’ec"al education programs (almost 1 million children in
- ¥Mhe 1988-89 school year) were categorized as speech or
language impaired. This estimate does not include children
who have speech/language problems secondary to other
conditions such as deafness. Language disorders may be
related to other disabilities such as mental retardation,
autism, or cerebral palsy. Itis estimated that communica-
tion disorders (including speech, language, and bearing

disorders) affect one of every 10 people in the United
States.

Characteristics

A child's communication is considered delayed when
the child is noticeably behind his or her peers in the
acquisition of speech and/or language skills. Sometimes a
child will have greater receptive (understanding) than

expressive (speaking) language skills, butthisis notalways
the case. '

Speech disorders refer to difficulties producing speech
sounds or problems with voice quality. They might be
characterized by an interruption in the flow or rhythm of
speech, such as stuttering, which is called dysfluency.
Speech disorders may be problems with the way sounds are
formed, called articulation or phonological disorders, or

they may be difficulties with the pitch, volume, or quality
of the voice. There may be a combination of several
problems. People with speech disorders have trouble using
some speech sounds, which can also be a symptom of a

. delay. They may say “see” when they mean “ski” or they

may have trouble using other sounds like “I” or “r".
Listeners may have trouble understanding what someone
with a speech disorder is trying to say. People with voice

disorders may have trouble with the way their voices
sound.

A language disorder is an impairment in the ability to
understand and/or use words in context, both verbally and
nonverbally. Some characteristics of language disorders
include improper use of words and their meanings, inability
to express ideas, inappropriate grammatical patterns, re- |
duced vocabulary, and inability to follow directions. One
or a combination of these characteristics may cccur in

. children who are affected by language learning disabilities

or developmental language delay. Children may hear or
see a word but not be able to understand its meaning. They

may have trouble getting others to understand what they are
trying to communicate.

Educational Implications

Because all communication disorders carry the poten-
tial to isolate individuals from their social and educational
surroundings, it is essential to find appropriate timely
intervention. While many speech and language patterns
can be called “baby talk” and are part of a young child’s
normal development, they-can become problems if they are
not outgrown as expected. In this way an initial delay in
speech and language or an initial speech parern can be-
come a disorder which can cause difficulties in learning.
Because of the way the brain develops, it is easier to learn
language and communication skills before the age of 3.
When children have muscular disorders, hearing problems !
or developmental delays, their acquisition of speech, lan-
guage, and related skills is often affected.

EKC
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Speech-language pathologists assistchildren who have
communication disorders in various ways. They provide
individual therapy for the child; consult with the child’s

'._,r about the most effective ways to facilitate the
. s communication in the class setting; and work closely
with the family to develop goals and techniques for effec-
tive therapy in class and at home. Technology can help
children whose physical conditions make communication
difficult. The use of electronic communication systems
allow nonspeaking people and people with severe physical
disabilities to engage in the give and take of shared thought.

Vocabulary and concept growth continues during the
years childrenare in school. Reading and writing are taught
and, as students get older, the understanding and use of
language becomes more complex. Communication skills
are at the heart of the education experience. Speech and/or
language therapy may continue throughout a student’s
school year either in the form of direct therapy or on a
consultant basis. The speech-language pathologist may
assist vocational teachers and counselors in establishing
communication goals related to the work experiences of
students and suggest strategies that are effective for the

important transition from school to employment and adult
life.

Communication has many components. All serve to
rease the way people learn about the world around them,

utilize knowledge and skills, and interact with colleagues,
family, and friends.

Resources

Bemthal, J.E. & Bankson, N.W. (1993). Anrticulation and
phonological disorders (3rd ed). Englewood Cliffs,
NJ: Prentice Hall. (Telephone: 1-800-947-7700.)

Beukelman, D.R., & Mirenda, P. (1992). Augmentative
and alternative communication: Management of se-
vere communication disorders in children and adults.

Baltimore, MD: Paul H. Brookes. (Telephone: 1-800-
638-3775.)

Shames, G.H., & Wiig, E.H. (1990). Human communica-
tion disorders: Anintroduction (3rded.). Columbus,

OH: Merrill. (ContactMacmillan Publishing at 1-800-
257-5755.)

Organizations

Alliance for Technology Access
1128 Solano Avenue

Albany, CA 94706

(510) 528-0747

Q -

For more information contact NICHCY.

Cleft Palate Foundation
1218 Grandview Ave.
University of Pittsburgh
Piusburgh, PA 15211

412-481-1376; 800-242-5338; 800-243-5338 (in PA)

American Speech-Language-Hearing Association
(ASHA)

10801 Rockville Pike

Rockville, MD 20852 -~

301-897-5700 (V/TT); 800-638-8255

Learning Disabilities Association of America (LDA)
4156 Library Road '

Piusburgh, PA 15234

412-341-1515; 412-341-8077

Division for Children with Communication Disorders
c/o Council for Exceptional Children (CEC)

1920 Association Drive :
Reston, VA 22091-1589

© 703-620-3660

National Easter Seal Society

70 East Lake Street

Chicago, IL 60601

312-726-6200; 312-726-4258 (TT)

800-221-6827 (Calls outside IL)

(For information about services for children and youth.)

Scottish Rite Foundation

Southemn Jurisdiction, U.S.A., Inc.
1733 Sixteenth Street, N.W.
Washington, DC 20009-3199
202-232-3579

Trace Research and Development Center
University of Wisconsin - Madison
S-151 Waisman Center

Madison, W1 53705-2280
608-262-6966; 608-263-5408 (TT)
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SPEECH DISABILITIES

. There are many things which can cause difficulty with speech. Deafness,

cerebral palsy, stroke, head injury and general speech impairment are just a few.
The following suggestions may help you communicate more effectively with
someone who has a speech disability.

THINGS TO CONSIDER:

=  Many people with speech disabilities are mistakenly identified as being
drunk, retarded or mentally ill. Communicating with them may simply

. require patience and finding out what works best.

THINGS TO DO:

=  Give whole, unhurried attention when you're talking to someone who has
difficulty speaking. If you're having trouble understanding the person, ask

them to repeat themselves rather than pretending you understand.

= If you're trying to communicate in a public area with many distractions, stay
calm and try to move to a quieter location.

= Keep your manner encouraging rather than correcting. Be patient and don'’t
speak for people. Let them complete their own sentences.

= When necessary, ask short questions that require short answers (or a nod, or
shake of the head).

= Use writing as an alternative form of communication.

VIDEO REFERENCE GUIDE
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MISCONCEPTIONS ABOUT PERSONS WITH COMMUNICATION DISORDERS

MYTH > Children with longuoge disorders always heve
speech difficulties os well.

FACT > Itis passible for o child to have good speech cnd
yet nat make ony sense when he ar she folks; hawever, mast
children with longuage disarders have speech disarders cs
well.

MYTH > Individuals with communication disarders always
have ematicnal or behoviaral disarders ar mental retardation.

FACT > Some children with communicction disorders are
narmal in cognitive, social, ond emational development.

‘MYTH > How children learn longuage is now well under-

stood.

FACT > Although recent research has revealed quite a lat
obout the sequence of languoge acquisitian and hos led to
theories of language develapment, exactly haw children leamn
longuage is still unknown.

MYTH > Stuttering is primorily o disorder of people with
extremely high IQs. Children whao stutter become stuttering
adults.

FACT > Stuttering can offect individuals ot ony level of
intellectual obility. Same children wha stutter cantinue stutter-
ing os adults; mast, however, stop stuttering befare ar during
adalescence with help from o speech-language pothalagist.
Stuttering is primorily o childhood disorder, found much more
often in boys than in girls.

MYTH > Disorders of phonalagy (or articulotion) are never
"very serious ond cre olways easy to carrect.

MYTH > A child with o cleft palote clwoys hos defective
speech.

FACT > Disorders of phanclogy con make speech unintelligi-
ble; it is sometimes very difficult to carrect phanalogical ar
arficulatian prablems, especially if the individual has cerebral
palsy, mental retardation, or emational ar behaviaral disarders.

FACT > The child bom with a cleft polate may or may nat
have o speech disarder, depending on the noture of the cleft,
the medical treatment given, ond ather factors such os psycho-
logical characteristics and speech training.

MYTH > There is na relotionship between intelligence and
disarders of communicotion.

FACT > Communication disorders tend to occur mare fre-
quently amang individuals of lawer intellectual ability, dlthaugh
these disarders may occur in individuals wha are exiremely
intelligent.

MYTH > There is not much overlop between longuoge
disarders and leaming disabilities.

FACT > Problems with verbal skills—listening, reading,
writing, specking—are aften o central feature of o leaming
disability. The definitions of longuage disorders ond several
other disabilities ore overlopping.

Hallahan, D.P., & Kauffman, J.M. (1994). Exceptional Children: Introduction to

Special Education. (6th Ed.). Allyn & Bacon:
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Practice Learning Signs
Learn and practice the signs and sentences on each page before

N proceeding to the next. Descriptions are supplied at the bottom of
‘ each page.
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NICHCY

National Information Center for Children and Youth with Disabilities
" P.O. Box 1492, Washington, D.C. 20013-1492

(703) 893-6061 (Local) (1-800) 999-5599 (Toll Free) (703) 893-8614 (TT)
SpecialNet User Name: NICHCY ** SCAN User Name: NICHCY

. NEW PHONE NUMBER:
(202) 416-0300 (VOICE/TT)

General Information About
AUTISM

NEW PHONE NUMBER:
(202) 416-0300 (VOICE/TT)

< Definition ¢

| Autism is a developmental disorder which
usually becomes evident before the age of three
years. Itisaneurological or brain disorderin
which behavior, communication, and social in-

_teractions are the primary disabilities.

< Incidence <

The rate of incidence, or how often autism
occurs in children, ranges from five to fifteen
out of 10,000 births. The different estimates
are based on slightly different definitions of
autism.

.It is three times more common in boys than

"1 girls and is rarely found in more than one child

in a family.

Autism can be caused by a number of fac-
tors, but the cause in the vast majority is not
known. Itis known that autism is caused by
biological, not psychological, factors.

< Characteristics ¢
Some babies show signs of autism from
infancy. They may not like to cuddle and may
show little interest in their families.

Typical characteristics of autism are often
described as:

o difficulty relating to people, objects and
events; '

* repetitive movements such as rocking :
and spinning, head banging and hand

twisting;

* insistence that the environment and

routine remain unchanged;

* avoidance of eye contact;

* verbal and nonverbal communication
skills are severely impaired;

* use of toys and objects is an unconven-
tional manner, little imaginative play;

* severe impairment of social interaction
development; and

¢ limited intellectual ability.

It should be noted that any one of these
characeristics may occurin children withother
disabilities. In these cases the term “autistic-
like” behavior is used.

< Educational Implications <

Earlydiagnosis and educational evaluation

of autism are very important, although help

- given at any age can make a significant dif-
ference.

Public Law 101-476, the Individuals with
Disabilities Education Act (IDEA), formerly
the Education of the Handicapped Act, now
includes autism as a separate disability cat-
egory. Children with autism will be eligible for
special education and related services under
this new category.

Until recently, children with autism have
been eligible for special education and related

. BEST COPY AVAILABLE
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|
| services under the category of "other health

! impaired.” The regulations (CFR 300.5) to the
ucation of the Handicapped Act state, "Other

th impaired means (i) having an autistic

autism.
SR

b oar

~ondition which is manifested by severe com-
- munication and other developmental and
- educational problems...”. These regulations
 will be changed to reflect autism as a category

t included under the IDEA.

, Empbhasis in education needs to be on help-
' ing the child to learn ways to communicate and
i on structuring the environment so that it is
consistent and predictable. Effective teaching
includes attention to behavior plans, positive

| behavior management, and clear expectations
and rules.

Many of these methods can be developed in
conjunction with parents and followed through
at home. Continuity and consistency between
home and school environments can greatly aid
in the security and progress of persons with

While autism is a lifetime condition, with

"1 special training, supervision, and support,

many adults with autism can live and work in
the community.

¢ Resources <

Autism Research International Newsletter
Institute for Child Behavior Research
4182 Adams Avenue

San Diego, CA 92116

Journal of Autism and Developmental
Disorders

Plenum Publishing Corporation

233 Spring Street

New York, NY 10013

Park, Clara, (1982) The Siege. Boston; Little |
Brown and Company. 5

Powers, Michael D.(Ed) (1989). Children with (
Autism, A Parent's Guide. Rockville, MD;
Woodbine House.

Wing, L., M.D,, (1980). Autistic Children: A
Guide for Parents and Professionals. Se- .
caucus, NJ: The Citadel Press.

¢ Organizations <

Autism Hotline

Autism Services Center
101 Richmond Street
Huntington, WV 25702
(304) 523-8269

Autism Socdiety of America
8601 Georgia Avenue

. Suite 503

Silver Spring, MD 20910 r
(301) 565-0433 , (

Institute for Child Behavior Research
4182 Adams Avenue

San Diego, CA 92116

(618) 281-7165
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Common Misconceptions About Autism

Misconceptions

1. Autism is an emotional disorder

2. ltis difficult to distinguish between
autism and childhood schizophrenia

3. Autism occurs more commonly
among higher SES and educational
levels

4. Autism exists only in childhood

5. With the proper treatment, most

autistic children eventually “outgrow”
autism

6. Autistic children do not show social
attachments, even to parents

7. Autistic children do. not show
affectionate behavior

8. Most autistic children have special
talents or abilities

9. Most autistic children are not
- mentally retarded

10. Autistic children are more intelligent
than scores from appropriate tests
indicate - ' _

W. Stone, Ph.D.
6/94

Facts

Autism occurs as a result of
diverse organic etiologies

Autism and schizophrenia differ on
several important features, ircluding
age of onsef, cognitive level, course, and"

-family history

Autism appears to be evenly distributed
across all SES and educational levels

Autism is a lifelong disorder

Characteristics and behaviors associated
with autism often improve as a result of
intervention

Autistic children can and do form social
attachments, though their relationships
typically lack a sense of reciprocity

Autistic children can and do show
affectionate behaviors such as hugging
and kissing

Many autistic children have unevenly
developed cognitive skills, but very few
have savant capabilities

70% - 80% of autistic children function
intellectually within the range of mental
retardation

1.Q. scores are accurate, stable, and
predictive when appropriate instruments
and assessment strategies are used
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Chapter 22

Autism

with Mark Reber

Upon completion of this chapter, the reader will:

—be abie to define autism

—understand the characteristics of this disorder

—Xnow how to distinguish autism from other developmental disabilities
—be acquainted with the various intervention approaches to this disorder

Like mental retardation, autism is a brain-based developmental disability with multi-
ple causes. Autism differs from mental retardation in that its characteristic feature is
not a delay in development, but a series of striking deviations from normal develop-
mental patterns that become apparent by 3 years of age. Autism involves disturbances
in cognition, interpersonal communication, social interactions, and behavior (in par-
ticular, the presence of obsessional, ritualistic, stereotyped, and rigid behaviors)
(American Psychiatric Association, 1987; Cohen, Donnellan, & Paul, 1987; Gill-
berg, 1990). Deviant development in all of these areas is necessary for a diagnosis of
autism, thus giving rise to its classification as a pervasive developmental disorder.

