


We are pleased to share our All About Me booklet with you.  This booklet  

 

contains a lot of information about our child ____________ and our family.   

 

We hope that this information will help you to get to know our child and  

 

some of his/her interests, strengths and skills.  
 

 

We have high expectations for our child as other parents do for their  

 

children.   We hope he/she will follow school rules, perform to the best of his/ 

 

her ability and be a contributing member of the class.   Good teaching and  

 

positive peer role models will help our child  be successful.  
 

 
If you have any questions, please call us  at home ______________ or at  

 

work  _________________.       The best time to reach  us is__________.   

 

We look forward to working with you this year.   

 

Please let us know how we can help make this a great school year. 

 

Sincerely, 

 



When our child was born we worried about: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

Our hopes for this year are: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

Here are some ways we think you can help our child be successful: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

Our lifetime goals for our child are: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 



My name is:____________________________________________________ 

 

My Mom’s name is:______________________________________________ 

 

My Dad’s name is:_______________________________________________ 

 

I have _____ Brother(s)  Their names are: ____________________________ 

 

I have _____ Sister(s)     Their names are: ____________________________ 

 

We have a pet:_________   My pet’s name is: _________________________ 

 

Other family or friends that I want you to know about are: 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

______________________________________________________________ 



My favorite activity is:_________________________________________ 

 

My favorite color is:___________________________________________ 

 

When I go outside, I like to:_____________________________________ 

 

My favorite hobby and other activities are: 

 

____________________________________________________________ 

 

____________________________________________________________ 

 

____________________________________________________________ 

 

Three things that really motivate me are: 

 

____________________________________________________________ 

 

____________________________________________________________ 

 

____________________________________________________________ 

 

When I grow up I want to:  

 

____________________________________________________________ 

 

____________________________________________________________ 



Here are some things you may need to know about my health: 

 

Surgeries: 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

Current Medication (s): 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

I wear glasses:    Yes No  I wear hearing aides:     Yes No 

 

When I am not feeling well I might: 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

______________________________________________________________ 

 

Other things you need to know about my health: 

 

______________________________________________________________ 

 

______________________________________________________________ 



Things that make me feel happy: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

Things that might upset me: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

It’s hard for me to: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

Things I may be afraid of: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 



Here are some places that I like to go to with my family: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

My favorite places to go in my neighborhood are: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

My favorite vacation was when my  

family went to: 

 

_________________________________ 

 

_________________________________ 

 

_________________________________ 

 

_________________________________ 

 

_________________________________ 



Here are some things you may need to know about how I communicate: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

If I am frustrated I might: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

My parents would prefer that you communicate 

with them by:  

 

_________________________________________ 

 

_________________________________________ 

 

_________________________________________ 

 

_________________________________________ 



Here is a list of things I do in the community on a regular basis: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

Here are some things I do to help around the house: 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

Here are some things I can do if someone helps me: 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 

 

_______________________________________________________________ 





Myth:  Down syndrome is a rare genetic disorder. 

Truth:  Down syndrome is the most commonly occurring genetic condition.  One in every 

800 births is a child with Down syndrome.  There are currently 350,000 people in the U.S. 

with Down syndrome, with 5,000 to 6,000 births per year. 

 

Myth:  Most children with Down syndrome are born to older parents. 

Truth:  Eighty percent of children born with Down syndrome are born to women younger 

than age 35 due to higher fertility rates.  However, research has shown a link between the 

incidence of Down syndrome and maternal age. 

 

Myth:  Down syndrome is hereditary and runs in families. 

Truth:  Most cases of Down syndrome are sporadic, chance events.  In general, Down syn-

drome does not run families and a sibling or aunt has no greater chance of conceiving a child 

with Down syndrome. 

 

Myth:  People with Down syndrome have severe cognitive delays. 

Truth:  Most people with Down syndrome have cognitive delays that are mild to moderate.  

IQ is not an adequate measure of the functional status of people with Down syndrome.  Peo-

ple with Down syndrome have great potential if given opportunities. 

 

Myth:  The life expectancy of people with Down syndrome is 30. 

Truth:  Thanks to advances in medical and clinical treatment and opportunities to thrive, as 

many as 80 percent of adults with Down syndrome reach age 55, and many live longer. 

 

Myth:  Behavior problems and depression are just part of having Down syndrome 

Truth:  Often, medical or mental health problems go untreated due to the assumption that it 

is typical of having this genetic condition.  Complete examinations by appropriate health 

care professionals should always be pursued. 

 

Myth:  Children with Down syndrome are placed in segregated special education pro-

grams. 

Truth:  Children with Down syndrome are included in regular academic classrooms across 

the country.  Students may be integrated into specific courses or fully included in the regular 

classroom for all subjects. 

 

Myth:  Adults with Down syndrome may be unable to work. 

Truth:  Businesses seek young adults with Down syndrome for a variety of positions.  They 

are employed by banks, corporations, nursing homes, hotels and restaurants.  They work in 

the music and entertainment industry.  People with Down syndrome bring to their jobs en-

thusiasm, reliability and dedication.  



      
 

Tips for Teaching Students with Down Syndrome 
  

1.  Have high expectations for the student.  Be enthusiastic and encouraging. 

  

2.  When planning a student's instructional program, be guided by the student's individual ability and 

needs, and not the label of Down syndrome. 

  

3.  If the student is highly distractible, seat the student away from windows and doors to minimize 

distractions in the environment. 

  

4.  Small group instruction may be more beneficial to the student than whole class instruction.  Try to also 

set aside some time for one-on-one instruction. 

  

5.  Model the task and give the student many opportunities to perform it.  Break down tasks into smaller 

sequenced steps. 

  

6.  Ask the student to repeat or rephrase instructions.  Ask the student specific step-by-step questions to 

make sure the student has understood the instructions given. 

  

7.  Set aside time for frequent review and practice of tasks. 

  

8.  Allow the student adequate response time. 

  

9.  Provide consistent positive reinforcement immediately after the student produces a correct response. 

  

10.  If the student makes a mistake, do not say "that's wrong." Ask the student to try again, or provide the 

correct response and require the student to repeat the correct response immediately. Immediate corrective 

feedback is more effective than delayed. 

  

11.  Give clear signals about the end of one activity and the beginning of the next.  Use picture cues or 

audio cues with young children.  For example, use picture symbols representing activities or sing a certain 

song before a specific activity. 

  

12.  Present only a few stimuli or objects at a time.  For example, if you are using worksheets, create 

worksheets that do not have too many pictures or sentences with complicated wording. Highlight or print 

key words in bold. 

  

13.  Use concrete objects/manipulatives along with verbal explanations.  For example, while teaching 

counting use manipulatives that are alike in shape, size and color, so that the student concentrates on 

counting, rather than being distracted by shapes, etc. 

  

14.  Be flexible with attaining educational goals.  For example, if the student has difficulty writing with a 

pencil, teach the student to write using a computer. 



Stubborn is...as Stubborn Does 

By Carol Johnson, Calgary, Alberta, Canada 

 

It is interesting to me how many people talk about their child's stubborn behavior as if it was part and parcel 

with having Down syndrome. It isn't.  There are many people who are stubborn who do not have DS. In fact, 

in some situations, being stubborn is seen as a positive trait.  I have heard people say that the reason they 

came out as winners in a situation was because..."I was stubborn and no one was going to push me 

around."  "They thought I would cave, but I was too stubborn to give up easily. "So, what is this stubborn 

behavior that we see with students who have DS and how can we think about it? 

 

I see stubborn behavior as a direct result of lacking the skills and/or language to negotiate a 

position.  Often, we will take a stance on something we care about and, right or wrong, stick to that stance 

until we understand or agree with another's view.  A student with DS will continue to do things in a specific 

way because it is safe, it is known and it has worked in the past. When we try to change their behavior, 

when we try to introduce new things, we threaten their "safe place." 

 

Some of us are open to change and will accept change far better than others. This is the same for students 

with DS.  Some of us are able to argue our side of the issue, some of us can be persuasive and bring people 

to our view and not have to change - the other person changes.  Students with DS cannot do this as well. 

They lack the language, the cognitive flexibility needed in verbal discourse and the larger world view to win 

many verbal arguments. So...they look stubborn. 