Autism is a rare condition. Studies have determined its prevalence to be about 4
in 10,000 (Lotter, 1966; Ritvo, Freeman, Pingree, et al., 1989), and boys with autism
outnumber girls 4:1. There appears to be a genetic component, as a family with one
child with autism has about a 9% risk of having a second child with autism (Ritvo,
Jorde, Mason-Brothers, et al., 1989).

A HISTORICAL PERSPECTIVE

Despite its rarity, autism has been the focus of considerable research since it was first
described in 1942. Dr. Leo Kanner published the first description of what he called
“autistic disturbances of affective contact” (Kanner, 1943, p. 217). He identified a
group of children who exhibited symptoms that isolated them from their environment

Mark Reber, M.D., is Clinical Assistant Professor of Psychiatry at The University of Peansylvania
School of Medicine, Children’s Seashore House, in Philadelphia.

From Children with Disabilities: A Medical primer, Batshaw and Perzet.
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408 / CHILDREN WITH DISABILITIES

and had abnormal language or did not speak at all. In his view, the fundamental dis-

. ' turbance in these children was ‘“‘an inability to relate themselves in the ordinary way

' ‘ to people and situations from the beginning of life” (p. 242). He observed that as
infants, these children did not seek to be held, ignored or shut out any social ap-
proaches, treated people as objects, and made minimal eye contact. In addition, chil-
dren with autism required such a sameness in their environment that even a minor
change— for example, the repositioning of a chair—threw them into a rage. Among
those children who could speak, unusual features of language included parrot-like
repetition of phrases, sometimes uttered long after they were heard (delayed echo-
lalia); literalness of usage; and a tendency to repeat pronouns as heard (e.g., using
“you” to refer to oneself). Play was repetitive and stereotyped, with little imaginative
use of toys and other objects. Kanner noted that the parents of these children tended to
be cold and formal in their interpersonal relationships, but speculated that the disor-

; der was an “inborn disturbance” (p. 250).

‘ In the 2 decades after Kanner’s description, “cold” and “aloof” parents were
increasingly blamed for causing autism. More recently, autism has been viewed as a
disturbance that arises early in life and originates in the child’s own biology. Con-
troversy still remains, however, over the symptoms that constitute the core features
of the disorder. Kanner emphasized the child'’s inability to relate, while other re-
searchers have suggested that the language disorder, cognitive disturbance, or a cer-
tain group of sensory abnormalities is the essential feature. Definition of the funda-
mental psychological deficit is important, as it will help to direct research toward
uncovering the specific brain disturbance that underlies autism.

CHARACTERISTICS OF AUTISM

In order to be diagnosed with autism, a child must meet 8 of the 16 criteria listed in the
Diagnostic and Statistical Manual of Mental Disorders (DSM-{1I-R) (American Psy-
chiatric Association, 1987) (Table 22.1). These criteria fall into three broad catego-
ries: 1) impairment in reciprocal social interaction, 2) impairment in communication
and imaginative activity, and 3) markedly restricted repertoire of activities and inter-
ests. While not included in the diagnostic criteria, other behavioral, cognitive, and
neurological disturbances are recognized as part of the disorder. The severity of this
disorder is based on intellectual and associated deficits. Autism can occur in children
with average intelligence, who have severe problems with communication skills, so-
cial interactions, and behavior, and in children with mental retardation and stereo-
typic behaviors (Rapin, 1991).

Social Interactions

Kanner's view that problems with social interactions represent the fundamental prob-
lem in autism is also supported by Wing (1988), who has described three types of
social interaction impairments: impaired social recognition, communication, and un-
derstanding or imagining.
. Impaired social recognition, in its mild form, appears as lack of interest in the
‘ feelings and thoughts of others and an absence of eye contact. Individuals with severe

TOOCC NG £ . ey v,




Table 22.1. Diagnostic criteria for autism

At least 8 of the following 16 items should be present. The child should exhibit at least two
iterns from Group A, one from Group B, and one from Group C. (The examples are ar-
ranged so that those first mentioned are more likely to apply to younger children or children
with more severe autism, and the later examples are more likely to apply to older children or
children with less severe autism.) :

Group A

Qualitative impairment in social interaction as manifested by the following:

1. Marked lack of awareness of the existence of others or their feelings

2. No effort or an abnormal effort to seek comfort at times of distress (e.g., does not come for
comfort even when ill, hurt, or tired); seeks comfort in a stereotyped way (e.g., says
“cheese, cheese, cheese” whenever hurt)

3. No imitation or impaired imitation (e.g., does not wave bye-bye, does not copy mother’s
domestic activities, mechanically imitates others’ actions out of context)

4. No social play or abnormal social play (e.g., does not actively participate in simple games,
prefers solitary play activities, involves other children in play only as “mechanical aids™)

5. Gross impairment in ability to make peer friendships (¢.g., Do interest in making peer
friendships; lacks understanding of conventions of social interaction [e.g., reads telephone .
book to uninterested peer])

: Group B :

Qualitative impairment in verbal and nonverbal communication and in imaginative activity as

manifested by the following:

1. No mode of communication

2. Markedly abnormal nonverbal communication (e.g., does not anticipate being held,
stiffens when held, does not look at the person or smile when making a social approach,
does not greet parents or visitors, stares fixedly in social situations)

3. Absence of imaginative activity (e.g., no playacting of adult roles, fantasy characters, or
© animals; lack of interest in stories about imaginary events)
4. Marked abnormalities in speech production, including volume, pitch, stress, rate, rhythm,
-~ and intonation (e.g., monotonous tone, question-like melody, high pitch)
5. Marked abnormalities in the form or content of speech, including stereotyped and repeti-
= tive use of speech (e.g., immediate echolalia, mechanical repetition of television commer-
E cial); use of ““you” when “I" is meant (e.g., using *“You want cookie?” to. mean “I want a
%: cookie™); idiosyncratic use of words or phrases (e.g., “Go on green riding” to mean “I
&;—' want to go on the swing”); or frequent irrelevant remarks (e.g., starts talking about train
?_ schedules during a conversation about sports)
t6.  Markedly impaired ability to initiate or sustain conversations with others, despite adequate

speech (e.g., lengthy monologues on one subject regardless of interjections from others)

o "'l..-jf'ﬁ!

8. ing, complex whole-body movements)

<~ Persistent preoccupation with parts of objects (e.g., sniffing or smelling objects, repetitive
. feeling of texture of materials, spinning wheels of toy cars) or attachment to unusual ob-
> jects (e.g., insists on carrying around a piece of string) - :

. Marked distress over changes in trivial aspects of environment (e.g., when a vase is

;]
v,

4]

D m

£3:.
f‘:; moved from usual position)
*4." Unreasonable insistence on following routines in precise detail (€.g., insisting that exactly

.. the same route be followed when shopping)
5. Markedly restricted range of interests and a preoccupation with one narrow interest (e.g.,
& aligning objects, amassing facts about meteorology, pretending to be a fantasy character)

- .. . - PR semnm
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autism demonstrate extreme aloofness and total indifference to other people. The
second component, impaired social communication, is characterized by an absence
of pleasure in the exchange of smiles and feelings (i.e., body language). This charac-
teristic may be obvious as early as the first 2-3 months of life, though it often goes
unrecognized until other deficits become more obvious (Stone, Lemanek, Fishel,
et al., 1990). Impaired social communication also implies a lack of desire to commu-
nicate with others or communication that is limited to the simple expression of needs.
The third component, impaired social imagination and understanding, refers to the
inability to imitate others and engage in pretend play or to imagine another’s thoughts
and feelings. For example, infants with this deficit do not copy their mothers’ facial
expressions. '

Other social deficits associated with autism include not seeking comfort when
hurt and lacking interest in forming friendships. It is unclear whether children with
autism do not display normal attachment behavior or do not understand relationships
and want to form them (Hertzig, Snow, & Sherman, 1989; Shapiro, Frosch, &
Arnold, 1987; Sigman & Mundy, 1989). :

Communication Disorders.

In children with autism, the development of language is severely delayed and deviant,
hindering both expressive and receptive communication (Ferrari, 1982). Cooing acd
babbling may develop normally in the first 6 months of life, but then may regress.
Speech may develop late or not atall. About half of children with autism remain mute

_ throughout their lives and may even be unable to use gestures or signs to communi-

cate (Rutter, 1985a). Those who develop language do not use it creatively or spoata-
neously. Their voices are often high-pitched, with unsual speech rhythm and intona-
tion, which makes their speech sound sing-song or monotonous. They tend to use
language in a very stereotyped, rote fashion, exhibiting excellent memorization skills

" but actually communicating very little, if any, meaning. They tend to repeat phrases

and long commercial jingles. While it may seem that they are understanding what
they are saying, they are usually parroting what they have heard. Despite goo<
articulation and an adequate vocabulary, these children have a severe expressive lan-
guage disorder. '

Receptive language is affected as well. Children with autism may respond tC
brief phrases, but they find it very difficult to understand more complex commands
They learn better with visual than with auditory cues. At one point, language deficit
were thought to be the primary cause of social withdrawal in children with autism, bu
these deficits are now regarded as secondary to the brain abnormality that causes th
more fundamental disorder in relating to other people (Paul, 1987). Development ©
language is an important prognostic feature in autism. Children who develop lac
guage fare much better than those who do not (Schreibman, 1988).

Behavior Problems

The behavior problems in autism, particularly the restricted behavior repertoire ac
distressed response to environmental change, are among the most striking features
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the disorder. Obsessive rituals and strict adherence to routines are common,; includ-
ing, for example, rigid insistence in eating at the same time every day and eating a
restricted menu of foods, sitting in exactly the same position at the table, placing
objects in a particular Jocation, and touching every door knob one passes. Young
children with autism may show intense attachment to unusual objects, such as a piece
of plastic tabing, rather than a cuddly item like a teddy bear. They may not use toys in
their intended mannper, but focus instead on a part of a toy, such as the wheels on a toy
truck, which they may spin incessantly. A common form of play is to line objects up
in rows. Shining surfaces, rotating fans, and people’s hair or beards may fascinate
these young children. Older, more cognitively advanced individuals may become in-
tensely preoccupied with train schedules, calendars, or particular patterns of numeri-
cal relationships. They will focus on these things to the exclusion of other activities.

Frequently, children with autism become upset and have intense tantrums if any-
thing interferes with these rituals and preoccupations. Similar tantrums may be
provoked by trivial departures from daily routines or changes in the environment.
Stereotyped movements and self-stimulating behaviors, such as rocking, hand wav-
ing, arm flapping, toe walking, head banging, and other forms of self-injurious be-
havior are also common, especially among children with autism who have low IQs
(Howlin & Rutter, 1987). .

Other behavior problems associated with autism include sleep disturbances (es-
pecially in younger children), short attention spans, hyperactivity, tantrums, and ag-
gressiveness. These behaviors, while not specific to autism, may be as difficult to
manage as the characteristics of autism.

 Intellectual Functioning

Children with autism function at various levels in the intellectual spectrum. However,
about 70% have mental retardation: 35% have mild retardation, 15% have moderate
retardation, and 20% have severe or profound retardation. Twenty-five percent fall in
the borderline-to-normal range of intelligence (IQ 70-100) and about 5% have 1Qs
over 100 (Minshew & Payton, 1988). .
Psychological testing can be performed on children with autism, and the result-
ant IQs appear to be fairly accurate, providing the testing is done by a psychologist
who is experienced in working with such children. The tests may need to be adapted,
or nonverbal tests may be needed because the performance of children with autism is
uneven. They tend to perform better on tests of visual-spatial skills and rote memory,
and poorer on tasks requiring symbolic and logical reasoning. Some children with
aunsm have restricted areas of higher functioning, called islets of ability or splinter
skills. These include musical skills, such as perfect pitch, exceptional rote memory,
an unusual capacity for jigsaw puzzles, or the ability to do rapid calculations of a
specific kind, such as finding the day of the week for distant dates. Usually, these
splinter skills relate to the individual’s selected a:2a of preoccupation and do not help
them to solve problems in daily life. Even if the splinter skill involves some useful
function, the child with autism is often not able to apply the skill to real life events.
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Other Problems PR
Because children with autism are a heterogeneous group, there is no consistent pat- -

tern of physical or neurological abnormalities. A range of sensory disturbances has
been reported, including both under- and oversensitivity to certain sounds, indif- :
ference to pain, and a preference for certain sensations, such as those that appeal to ..
taste and smell rather than touch or sound. Most children with autism are clumsy and £
some have abnormalities of posture and movement (DeMyer, 1976). EEG abnormali- -

ties occur in approximately 80% of children with autism, but the incidence of seizures

is not significantly different from the incidence in children with communication dis-

orders (Minshew, 1991; Tuchman, Rapin, & Shinnar, 1991).

CAUSES OF AUTISM

There is, at present, nearly universal agreement that autism is caused by some form of
brain damage or abnormality in brain development (Coleman & Gillberg, 1985; Lord,
Mulloy, Wendelboe, et al., 1991; Nelson, 1991). The evidence for this includes: 1) the
high incidence of EEG abnormalities; 2) the increased incidence of autsm in certain
diseases that are known to cause brain damage, such as untreated phenylketonuria
(PKU) (see Chapter 10) and congenital infections; 3) the high frequency of mental
retardation in autism (Wing, 1988); and 4) the high incidence of prenatal infecaons,
prematurity, birth trauma,. and so on (Bryson, Smith, & Eastwood, 1988; Mason-
Brothers, Ritvo, Pingree, et al., 1990). These observations suggest that autism may
result from brain damage sustained in a number of ways, including genetic abnormal-
ties and environmental influences, and that the damage may be anatomical, phys-
iological, and/or biochemical.

Neuroanatomical studies, based on imaging studies and examinations of the
brains of persons with autism who have died, have identified abnormalities in the
development of the cerebellum (Courchesne, 1991; Courchesne, Yeung-Courchesre,
Press, et al., 1988: Ritvo, Freeman, Scheibel, et al., 1986) and the cerebral cortex
(Piven, Berthier, Starkstein, et al., 1990). Findings such as these may provide infor-
mation about when in the course of brain development the abnormalities developed.

Neurochemical studies have implicated various neurotransmitter disturbances in
autism, although none consistently (Volkmar & Cohen, 1988). Some recent research
has noted similar behaviors between children with autism and animals given opiates
(Panksepp & Sahley, 1987), suggesting that abnormalities in these levels may play a
role in autism (Weizman, Gil-Ad, Dick, etal., 1988; Young, Leven, Newcorn, etal.,
1987).

A genetic basis for autism has been suggested by studies that have identified
subgroups of children with autism who have a known genetic cause of brain injury,

such as fragile X syndrome (Bregman, Leckman, & Ort, 1988; Reiss & Freund, -

1990). Other studies have shown that autism occurs at higher rates among identical
twins than among fraternal twins (Folstein & Piven, 1991; Smalley, Asarmow. &

Spence, 1988) and that the risk of autism is much higher in families with one child
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with autism than in the general population. Taken together, these studies indicate a
genetic predisposition to autism.

DISTINGUISHING AUTISM FROM OTHER DEVELOPMENTAL DISABILITIES

Since intervention strategies vary according to diagnosis, it is important to distin-
guish autism from other developmental disabilities. The most common disorders that
are mistaken for autism are mental retardation, childhood psychosis, sensory impair-
ments, developmental language disorders, and progressive nervous system disorders.

Autism is distinguished from mental retardation by its characteristic social and
behavior problems and by a somewhat different pattern of cognitive deficits. Children
with autism shun social interactions and treat everyone, €ven parents, as objects; chil-
dren with mental retardation generally enjoy social contacts. Children with mental
retardation usually have equal delays in language, cognitive, and visual-perceptual
skills, whereas children with autism have more prominent language impairments.
However, most children with autism also have mental retardation, and many individ-
uals with severe mental retardation display autistic features, such as stereotyped
movements and self-injury (Capute, Derivan, Chauvel, et al., 1975).

Autism may also be confused with psychiatric disorders, such as schizophrenia
(American Psychiatric Association, 1987). The key difference between the two syn-
dromes is age of onset. Autism begins in the first 3 years of life, while schizophrenia
rarely starts before adolescence. Furthermore, while the child with autism may be-
have in a bizarre manner, he or she will not have the delusions and hallucinations that
are characteristic of schizophrenia. In addition, while a child with autism lacks imag-
ination, a child with schizophrenia may live in a fantasy world. Finally, children with
schizophrenia do not usually have mental retardation (see Chapter 23).

Children with sensory impairments may also demonstrate autistic features.
Children with visual impairment often display self-stimulatory behaviors and lack the
skills necessary for interpersonal interactions. They do not have the global language
disorder that distinguishes children with autism, and their intelligence is usually nor-
mal. Furthermore, if there is improvement in their sensory function, the autistic fea-
wres disappear. This makes it extremely important for the vision and hearing of chil-
dren with autistic behaviors to be tested before the diagnosis of autism is confirmed.

Similarly, children with developmental language disorders may display shyness,
echolalia, and some social withdrawal (see Chapter 19), but they typically do not
show the deviant language features of autism, such as stereotyped utterances, abnor-
mal social interactions, bizarre behaviors, and absence of a desire to communicate
(Rutter, 1985a). :

Finally, a group of progressive neurological diseases initially may be misdiag-
nosed as autism. Children with these disorders develop normally in infancy, then start
t0 Jose both intellectual and motor skills, and fall behind (Menkes, 1990). One exam-
ple is Rett syndrome (Hagberg, Aicardi, Dias, et al., 1983; Percy, Zoghbi, Lewis, et al.,
1987). Although children with autism may also seem to regress in their development,
their loss of skills is usually restricted to language. Furthermore, most children with
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autism have problems in social development that can be traced to the first year of life.
The diagnosis of 2 progressive neurological disorder becomes evident as abilides con-
tinue to deteriorate over time.

Testing for Autism

There is no specific medical test for audsm. Blood tests and EEGs may be abnormal, ---
but are nonspecific. However, tests may be conducted to identify syndromes com--=-
monly associated with autism and to rule out other explanations for abnormal behav-. o
ior. For example, a chromosome study would be performed if fragile X syndrome is -
suspected (see Chapter 16); metabolic studies might be ordered to test for PKU or
other inborn errors of metabolism; and an MRI scan may be done to look for abnor-
malities in the cortex or cerebellum. '

TREATMENT AND INTERVENTION APPROACHES

Michael Rutter, an eminent British child psychiatrist, has outlined five main goals of

" the treatment of audsm: 1) the fostering of normal development, 2) the promotion of

learning, 3) the reduction of rigidity and stereotypy, 4) the elimination of nonspecific
maladaptive behaviors, and 5) the alleviation of family distress (Rutter, 1985b).

These goals are best met through a comprehensive educational and behavior
management program that includes a highly structured education setting, language
training, behavioral interventions, positive social experiences, and intensive parent
involvement (Howlin & Rutter, 1987; Rogers & Lewis, 1989; Schreibman, 1988).
Treatment should begin as early as possible, as there is some evidence that early inter-
vention to promote acquisition of communication skills can lessen later maladaptive
behaviors (Prizant & Wetherby, 1988).

Behavior therapy may be needed to modify behaviors that might otherwise inter-

fere with development and learning. Reduction in stereotypical, rigid, ritualistic, and

‘maladaptive behaviors (¢.g., tantrums, aggression, self-injury) may be accomplished

through a number of behavioral strategies. For example, behavior shaping can help to
systematically positively reinforce aporoximatons of desired communicative behav-
ior and withdrawal of reinforcement ¢an help to extinguish self-stimulatory behav-
iors. Other behavioral interventions attempt to increase social interaction (Schreib-
man, 1988). Parents are often used as co-therapists in these forms of intervention.
Fostering normal development must include language therapy with an emphasis
on the pragmatics of language (i.e., using it to accomplish social goals) (Schuler &

Prizant, 1987). Interactive and meaningful conversations should be modeled and

practiced, and echolalia discouraged. With children with autism who are mute, at-
tempts should be made to train verbal utterances, such as babbling or jargoning
(Howlin & Rutter, 1987; Schuler & Prizant, 1987). Sign language can also be at-
tempted, but it is often difficult for children with autism to learn. A novel approach,
termed facilitated communication, is now being evaluated. The basic element of fa-
cilitated communication is providing physical support to the child’s arm as he or she
attempts to type messages on a keyboard or communication board (Biklen, 1990).

150 BEST COPY AVAILABLE



AUTISM / 415

This is done to overcome dyspraxia that may underlie the child’s inability to use a
communication device independently. Art and music therapy have also been used in
attempts to communicate with children with autism nonverbally.

The education of children with autism usually requires highly structured pro-
grams with predictable routines and presentation of material in graded steps (Rogers
& Lewis, 1989; Rutter, 1985a). Children with autism should be enrolled in preschool
early intervention programs that stress communication skills and social interactions.
By school age, many children with autism learn effectively in public school special
education classes with children who function at similar developmental levels. Class.
sizes should be small, and activities should be broken into simple subunits to hold the
children’s interest and decrease stereotypical behavior. One-to-one interactions with
teachers and fellow students are encouraged so that children with autism may develop
social skills. Higher functioning children with autism may be integrated into regular
education settings.

Medications play a limited role in the treatment of autism, as there is no pharma-
cological remedy for the disorder (Minshew & Payton, 1988). Certain medicatons,
however, have been used to relieve some of the symptoms, including hyperactivity,
irritable mood, social withdrawal, and aggression. The best studied of these medica-
tions is haloperidol (Haldol), a high-potency antipsychotic drug that has been shown
to be effective in decreasing stereotypical behaviors, withdrawal, aggression, nega-
tivism, and irritability, as well as increasing performance on learning tasks (Ander-
son, Campbell, Grega, et al., 1984; Joshi, Capozzoli, & Coyle, 1988). Unfortunately,
haloperidol is also associated with a high incidence of movement abnormalities
(Perry, Campbell, Adams, et al., 1989). A medication that once looked promising in
autism, fenfluramine, has more recently been shown to be largely ineffective. In addi-
tion, it interferes with discrimination learning and is poorly tolerated (Campbell,
Adams, Small, et al., 1988; Stern, Walker, Sawyer, et al., 1990; Varley & Holm,
1990). Opiate antagonists, such as naltrexone, are being studied to see if they allevi-
ate any of the hyperactive and maladaptive behaviors associated with autism. Prelimi-
nary reports show mild benefits (Campbell, Anderson, Small, et al., 1990).

Stimulants, used to treat hyperactivity, were formerly thought to aggravate ste-
reotyped behaviors. But, methylphenidate (Ritalin) has been shown to be helpful in
controlling hyperactivity in some children -with autism (Birmaher, Quintana, &
Greenhill, 1988; Strayhorn, Rapp, Donina, et al., 1988). Clonidine (Catapres), a
newer medication for hyperactivity, which was developed to treat hypertension in
adults, may also be useful for treating hyperactivity in children with autism. Lithium
has also been used to treat the manic-like symptoms of autism (Steingard & Bieder-
man, 1987).

Parents need emotional support and advocacy and, most of all, should be
brought into the treatment process as teachers and co-therapists of their children.

ere is no doubt that having a child with autism is enormously stressful for the fam-
ily. In addition to the normal stresses of having 2 child with disabilities, there are
many additional demands as well as the frustration of caring for a child who provides
few emotional rewards, requires intense supervision, has disturbed sleep, and ex-
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hibits behavior that is difficult to manage. If emotional problems arise, family coun-

seling is indicated.

KENNY: A CHILD WITH AUTISM

Kenny had problems from infancy. His early development was delayed, and his par-
ents were quite concerned that Kenny would have mental retardation. They noticed
that he did not “coo” or respond to sounds. He did not reach out to be picked up, and.
he seemed stiff and uncomfortable when they held him. Soon, his motor development
improved. He sat by 8 months and walked by 15 months. His parents became hopeful
that he did not have “brain damage.” He also showed good visual-perceptual skills,
being ablc to put together simple puzzles by 2 years of age and to build intricate block
towers by 2/4. - -

Yet, his parents remained concerned about his language, behavior, and relation-
ships with other people. At2 years of age, he neither spoke nor consistently followed
1-step commands. He was a loner. He showed no interest in playing with other
children and barely acknowledged his parents. He still did not like to be held. Kenny
exhibited no warmth and maintained no eye contact with others. He had many
strange, ritualistic behaviors. He spun around, rocked, and constantly played with a
string. He would fly into a rage when the furniture was moved or when he encoun-
tered new situations. ‘ .

By 4 years of age, Kenny had developed some language, but it was very strange.
He had an extraordinary memory for numbers and commercials. He would constantly
carry a detergent bottle around the house singing its advertising jingle, and he would
endlessly repeat strings of numbers. However, he still basically communicated with
no one. He could not follow 2-step commands and spoke in only 1- or 2-word phrases.
More often than not, he pointed to what he wanted.

At this time, psychological testing was performed. Kenny's IQ was 37, indicat-
ing he functioned around the level of an 18-month-old. However, he could build block
towers and solve puzzles at a 4-year-old level. Because of his strange behavior, with-
drawal, and reactions of rage, he was referred to a child psychiatrist. These symp-
toms, combined with good gross motor and visual-perceptual skills and severe men-
tal retardation, led to a diagnosis of autism. His pareats, in a sense, were relieved;
they had a diagnosis, some place to start. _

Even more important, Kenny was enrolled in an intervention program. He re-
ceived the drug haloperidol to decrease his anxiety. His reactions of rage decreased.
He entered a special school program where language and other reasoning skills were
taught at an 18-month-old level. Behavior management techniques were used to help
Kenny with new social situations and to reduce self-stimulatory behavior. At the same

- time, Kenny'’s parents received counseling from a social worker and followed through

on a behavior management program set up by a behavioral psychologist.

By 6 years of age, Kenny had improved substantially. He could now form 3-word
sentences, and the automatic repetition of words decreased. His behavior was better,
and he could be brought into new situations without difficulty.
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_ Kenny’s eventual outcome is still unclear. He will continue to gain new skills,

- but his cognitive function will likely remain in the range of mental retardation. It is

i* hoped that he will gain increased communication and social skills that will permit
" him to function in supported employment when he is an adult.

: PROGNOSIS

,_: . Autistic features generally become less pronounced as the child grows, and stereo-
“>-  typic behavior decreases. By adolescence, the child’s function will principally depend
Z on his or her intelligence and speech skills Only about one- half of children with'
B autism gain socially useful speech, usually by 5 years of age (Rutter, 1985a). The
child with autism and moderate-to-severe mental retardation will function in a man-
ner similar to other children with mental retardation, although he or she will have
poorer language skills, possibly better problem-solving abilities, and a decreased in-
terest in social interactions. Even among higher functioning individuals with autism,
abnormalities of verbal expression, concrete thought processes, social awkwardness,
and stereotyped and inappropriate social behaviors tend to persist (Wing, 1988).
Overall, about 15% of children with autism have a good outcome, 15% a fair out-
come, and 70% a poor outcome in terms of functioning independently in society as
’ =:. :an adult. The majority live at home or in supervised living situations (Rumsey,
= Rapoport, & Sceery, 1985). Most individuals with autism are independent in self-
care skills and can participate in activities of daily living (Wing, 1985). Some young
adults can engage in supported employment, especially in jobs that require the use of
.. their visual-motor skills. Those with normal intelligence can often live and work
2. independently. S

SUMMARY

Autism appears to be a distinct syndrome. Its principal characteristics are a global
language disorder, abnormal behavior patterns, social isolation, and, usually, mental
retardation. Its causes are many. Differentiation from other disabilities, such as men-
tal retardation, psychiatric illness, sensory impairments, and progressive neurologi-
cal disorders, is essential for proper therapy to be possible. Therapy consists of an
interdisciplinary approach that includes psychiatry, speech-language pathology, be-
havioral psychology, and social work. At this point, the value of medication is uncer-
tain. In adolescents and adults, the bizarre behavior is less apparent, but prognosis is
generally poor. The children with the best hope for the future are those with the higher
1Q scores.
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One in five people with mental retardation injures her or himself,
causing pain and suffering to themselves, their families and others
around them. This guide for parents, teachers and other caregivers
of people who have developmental disabilities describes the more
common types of self-injury and discusses methods for identifying
causes. Interventions are discussed and information is provided
concerning sources for further assistance. |
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CHARACTERISTICS OF SELF-INJURY

What is self-injurious behavior and how common is it?

Self-injuriousbehavior (SIB) is repetitive behavior that causes
physical harm. Usually the behavior takes a very similar
form every time itoccurs - for example, one child may bruise
the side of her head by hitting herself with theknuckles of one
hand. Another may repeatedly bite one place on his right
wrist. SIB is different from suicidal behavior and suicidal
gestures, and is seen almostexclusively in people with mental
J retardation and other developmental disabilities. In most

= instances, self-injury can be successfully treated, especially
by intervening early in the development of the problem.
While self-injury is rarely life-threatening, without treatment
it can sometimes worsen to the point of causing permanent
damage. A few people with severe self-injury blind them-
selves or suffer hearing loss, destroy parts of their bodies
(e.g., portions of fingers or lips), produce concussions, or
cause repeated damage which leads to lingering infections.

Do all children who bump their heads or hit themselves
develop the problem of self-injury? |

1lo. About 17% of infants without a disability periodically
hit their heads against their cribs or occasionally hit their
head or face with their hand when they are tired or frustrated.
_ Nearly all non-disabled infants stop hurting themselves by
‘ the time they are two years old. But as many as one in five
children with mental retardation continue hurting them-
selves periodically for monthsand years, sometimes severely.

ERIC 176




My four year old son slaps his face repeatedly, but he doesn’t
leave any bruises, just reddened skin. Is this a problem?

Face slapping or any other behavior that is performed often
enough or intensely enough to cause reddening or breaking
of the skin, bruises, bleeding, or other signs of tissue damage
should be discussed with a professional experienced with
self-injurious behavior in people with developmental dis-
abilities. Sources of help include special education teachers,
pediatricians, behavior analysts, social workers, child psy-
chiatrists and psychologists, and pediatric neurologists.