Think about it. If you were in a situation where you did not understand what was going on around you and 

people were trying to get you to do something you were unsure of, what would you do?  You would resist, 

you would stay doing what you know, you would be seen as stubborn. What if you did not have the language 

skills to share your views, what if the other party did not understand you or did not care about what you had 

to say? Then, you were punished or censured because you were seen as stubborn. How would this affect 

your level of cooperation the next time? 

 

How would you respond to these people who "made you do something you did not understand nor even 

agree with?" You may become even more stubborn or resistive. And, they, in turn would see this as 

"noncompliance" or as a "problem."  They would respond in a way that assumes that your stubbornness is 

something that exists on its own; apart from you having a different view of the same situation or apart from 

your being unable to communicate your point of view successfully. 

 

How can we change the pattern? 

By letting go of the myth of stubbornness and seeing stubborn behavior as resistance. Resistance to 

something new, resistance to something that is not understood, resistance to having others be in control, 

resistance to someone they may not trust or understand. The only way to help anyone become less resistant 

is to help them to feel safe enough to try something new or different. 

 

When children are young, they will not respond very well to changes and will withdraw. As they grow older, 

they will use strategies that have worked in the past…withdrawing, not looking, pouting, sitting, throwing 



themselves down (stubborn-looking behaviors).  The more stubborn a student looks, the more useful this 

behavior has been in the past; using this repertoire of strategies has allowed the student to remain in a safe 

place. 

 

Adults are part of the problem. 

We have taught children what they need to do so we will stop pushing or so we will leave them as they want 

to be. Then, sometimes, we become angry.  As we become angry, children resist further as they do not 

understand what is happening and are often upset with the situation as well. How many of us respond to 

anger if we are nervous about a situation?  How many of us would become less "stubborn" if someone 

demands that we do something that we are not sure about? 

 

When faced with a student who appears to be stubborn, think about the following:  

1. Although this makes sense to you, it must not make sense to this student. How can you help the 

student gain a better understanding of what it is you are wanting? Remember, saying that it is 

"good" for them is not helpful. Can you show, act out, the positive outcome of the request? Can 

they try it in small steps? Can you find a way to make it clearer, less threatening? What kind of 

language are you using? 

2. Is there a way to help the student use other means to say... "no," "wait," "this is scary," "you want 

me to do what?" other than the behavior that is being seen? Until a student has some way of 

communicating with others, the resistance will look like stubborn behavior. 

3. Follow the old adage "Win them over with honey." Any human being will respond to positives over 

coercion. Always enter a new situation using something that the student likes from other situations, 

go from what the student already knows and build on it. Pair a new experience with something that 

is already successful and liked by the student. Use play, songs, games, etc. to help a student deal 

with new experiences. Watching another student have success may not work as some students do 

not learn from watching others so they may not understand that they too could have that success. 

4. You need to have a trusting relationship with anyone before they will try something new just 

because you told them to do it. Some students take a long time to reach that level of trust. You 

cannot be the "punisher" and build a trusting relationship with a student. You cannot coerce some 

behaviors and reinforce others; this inconsistency will cause stress; students may never feel safe 

enough with you to let go of those behaviors that help them feel safe. 

5. When you feel yourself becoming angry, stop, laugh, walk, relax, count, etc. Release the tension in 

the situation and then try again…maybe in a different way. Sometimes students will come around 

just because you have calmed down and re-entered the relationship in a way that is not 

threatening.  

Some of the best people are just stubborn enough to hang in there when many others have given up on a 
child. So, join them.  Be stubborn about a child's ability to learn and help him or her to feel safe enough to 
venture into new territory with you alongside. 



In this Issue

A publication of

A Resource 
for Families & Others Interested in 
Down Syndrome & Developmental Disabilites

The Least Dangerous Assumption
A Challenge to Create a New Paradigm

Fall 2005Volume 6, Issue 3

The Least Dangerous Assumption...1
A Challenge to Create a New 
Paradigm.

References  . . . . . . . . . . . . . . . . . . 15
Letter from the Editor . . . . . . . . . . . . 2

A Feeling of “Settling In”

Enhancing Literacy . . . . . . . . . . . . . 3
Using Audio Books

Next Chapter Book Club . . . . . . . . . 4
Learning Never Ends

Bring NCBC to Your Community . . 15

Book Reviews . . . . . . . . . . . . . 13-14
Learning to Listen: A Timeless 
Classic
Believe in My Child with Special 
Needs!

Continued on page 5

Imagine you are about to meet for the 
first time a young woman who will 
be coming to your high school this 
year. Before you do, the following 
was shared with you about her.

Kim is a 16-year-old student who has 
a label of severe mental retardation.1 
The usual battery of intelligence 
tests and adaptive behavioral 
evaluations have assigned her an 
IQ score of 40 and a developmental 
age of 36 months. She has seizures 
and sensory impairments. Her 
motor movements are jerky and 
uncoordinated, making it difficult 
for her to get around in small areas, 
write legibly, or use a computer.  She 
is sensitive to certain environmental 
stimuli such as bright lights, loud 
noises, and rough textures in her 
clothing. She has no conventional 
way of communicating. She uses 
facial expressions and random 

vocalizations to express emotions.  
When she is frustrated by a task or 
situation, she runs away or sometimes 
hits herself or others.  She does not 
appear to be able to read.  

How does this information affect 
her  pa rent s’  a nd educ ator s’ 
decisions about Kim’s educational 
program and adult life?  Should 
you  a s su me t hat  t he se  te s t 
results, labels, and observations 
are accurate representations of 
her current abilities and future 
learning potential?  Do you advocate 
for her educational program to 
reflect content learning from the 
general education curriculum or 
is it based on teaching functional 
life skills?  Should she be educated 
alongside students with significant 
disabilities only or included in a 
general education class?  

In order to answer these questions, 
you first need to understand the 
prevailing paradigm, or belief, 
that governs the way that most 
people think about intelligence and 

intelligence testing, the label of 
mental retardation, and the vision 
that we have for students with 
this label.  In this article, I want to 
propose and add my voice to the 
work of other parents and educators 
who believe that only by creating 
a new paradigm, or shared belief, 
of high expectations based on the 
principle of the least dangerous 
assumption can anyone, parent or 
professional, make decisions about 
students’ educational programs that 
will lead to a quality life in school 
and throughout their adult lives.  

In 1984, Anne Donnellan, a respected 
researcher in special education, wrote 
that “the criterion of least dangerous 
assumption holds that in the absence 
of conclusive data, educational 
decisions ought to be based on 
assumptions which, if incorrect, 
will have the least dangerous effect 
on the likelihood that students will 
be able to functional independently 
as adults.” Fur thermore, she 
concluded  “we should assume 

by Cheryl Jorgensen, Ph.D.

1.  Cheryl cautions readers to question 
traditional definitions whenever 
the words “mental retardation” or 
“intelligence” are used.
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Welcome

It’s clear that Fall is here: I can see 
my breath in the air, the leaves are 
beginning to turn bright red and 
orange, and in Oregon, after months 
of consistently sunny days, the rainy 
season has begun. Fall brings more than 
a change in season. It brings the start of 
school and a feeling of settling in. We’re 
settling in to our new home at Creating 
Solutions and would like to share with 
you what has been happening since our 
last publication.

Many of you have asked about the role 
of a fiscal sponsor. A fiscal sponsor, 
sometimes known as an “umbrella 
organization,” is a legal way to receive 
tax-deductible contributions and grants 
by putting your project under the 
tax-exempt umbrella of an existing 
nonprofit organization. It’s a simpler 
and less expensive way to receive funds 
for charitable purposes than creating a 
separate nonprofit organization.

Our fiscal sponsor, The San Francisco 
Foundation Community Initiative 
Funds (TSFFCIF), provides much 
more than use of their tax-exempt 
status. TSFFCIF provides accounting 
services, and other administrative 
support services in keeping with IRS 
Code for public charities for a small 
fee. Our partnership with TSFFCIF has 
saved Creating Solutions a great deal 
of time and money. It has also allowed 
us to focus on fulfilling the mission of 
Creating Solutions: “To do good work 
for, and with, people with disabilities 
and their families.”