Do children with some particular disabilities have more prob-
lems with self-injury than children with other disabilities?

Children with several uncommon disabling conditions, such
as Autism, Cornelia de Lange syndrome, Fragile X syn-
drome, Lesch-Nyhan syndrome, and Rett syndrome have
problems with self-injury more often than children with
otherdevelopmental disabilities. However, since asmany as
20% of children with disabilities display self-injury at some
time in their lives, the problem extends well beyond these
rarer disabilities. People wishing further information about
specific disabilities often associated with self-injury should
contact the resources listed at the end of this brochure.

QQan

CAUSES OF SELF-INJURY

What is known about the causes of the problem?

Thirty years ago, some writers speculated that children who
hurt themselves were born the same as other children but
that their self-injury resulted froma cold or detached style of
mothering. There is no evidence to support this theory.

177



o
e, 2N

Today, most experts realize that self-injury usually has more
than one cause. There may often be anunderlying biological
tendency for a child to self-injure. How often, under what
circumstances and how intensely the child self-injures often
depends on learning experiences, which can cause the self-
injury to decrease or sometimes grow much worse.

Can medical problems cause self-injurious behavior?

Several medical conditions can lead to self-injury. Children
with ear infections, for example, may try to reduce their dis-
comfort by hitting or slapping at their ears. Similarly, they
may repeatedly scratch at an area of itching skin, and con-
tinue to scratch when the skin begins to heal. Once the
earache or skin irritation clears up, the self-injury usually
stops. If the self-injury continues after the medical problem
is over, another cause for the behavior should be considered.

- Can dietary factors such as sugar, artificial coloring, or other
food additives cause self-injury?

There is little carefully done research on the effects of dietor
food ingredients on self-injury, or on megavitamin therapy
asa treatment for self-injury. The studies on food and hyper-
activity (extreme restlessness and overactivity) in children
show no consistent effect of diet on behavior. For most
children, activity level does not appear to be changed by the
items in a normal diet, buta small number of childrenmay be
affected by diet.

I often see my child hurting himself when he is angry. For
example, he bumps his head when it is time to put on his
shoes. Why does he do this?

- Children sometimes learn to avoid or delay doing things that

they don't like by hurting themselves. Perhapsthe youngster
finds it difficult to put on his shoes, or does not enjoy the
activity that will follow once he i giressed. Maybe he just
prefers to continue with whatever he is doine. Because itis



difficult for adults to continue to request something from a
child who is engaged in self-injury, some children learn to
control what happens in their lives by hurting themselves.
Self-injury is especially likely to belearned if the child cannot
speak and has no other effective way to communicate.

My child speaks only a few words. Is it possible that she is
trying to tell us something by hurting herself?

Self-injury can be an effective method for getting attention
from adults, because the parent's natural response is to im-
mediately go to the child to see what is wrong and to try to
stop the self-injury. Sometimes it is necessary for adults to
physically prevent the child from injuring him or herself.
“Children who have difficulty communicating can learn that
attention can be gotten at any time by hurting themselves.
Beyond simply gaining attention, children can also learn to
hurt themselves to obtain other things they need or want.
These may include preferred foods, favored activities, or
being left alone. Self-injury is disturbing and evenalarming
to adults, and they will do whatever they can to stop it.
Adults often offer various things to the child until s/he stops
self-injuring. Unfortunately, the child may self-injure for a
different reason the next time, and the process of adult
guessing will be repeated again and again, unless a more
satisfactory form of communication is developed.

Even though our child communicates very well, he threatens to
scratch his face or hurts himself in other ways when he wants
something he shouldn’t have. Since he tells us exactly what he
wants, communication can’t be the reason for his self-injury.

Self-injury can still be a powerful and quick way for a child
to get whathe wants, atleast part of the time. Seeing children
deliberately hurt themselves is extremely upsetting for par-
_ ents and others. It is very difficult not to give in at least
occasionally, and provide what the child wants to stop the
~ self-injury. Although it is not intended, this rewards the
child's self-injury and can cause the self-injury to continue.
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So far, none of this seems to fit my child. She has Down
syndrome, and had a complete medical evaluation showing
no medical problems that could account for her self-injury.
It doesn’t seem to be an attempt to communicate or to get
attention. In fact, she likes to be alone. She rocks forlong
periods of time. When she rocks, she bumps against the wall
and has caused a bruised spot that seems never to heal.

Some children perform arepetitive movement that results in
skin, muscle, or even bone damage because it is repeated
over and over again. The stimulation produced by the
repeated movement may be pleasant to her, muchas rocking
is enjoyed by ababy. Theinjury isa by-productof the way the
movement is performed (in this case, by constantly bumping
against the wall). Similar problems are seen in children who
have impaired vision. A child with a visual handicap might
learn to press a finger into the eye because of the flashes of
light this mechanical stimulation produces through the optic
nerve. Obviously, this can cause physical damage to the eye.

I can see that repeating the same movement can cause injury
as an accidental by-product of the movement. However, when
my son bangs his head, it seems that his only purpose is to
damage himself.

A different kind of self-stimulation can result from self-
injury: Sufficient pain causes the release of "endogenous
opioids," which are natural chemicals in our bodies that
protect us from feeling intense pain. Endogenous opioids
can also produce feelings of euphoria, such as the so-called
"runner's high" that some people experience when running
marathons. Some people may self-injure in order to be
stimulated by these pleasant effects of endogenous opioids.
Research on endogenous opioids as a cause of self-injurious
behavior is just beginning, and may lead to new treatments
for some self-injury..
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TREATMENTS FOR SELF-INJURY

With so many different causes, how is self-injury treated?

The first step s to try to discover the causes of the child's self-
injurious behavior. It is important to identify any medical
problems that might be responsible. This requiresathorough
examinationby a physician familiar with children withmental
retardation. Other causes for self-injury can be identified by
examining the circumstances in which the child self-injures.
When the behavior occurs primarily in adult company but
rarely when the child is alone, it is often directed at getting
attention or other things that the child needs or wants. Self-
injury thatoccurs when the child isasked to do something or
during activities the child dislikes may be attempts to avoid
unpleasant activities. The child who is just as likely to self-
injure when alone as when he or she is with adults may be
showing behavior that is a form of self-stimulation. Each of
these causes suggests a different avenue of treatment to a
professional experienced in treating self-injury.

Once causes are identified, what treatments are available?

A range of treatments are available, including providing
more rewarding activities at which the youngster can easily
succeed, providing communication training, decreasing the
demands made on a child, and drug treatment. A positive
environment with appropriate training, social, recreational,
and other experiences must provide the foundation for any
treatment for self-injury. That environment must provide
activities with the correct amount of challenge: Tasksshould
be easy enough for the child to be successful. Assessing the
environment of a self-injurious child, and selection and use
of effective treatments, usually require the assistance of a
developmental disabilities professional. Treatments should
be matched to the cause identified. For example, children
who learn to hurt themselves to gain attention from parents,
teachers or other people caring for them can usually be
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taught to seek that attention in healthier ways, making it
unnecessary for them to hurt themselves. Teaching children
to develop other communication methods, or to use other
constructive ways of gaining adult attention is often enough
to reduce self-injury. In other circumstances, self-injury is
thought to be caused mainly by a biological condition, such
as a brain chemical imbalance. In such instances, it may be
necessary to treat the underlying problems with a drug
intended to correct the imbalance. |

My child take- medication for s.elf-injury,‘ She still hurts her-
self, but not as often.

Medications are currently one of the most common forms of
treatment for self-injury. The medications usually tried for
self-injury are called neuroleptics, which are the same types
of drugs used for treating some major mental illnesses. These
and other drugs can be helpful for certain conditions, how-
ever they are rarely used alone except when the person
clearly has mental iliness as well as mental retardation. A
disadvantage of some drug treatments is that they can have
both immediate and long-term unwanted side effects, some

~ of which can be very serious. Treatment with medication

always requires consultation with a physician.

Some friends have suggested that I spank my daughter for self-
injury. Is this a good idea?

No. Positive, non-aversiveinterventionsare usually sufficient
to reduce or eliminate self-injurious behavior, and parents
are urged not to use spanking, slapping, or scolding to
control self-injury. Punishment procedures by themselves
are not an appropriate treatment. However, as one partofa
carefully designed overall treatment program in closely
supervised clinical settings, various response suppression
procedures have been reported to be effective under some
circumnstances. Such procedures are controversial. Parents
wishing further information on this topic are encouraged to
contact the following resources: '
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1) The position statement on the use of aversive and
deprivation procedures of the Association for Retarded
Citizens Minnesota (ARC MN). This statement is available
by calling ARC MN at (800) 582-5256 or (612) 827-5641, or
from the Institute for Disabilities Studies, (612) 627-4537.

‘Addresses for both organizations are listed among the

resources at the end of this brochure.

2) The 1989 National Institutes of Health Consensus
Development Conference Statement, Treatment of Destructive
Behaviors in Persons with Developmental Disabilities. Single
copies canbe obtained from the Director of Communications,
Office of Medical Applications of Research, National Institutes
of Health, Building 1, Room 260, Bethesda, MD 20892.

When my child is busy, there seems to be less self-injury.

Whether at home or at school, keeping a child occupied with
enjoyable activities at which they can easily succeed, and
providing frequent adult attention will often reduce self-
injury. The key to reducing self-injury by providing these
activities is to promote the child's active responding and
learning of new skills. It appears that it is most helpful to
have the child participate in doing things, rather than doing
things to or for the child.

oo
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lallahan, D. P. & Kauffman, J.M.
:0 Special Education.

Misconceptions about Persons with Physical Disabilities

MYTH > Cerebral palsy is a contagious disease.

MYTH > Physical disabilities of all kinds are
decreasing because of medical advances.

MYTH > The greatest educational problem
involving children with physical disabilities is highly
specialized instruction.

MYTH > The more severe a person’s physical
disability, the lower his or her intelligence.

MYTH > People with epilepsy are mentally ill.

MYTH > Arthritis is found only in adults,
particularly those who are elderly.

MYTH > People with physical disabilities have
no need for sexual expression.

MYTH > The effects of traumatic brain injury
are not distinguishable from those of other
disabilities, such as mental retardation, learning
disabilities, and emotional or behavioral disorders.

(1997).

FACT > Cerebral palsy is not a disease. It isa
nonprogressive neurological injury. It is a disorder
of muscle control and coordination caused by injury
to the brain before or during birth or in early
childhood.

FACT > Because of advances in medical
technology, the number of children with severe
disabilities is increasing. The number of survivors
of serious medical conditions who develop normally
or have mild impairments, such as hyperactivity and
learning disabilities, is also increasing.

FACT > The greatest educational problem is
teaching people without disabilities about what it is
like to have a disability and how disabilities can be
accommodated.

FACT > A person may be severely physically
disabled by cerebral palsy or another condition but
have a brilliant mind. '

FACT > People with epilepsy (seizure disorder)
are not any more or less disposed to mental illness
than those who do not have epilepsy.

FACT > Arthritic conditions are found in people
of any age, including young children.

FACT > People with physical disabilities have
sexual urges and need outlets for sexual expression.

FACT > A person who has had traumatic injury
to the brain may, indeed, show cognitive, social,
emotional, and behavioral characteristics much like
those associated with other disabilities. However,
the causes of these characteristics, their prognosis
and course, and their management may be quite
different from those of other disabilities.

Exceptional Learners: Introduction

(7th Ed.). Allyn & Bacon:

Boston, MA. p. 397.
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WHEELCHAIR ETIQUETTE

Have you ever felt uncomfortable around a person in a wheelchair?

If it was because you didn’t know what to do or how to help, here are a few
points to consider. . .

THINGS TO KNOW:

= There is a wide range of physical ability among those who use wheelchairs,
and people who use them may require different degrees of assistance.

= Some people do not use wheelchairs exclusively. They may also use canes,
leg braces or, in some cases, no assistive devices at all.

THINGS TO DO: COMMUNICATING

= Relax and make eye contact. Acknowledge the person’s presence.

. Sit.down when possible to give the person a more comfortable viewing angle.

THINGS TO DO: ASSISTING

=  When offering assistance to a person in a wheelchair, wait until your offer
has been accepted before you help. Llsten to any instructions the person

may want to give.

= Ask how you may help. Simply moving a piece of furniture may be all that
is needed.

= Make sure the person is ready before you start pushing the wheelchair.
= It is a common experience for people who use wheelchairs to be told that

some place is accessible when it is not. Consider distance, weather, and
physical obstacles such as stairs, curbs or hills when yox give directions.

VIDEO REFERENCE GUIDE
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Specitic Types ot Disabilites http://www.adopt.org/adopt/issues/disable4.html

CEREBRAL PALSY

Cerebral palsy is the term used to describe a collection of disorders which prevent the child from controlling
their muscles normally. The most common form, spastic cerebral palsy, causes the muscles to be abnormally
and continuously contracted, or tight. One quarter of all children with cerebral palsy have spastic cerebral palsy
involving all four limbs (quadriplegia), but it can affect just the arms, just the legs (diplegia), or one side of the
body more than the other (hemiplegia). The other main type, dyskinetic cerebral palsy, causes slow writhing
movements, often more in the arms and face than the legs. Both types can occur in the same child.

There are many causes of cerebral palsy. It used to be blamed on lack of oxygen during a difficult delivery, but
this causes less that 10% of cases. Usually it is due to an abnormality of brain development or damage to the
developing brain from one of a wide variety of causes during pregnancy. Prematurity is a major factor: birth
weight under 3 pounds increases the risk twenty fold. In about one quarter of cases, no cause can be found.
although the damage is usually present at birth, five to 10% of cases are caused by damage in early childhood
from a brain infection or trauma. Because cerebral palsy is caused by a brain injury in the past, and because
brain tissue does not heal, the disability does not get progressively worse or better. Because the cerebral palsy is
just one manifestation of brain injury, it is not surprising that these children typically have other disabilities.
Intelligence, hearing, vision and speech can be affected. One third of children with cerebral palsy have normal
intelligence, but still are likely to have learning disabilities. About one third develop a seizure disorder, usually
by the age of two.
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Fact Sheet Number & (FSé)_ 1963

NICHCY

National Information Center for Children and Youth with Disabilidies
P.O. Box 1492, Washington, D.C. 20013-1492
1-800-695-0285 (Toll Free, Voice/TT)

SpecialNet User Name: NICHCY ** Internet: nichcy@capcon.net

General Information About
EPILEPSY

Definition

Accordingto the Epilepsy Foundation of America,
cpilepsy is a physical condition that occurs when there
is a sudden, brief change in how the brain works.
When brain cells are not working properly, a person’s
consciousness, movement, or actions may be altered
for a short dme. These physical changes are called
epileptic scizures. Epilepsy is therefore sometmes
called a seizure disorder. Epilepsy affects peoplein all
natons and of all races.

Some people can experience a seizure and not
have epilepsy. For example, many young children
have convulsions from fevers. These febrile convul-
sions are one type of seizure. Other types of seizures

ot classified as epilepsy include those caused by an

imbalance of body fluids or chemicals orby alcoholor .

drug withdrawal. A single seizure does not mean that
the person has epilepsy.

Incidence

. About two million Americans have epilepsy; of
the 125,000 new cases that develop each year, up to
50% are in children and adolescents.

Characteristics

Although the syﬁptom listed below are not nec-
essanly indicators of epilepsy, it is wise to consult a
doctor if you or a member of your family experiences
one or more of them:

* “Blackouts” or periods of confused mecmory;

*  Episodes of staring or unexplained periods of
unresponsiveness;

* Involuntary movement of arms and legs;

* “Faindng spells” with incontinence or fol-
lowed by excessive fatigue; or

v

* Odd sounds, distorted percepdons, episodic
feelings of fear that cannot be explained.

Seizures can be generalized, meaning that all brain
cells are involved. One type of generalized seizure
consists of a convulsion with 2 complete loss of
consciousness. Another type looks like a brief period
of fixed staring. :

Seizures are pardal when those brain cells not
working properly are limited to one part of the brain.
Such pardal seizures may cause periods of “‘automatic
behavior” and altered consciousness. This is typified
by purposcful- looking behavior, such as buttoning or
unbuntoning a shirt. Such behavior, however, is un-
conscious, may be repedtive, and is usually not re-
called.

Educational Implications

Students with epilepsy or seizure disorders are
cligible for special educaton and related services
under the Individuals with Disabilities Educadon Act
(IDEA), formerly the Educadon of the Handicapped
Act (Public Law 94-142). Epilepsy is classified as
“other health impaired” and an Individualized Educa-
ton Program (IEP) would be developed to specify
appropriate services. Some students may have add;-
tonal conditons such as learning disabilities along
with the seizure disorders.

Seizures may interfere with the child’s ability to
learn. If the student has the type of seizure character-
1zed by a brief period of fixed staring, he or she may be
missing parts of what the teacher is saying. It is
Important that the teacher observe anddocument the se
episodes and report them promptly to parents and to
school nurses.

T S ——er—
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. Depending on the type of seizure or how often they
occur, some children may need additional assistance
to help them keep up with classmates. Assistance can

‘include adaptations in classroom instruction, first aid

wuction on seizure management to the student’s

achers, and counseling, all of which should be writ-
ten in the IEP.

Itis important that the teachers and school staff be
informed about the child’s condition, possible effects
of medication, and what to do in case a seizure occurs
at school. Most parents find that a friendly conversa-
tion with the teacher(s) at the beginning of the school
year is the best way to handle the situadon. Evenifa
child has seizures that are largely controlled by medi-
cadon, itis still best to notify the school staff about the
condition.

School personnel and the family should work
together to monitor the effectiveness of medication as
well as any side effects. If a child’s physical or
intellectual skills seem to change, it is important to tell
the doctor. There may also be associated hearing or
perception problems caused by the brain changes.
Written observations of both the family and school
staff will be helpful in discussions with the child’s

.ctor.

Children and youth with epilepsy must also deal
with the psychological and social aspects of the con-
didon. These include public misperceptons and fear
of seizures, uncertain occurrence, loss of self contol
during the seizure episode, and compliance with medi-
catons. To help children feel more confident about
themselves and accept their epilepsy, the school can
assist by providing epilepsy education programs for
staff and students, including information on seizure
recognition and first aid.

Students can benefit the most when both the fam-
1ly and school are working together. There aré many
materials available for families and teachers so that
they can understand how to work most effectively as
a team.

“ For more Information contact NICHCY.

Resources

Epilepsy Foundation of America. (1987). Epilepsy-
You and Your Child, Information for Paren:s.
Landover, MD: Epilepsy Foundation of America.

Freeman, J.M., Vining, E., Pillas, D. J. (1993). Sei-
zures and Epilepsy in Childhood: A Guide for
Parents (rev. ed.). Baldmore, MD: Johns Hopkins
University Press. (Telephone: 1-800-537-5487.)

Kobrin, Eileen R. (1991). Issues and Answers: A
Guide for Parents of Teens and Young Adults with
Epilepsy. Landover, MD: Epilepsy Foundaton of
America. (Telephone: 301-577-0100.)

Reisner, H. (Ed.). (1988). Children with Epilepsy: A
Parent’s Guide. Kensington, MD: Woodbine
House. [Telephone: 301-468-8800 (in DC area);
800-843-7323 (outside DC area).]

Organizations

Epilepsy Foundadon of America (EFA)
4351 Garden City Drive, Suite 406
Landover, MD 20785

(301) 459-3700; (800) EFA-1000 (Toll Free)
(301) 577-0100, for Publicadons

National Institute of Neurological Disorders and Soke
(NINDS) ‘

National Institutes of Health

Building 31, Room 8A06

G000 Rockville Pike

Bethesda, MD 20892

(301) 496-5751

This fact sheet is made possible through Cooperative Agreement
#HI0A30003 between the Academy for Educational Development and the
Office of Special Education Programs, U.S. Department of Education. The
contents of this publication do pot pecessarily reflect the views or policies of
the Department of Education, nor docs menton of trade names, commercial
products or organizatons imply endorement by the U. S. Govemment.

This information is copyright free, Resders are encounged o copy and
share it, but please credit the Nadonal Informaton Center for Children and
Youth with Disabilides (NICHCY).
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A mojor epileptic seizure is often dramatic ond frightening. * Do not be olormed if the child seems to stop breathing,
It losts only o few minutes, however, and does not require
expert care. These simple pracedures should be followed:

* REMAIN CALM. You cannot stop o seizure once it has
started. Let the seizure run its course. Do nal try to revive
the child.

» It the child is upright, ease him to the floor and loosen his
clothing.

* Try to prevent the child from siriking his head or body
ogoinst any hord, sharp, or hot objects; but do not other-
wise interfere with his movement.

* Turn the child’s face to the side so thot saliva can llow out
of his mouth. .

e DO NOT INSERT ANYTHING BETWEEN THE CHILD'S
TEETH.

momentarily. :

* Alter the movements stop and the child is reloxed, ollow
him to sleep or rest if he wishes.

* ltisn't generally necessory to call o doctor unless the ctack
is followed olmost immediotely by another seizure or the
seizure losts more thon ten minutes.

* Notify the child’s parents or guardions that o seizure has
occurred. '

* Alter o seizure, mony people can carry on as before. If,
ofter resting, the child seems groggy, confused, or weak, it
may be o good idea to accompany him or her home.

SOURCE: Courtesy of Egilepsy Foundation of America.

Hallahan, D. P. & Kauffman, J. M. (1994). Exceptional Children:

Introduction to Special Education. (6th Ed.). Allyn & Bacon: Boston, MA. p. 396.

e
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' Not Defined by My Disorder

This is a shared story by a father and his daughter. Both tell their own side. Jennifer's remarks are in boldface.

[ had just sat down to dinner with my wife, Susan, our
daughter, Jennifer, nearly 13, and son, Jonathan, 8, when
Jennifer said her tongue mysteriously felt as though she'd
bitten it. They mystery's frightening answer unfolded a few
mornings later: Jennifer's arms flew up and her body jerked
and she crashed to the floor, shaken into unconsciousness in
the hands of an invisible, raging giant.

I felt helpless, unable to do more than cradle my
daughter's head on my knees. Hours later in a hospital
emergency room, I began to learn more about the strange
giant that had taken hold of Jennifer- the chronic brain
disorders that are collectively termed epilepsy.

"Is that what I have?" Jennifer asked hazily after a
nurse mentioned the word. "Epilepsy?" I looked down at her
on the hospital bed. She was half-conscious with the
pounding, sledge-hammer headache that, we would learn,
sometimes follows a grand mal seizure. "I think so," I said,
squeezing her hand. But I didn't know anything about
epilepsy, and so I looked away to hide my fear.

.n't mind my epilepsy. IfI had to pick a disorder to live
with, this would probably be it. The whole thing is kind of
fascinating: why some people are epileptic, how seizures
are triggered, which drugs work for which seizures.

[ now know that epilepsy is an ancient and mysterious malady,
still misunderstood, that afflicts about one percent of the U.S.
population- some 2 million people, estimates the Epilepsy
Foundation of America. It's important to know that most of
them lead normal lives. They attend schools, hold jobs, raise
families. They make history: Alexander the Great had
epilepsy. So did Socrates, Napoleon, van Gogh, and Alfred
Nobel.

Epilepsy's causes are unclear. Its manifestations-
seizures- result from the excessive, disorderly and unfiltered
firing of neurons within the brain. Grand mal seizures are the
ones in which the body thrashes and consciousness departs.
Although frightful, they cause no lasting injury. If you see
someone in the grip of a grand mal seizure, do no more than
cushion his head for the few minutes the seizure will last.
Don't try to restrain him or force anything into his mouth.
Other forms of seizures include absence spells (brief losses of
awareness, occasionally with rapid eye blinking) and partial

izures (jerking seizures on one side of the body, or in one
Q or arm). Many children with epilepsy outgrow their
eizures.

We were never sure if it was the side effects of her

first anticonvulsant drugs or the still-recurring seizures, but
entire days began disappearing from Jennifer's memory. Her
grades plummeted. After she tumbled down a flight of stairs
at school, educators held a meeting to consider Jennifer's
future there but stopped short of forcing her into special class
for students with learning disabilities.

On the whole, my teachers made sincere attempts at being
understanding. Some seemed afraid of epilepsy. They'd
tell me not to worry about my homework or taking tests on
time. Others were overly demanding and wouldn't accept
reasons for late or poor work. After I fell down the stairs,
I wasn't allowed to walk to or from classes by myself, and I
had to leave classes early to avoid the rush of students. It
was frustrating, but I never felt that I was being
discriminated against.

"The problem for Jennifer is that, although she takes her
medications regularly (many patients don't), she does have a
lot of side effects," said Dr. John Kelly Sullivan, her current
neurologist.

My memory stinks. There are parts of my life- things I've
done, films I've seen, books I've read, people I've met- that
I can't remember. One thing epilepsy did for me is that it

showed me the value of the human brain.

Susan and [ realized, as an Epilepsy Foundation
pamphlet warns: "Severe and frequent seizures in a child
inevitably put additional strains on the family, and even the
most devoted and understanding parents are sometimes
overwhelmed by the child's needs." Jonathan sometimes saw
his older sister thrown to the floor and has disliked talking
about it. "It was scary,” he said.

Being epileptic means I may have a seizure anywhere,
anytime. But I'm not going to worry about it or limit
myself in where I go, or what I do, because of it. I am not
defined by my disorder.

More tests yielded a refined diagnosis; Jennifer has what
neurologists now call "juvenile myoclonic epilepsy.” Itis
rarely outgrown, nor can the patient ever discontinue drug
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py. Jennifer takes Depakote and Diamox.

Even as Jennifer grew out of her teen years, we dared
not let go too much too soon. In the spring of 1990, after
earning honor grades at a prep school, Jennifer was accepted
at Goucher College in Baltimore. I said goodbye at the
Portland airport that fall with a hug I hoped could somehow
protect her from the giant.

My parents occasionally have been overprotective: Don't
swim. Don't ride bikes. Don't drive. Don't drink. Don't
get stressed. Don't go sailing without a lifeline. Don't stay
out late. Don't go near flashing lights (they could trigger
seizures). Don't spend the night at a friend's home. Allow
for seizure time in the morning. Don't walk up or down
stairs unattended. Don't forget your pills.

I never thought the best solution was to live a
limited life. I'd rather do things and take risks than do
nothing at all. Going to college far from home wasn't
something I felt afraid of. I felt very capable of taking
care of myself.

She had 22 seizure-free months before the giant grabbed her
in a dormitory shower. Another young woman found her and
ed me: bumps and bruises, no serious injuries, no bleeding.
‘ call gave me a darker sense of frustration, but I realized
that the caller's calmness had come from my daughter's careful
explanations of epilepsy to her dorm mates. Jennifer was
taking more and more responsibility for her life. I could not
forever seek to shield her from all harm, I realized, nor should

Itry.

I feel that most people who know me should know that I
am epileptic. I tell all my professors, because I may miss
classes or have to make up tests. I tell dorm mates,
because they should be forewarned. What to do and what
not to do is something I explain to everyone I know. Itry
to explain what seizures look like, why I have them, what
may set them off, what I'm like afterward. (I usually
forget things.) Although I've felt frustrated and
occasionally angry, I've never felt embarrassed by it. I
have epilepsy, but epilepsy doesn't have me.

The giant returns less often now, and Jennifer is officially an
adult. When she called home during the spring semester and
told me, in a voice bubbling with excited pride, how she had
been rockclimbing (in the company of skilled mountaineers), I
It the strength of her self-esteem and realized, finally, that
giant may cause her to stumble once in a while but will
never stop her. A good thing for her parent to know.

ERIC

IToxt Provided by ERI

For more information, write: Epilepsy Foundation of
American, Dept. PP, 4351 Garden City Drive, Landover, MD.
20785. Or call 1-800-332-1000.

Source: From John Lovell and Jennifer Lovell, "I am not
defined by my disorder," Parade Magazine, August 15, 1993,
p. 6.

Hallahan, D. P. & Kauffman, J. M. (1997). Exceptional
Learners: Introduction to Special Education. (7th Ed.). Allyn
& Bacon: Boston, MA. p. 420-421.
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UNDERSTANDING SPINA BIFIDA http://www seals.com/publish/understanding/usb.html

UNDERSTANDING SPIN A
BIFIDA:

Spina Bifida is a birth condition characterizied by
an incomplete closure of the spine. Advances in
treatment and management have enabled children
born with spina bifida to live long and productive
lives. They may have varying amounts of muscle
paralysis, bladder and bowel problems, loss of skin
sensation, and spine and limb problems. Most
babies with spina bifida also develop
hydrocephalus, the accumulation of fluid in the

. brain.

Although spina bifida has different forms and
varying degrees of effect, most babies born with the
condition will need surgeries to correct spinal, foot
or leg problems; shunt surgery to drain fluid from
the brain; application of techniques to control
bladder and bowel function; and braces and other
equipment to assist in walking.

With the help of parents and a team of doctors,
therapists, teachers, and others, persons with spina

- bifida can achieve independence and enter the
mainstream of their communities.

UNDERSTAND THAT:

« Spina bifida ("open spine") occurs when the
spinal cord does not form properly during
pregnancy.

. » The causes of spina bifida have not been
determined however, it is important to
understand that it is not either parent's fault.
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'NDERSTANDING SPINA BIFIDA http://www.seals.com/publish/understanding/usb.html

Spina bifida is caused by factors beyond their
. control.
» Spina bifida is not rare. It occurs in two of
every 1,000 children born.

» There are three broad types of spina bifida:
lipomeningocele, where a lipoma or fatty
tumor is covered by skin and located over the
lumbosacral spine; meningocele, where the
covering of the spinal cord is pushed outin a
section of the spinal column; and
myelomeningocele, where both the spinal
cord and its coverings are out of position.

« Since there are different types and severities
of spina bifida, each person with the condition
faces different challenges and may require
different treatments.

MANAGEMENT:

The best way to manage spina bifida is a team
. approach. Members of the team may include
neurosurgeons, urologists, orhtopedists, physical
and occupational therapists, orthotists,
psychologists, and medical social workers.