Other News
w We are pleased to welcome Terri 

Couwenhoven, MS to our advisory 
board. Terri is the owner of TC 
Services, Clinic Coordinator for 
the Down Syndrome Clinic in 
Wisconsin, member of the Parent 
Advisory Board for the National 

Down Syndrome Congress, an 
author for Disability Solutions 
(4:5&6), and the mother of two 
daughters, one of whom has Down 
syndrome. 

w We also welcome the addition of 
our Book Review Editor, Mary Beth 
Pilewski Paul, M.Ed. Mary Beth 
coordinates and contributes reviews 
for Disability Solutions as well 
as for our website. Mary Beth has 
worked and lived with people who 
have developmental disabilities, and 
is the mother of a teenaged son who 
has Down syndrome and autism. 
If you would like to be a part of 
the review team, send an email to 
TheEditor@disabilitysolutions.org. 

w If you haven’t visited our website 
lately, take a moment to check it out. 
Not only does it have a new look, 
but, in the spirit of both O and Real 
Simple magazines, we’ve created a 
“Calendar of Ideas and Inspirations” 
(w w w.disabilitysolutions.org/
calendar.htm). We hope you will 
find tips and tricks that make life 
easier as well as thoughts to inspire 
and nourish your soul. 

w Also on the website you will find 
our “Gifts of Celebration” (www.
disabilitysolutions.org/celebrate.
htm), a list of volunteer opportunities, 
and our newest addition, “The Editor’s 
Blog,” a periodic editorial (www.
disabilitysolutions.org/blog.htm).

w We have begun work on The Down 
Syndrome and Autistic Spectrum 
Disorder Information Center, 
an internet-based program by 
beginning to establish an advisory 
board. We are excited about working 
collaboratively with many different 
advocacy groups, medical and 
educat ion professionals,  and 
families to provide up-to-date 

tangible information. Our 1999 
special issue on this dual diagnosis 
continues to be the second-most 
downloaded issue of Disability 
Solutions and the most frequently 
requested back issue. 

We received so many letters after our 
last publication, getting the mail each 
day became an “event.” What a treat 
to hear from so many of you. Your 
generosity has paid for about half of the 
costs for printing this issue, reaching 
over 10,000 readers in print along with 
an average of 200 people who visit our 
website each day and download over 
25,000 issues of Disability Solutions in 
the month of September alone. 

Equally important are the warm and 
supportive messages we received 
regarding our move to a separate entity, 
Creating Solutions. Your suggestions, 
words of encouragement, and donations 
are a great boost to all of us as we settle 
in to our new home. On behalf of the 
advisory board, I want to thank you for 
your dedication and support. 

As we continue to create a road map for 
Creating Solutions, your involvement is 
critical to our long-term success. If you 
have questions or comments, we want 
to hear from you. Send an email, letter, 
or call. Our contact information is on 
the back cover. 

I hope you all take a little time to enjoy 
the crisp, colorful landscape of fall.

Warmly,

A Feeling of “Settling In”
Letter from the Editor

Joan Guthrie Medlen is the Project Director of 
Creating Solutions,  Editor of Disability Solutions, 
and author of The Down Syndrome Nutrition 
Handbook. She is the mother of two teenaged boys, 
one of whom has Down syndrome and autism.
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still read aloud to children once they 
are reading on their own, but with 
the pressure of reading and other 
assignments every evening, this 
activity loses ground. Slowly, the act 
of holding a book and looking at the 
page while listening to a reader is 
gone, in most cases, forever. It isn’t 
a deliberate loss. There are only 24 
hours in each day. After subtracting 
time spent sleeping, eating, in school, 
at sports practice, and everything 
else there is to do in a day, it is hard 
to find time for homework, much 
less for recreational reading, no 
matter who is doing the reading! 

Often when working with people 
with developmental disabilities, 
this loss can be even greater due, 
in part, to the belief they don’t 
understand, so it doesn’t matter. In 
keeping with this belief, listening to 
a book on tape is often overlooked 
because people believe the disabled 
don’t understand what they hear. It 
is seen as “just audio stimulation,” 
and somehow not valuable. How do 
we know that is true? How do we 
know that someone, like my son, 
does not understand and does not 
benefit from listening to books on 
tape? What is the harm in assuming 
he understands and enjoys this 
activity?

Literacy for children and adults with 
developmental disabilities is often 

difficult, if not impossible, to prove.  
For this article, “literacy” means 
the ability to read and understand 
as well as the ability to listen and 
enjoy. In my experience with David, 
assumptions made about his abilities 
– or lack of them – are dangerous 
and misleading.  With this in mind, it 
seems to me that the audio book is a 
resource for David and other people 
with developmental disabilities of 
all ages that is frequently under-
utilized or overlooked entirely. 
In a good educational program, a 
tremendous amount of time and 
effort is spent on pre-reading and 
reading skills. However, if a team 
decides a person cannot read, little 
or no time is spent on what I would 
call “auditory literacy.” I define 
auditory literacy as the ability to 
listen to and enjoy literature– either 
by listening to someone read aloud 
in person or by listening to recorded 
books on cassettes, compact discs, 
or digital audio files. I believe if a 
person cannot read the printed word, 
that inability does not prevent them 
from being able to understand those 
words when they are read aloud.

In fact, audio stimulation for its 
own sake is often a good thing. 
For example, how often do you 
get into the car and immediately 
turn on the radio or a CD? That is 
audio stimulation.  Can we honestly 
claim that listening to the radio or 
CD player while we are at work, 
in the car, or anywhere else is 
anything more profound than audio 
stimulation?  Not usually.  For many 
people, audio stimulation—listening 
to music or voice on the radio or 
recorded medium--helps them focus.  
You may have heard people say they 

Feature Story

Enhancing Literacy with Books 
on Tape

Continued on page 10

by Karin Mentz, M.L.S.

Potter-mania struck our house 
along with countless other homes 
around the world. My daughter 
Kate and I picked up our copy of 
the latest book at the Barnes and 
Noble midnight party and I read 
the book over the weekend.  Kate 
read it next.  Now it’s David’s turn. 
He and I are listening to the audio 
version.  David is twenty-three. He 
has autism, intellectual disabilities, 
and recently began experiencing 
grand mal seizures. Rowling’s new 
book, The Half-Blood Prince, is 
the sixth Harry Potter book and 
David has listened to them all.  He 
seems to enjoy them, laughing when 
something is funny and listening 
intently when it’s serious. These are 
not the first books David has read 
on tape.  He has read probably 20 or 
30 books with me over the last ten 
or twelve years as well as another 
15 or 20 alone and it has been a real 
joy for him. 

It seems to me that the value of 
audio books is often ignored as a 
valuable reading experience for 
children and adults with and without 
developmental disabilities. Think 
about it: everyone uses traditional 
book and cassette sets with young 
children – up through preschool.  
Then, children begin learning to read 
and the audio portion of their pre-
reading experience is left behind.  
Parents, teachers and librarians 
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In addition, adults with intellectual 
disabilities have historically been 
denied opportunities to participate 
in activities that are not segregated. 
They rarely participate in community 
activities, even though more and 
more are l iv ing and working 
independently in the community.  
Many research investigators have 
noted that living in the community 
is not the same as being a part of the 
community.  Community inclusion 
extends beyond one’s home and 
work. It involves interacting and 
forming relationships with other 
community members and belonging 
to clubs and organizations.  

With that in mind, a small group 
of parents, adults with intellectual 
disabilities, siblings, professionals, 
and I set out three years ago to 

create a book club for adults with 
intellectual disabilities. We called 
it The Next Chapter Book Club 
(NCBC).  The idea is pretty simple.  
A group of six to eight people who 
have intellectual disabilities, gather 
with two volunteer facilitators in a 
local bookstore or café to read and 
discuss a book for one hour a week. 
We accept people with every level 
of reading ability. Any one who is 
interested in joining a book club is 
welcome.  Much like members of any 
other book club, NCBC participants 
choose the book they want to read 
and they would like to structure 
their book club.  It typically takes 
a Next Chapter Book Clubs 12 to 14 
weeks to complete a book. When 
they are done, the club members 
decide to continue with another 
book or disband—we’ve never had 
one disband.  

Three years later, our book clubs 
continue to defy the assumptions we 
made during the planning process.  
I vividly remember going out to buy 
eight tape players before starting 
our first book club.  I thought the 
participants would need or want 
to listen to the books on tape, 
because they probably could not 
read, and then come to the book 
club prepared to discuss the book.  
I could not have been more wrong.  
All of the 20 book clubs we have 
started have chosen to read their 
books aloud together.  The tape 
players have never been opened.  So 
much for our preconceived notions 
about what people with intellectual 
disabilities want to do or are able to 
accomplish.

Patty is a 43-year-old member of 
one NCBC who lives with her sister.  

Continued on page 12

Feature Story

by Tom Fish, Ph.D. and Jillian Ober, M.A., C.R.C.

Learning never ends.  Unfortunately, 
our society does not apply this idea to 
people with intellectual disabilities. 
People with intellectual disabilities 
leave the formal education system 
around age 21 with few, if any, 
expectations that they are interested 
in, or capable of, continuing to learn.  
Those who do express an interest 
in learning are usually sent to adult 
basic education programs, where 
the staff is not prepared to work 
with someone who needs support.  
Even if someone with intellectual 
disabilities finds a reading program, 
it is generally a solitary, one-on-
one activity.  The last thing people 
with disabilities who live in the 
community need is another isolated 
activity without friends or the 
opportunity to make them.

Next Chapter Book Club
Learning Never Ends
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Continued from page 1

that poor performance is due to 
instructional inadequacy rather 
than to student deficits.” In other 
words, if a student does not do well, 
the quality of the instruction should 
be questioned before the student’s 
ability to learn. Thus, for Donnellan, 
the least-dangerous assumption 
when working with students with 
significant disabilities is to assume 
that they are competent and able 
to learn, because to do otherwise 
would result in harm such as fewer 
educational opportunities, inferior 
literacy instruction, a segregated 
education, and fewer choices as an 
adult.

The Prevailing Paradigm
Thomas Kuhn (1962), a scientist-
philosopher, defined paradigms 
as shared world views.  These 
shared views are so strong and 
institutionalized that only a sudden 
and dramatic break from these 
conventional perspectives can bring 
on a positive revolution in thinking.  
What is the prevailing paradigm 
about disability and competence?  
It is defined by four ideas:

Intelligence is something that 
can be reliably measured.

Mental retardation is defined 
as low levels of intelligence.

Students who experience 
mental retardation can’t 
learn much general education 
content.  Therefore,  the 
benefits of attending general 
education classes are limited 
or do not exist.

When we aren’t sure that 
students know, understand, 

1.

2.

3.

4.

can learn, or have something 
to say, we presume that they 
don’t, can’t, and probably 
never will. 

How Does the Prevail ing 
Paradigm Impact Our Beliefs 
and Actions?
The inf luence of this paradigm 
is clear in both our beliefs about 
students’ abilit ies and in the 
decisions that we make about their 
educational programs. 

When people do not assume that 
students with disabilit ies are 
competent and able to learn general 
education curriculum, educational 
programs often have the following 
characteristics:

Students are not included in 
general education classrooms. 
If they are, they participate 
in functional portions of 
instructional routines, but 
not in the discussion of 
ideas or content knowledge.  
Usually, students are given 
dif ferent mater ials and 
resources than those used 
by the rest of the class.

People talk with students 
as if they are talking with a 
much younger child. They use 
words geared to perceived 
developmental levels or 
IQ scores as measured by 
traditional assessments. 

Students are not supported 
to engage in social activities 
with same-age peers. Those 
activities are considered 
inappropriate or too 
advanced.

•

•

•

Planning for students’ 
futures does not include the 
choice of a postsecondary 
education or their interests 
are not considered over their 
abilities. Career options 
are geared to lower-skilled 
jobs or sheltered workshops 
rather than to jobs in 
integ rated work plac e s 
that require higher-order 
thinking or literacy skills.

A Proposition
As Kuhn said, it is only when we 
question a prevailing paradigm that 
we can be open to changing not only 
our beliefs, but our actions.  I propose 
that believing in the paradigm of 
mental retardation leads to low 
expectations for students with 
significant disabilities. These low 
expectations result in segregated 
educational programs, or programs 
that do not focus on literacy or 
content learning, and narrow visions 
for the future.  Thus, changing our 
paradigm about intelligence and 
mental retardation is central to 
promoting students’ learning, 
inclusion, achievement, and quality 
of life now and in the future.

Flaws in the Construct of 
Mental Retardation
An important step in challenging 
t he  pre va i l i ng  pa rad ig m i s 
understanding the flaws in the idea 
and assessment of both intelligence 
and mental retardation.  Stephen 
Jay Gould (1981), an evolutionary 
biologist,  cr it icized some of 
the earliest attempts at testing 
intelligence as being fraught with 

•

Continued on page 6

The Least Dangerous 
Assumption
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bad science, politics, and racism that 
resulted in the mistaken conclusion 
that people of northern European 
descent were more intelligent than 
non-Caucasians.  Howard Gardner 
(1984), an educational researcher, 
has criticized intelligence testing 
because the kinds of intelligence 
measured by traditional I.Q. tests 
(verbal and language skills and 
math and problem-solving skills) 
represent just one 
part of a complicated, 
multi-dimensional 
framework.  Based 
on this logic, let’s 
agree that measuring 
i n t e l l i g e n c e  i s 
d i f f i c u l t ,  i f  n o t 
impossible.  That 
means measuring the 
lack of intelligence 
is also difficult, if 
not impossible. If we 
believe these things, 
then we ought to view the label 
of mental retardation with great 
skepticism.

When we think about people with 
significant or multiple disabilities, 
in particular, this skepticism 
is justified. These are precisely 
the people who have difficulty 
communicating, whose bodies 
move erratically, and who have not 
been taught the language or skills 
intelligence and adaptive behavior 
tests measure. How would you score 
on an intelligence test if you could 
not talk, write, or type accurately?  
If you were not exposed to or taught 
receptive or expressive language 
skills? How well would you do taking 
the test if the sensory environment 

of the testing situation was stressful 
or noisy?

Another reason for questioning the 
prevailing beliefs about intelligence 
and mental retardation is a body 
of emerging research that shows 
that with high expectations, good 
instruction, and the support of 
assist ive and communicat ion 
technology, a growing number of 
people labeled mentally retarded 

acquire literacy skills 
and demonstrate 
intelligence beyond 
what would have 
been predicted by 
their test results 
(Biklen & Cardinal, 
1997; Broderick & 
Casa-Hendrickson, 
2 0 01 ;  E r ic k s on , 
Koppenhaver, & Yoder, 
20 02;  E r ic k s on , 
Koppenhaver, Yoder, 

& Nance, 1997;  Koppenhaver et 
al, 2001; Ryndak, Morrison, & 
Sommerstein, 1999).

A New Paradigm
If we are seeing more and more 
e x a m p l e s  o f  p e o p l e  w h o s e 
experience does not align with the 
prevailing paradigm—who show, 
when supported, they have learned 
more than we assumed they were 
able to learn, then a new paradigm 
must be developed that accounts 
for this.  This paradigm would 
be characterized by the following  
ideas:

All people have different 
talents and skills.

Intelligence is not a one-

1.

2.

dimensional construct, 
nor can it (or its absence) 
be measured accurately 
and reliably enough to 
base students’ educational 
programs and future goals 
on test results.

Children learn best when 
they feel valued, when people 
hold high expectations for 
them, and when they are 
taught and supported well.

Let’s return to the story of Kim who 
was described at the beginning of 
this article.  If we “walk through” 
two scenarios that represent 
very different decisions about 
her educational program and use 
Donnellan’s principle of the least 
dangerous assumption to consider 
the potential impact of each 
decision, it might help us decide 
which path would be in Kim’s best 
interests now and in the future.  
(See colored box on page 7).

Influence of the New 
Paradigm on Our Beliefs  
and Actions
If schools adopt the new paradigm 
of least-dangerous assumption and 
the presumption of competence, the 
following would be evident:

“Person-f irst” language 
is used so that people say 
“students with autism,” not 
“autistic students.” 

L a n g u a ge  c l a s s i f y i n g 
students based on their 
functioning or developmental 
level is not used; rather, 
descriptions of students 

3.

•

•

The Least Dangerous 
Assumption

“...we should 
assume that poor 

performance is due 
to instructional 

inadequacy rather 
than to student 

deficits.”

Ann Donnellan   
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Assumptions

We assume that Kim is not “smart” – that she does, in 
fact, have mental retardation, defined as significantly 
sub-average intelligence and ability to learn. How might 
she be treated? 

Educational Setting

First, we might not try to teach her to read or if we did, 
it would be functional sight words. Second, we would 
speak to her in language more appropriate to a younger 
child. Third, Kim would probably spend her educational 
career being taught functional skills such as dressing, 
eating, shopping, cooking, and cleaning. In most states 
she would be educated in a separate classroom alongside 
other students who also have significant disabilities. 
If she did join the rest of the student body, it might be 
during lunch or perhaps a class such as music or art. 