Specific treatments for people with spina bifida
include:

« Surgery to close the child's back. This is
usually done in the first 24 to 48 hours of life.

o Insertion of a shunt to drain excess brain fluid.

« Bracing and surgery to achieve standing and
walking.

« Early and aggressive physical therapy to
improve range of motion and to promote
normal motor development.

_ « Bowel and bladder management programs,
sometimes including intermittent
. catheterization.

. Psychological counseling to monitor the
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DERSTANDING SPINA BIFIDA http://www.seals.com/publish/understanding/usb.htm]

child's mental status and emotional
development.

MEDICAL TERMS TO
UNDERSTAND:

Hydrocephalus:
The accumulation of fluid in the brain.

Lipomeningocele:
A lipoma or fatty tumor covered by skin and
located over the lumbosacral spine.

Meningocele:
The covering (meninges) of the spinal cord is
pushed out in a section of the spinal column.

Myelomeningocele:
Both the spinal cord and its covering are out of
their normal postion.

o CONTACT FOR HELP AND
INFORMATION:

National Easter Seal Society
70 East Lake Street

Chicago, IL 60601

(312) 726 - 6200 (voice)
(312) 726 - 4258 (TDD)
(312) 726 - 1494 (FAX)

or the Easter Seal Society in your community.

Spina Bifida Association of America

4590 MacArthur Boulevard N.W., Suite 250
Washington, D.C..20007 - 4226

(202) 944-3285

«ESS Home o Latest News o E-mail e Search
e Nat'l Index e Laws e Housing e Awareness
. e Disabilities e Employment e Programs e Server Info

Web design by: WORLWIND PRODUCTIONS =~ Write the WEBMASTER

Copyright © 1996 National Easter Seal Society
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@ng Big Steps

Stephanie Hergert, a talkative 7-year-old, was fitted with
her first orthotic device at age 18 months. Born with spina
bifida, she is paralyzed from the rib cage down.

Stephanie uses a wheelchair at the Coronado elemen-
tary school she attends, but at home she uses an orthotic
device designed by Saxton, an owner of Southern Califor-
nia Orthotics and Prosthetics (SCOPe), which has five
patient-care centers in San Diego County.

Saxton said he created the device by combining an Orlau
Swivel Walker and a Rochester Parapodium. The parapodium
holds Stephanie upright in a rigid, stable frame, and the
base of the frame is mounted on swiveling foot plates.

By leaning forward and swinging her arms, Stephanie
can move forward, Saxton explained. By leaning backward
and swinging her arms, she can move backward.

"Five years ago, someone like Stephanie would not
have had the opportunity to stand upright,” said
Stephanie's mother, Robin Hergert.

Hallahan, D. P. & Kauffman, J. M.

(7th E4.).

Special Education.

ERIC
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Allyn & Bacon: Boston, MA. p.

indeed, the fact that her daughter can stand, let alone
move with the aid of a brace, is more than Hergert ever
expected.

“When she was born, the picture was grim,” Hergert
said. Doctors were very discouraging.

However, she said therapists and orthotists “gave us
more hope.” .

Though the technology is available to custom-design
devices such as Stephanie’s, the cost to fund such devices
is quite another matter. .

Stephanie's brace cost close to §7,000. And Saxton said
neither the state nor most managed health organizations
cover the cost of high-technology devices, only basic or
prefabricated devices. ’

Source: From Sharon F. Criffin, Taking big steps,” The San Diego
Union-Tribune, February 13, 1994, pp. D1, D2. Used with permission,

(1997).

Exceptional Learners: Introduction to

426.
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IVERSE-CAUSES:
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Traumatic Causes

Every year 200,000 children sustain traumatic brain
injuries; 89 percent of those injuries are caused by falls and
by bicycle, motor vehicle, and sporting accidents. Other cous-
es of traumatic domage include child abuse, gunshot wounds,
and injury from other projectiles.!

Age is  strong predictor of the cause of brain injury in

children:

« At least 80 percent of deaths from head trouma in chil-
dren under 2 years of age are the result of nanaccidental

trauma.2

« Preschoolers are the second highest risk group for brain
injury.3 -

« Children between the ages of & and 12 are involved in

twice os many pedes!ricn/motor vehiclé accidents as
younger children.4

«Youths, ages 15 to 25, are the highest risk graup for trau- °

matic brain injury; 220/100,000 youths under age 15
will sustain o head injury each year.2 Teenagers, 14 to 19
years old, are most susceptible to sports and auto-occu-
pant accidents.4

« Also, boys are two 1o four fimes s likely to sustain roin
injury os girls.3

Nontraumatic Causes

Infectious diseases remain a major cause of neurologic

disability in children, although early recognitian ond treat-
ment substantially improve outcome. In one study, evidence of
cerebral herniation was found in 25 percent of 302 children
with bacterial meningitis.
' Environmental toxicity causes damage to many young
brains. In a study conducted between 1976 and 1980,
700,000 children in the U.S. under age 6 were found to have
elevated blood lead levels.¢ The effects of lead paint poison-
ing include learning disabilities, mental retardation, convul-
sions, coma, and death.”

Developmental abnormalities of the brain account for 30
percent ta 40 percent of deaths during the first year of life.
Surviving children sometimes develop intellectual impair-
ments.8 !

.

Subarachnoid hemorrhage in a child with o history of
seizure disarder usually suggests arteriavenaus moalforme-
tion|AVM). Mortality from bleeding as a result of AVM is less
than that assaciated with ruptured aneurysms, but morbidity
is higher. Periventricular-intraventricular hemarrhage occurs
in 40 percent of infonts born weighing less that 1500
grams.5 .

White matter abnormalities (perinatal leukoen-
cepholopathies) are significontly higher in preterm infants,
Cerebral palsy alone is 25 to 30 times greater in infonts
weighing less than 1.5 kg at birth. White motter destruction
can also occur in children with meningitis. Cystic white matter
lesions only occur in 3 percent to 7 percent of very low birth-
weight infants, but when these lesions occur, the association |
with cerebral palsy can be as high as 100 percent.?

Low birthweight infants have a high risk of developing
bronchopulmonary dysplasia (BPD). In tum, these low-weight,
BPD infants are twice as likely to develop respiratory illnesses
that can lead to impaired neurologic and cognitive status. 10

NOTES:

1. Humphreys, R. “Patterns of Pedictric Brain Injury” in Miner, M. &
Wagpner, K. (Eds). Neurotrauma 3-Trealment, Rehabilitation and
Relaled Issues, Butterworths, 1989: 115-26.

2. Bruce, D. et al, Pedictric Annals, 1989; 18, 8: 482-94.

3. Waaland, P. “Pediatric Traumatic Brain Injury” Special Topic
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1990.

4. Dandrinos-Smith S., Crit. Care Nurs. Clin. North Am., 1991; 3,
3: 387-89.

5. LeRoux, P., et al, Childs Nerv Syst, 1991;7: 34-39.
6. Rabin, R., Am J Pub Health, 1989; 79, 12: 1668-74.
7. Centers for Disease Control, JAMA, 1990; 265,-16: 2050-52.

8. Wéisber%, L., et al, “Neurologic Disorders of Childhood”
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£/, HiE STORY OF MY HEAD I
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I was 8 years old when | got my head injury. | was riding
my bike on the sandpit raad when o high school kid came
oround the corner and hit me. | don’t remember onything
obout it. My brother lan was with me and he sow the car
smack me and me fly over the car into the bushes. My bike got
run over cause lhe kid that hit me was drinking. And he didn't
even stop until he sow my brother and his friends up the road.
That's all stuff that lan told me because | was unconscious.

| don’t remember the haspital much. | rememoer my mom
holding me and rubbing my head. My leg hurt the mast couse
it got brake in the accident. My mom says | wos unconscious
for 16 days and nights. She says they had to feed me with
tubes and | had another tube to help me breath. Mrs. R. hod
the kids in school send me cards. My mom read them to me
over and over. | wanted to be back in school real bad. |

issed our Halloween party.
‘ Afer | got home o teacher worked with me. Then | went

bock ta school. | only remember haw happy I was to be bock. |
didn’t remember where my desk was. | guess | cried the first
day couse everything was so hard and the kids were way
cheod of me. My mom says | cried all week. | hed to take twa
mecicines for my head injury. I don’t know what they were.
Now I'm in the 5th grade and | om doing much better. | got
2 8’s, and 3 C's on my last report card. My mom says to say
that it is still hard for me to read and think for @ long time. As
for me, | hate spelling. But | hated it before my head injury too.
It takes me o while to get things and sometimes | have to bring

Hallahan, D. P. & Kauffman, J. M.

Introduction to Special Education.
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work to my special teacher Mr. M. He helps me every ahter-
noon for 45 minutes. When | first wenl back to school | sow
him oll cferncon. He says cause of me he is o heod injury
expert—Ha, Ha.

One thing | remember in grade 3 is not being oble to stay
owake long. | wos tired o lot. | even fell asleep in school. And |
hated lunch, nat the food. But | got mixed up cause everything
was so loud. Mrs. R used to le! me eat lunch with her. This wos
good except she made me practice my mcth os we ate lunch.

| am suppase lo tell you abaut my friends too. lon, my '
brother, is still my best friend. He helps me with my homework
ond he is teaching me his computer. He said to say that [ olso
have friends like Tommy, Jason, Franky, and Mico. We are on
the some baseball tecm. We ride our bikes almost every doy. |
aot & new bike ofter o year. My dad sent it from New York.
My mom wasn’t too happy about it. But | told her not to worry.

Right now | feel very good. | only lake one medicine far my
hecd injury. | think | om the some but sometimes it is still hard
for me 1o learn st like reading for ideas and siuff. My tecch-
er says | have come c long ways. Next year will be better, |
hope.

The End,
Bobby G.

SOURCE: From An educolor’s manuol: whot educotors need lo know
obout students with troumatic head injury. Notionol Heod Injury
Foundalion, Southborough, MA: Author, 1988, pp. 89-90.
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MUSCULODSKELETAL CONDITIANS

Some children are physically disabled because of defects or diseases of the muscles or
bones. Even though they do not have neurological impairments, their ability to move is
alfected. Most of the time, muscular and skeletal problems involve the legs, arms,
joints, or spine, making it difficult or impossible for the child to walk, stand, sit, or use
his or her hands. The problems may be congenital or acquired after birth, and the causes
may include genetic defects, infectious diseases, accidents, or developmental disorders.

Two of the most common musculoskeletal conditions affecting children 2and
youths are muscular dystrophy and juvenile rheumatoid arthritis. Muscular dystrophy
is a hereditary disease that is characterized by progressive weakness caused by degen-
eraiion of muscle fibers (Batshaw & Perrct, 1986). The exact biological mechanism
responsible for muscular dystrophy is not known nor is there any cure, at present.
Juvenile rheumatoid arthritis is a potentially debilitating disease in which the muscles
and joints are affected; the cause and cure are unknown (Bigge, 1991). It can be a
very pairful condition and is sometimes accompanied by complications such as fever,
respiratory problems, heart problems, and eye infections. Among children with other
physical disabilities, such as cerebral palsy, arthritis may be a complicating factor that
allezts the joints and limits movement. These and other conditions can significantly
affzct a student’s socizl and academic progress at school. The box below describes
how arthritis affected one child.

IS ATMLS STt S DA LS ST T
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‘dvarile Rheumatoid Arthritis
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Tourctte’s syndrome. A neuro-
logical disorder beginning in
childhood (about 3 times more
prevalent in boys than in girls)
in which stereotyped motor
movements (tics) are accompanied
by multiple vocal outbursts that
may include grunting or barking
noises or socially inzppropriate
words or statements.

muscular dystrophy. A

hereditary discase characterized
by progressive weakness cavsed
by degeneration of muscle fibers.

juvenile rhcumatoid arthrids.
A systemic disease with major
symploms involving the muscles
and joints.

v ore S LN rngs

"I feel more and more like a regular person these days,”
Amy Levendusky says. This is not the sort of thing a
9-year-old girl should have to say. But Amy has juvenile
rheumatoid arthritis, which affects 71,000 children in this
country. The disease gripped Amy at the age of 4 and
spread from her feet to every joint in her body. "She'd be
sitting there not able to move because it hurt so much,” -
says her father, John. “I'd have to pick her up to take her
from one place to another.” Now a fourth grader, Amy
atiends a school outside her home district in Whitefish Bay,
Wis., because it has an elevator. Most cays she doesn't go
outside for recess—even a bump might send a shock of
pain through her whole body.

Still, Amy has shown signs of improvement in the last
Yez:. She has a daily regimen of joint exercises, and‘an

anti-inflammatory drug called methotrexate seems to be
helping. “There's not as much pain or stiffness most of the
time,” she says. 7l can walk up the stairs normally now.
Before, | had to pull myself up with my hands.” She began
piano lessons as therapy two years ago and discovered a
love for the keyboard. "She just wants to be seen as a
normal little girl,” says her mother, Susan. But in one
unexpected way the disease may have made Amy special.
"I think she has developed a keener sensitivity,” Susan
says. “There will be times when she’ll notice how beautiful
things look outside and say, 'Let’s take a walk.' Most kids
her age wouldn’t pay attention to things like that.”

) Sburce: From Melinda Beck with Mary Hager and Vern £. Smith, "Liv-

ing with arthritis,” Newsweek, March 20, 1989, p. 67. Copyright ©
1989, Newsweek, Inc. All rights reserved. Reprinted by permission.
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1venile Rheumatoid Arthritis ' http://www.yourhealth.com/ahl/103 1 .html
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Juvenile Rheumatoid Arthritis

While most forms of arthritis happen in adulthood, the disease also is not uncommon in children. In fact,
childhood or juvenile arthritis affects an estimated two hundred and fifty thousand children and young
people in the United States. '

The most common form of childhood arthritis is juvenile rheumatoid arthritis, which most often strikes
children under the age of four. This arthritis may last a few years, after which time it usually goes into
remission, which means that the symptoms disappear. However, about thirty percent of children who
develop juvenile rheumatoid arthritis are left with permanent joint damage, and some suffer stunted
growth. In addition, a few children continue to have active rheumatoid arthritis into adulthood.

Initial symptoms of juvenile rheumatoid arthritis usually include pain, swelling, or stiffness, in one or
more joints.

Other common symptoms of juvenile rheumatoid arthritis include:

« ahigh fever;
« arash;
. weight loss; and fatigue.

The disease may affect other organs and systems of the body, causing:

« vision problems,

« lymph node swelling,

« inflammation of the heart and lungs, and
» muscle weakness.

If a child has pain, swelling or stiffness, in one or more joints lasting longer than six weeks, you should
be concerned about the possibility that he or she may have juvenile rheumatoid arthritis. These
symptoms should be discussed with a doctor. In most children, the developing arthritis will be obvious,
but in some children, particularly very young ones, an unexplained limp or avoidance of physical
activity may be the first signs of arthritis.

If juvenile rheumatoid arthritis is diagnosed, treatment is available that can relieve symptoms, restore
function of joints and prevent future joint damage.

Treatment for childhood arthritis should be’closely supervised by the child's primary care doctor in
consultation with other specialists in arthritis care.

Treatment may include some or all of the following:

education and counseling for the patient and family, including

reviewing methods of joint protection, splitting and rest; :
medications, which usually consist of anti-inflammatory and anti-arthritic
drugs. More serious forms of arthritis require stronger medications;
physical therapy, which includes water therapy, ultrasound and

joint exercises. This therapy will help relieve arthritis pain,

but more importantly, may help prevent or reduce joint damage

and deformity;
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Juvenile Rheumatoid Arthritis ' http://www.yourhealth.com/ahi/1031.html
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joint injection with cortisone and Novocain, which is only necessary

in certain cases of juvenile rheumatoid arthritis. Joint injection can be very effective in treating
persistent arthritis in one or more joints, which do not respond to other treatments; and
surgery, which is rarely necessary in childhood arthritis. However,

when other treatments don't work, surgery can be very effective

in repairing or even replacing severely damaged or deformed joints.

In addition to following the treatments prescribed by the doctor, families can support children with
arthritis by providing:

a supportive environment in which stress is reduced;

good nutrition and adequate periods of rest, and

maintaining home, school and recreational activities as normally
as possible.

With early diagnosis and appropriate treatment, juvenile rheumatoid arthritis can usually be well
controlled, with most children, hopefully, entering adulthood with little or no permanent joint damage.

Search the Online Library for more information on Juvenile Rheumatoid Arthritis

© 1996 Access Health, Inc.
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MUSCULAR DYSTROPHY
at is muscular dystrophy?

The term "muscular dystrophy" refers to a group of genetic diseases marked by progressive weakness and
degeneration of the skeletal, or voluntary, muscles, which control movement. The muscles of the heart and some other
involuntary muscles are also affected in some forms of muscular dystrophy, and a few forms involve other organs as
well.

All forms of muscular dystrophy are caused by gene defects. What escaped scientists for decades was the
identity of the responsible genes and the proteins they code for, as well as the ways in which those proteins are abnormal
in these diseases. Many doctors once questioned whether the causes of muscular dystrophy could ever be found.

There are several different forms of muscular dystrophy. The major forms are myotonic, Duchenne, Becker,
limb-girdle, facioscapulohumeral, congenital, oculopharyngeal, distal and Emery-Dreifuss. Each of these forms of
muscular dystrophy differ in severity, age of onset, muscles first and most often affected, the rate at which symptoms
progress, and the way the disorders are inherited.

In 1986, Muscular Dystrophy Association-funded researchers made medical history. A Boston-based team of
scientists discovered the gene that, when defective, is responsible for Duchenne and Becker muscular dystrophies. One
year later, the same research team identified the crucial protein-dystrophin- which, if deficient or abnormal, causes both
diseases. These breakthroughs were the culmination of many years of painstaking research by MDA grantees.

A new and more hopeful era has emerged with these milestone achievements. MDA-backed scientists are using
state-of-the-art research techniques, like those that led to the Duchenne muscular dystrophy gene and dystrophin
breakthroughs, in their search for the causes of the muscular dystrophies and other genetic neuromuscular diseases. Gene
and protein defects for many of these diseases have now been identified.

In the short term, gene identification leads to better diagnostic tests and a better understanding of the biological
basis of the disease. In the long run, these discoveries will likely lead to disease treatments.

.es muscular dystrophy affect children exclusively?
No. Muscular dystrophy can affect people of all ages. While some forms first become apparent in infancy or

- childhood, others may not appear until middle age or later. With improved medical care, particularly of problems -
affecting the heart and lungs, children with muscular dystrophy are living further into adulthood than ever before.

What causes muscular dystrophy?
Flaws in muscle protein genes cause muscular dystrophies. Each cell in our bodies contains tens of thousands of
genes. Each gene is a string of the chemical DNA and is the "code" for a protein. (Another way to think of a gene is that

it's the "instructions" or "recipe" for a protein.) If the recipe for a protein is wrong, the protein is made wrong or in the
wrong amount or sometimes not at all. _

Are muscular dystrophies always inherited?
Muscular dystrophies are generally inherited but in some cases no family history of the disease may exist.
Is muscular dystrophy contagious?

No. Genetic diseases aren't contagious.

Information taken from the Muscular Dystrophy Association homepage: http://www.mdausa.org
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DESCRIPTION

Chronic respirotory condition choracterized by repeoted episodes of difficulty in
breothing, especiolly exholotion

Inherited diseose choracterized by chronic respirolory ond digestive problems,
including thick, sticky mucus and glondulor secretions

A hereditory or developmental problem of sugor metobolism coused by foilure of the
poncreos to produce enough insulin

Disorders or diseoses of the kidneys due to infection, poisoning, burns, crushing
injuries, or other diseases

Severe, chronic hereditory blood disecse in which red blood cells ore distorted in
shope ond do not circulate properly

A rore, sex-linked disorder in which the blood does not have o sufficient clotting
component ond excessive bleeding occurs

Poinful swelling ond. inflommation of the joints (typically following sirep throot or
scorlet fever) thot con spread to the broin or heort

Infection by the tuberculosis bocterium of on orgon system, such os lungs, lorynx,
bones ond joints, skin, gostroinestinol tract, genitourinary tract, or heart

Abnormol growth of cells thot con affect ony orgon system

Hallahan, D. P. & Kauffman, J. M. (1994). Exceptional Children: Introduction to
Scecial Education. (6th Ed.). Allyn & Bacon: Boston, MA. p. 405.
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Cancer

Editor's Note: The following is a true story by a student at Albemarie High School.

Cancer! Brain tumor! Malignant! To most
people, when these words are pronounced, they
perceive it as a death sentence and immediately
lose hope. Shock, disbelief, and denial are
initial reactions. People believe, "It can't
happen to me. I'm too healthy." Cancer and
diseases are a part of our everyday life. Cancer
can happen to anyone, me or you. In fact, it did
happen to me.

Five years ago, I was diagnosed as
having a brain tumor. My reaction was, I
expect, typical. "Why me? WillI live or die?
It can't be happening to me, of all people.”

I was almost ten years old and I wasn't
ready to give in to this major setback in my life.
I guess that's why I'm alive today. I fought
against the disease instead of quitting before the
battle begun. I had a positive attitude and knew
I had a lot to offer. My whole life was ahead of
me and there were goals I wanted to accomplish
like going to college, getting married, and
having a family.

Before I had a brain tumor, my lifestyle
was far different from what it is now. I was
popular and was one of the best athletes in my
class. I played soccer, basketball, baseball, and
was an excellent swimmer; all the while I had
good grades also. My goal was to do the very
best I could in everything. I thoughtI had the
most perfect life a kid could want at that age.
But one day, I started having excruciating
headaches and nausea. I had just had a yearly
check-up and the doctor said that everything
was normal. Yet my headaches and sickness
continued eventually becoming so severe that [
was taken to UVA and Martha Jefferson
hospitals, and the doctor's office for numerous
tests, including bloodwork, an EEG, and
neurological work-ups. The tests revealed
nothing. Finally, my symptoms changed
dramatically. My headaches became
unbearable, | was combative, disoriented, and
did not know anyone. The doctor ran a CAT
scan and he found that I had an abnormal cell
that was growing out of control in my brain and
it was cancerous. He told my parents that I
might not make it and that surgery as well as
extensive follow-up therapy such as radiation
would be necessary.

The illness put a lot of pressure on my
parents and me. There were numerous trips to
the hospital to see a number of doctors and huge
medical bills. Because of a loss of my motor
abilities there were things such as writing that I
could no longer do which presented a problem
with even the tiniest task I undertook. I lost my
hair and to help relieve my double vision I had
to wear an eye patch over one eye. I had to face
my family, friends, and school knowing that I
had cancer and that people couldn't help but
think that I might die.

My parents and [ were fortunate that we
had a lot of friends that gave us not only moral
support but they helped out with errands and
chores so that my parents could spend as much
time as possible with me. They were constantly
fixing meals, running errands, and doing chores
and especially praying for me and my family.

It was a frightening and difficult time,
but the funny thing was that I never thought that
I was going to die. It may sound sort of weird,
but I had faith-faith that [ could overcome the
odds and someday I would be as good as before
I became ill.

I had to face many struggles. After I
went through surgery, I realized that my head
had been shaved so that the doctors could see
the area more clearly. The surgery lasted five
and one-half hours. I was in intensive care for
less than a day, a shorter time period than the
doctors had predicted. The doctor said that I
had a little paralysis in my left eye causing
double vision and my motor skills were
impaired. I had to undergo radiation for thirty-
one days, physical and occupational therapy
helped me to improve the motor skills that I had
lost, such as writing, walking, balancing, etc. I
had to have radiation so that the disease would
not return and also to make sure that abnormal
cells did not spread to other parts of my body.
The radiation destroyed many of the good cells
with the bad cells, but it did not make me sick.

The effects of the illness still aren't
over. People, especially other kids, treat me
differently since I've had cancer. They tease me
about how I can't do things as well any more or
that I look different because of my thinning hair
or double vision. It's almost as if they're afraid
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of me.

I wish people realized that cancer is not

contagious and that people who have cancer just

. want to be treated the same as everyone else.
They still like to talk to their friends, play
sports, have girlfriends and boyfriends, and
goof-off. At times, having cancer made me feel
like a handicapped person-lonely and that
people just don't understand. I've seen that
cancer causes children and young people to
grow old before their time and I feel like I
missed out on being a kid. Now life has a
different meaning to me, because I almost lost
it. I don't take things for granted and I live each
day knowing that no one is promised a
tomorrow.

Having cancer, I lost my popularity and
good athletic abilities, and I thought I had lost
everything that was ever important to me. It
took a while, but then I realized that I was
wrong. I had my new health, my new life, and
my parents. That's a lot. I also gained a new
perspective on life: caring for others. Now
when I see people who are disabled or different
from everyone else, I compare them to me and
how my life would be in that situation.

To some people, cancer, a disease, or a

‘ handicap are reasons to give up, stop trying, but
to a kid who's been there, I'm with W. Mitchell,
a paralyzed millionaire who says, "All
limitations are self-imposed. It's not what
happens to you in life, it's what you do about it."
For me, I've learned to live with life's
limitations, even cancer, and I've learned that
you can overcome those limitations if you put
your mind to it.

Source: By Matt Radcliffe, "The Patriot," 1/19/90, p. 11.

Hallahan, D. P., & Kauffman, J. M. (1994). Exceptional Children: Introduction to Special Education,
(6th Ed.). Allyn & Bacon: Boston, MA. p. 430-431.
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Procﬁocl polmefs for pcrenﬁng hcndlccpped chlldren :

EPTEMB‘:R/OCTOBER 1987

My child is in constant motion; he was a fussy
baby ‘and now that he's older he still can’t seemn to settle
down. He flits around from one thing to another but
doesn't appear to be interested in anything for very long.
He's not a bad child—it's just that he's so disruptive and
distractible he can't follow directions or obey any rules
He's so bossy that he's always in trouble in school with
classmates, his teachers and the rest of the neighborhood

‘We love him, but wherever he goes there's chaos. ['v~

always ﬁgurad he was a hyperactive child but the doctors
say he has attention deficit disorder—ADD. Pinning a
Iabel on my son doesn't help him behave any better or
make life easijer either. Somewhere inside this bleak
picture there is a little boy we love, but how are we going

to help?”

In response to many reader inquiries similar to the cne
above, this issue vsill examine the problem of hyperactivi-

at home and at school.

No one Is quite sure of the
cause but psychiatrists and other
doctors, puzzied by otherwise
healthy children whose mis-
behaviors and persistent distrac-
tibility couldn’t be attributed to

any problem in the home, theoriz-

ed that somehow it is mbom i |
the child. More boys than girls are
affected, and it is estimated that
from three to five per cent of 21

children are hyperactive, to some
degree or other.

207

- ty and the best ways of dealing with the hyperactive child

Although there is no form
evidence, some cliniciars feel that
neurological immzturity or an in-
herent genetic problem might be
the cause_ Even fetal exposure to
harmful substances such as en-
vironmental poltutants or food ad-
ditives has been considered as the
possible culprit.

However efusive the cause,
hyperactive children who are
suspected of having ADD share
similar patterns of behavior.
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The ADD, hyperactive child
generzlly has a short attention
spxn znd s easily distractible. The
child with this problem doesn't
seern to be able to complete any
task unless given one-to-one direc-
tior.. Often parents find them-
selves in endless confrontations,
nagging constantly, “Finish your
homework, finish the diskes, you
didn’t finish making your bed.”
The hyperzactive child ts so
distractible he literally seems to
suspend his activity in mid-air,
going on to something cornpletely
different, oblivious to the tasks
he’s Ieft undone or half com-
pleted.

He i3 extremely tmpuistye. "He
wants what he wants when he
wants it.” Taking other people's
possessions without heeding the
rightfulness or wrongness of his
actions, running into traffic to
retrieve a ball with no awareness
of the inherent dangers, inability
to prefit and learn from previous
mistakes are all examples of
behaviors that lead to trouble-
some family relations. Acting
without forethought is coupled
with punches, fist fights and ver-
bal confrontations with siblings or
playmates who refuse to play the
game his way. He has difficulty
conforming to rules or waiting his
tumn, demanding instant gratifica-

tion of his needs.

The hyperactive child is
discrganized, He often is unable
to plan effectively or carry
through to completion even sim-
ple tasks on his own. He often ap-
pears disheveled, shirt tails flap-
ping, laces untied, and, moreover,
is often tmaware or unconcemed
that this is the case.

The Eyperactive child appears
to be on the move. He seems
need to touch, tap, fidget, squirm,
push, knock over or Kick. It's as if
his body ts in high gear at all
times, with a marked nability to
shift into low.

A3 an tofxot he wes a poor
sleeper, seldom napped, awoke at
the slightest sound, slept Gtfully
and never through the night.
These sleep disturbances often
continue unabated as he grows
older. -

As a toddler he was not only
into everything but there was
seemingly little purpose to his
ceaseless activity. Toys were not
played with; they were broken or
thrown. Books were ripped and
attempts to engage him in shared
play or story telling met with
fidgets, squirms and outright run-
ning away. Whereas a normal
toddler can sit quietly for at jeast
short periods of time to color or

put together a puzzle, the
hyperactive toddler is unable to

- sustzin any play activity for more

than a few seconids. Crayons are
broken and puzzle pieces discard-
ed in his wake as he flits to yet
another activity. One harassed
mother described her child as “a
disaster waiting to happen.”

Although many active toddlers
appear to behave in a similar
fashion, the major difference be-
tween the normal toddler and the
hyperactive youngster is that the
normal child ts able to lower his
activity level, Iisten for direction
and, most teliingly, is able to stop
on his owm.

m_m'sncxnrmcxup:
WW&MB-MMWWMM&P.O.B&OQMMMY& 10590, Spectal
anwnmmmmmmmwM Byhioed artiches do pot eooxsacdy refiect the
prublsher’s vicwrpoiot, MmmBSl&wwm.debwwwnmmhhunwﬂ
S3.50 per baoe, Copyoighn 1965, AX ights roaved.
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During chlldhood the hyperac-
tive youngster continues to fidget,
is unable to sit through a meal, for
example, or even watch a favorite
TV program without roaming
around the house. Teachess at
school report he ts unable to sit at
his desk and that he speaks out of
turn and frequently anmoys
others.