Communication Support

The communication vocabulary and supports that we 
would make available to her would correspond to our 
assessment of her sub-average intelligence and relate to 
the functional skills we were teaching.  The messages 
might include “hi, bye, more, bathroom, hungry, break, 
I feel _____, yes, and no,” instead of age-appropriate 
social vocabulary and messages that would enable her to 
communicate about the general education curriculum.  

Friendships and Dreams

We would not encourage her to participate in the typical 
social life of her same age classmates because we would 
assume that her disabilities were too significant for her 
to enjoy the same activities.  Interactions between her 
and students without disabilities would be limited to 
their volunteering to be her peer buddy or helper. As she 
approached the end of her school career, the possibility 
of her attending college would not even be considered.  
Instead, we would plan for her to move into a group 
home, attend a day habilitation program or work in a 
sheltered environment, and pursue specialized leisure 
and recreational opportunities with other adults who 
have similar disabilities. We would not expect her to 
have opinions about world events, her future, love, or 
about anything else considered to be above her cognitive 
level.

Assumptions

We are not sure about what she knows or might be 
able to learn in the future…we don’t have conclusive 
data to guide our decision-making.  But this time, we 
operate from a different set of assumptions. We treat 
her as if she is smart, because we distrust the validity 
of her test results in light of her communication and 
movement difficulties. 

Educational Setting

First, we use a variety of methods to teach her to read.  
Second, we talk to her the same way we do other 16 
year old students who have no disabilities. Third, 
we enroll her in general academic classes where we 
implement her reading program and support her with 
adapted materials and instructional supports.  We take 
advantage of natural opportunities to teach her the 
functional skills that are essential for membership, 
full participation, and learning.  

Communication Support

We talk with her about current events.  We make 
sure her communication system includes words and 
concepts that are appropriate for someone who thinks 
about current events, love, relationships, and her 
future. 

Friendships and Dreams

We encourage her to participate in activities that her 
classmates are involved in and provide communication 
tools and support for her to be successful. We encourage 
her to make friendships and assume she is capable of, 
and interested in, having friends.  As she approaches 
the end of her school career, we prepare for a variety 
of options including postsecondary education as a 
graduation option. In addition, we plan for her to move 
into an apartment, own her own home, work at a real 
job, or travel.  

Scenario One Scenario Two

Continued on page 8

The Least Dangerous 
Assumption

Which do you think is  
The Least Dangerous Assumption?
Once you choose, turn the page.
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focus on their abilities and 
strengths.

Annual goals on IEPs reflect 
content standards from the 
general education curriculum 
and the functional skills 
necessar y for  st udents 
to fully participate in the 
m a i n s t r e a m  of  s c ho ol 
and community life. For 
example, IEPs would contain 
priority goals in all of the 

•

general education subjects 
and meaningful functional 
goals such as learning to use 
email, asking a friend out on 
a date, providing guidance 
to a personal care assistant, 
and putting on make up or 
shaving.

Students are seen as capable 
of learning; educators do not 
predict that certain students 
will never acquire certain 

•

knowledge or skills.

People speak directly to 
students rather than speaking 
to students through a buffer 
supplied by paraprofessionals 
or other people who are 
considered to be assisting 
the students.

People use age-appropriate 
vocabular y, topics,  and 
inflection when talking to 
students.

•

•

 Continued from page 7

Scenario Two
The brain scan results show that Kim has an IQ of 
40. She does have an intellectual disability. What are 
the consequences of our original assumption of her 
intelligence being wrong? Has any harm been done?

Most people say nothing has been lost. Even though 
Kim may not have learned much of the general 
education curriculum, her educational program offered 
her opportunities to develop life-long interests, to make 
friends with students with and without disabilities, to 
be part of the social life of the school, and to truly be 
part of the community after graduation. Because we 
took advantage of natural opportunities to teach her 
functional skills within the natural context of the day, 
she probably learned and generalized them better than 
if they had been taught as a discrete skill in an isolated 
or segregated setting.

Scenario One 
The brain scan results show, surprisingly, that Kim 
has an IQ of 100. She does not have an intellectual 
disability. What are the consequences of our original 
assumption of a low IQ—of our being wrong? Has any 
harm been done?

Most people say we lost an opportunity to teach her 
things she could have learned. We did not include her 
in the mainstream of general education as much as we 
could have and she did not develop a wide network of 
social connections or friendships. She missed out on 
the regular high school experience. It is possible we 
negatively influenced her self-esteem by treating her 
as if she were not smart. We narrowed the possibilities 
for her future career or post secondary education. And 
certainly, we wasted a lot of money pursuing the wrong 
educational program. 

It is now several years in the future. A remarkable discovery has made it possible 
to determine without question how smart someone is using a simple brain scan. 

Here are the results.

continued from page 6

The Least Dangerous 
Assumption
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People do not discus students 
lack of skills or challenges in 
front of them unless they are 
a part of the conversation.

Parents receive feedback 
regarding student success 
rather than highlighting 
s t u d e n t  f a i l u r e s  a n d 
disabilities.

Sta f f  members respect 
s t u d e n t s ’  p r i v a c y  b y 
discussing the students’ 
personal  care,  medica l 
needs, and other sensitive 
issues out of earshot from 
others, and only with those 
people who genuinely need 
the information.

Five Reasons Why Our Least 
Dangerous Assumption Should 
Be to Presume Competence
There are at least five reasons 
why I believe our least dangerous 
a s s u m p t i o n  i s  t o  p r e s u m e 
competence.

Human intelligence is a 
mult i-faceted construct 
r a t h e r  t h a n  a  u n i -
dimensional characteristic 
and measuring it with a 
test is invalid and leads to 
mistaken conclusions about 
a person’s capacity to learn.

Assessments of students’ 
I.Q. are seriously f lawed 
when they have difficulty 
c o m m u n i c a t i n g  a n d 
movement challenges. 

Research shows t hat  a 
growing number of children 
and adults labeled retarded 

•

•

•

1.

2.

3.

show they are more capable 
when they have a means 
to communicate and are 
provided with high quality 
instruction. 

To presume incompetence 
could result in harm to our 
students if we are wrong.

Even  i f  we  a r e  w r ong 
about students’ capacities 
to learn general education 
curriculum content, the 
consequences to the student 
of that incorrect presumption 
are not as dangerous as the 
alternative.  

Deciding on Your  Least 
Dangerous Assumption
Those of us involved in the educational 
lives of students– parents, teachers, 
psychologists, speech-language 
pathologists, policy makers, and 
researchers – must decide what our 
least dangerous assumption will be 
and whether we can live with the 
possibility of being wrong.  If we are 
not sure, we might ask ourselves:

How would I want to be treated 
if someday I was unable to 
communicate or demonstrate 
my competence?

How would I want others to 
treat my child if he or she 
were in the same situation?

W h a t  d o  a d u l t s  w i t h 
disabilities tell us about their 
educational experiences 
and how they want to be 
treated?

What does research tell us?

What does history tell us?

4.

5.

•

•

•

•

•

Parents and educators of students 
with disabilities care about and want 
to do the very best for those students.  
Using least dangerous assumption 
as a guide is a powerful tool for 
keeping alive a vision of a valuable 
life and quality communities.
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work better with “background 
noise.” That background noise 
is audio stimulation. It can also 
be soothing and relaxing during 
stressful moments.  Even if that is 
all a person gets out of listening to 
music or an audio book, isn’t that 
good enough?  

My son, David, does not talk.  That’s 
not to say that he makes no sounds 
or cannot communicate. He does 
both rather well. In addition, his 
attention span is different: it can be 
longer or shorter depending upon 
what is happening around him.   
Dave has always loved videos and 
books.  We discovered that he has 
a sense of humor because he was 
listening to an audio book (Go, Dog, 
Go!) and laughing uproariously 
whenever the tape reached a funny 
part.  This was great as long when 
he was young enough to enjoy 
children’s book cassette sets.  Years 
later, at the Erie County Library 
Bookmobile, he discovered an audio 
edition of a Star Trek book that he 
owns in paperback.  We borrowed 
this book and he listened to it several 
times before it was due back.  That 
was the beginning of our collection 
of audio books.  He clearly has 
favorites, because he plays some of 
them over and over and others he 
doesn’t finish.  

I like listening to books—in the car 
and at lunch when I was working. 
This expands Dave’s literary horizons 
to include spy novels, adventure, 
fantasy and other science fiction. 
When I find an audio book I like, I 
share it with him. If I read a book 
I think will interest him, I find out 
if it is available in an audio format. 

Books on Tape

David seems to enjoy our literary 
adventures.  He continues to laugh 
when it’s funny.  I’ve noticed that 
he displays less head-rocking and 
tapping when we’re listening to a 
book.

It may take longer for us to listen 
to a book together as compared to 
reading it separately, but I believe 
that it is time well spent.  Through 
audio books, David touches popular 
culture.  He participates.  He belongs.  
He waits for books to be published 
that relate to movies he has seen 
or wants to see.  Finding them 
in audio format is truly exciting.  
Among our most recent non-audio 
book purchases are novelizations of 
Fantastic Four and Batman Begins, 
and we are eagerly hoping to find 
them in audio format.

Getting started with audio 
books with your child or 
adult is easy.  Choose a title 
that relates to something 
your child is interested in. We 
started with books that are 
novelizations or adaptations 
of television programs or 
movies Dave enjoys. As I 
mentioned earlier, Dave saw 
a Star Trek Book in audio 
format that we already had 
in paperback and let me know he 
wanted to listen to it.  We borrowed 
it from the library where he saw it. 
I showed him the cassettes were the 
same as the book.     He already knew 
how to operate the cassette player.  
Once we established that this was 
the story, Dave was in great shape.  
Persuading him to use headphones 
was, and continues to be, an “iffy” 
proposition. He doesn’t like things 

 Continued from page 3

on his head.  Most of the time, this 
isn’t a problem because he and I 
listen when we are alone together at 
home or in the car.  Generally, if he 
has headphones when other people 
are in the car, he will use them, at 
least for awhile.

It’s important not to force the issue.  
I ask Dave if he wants to hear some 
of whatever we’re currently listening 
to, and if he nods “Yes,” he or I put 
it on.  If he nods “No,” or pushes 
me away, I wait for another time. 
Just like anyone else, he doesn’t 
always want to listen to a book.  It 
is important to allow your child or 
adult to listen to age-appropriate 
books.  I’ve seen special education 
teachers stop trying to read to 
their middle and high school aged 

students because they disapproved 
of subjects or language. (People 
with disabilities apparently aren’t 
supposed to know about sex or 
strong language.)

It is a great pity that publishers 
typically publish audio editions 
of bestsellers only and, often, in 
abridged format.  Dave would be 
happy if all the Star Trek episodes 
– in all four incarnations – were 
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practice and until the beginning of 
track meets.  Sometimes, he listens 
alone but, for the past few years, we 
have listened together. And together, 
we continue to look for new titles. 
He knows where the audio sections 
are located in our local Barnes 
and Noble and Waldenbooks. It’s 
really frustrating for him when 
the displays are moved. Our local 
Barnes and Noble store recently 
moved the audio section back to it’s 
original location after trying out a 
different layout.  Dave couldn’t be 
happier.  He never liked the “new” 
location.

Now that Dave has finished high 
school, he and I continue to enjoy 
audio books together, and on our 
own.  We encourage you to try this 

Healthy Lives & Informed 
Choices

activity.  I’m sure that Dave would 
tell you audio books are a great 
invention!  Our next adventure is 
The Hunt for Red October . Our best 
wishes to you on yours.

Books on Tape

available in audio books as well as 
all the related books.  He would 
probably say the same for programs 
like SeaQuest DSV, The A-Team, 
Space: Above and Beyond, Space 
Rangers, Battlestar Galactica, 
Stargate, MacGyver, and many 
others.  All of the Star Trek and Star 
Wars books are not to be found in 
audio editions.  It’s a shame for him 
and many others.  I know a few folks 
who would like to own and listen to 
them, over and over.

I enjoy this time with Dave. Together, 
we have listened to and enjoyed a 
number of books (see below). Audio 
books can be enjoyed anytime 
and almost anywhere.  Dave, for 
instance, used to listen to cassettes 
while we waited for his sister at track 

Karin Mentz, MLS, is a librarian who 
has worked many years assisting  
people with disabilites, their families, 
and others find resources. She is the 
mother of two children, one of whom 
is David, an avid audiobook reader.

Editor’s Note: 
As we go to press, I received an email 
from Karin telling me David has 
discovered two Star Trek titles he has 
not read (recently), asked for new 
batteries for his tape player, and was 
heading happily to his room for a new 
adventure.

Dave’s Audio Book Recommendations  
An “(A)” after a title indicates it is an abridged title.

The Phantom of the Opera
Harry Potter and the Sorcerer’s 
Stone
Harry Potter and the Chamber of 
Secrets
Harry Potter and the Prisoner of 
Azkaban
Harry Potter and the Goblet of Fire
Harry Potter and the Order of the 
Phoenix
The Hobbit
The Fellowship of the Ring
The Two Towers
The Return of the King
Nine Princes in Amber (A)
The Guns of Avalon (A)
Sign of the Unicorn (A)
The Hand of Oberon (A)
The Courts of Chaos (A)

The Trumps of Doom (A)
Knight of Shadow (A)
Sign of Chaos (A)
Blood of Amber (A)
Prince of Chaos (A)
The Quiller Memorandum
Quiller’s Run
The Tango Briefing
Quiller Barracuda
The Pekin Target
Star Trek: The Return (A)
Star Trek Voyager: Mosaic (A)
Star Trek Voyager: Caretaker (A)
Star Trek Deep Space 9: Emissary (A)
Star Trek the Next Generation: 
The Valiant (A)
Star Trek the Next Generation: 
Kahless (A)

Star Trek: Sarek (A)
Star Trek: Spock vs. Q
Star Trek: Generations (A)
Star Trek the Next Generation: 
First Contact (A)
Star Trek the Next Generation: 
Ashes of Eden (A)
Star Trek the Next Generation: 
Insurrection (A)
Star Trek: Web of the Romulans (A)
Star Trek Deep Space 9: Fallen 
Heroes (A)
Star Wars: The Approaching Storm
Star Wars: Attack of the Clones
Star Wars: The Phantom Menace
Star Wars: A New Hope
Clive Cussler’s Trojan Odyssey
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After about six months of bringing 
Patty to and from her book club, 
her sister said she was amazed at 
how much more Patty had been 
reading since being in the NCBC.   
She specifically noticed Patty was 
reading billboards and traffic signs 
as they drove to and from the book 
club, something she had never done 
before.  Gene, a 60-year-old member 
of an NCBC  shares, the impact the 
book club has had on his life: “This 
is what I’ve wanted to do all my life.  
Since I’ve been in the book club I’ve 
been learning.”  Family members 
tell us their loved ones have “made 
lasting friendships” as a result of 
participation in their book club. A 
volunteer facilitator said, “We have 
all become real friends and, to a 
great extent, have positively changed 
each other’s lives.” It sounds like any 
other book club, doesn’t it? 

Each Next Chapter Book Club is full 
of racial and ethnic diversity, a wide 

range of reading abilities and literacy 
behaviors, and a unique personality 
as a result of this unintentional 
variety.  We currently have 20 book 
clubs with 115 participants and 40 
volunteers who range in age from 
18 to 82.  Our volunteer facilitators 
are  col lege and high school 
students, retirees, homemakers, 
professionals, and people with 
disabilities. We provide training and 
support for our facilitators providing 
a variety of strategies to include all 
participants.  

Next Chapter Book Clubs are held 
in inviting, community settings 
such as Border’s Books and Music, 
Barnes and Noble, Panera Bread, 
Target Café, and Caribou Coffee.  
The inclusive nature of the NCBC 
changes public awareness of people 
with disabilities.  It also provides 
adults with intellectual disabilities 
the opportunity to experience the 
culture of bookstores, cafés, and 

coffee houses, which have emerged 
as social gathering places for many 
people.  

The books in our library are chosen 
based on their popularity and 
readability.  Many groups choose to 
read adapted classic novels such as 
The Secret Garden, Tom Sawyer, 
and A Wrinkle in Time, while others 
choose current stories such as the 
Harry Potter series.  Still others 
have chosen to focus their reading 
on sports and spend their time 
reading the sports page of the local 
newspaper.

The NCBC is designed to promote 
literacy, social interaction, and 
community inclusion. It is an 
opportunity to reduce the social 
isolation and segregation many 
adults with intellectual disabilities 
face and engage in meaningful 
literacy and social activities. More 
impor tant ly,  however,  NCBC 
members are learning and making 
friends and having a lot of fun 
doing it. 