Difficalttes in coordination are
often noted. Mamty hyperactive
children appear somewhat gawky
and less coordinated than their
peers. Throwing or cztching a ball
and other activities requiring

coordination are prob- -
lemns for thern. However, mamy
hyperacttve youngsters excel in
sports such as swimming where
this ts not a factor. Typically, the
hryperacttve child has serfous dif-
ficultles in acitvities involving
finger dexterity such as hand-
writing, coloring, cutting with
scissors and other schookrelated
tasks.

Attention-demanding behavriors
cause grave concern both at home
and at school, for the hyperactive
child demands center stage at all
times. Because he appears so
needy and insatiable, guilt-ridden
parents are tempted to pay for
peace at any price. Unfortunately,
this merely escalates the child’s
demands. Parents and siblings
find themselves unable to control,
modify or satisfy him. The foot-
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stamping, whining, into-
everything toddler becomes the
driven, annoying, demanding,
show-off child or adolescent.

The hyperactive chlld is) above
all, domineering. He insists on be-
ing first In Iine at school and served
first at the dirmer table at home.
He frequently sees himself 2s the
“bass,” barking orders in-
discriminately, resisting all rules
and regulations not his own. Sib-
lings end friends find him a dif-
ficult companion. Games must be
played his way or not at all. He is
often aggressive and becomes
known as the playground bully.
He upsets others to the point
where he ks virtually friendless,
unless he finds younger children
who are more likely to tolerate his
bessimess.

He often lacks fedgment which
manifests itself as total fear-
lessness, swinging from trees,
playing on or near railroad tracks,
anmoying animals to the pomt of
endangerment. '

The kyperactive child is often
beret with mood swings. He ap-
pears elated one minute, despon-
dent the next, with no rhyme or
reason or direct relationship to
anything in the environment that
could cause such sadness or joy.
Parents find themselves at wits
end trying to provide him with
stability or comfort. Even minor
incidents in their hyperactive
youngster's life can trigger major
ternper tantrums. The hyperactive
child s over exctable and short-
fused, with such low frustration
tolerance that even the most mun-
dane events often produce pro-
longed less of control.

The end resalt of a hyperactive
child’s driven behavior is
ultimatety a child at odds with
himself and the world—endlessty
wronged, differertt, friendless, a
saddened child with little or no
self-esteern '
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Medical trextmert The first
step is to seek medical advice if
your child displays any or all of
the above troublesome patterns of
behavior. Dismissing your
youngster's problems as just
garden-sariety Iryperectivity or ig-
noring the problem will not help,
espedially if the is
Only a physictan skilled in
diagnosing this type of disorder
should make a defmittve
diagnests.

Hospttals and clinics that offer a
multdisciplinary team ap-
proach—including the services of
a pediatrician, neurclogsst, o
psychiatrist—are

previcus medical and
after a thorough review will have
a conference with you to disclose
thetr findings. If they diagnose
your child a5 hyperactive ADD,
they will design a course of treat-

youngster to make sure he is be-
ing helped.

One form of medicine or treat-
ment plan that is helpful to one
child might not work with yours.
It is vital to stay connected to
yYour chlld’s medical team for fre-
quernt updates, especially as he
grows older and his metabolic
needs change. _ '

Medicines are often Indicated.
Many hyperactive children react
positively to certain specific
drugs. Frequently, this is the only
kind of treatment necessary to
bring the child to full functional
ability. Most parents are uncom-
fortable with the idea that their
Youngster requires medication,
espedially for any length of time.
The best attitude to adopt is that,

210

for all interits and purposes,
hyperactivity s a rhysical prob-
lem and that medicine is required
tocon:roltbedisordez-muchasif
the child had diabetes or seizures
and needed medical treatment for
relief.

Two types of medication are
frequently indicazed. The most

stal. Special diets, it ts claimed,
have helped children. In specific
dreumnstances some food sub-
stances can cause behavioral
symptoms. Sugar, food dyes, and
other additives have been
suspected as offending substances
for susceptible children. As this is
very difficult to document,
parents are advised to consult a
pediatrician, an allerygist, and a
medical doctor Spedializing in

nutrition before undertaking any -
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Do’s and don’ts

special diets or vitamin therapies
for their hyperactive child. A
balanced diet, low in sugar and
fat but with plenty of fresh fruits,
vegetables, whole grain products,
lean meats, fish, and milk prod-
ucts should benefit the entire
family.

Prychological belp. Often the
hyperactive child responds to
psychological help. The disorder
has the effect of harming the
child’s self-esteern and ability to
form friendships to the point
where psychological intervention
is often indicated.

Most hyperactive children are

® Do remember that teacking
sel{control is a mux. Saying to
your child and others, “Johnny
can't help i, he's hyperactive,”
will only serve to reinforce
Johnny's nappropriate behaviors.
Hyperactive children respond best
to structure and external ltmits
that are fatr, uncomplicated, and
consistent. zppropriate
behavior and compliance to a
stmply-stated rule for a minimatl
task or time frame is a good way
to start.

® Do accentirate the positive.
Find some shmple activity that
your child genuinely enjoys.
Pratse him often for any positive
behaviors you observe. Most
often, hyperactive children func-
tion best In a one-to-one situation,
free from external distractions or
riotse.

A hyperactive child, above all,
needs someocne caring enough to
organize, plan, supervise, and

thre child to eng-gt in activitles
that will burn off excess ‘
energies—{or example, jogging,

unhappy about their nmaway
emotions and loss of control.
They seek protection from their
own mpulsive drives—they need
Farents who can limit as wel] as
love.

This is easier s2id than done. of
course. Parents should seek sup- .
port groups and avail themse|ves
of professionals who can help szt
up a consistent program of
behavior modification. The usz of
praise and rewards in working on
thase behaviors that are most
troublesome requirzs hej~ on
trained experts.

track, Jong-distance running,
swimming laps and other en-
durance sports that don't require
hand-eye coordination.

® Do bz awzre that hyperactive
Yoangsters are frequently insen-
sittve to pain and can sustam cuts
and bruises with little discomfort.
Parents should also be aware,
bowever, that overreaction to
minor hurts is an attenticn getting
device.

b:amtn.tmm}iypemchv' e
children cannot screen out en-
Vh'orrmemaimiseornwvanznl.
frequently reacting to even nor-
mal household sounds with
adverse reactions. Blaring TV,
whirring household appliances,
even people conrversing in normal

your
Youngster with too many things
at once. Avoid giving too many
directions. "Make your bed, get
dressed, come and eat breakfast,
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THE READER

QUESTIONS AXD AXSWERS
We v inquarsss o hina frecn our rescens

we're leaving soon,” is too much
for an ADD child to handle. Select
one zcttvity at a time, provide -
plenty of supervision and verbal
praise for successful completion of
just one task.

¢ Do promote your kyperactive

‘chlld’s self-esteem. Encourage

him to participate in an activity he
enjoys and make sure he recetves
recognition for it. Be on the
lookout at all times for any oppor-
tunity to boost his ego.

Q. "My son, age 5%, is only par-
tially toilet trained and continues
to soil his pants. Even though he
seems to know what is expected
of him, he won't do it. Can you
give me some suggestions?”

A. The easiest and most effective
method involves the use of
behavior modification. First try to
establish the times of the day
your son usually eliminates. If
your child is not afraid of the
tollet and is willing to sit on a pot-
ty chalr, then place the child on
the toilet during the times when
there is the greatest probability he
will go. If he does, reward your
child with praise, a hug, and
some other reinforcemnent, e.g.
food tdbits your child Iikes.
Becoming angry or punishing
your child for sofling himself
might very well be counter-
productive. It may take a bit of

chlld. Free time is often the worst
tme of all. A swim club, horse-
beck riding instruction, even a
short walk together are alternative
ways of providing orgenizatior,
for him. .

® Do see him a3 a child cxpable
of surmounting ks dHficeities.
Don't blame or deny. Be honest
with him about his difficulties but
let him know that you love him
and that the whole family il
work together to help achieve as
much of his potential as possible.

time, but, assuming there is no
physical or serious mental prob-
lern, this procedure can be very
useful. You may wish to consult a
professional for additional help
and guidance.

Q. "We've just been told that cur

~ son, age 6, is developmentally

disabled. He is unable to cut with
scIssoTs or even color. We can't
tell if he is right or left-handed as
he doesn't use either hand con-
ststently. What causes this? What
can we do to help him? .

A. Developmental disability is a
catchall term that includes a
rnmumber of very different dis-
abilities. It is important to pin-
point your son’s problem as much
as pessible. A thorough medical
and neuro evahmtion
would be the first step. The next
would be a complete
psychological and educational
assesstnent. Based on these
evaluations and with the help of
your school district, you should
be able to find an appropriate pro-
gram for your child, one that is
specifically designed to meet his
needs.
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David ts an attractive, verbal,
six-year-old. He comes from a
good home and lives in a nice
neighborhood. When vou first sez
him, he looks normal in every
way. But David has a problem.

In school, David's teacher says
he ts doing poorly; he s very
distractible, disruptive, and can't
seemn to sit stll. He had been
referred to the school psychologist
who spent time observing David
in the classroormn, talking with his
teacher and his parents and giving
him a variety of psychological
tests. As everyone suspected,
David’s tests showed that he was
very bright. True, his acadernic
scores were somewhat low, but
not that low. The psychologist felt
that there was no evidence of a
serious emotional problern or
problems at home. However,
David’'s mother did confide that
her son is much more. active than
other children his age and that
she often has a hard time controll-
ing his behavior at home. She
went on to say that other children
don’t like to play with him
because he always gets into fights
with them. She talked to her
pediatrician but couldn't get a
definitfive diagnosis and she's still
looking for some answers. .

Although the diagnesis Is a dif-
ficult one to make, there is a good
possibility that David is a
Iryperactive child. His hyperactivi-
ty could also be a symptom of
something known as Attention
Deficit Disorder or ADD. There are
meaary unanswered questions
vestidators have begun to wncover
some of the mysteries of this com-

plex problem. At one time, :
fact, ADD had been knoun
minimal brei dysfunction.
Research has shown that ch:
with ADD may or may nct t
hyperactive and, to a large e
a d’2gnosis of ADD or hyper
ty is based on clinical judgm
Children with ADD are prc
lezming problems, but the k
problemns ADD children disp:
are very differertt frorn other
kinds of leamning disabilities.
Often their learning deficienc
are not as severe or as clear<
LD children so that children
ADD seemn to slip between th
cracks of our educational sys
To make the matter more cor
plicated, there are children w
are emotional disturbed or w:
are hyperactive without hav:
ADD. For simplicity, this artic
will focus only on the child w
ADD and hyperactivity (ADD

What kind of special probl
do ADDH ch!idren hav:? The

problem is diagnosis. Often, t.
children are seen as emotiona
disturbed and are'mistakenly
treated as such. One of the m:
prodlems that ADDH children
counter is peer rejection. This
Jjection can result in a negative
self-image which in tum can ¢
tribute to emotional problemns.
Often, but not always, childre
with ADDH are clumsy and p
athletes. In boys, this further
distances themn from their pee
Although ADDH is frequentty
assodated with neurological p
lemns, sometimes these can be
determined medically and
sometimes not. The child's en-
vironment often contributes to
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XXI ATZD ISSUES OF
STBCIRL PAXERT/SPECIXL
CHI1LD:

® Bcharricor, Part |

® Bchavice, Part [T

problern, but iIn most cases a child
with ADDH would have the prob-
lemn regardiess of the ertviron-
ment. This i3 Important to under
stand since parents and teachers
often percetve the ADDH child as
betng willfully “bad;” this is rarely
the case. The ADDH child s not
misbehaving on puopose! This s
not to say, however, that the
ADDH chiid can't be taught to ex-
ercise better Impulse control or
improve his attention span.
EDDH children all necd & well-

structared, predictable schoo! en-
vironment Becairse these children

physical, or sensorial. When the
ADDH child s being taught
something new, keeping all
stimulation 2t a low level tends to
reduce the level of hyperactivity.
Recent studies have demonstrated
the effectiveness of biofeedback in
helping ADDH children complete
classroom assignments. Using
biofeedback machines, ADDH
children are first shown how to
relax and how to make their
bodies relax. The hyperactive
children who participated in the
relaxation training program and
who were trained to use biofeed-
back while doing classwork tend-
ed to show more improverment
than ADDH children who did not
receive the training. What was
most important was not the

blofeedback per se, but that the
children shared directty in the
manzgement of thelr behavior.
Other successful methods in-
clude kaving the ADDH child self-
evatuzte his own behavior. In one -
such srocedure in which matten-
tion weas the idertifed problem,
the teacher signaled the child to

attentiveness. This approach ts a
bit different from more traditional
behavior modification programs
and again poin’s to the tmpor-
tence of having the ADDH child
share in the responsibility of deal-
ing with his behavior.

Does prsychotberapy kelp or i3
medlcxtion enoagh? The need for
medication must be determined
by a qualified physician who has
had either training or experience

with this spedial problem. Medica-

tion has been very effective, but
other approaches are valuable.
Children with ADD often need
someone they can trust and in’
whom they can confide. They
need to understand the nature of
their problemn and to know that
there is much they can do to help
themselves. Parents and families
are often frustrated and over-
whelmed and they, too, are in
need of support, guidance, and
good information.

14
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Disability Related Web Sites

Peer Tutoring

Metropolitan Nashville Peer Buddy
Program:
http://peabody.vanderbilt.edu/SPED/
projects/buddy/home.htm

Mental Retardation

American Assoclation on Mental
Retardation:
http://www.aamr.org/

National Association for Down
Syndrome: NADS
http://www.nads.org/

Assoclation for Retarded Citizens: ARC
http://TheArc.org/ welcome.html

Autism

Family Village Page on Autism
http://www . familyvillage. wisc.edu/
lib_autm.htm

Autism Research Institute
http://autism.com/ari/

National Autism Society
http://www.oneworld.org/autism_uk/

ADHD

ADHD Help Page
http://www jdanda.com/users/adhd/

FACTR
nttp://www.add-plus.com/

ADD FAQ Site
http://www3.sympatico.ca/frankk/

Cerebral Palsy

Cerebral Palsy Fact Sheet
http://www.ucpa.org/html/research/
factsfigs.html

United Cerebral Palsy Association
http://www.ucpa.org/html/

Hearing Impairments

Hearing and Speech Deafness Center
http://www.hsdc.org/

Gallaudet University's Home Page
http://www.gallaudet.edu/

The Central Institute for the Deaf
http://cidmac.wustl.edu/

Language Impairments

American Speech-Language Hearing
Association

http://www.asha.org/

Wolfe Products

http://www.wolfe.net/~dr_bill/
speech2. html

Physical Impairments

Cure Paralysis Now
http://www.cureparalysis.org/

DO-IT at the University of Washington
http://weber.u.washington.edu/~doit/

Visual Impairments

Blindness Resource Center
http://www.nyise.org/orgs.htm

American Council of the Blind
http://www.acb.org/

US National Federation of the Blind
http://www.nfb.org/
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