Next Chapter Book Club

Tom Fish is the Program Director of 
The Next Chapter Book Club Program. 
He directs the Family Support and 
Employment Program at the Ohio 
State University Nisonger Center on 
Excellence in Disabilites and serves 
on the board of the Ohio Down 
Syndrome Association. Jillian Ober 
is the Program Coordinator for NCBC 
and an employee of the OSU Nisonger 
Center. 

More information about The 
Next Chapter Book Clubs is 
on page 15.

  Continued from page 4
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Book Review

Healthy Lives & Informed 
Choices

Reviewed by

Mary Beth Pilewski Paul  

Herbert Lovett, Ph.D. of Boston, 
was a leader, scholar, teacher, and 
advocate for people with disabilities 
and their families. He died in an 
automobile accident in 1998.  He was 
48. His untimely death brought an 
outpouring of grief and condolences 
from people around the world.

 From the Paul Brookes’ 
Publishing Co. web page.

My original interest in Learning to 
Listen  came at a time in my son’s 
life when he would scream very 
loudly.  He hit, scratched and tried 
to bite people, and ripped things 
off walls. He couldn’t use words to 
tell us what bothered him, and the 
people around him were frightened, 
angry, and exasperated with him all 
the time.

I dipped into this book and talked 
with people who had worked with 
Herb Lovett.  What I was able 
to learn about positive supports 
helped us as our family, friends, and 
school team began to sort out what 
purpose my son’s screaming and 
other behaviors served. 

I hadn’t read Learning to Listen 
all the way through until recently. 
Now I am even more aware that 
my son is still trying desperately to 
connect with us. I love Herb Lovett’s 
challenge to dig deeper, encourage 
relationships, and help our son live 
his life.

Lovett begins with a simple enough 
premise: when people in power are 
in charge of people who have no 
power, they tend to hide behind the 
guise of “We know what is best for 
you, and we will help you change.”  

But then he turns this premise on 
its head with the application of 
the Golden Rule.  Who in our lives 
decides when we eat, go to bed, have 
a say-so in how we fill our days? 
How would I feel if everyone I knew 
was meeting about me, devising a 
plan that would make me easier to 
manage?  How would I feel if the 
only people who spent time with 
me were paid to be with me?  How 
would I feel if no one ever put their 
arms around me because “adults 
don’t hug”? 

Lovett covers the premise of what is 
now generally referred to as “positive 
approaches” in this challenging 
book. He asks that we think not just 
about the surface issues concerning 
those with ‘dangerous behaviors”, 
but to imagine what purpose the 
behaviors serve. While there is no 
cookbook approach here, he urges 
us to ask: “How can I help?” “Can 

you tell me what you need?” “Does 
your head hurt?”

He asks us to use “best guesses” 
when someone communicates 
with difficult or even dangerous 
behaviors. He claims to have 
no answers.  Instead, he offers 
approaches, strategies, and painful 
struggles.

Throughout each chapter he tells 
stories about real people with 
difficult behaviors and how the 
staff/caregivers/teachers/agency 
teams responded, failed, asked for 
help, changed, and/or abandoned 
that individual. 

The lengthy chapter on “The 
Hierarchy of Control” takes an 
unflinching look at some subtexts 
of behaviorism. Here is where I 
realized this is a political book, as 
Lovett talks about behaviorism as a 
system that exerts power and control 
over the helpless instead of being 
there to serve.

This book stands apart because 
Lovett also puts himself in the shoes 
of the agency staff, of the failing 
systems, of the direct caregivers.  He 
believes that most people attempting 

Learning to Listen:Positive 
Approaches and People 
with Difficult Behavior 
By Herbert Lovett, Ph.D. 

Paul H. Brookes Publishing Co., Inc., 
1996. ISBN 1-55766-164-2 . $29.95

Continued on page 14
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to help do have good intentions; they 
don’t want to abandon people who 
desperately need them but they too 
often feel helpless and ignored.

Another poignant aspect of this 
book is Lovett’s own humility, and 
thus we see his own humanity.  By 
putting himself in others’ shoes he 
was willing to expose his own pain 
and doubts. In this context, his 
death was quite untimely, just two 
years after Learning to Listen was 
published. 

“After all-and before all-some 
people really need help to live. 
The problem lies in how we 

Book Review

have chosen to view the people 
who need help and how we 
have acted on our subsequent 
good intentions.  Our most 
pressing problem is that we 
have not listened carefully to 
those we would serve.

…By living with, working 
with, and respecting people 
who are “not in control,” we 
can all learn an invaluable 
(and sometimes new) social 
skill-cooperation.”  

My paperback copy of Learning to 
Listen is now filled with underlines 
and exclamation points.  There are 

dozens of lines such as the above 
that we can reflect on and act on.  
Doing so would honor the legacy 
that Herb Lovett left behind, that 
of helping people gain some control 
over their own lives without being 
punished, hurt, or ignored.

Mary Beth Pilewski Paul, M.Ed., is 
the Book Review Editor for Disability 
Solutions. She spent many years 
living and working with people with 
disabilities. She is the mother of Pete, 
a teenager who has Down syndrome 
and autism. Mary Beth lives with her 
husband and son in central Ohio.

One outcome of reconsidering the 
least dangerous assumption is a 
change in how others view people 
with disabilities. The person-first 
language movement changed how we 
describe people with disabilities. Dr. 
Jorgensen challenges us to change 
our beliefs about the potential for 
people with intellectual disabilities 
and how we support them. One of the 
first signs that change is beginning 
to take hold is when it is seen in the  
content and language of books.

During the editing process for this 
issue I began to look at the books in 
the Creating Solutions library. As I 
did, I realized the latest release sent 
for review, Believe in My child with 
Special Needs! Helping Children 
Achieve Their Potential in School 
already reflects this shift in attitude 
toward people with intellectual and 
other disabilities. My first thumb 
through, I thought this book was 
just another guide to navigating the 
system and crafting an I.E.P. filled 

with the usual 
informat ion. 
Once I began 
to read it more 
c a r e f u l l y,  I 
c h a nge d  my 
mind.

Fa lvey cha l-
lenges readers 
to find supports 
t o  f i t  t h e 
student. She doesn’t stop with 
stating the fact that students are 
entitled to supports for success, 
she challenges readers to reframe 
how they view supports. One small 
example is a table in which she 
educates professionals regarding 
ways to reframe their thinking 
titled, “Positive Alternatives to 
Weakness Statements.” In addition, 
she describes the different methods 
of creating supports for success. 

Most general handbooks stop short 
of explaining what supports may be 
useful. Falvey describes them: social 

stories, creating positive, welcoming 
environments, and developing 
friendships are a few examples. 

In the end, Falvey, a professor at 
CSUN Los Angeles and mother 
of a child with disabilities, has 
written a guide to the educational 
system from birth to age 21 that 
embraces the change in belief 
system Dr. Jorgensen presents. 
What makes this book stand out is 
her clear student-centered approach 
the highly respectful  tone and 
presentation. And it comes with a 
bumper sticker, too!           –JEGM 

Believe in My Child With 
Special Needs!
Helping Children Achieve 
Their Potential in School

by Mary A. Falvey

Paul H. Brookes Coompany, 2005. 
ISBN: 1-55766-702-0.  $18.95
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If you would like to bring this exciting and innovative program to your area, contact the NCBC today!  
(Costs for training vary depending on location)

Jillian Ober 
Program Coordinator 

(614) 247-6392 
Ober.7@osu.edu  

www.nextchapterbookclub.org
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Resources & References

Our training workshop includes:
•	 Extensive review of the NCBC model and the history 

and rationale for the development of the NCBC

•	 Program handbook and materials

•	 One-hour demonstration Book Club

•	 Review of website tools

•	 Debriefing session

•	 Ongoing technical assistance

Who should attend?
•	 Any sponsor agency staff member interested in being 

a part of the program.

•	 Community members interested in becoming 
volunteer facilitators.

•	 Potential collaborators including NCBC host site 
representatives.

•	 Consumers and anyone interested in lifelong learning 
opportunities.

Would you like to bring  
The Next Chapter Book Club  
to your Community?

References from page 9
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Jon comes home from school, tosses his  
pack in the closet, and runs to play  
Nintendo. When you come in the room, 

ou ask him if he has any homework. He smiles 
happily and says, “Nope!” continuing his game. 
It seems as though he’s had little homework for 
quite some time. At the end of the week, Jon’s 
classroom teacher calls to discuss his project 
that is not completed. His teacher is surprised 
that you do not know about the project that Jon 
has been told to work on for the last month. She 
explains the modifications made in vocabulary, 
construction, and length of the assignment. Jon 
said he understood what was expected when 
she asked him about it. When you ask Jon 
about it, he seems confused and sad because 
he is now in trouble at home and at school.

You arrive to pick up Rachel from her  
full-day Kindergarten class to go to her  
weekly play group. When you arrive, 

everything and everyone seem fine. But 
when you get in the car, five-year-old Rachel 
dissolves into a puddle of hysterical tears, 
cannot explain what she’s feeling, and is 
inconsolable. All you can think is, “What 
happened today?”  Instead of going to play 
group, you head for home. It is hours before 
Rachel seems calm again. By then, you are 
exhausted from the emotional turmoil and 
still unclear about what happened.  Will you 
ever find out? 

Communication between home and school can make or break your day. How many  
times have you assumed the school understood something that is a basic need for your  
child with Down syndrome only to learn later they did not? How did you find out there 

was a miscommunication? Chances are it went something like one of these two scenarios:

Introducing...

The Idea Exchange

Home-to-School Communication

Home-to-School Communication

Letter from the Editor

Ideas for Home-to-School Communication

“How Was Your Day?” 
Designing Home-to-School Communication 
for Your Child

Resources

Share Your Thoughts

1

2

5

9

15

16
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One of my favorite things to do is get together with a group of people who 
are full of ideas. There is a charge to the room as people share what they’re 
doing and others toss out suggestions to refine it or problem solve. Even 
if the ideas are not something I will use for my son, it might be helpful to 
someone else I know. The process is exhilarating. I often leave with more 
ideas than I can get onto paper before I forget them.

We wanted to capture that feeling—the energy of brainstorming by people 
who are invested in the outcome—to share with readers through Disability 
Solutions. Therefore, we created The Idea Exchange: a place for parents and 
professionals to share ideas that work. 

This first installment of The Idea Exchange gathers ideas for home-
to-school communication systems parents have designed with their IEP 
teams across the country. Each one designed due to lessons learned—some 
through tough situations. Those lessons are reflected in the lead story, 
“Home-to-School Communication.” 

In her article, “‘How Was Your Day?’ Designing Home-to-School Commu-
nication for Your Child,” Kim Voss shares methods to design home-to-school 
communication systems for your child to complete on her own. Kim is one 
of those people whose ideas and energy are infectious, seemingly endless, 
and effective. As she wrote the article, she kept thinking of “just one more 
way” something could be done, but we had to confine her to these few. While 
you read Kim’s article, be open to other ways to use these techniques to 
enhance your child’s participation throughout the school day. 

These ideas and others will be posted on our website in The Idea Exchange 
section. In addition, the journal will periodically feature ideas sent from 
our readers. If you have access to the Internet, stop by The Idea Exchange 
and take a peek. If you or someone you know has a great idea, send it in. 
This is an easy way to share with others across the country and around 
the world. Remember, if it was something you had to work through with 
your child, there are at least ten other families facing a similar situation. 
It’s much easier to adapt an idea to fit your situation than it is to start 
from scratch. 

Joan E. Guthrie Medlen, R.D.

...What Is It?
The Idea Exchange
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All parents understand the importance 
of knowing what is happening at school. 
Whether or not your child has a disability, 
parents need to know what is expected for 
school the next day. For younger students, 
this is often done through a weekly newslet-
ter sent home from the classroom teacher. As 
students get older, they are asked to assume 
some of that responsibility by keeping as-
signment sheets that track projects and the 
date they are due for different subjects that 
are initialed by parents. By the time students 
are in high school, parents are left out of the 
loop requiring students to be responsible for 
their own work.

It is no different for parents of children 
with Down syndrome. However, you may 
need more frequent and detailed information 
than parents of students without disabili-
ties. This includes notes from consultants or 
therapists, directions for adapting homework 
assignments, or information about school 
activities given verbally to the classroom. 
Teachers also benefit when parents have a 
way to share special occasions, medical in-
formation that may affect behavior at school, 
or ask questions about homework or other 
school activities.  

Just as every child needs different levels 
of support to be successful, every classroom 
teacher, parent, and student need to know 
different information to be supportive. Some 
teachers enjoy writing a daily narrative to 
parents. Others find it cumbersome and 
time-consuming. Some parents want to know 
what each therapist is doing with their child 
while others want information about their 
child’s behavior during the day. How do you 
find the right balance?

Home-to-School communication systems 
are only effective if they meet the needs of 
everyone on the team. They are used more 

often when they are quick, understandable, 
and easy to use. To accomplish this, it is a 
good idea to discuss what to include and the 
frequency of use at a team meeting. Some 
questions to ask include:
	Should we use a checklist or narrative 

system?
	Should the student participate in the activ-

ity?
	Who do we want to contribute information 

(Teacher, Speech Therapist, Occupational 
Therapist, and so on)? Remember the bulk 
of daily communication should come from 
the classroom teacher rather than the Edu-
cational Assistant (see “Paraprofession-
als in the Classroom: What Role Do They 
Play?” by Patti McVay. Disability Solutions, 
�:1).

	How often should each person write in the 
notebook?

	What do we want to know (Information 
on behavior, activities with friends, food, 
homework assignments, and so on)?

Once your team has discussed these topics, 
you can design how you want your home-to-
school system to look. Each one will look a 
little different. The examples in this issue of 
Disability Solutions are provided for you to 
adapt and create systems that will work best 
for your team and your child. 

There are times when the relationship 
between families and school personnel 
is  strained. During these times, everyone 
is reluctant to share narratives regarding 
the days’ events, successes, or challenges. 
Whenever possible, stress the importance of 
laying aside the problems between the adults 
involved in your child’s education and sup-
porting your child. Unless a home-to-school 
communication system is clearly listed in 

Home-to-School Communication
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your child’s IEP (under accommodations or 
modifications), there is no way to insist on 
anyone’s participation. Try to find a balance 
that everyone can agree to that reduces the 
number of questions you have about your 
child’s mood, homework, or information 
needed for her success in the classroom. 

In addition to facilitating communication 
between home and school, these systems can 
be an effective teaching tool. Sharing what 
happened at school each day, providing the 
day, date, and month and keeping track of 
homework assignments are all skills that 
children with or without disabilities must 
master. Involving students in the process 
of sending information between home and 
school encourages responsibility and can be 
designed for each child’s ability (Samples 4, 
5, and 7).The samples that follow this article 
illustrate different types of communication 
systems. Each one is designed for a specific 
student and therefore has a slightly different 
focus. Some are designed for student partici-
pation while others are for parents and team 
members only.

Whether it is a spiral bound notebook or 
an individually designed form, communica-
tion systems between home and school are 
necessary and common. Even so, there is 
little information or examples available in 
professional literature for parents and team 
members to consider. With so many fami-
lies and professionals using them, there are 
abundant examples available from those 
who use them. A few months ago, we asked 
parents and professionals to share the home-
to-school communication systems they are 
using. Home-to-school communication sys-
tems were also sent to us for “The Idea Ex-
change,” a new feature in forthcoming issues 
of Disability Solutions. The following samples 

and suggestions in this article are what we 
learned from our readers.

Most of the systems we received are best 
used if they are copied and then bound to-
gether as a book. If you don’t have a home-to-
school system that is working well, consider 
taking these examples to your next team 
meeting and discussing how you can create 
a tool that is helpful to everyone. We hope 
you will find these ideas and examples help-
ful as you create a communication system 
that meets your child’s needs.

Thank you to our readers who sent samples 
and stories to create this article: Janice Daley, 
Grafton, WI; Patti MacPhee, N. Attleboro, MA; 
Kay Cook, Batavia, NY; Cheryl Ward, Virginia 
Beach, VA; Lauren Weinstock, Raleigh, NC; 
Peggy Doyle, LaConner, WA; Mindy James, St 
Louis, MO; and Patti McVay and Heidi Wilson 
from the Outreach Center for Inclusive Educa-
tion, Portland, OR.

	Picture Communciation Symbols (PCS) copyright  
© 1981-2000 Mayer-Johnson Co. Used with per-
mission. Mayer-Johnson, P.O. Box 1579, Solana 
Beach, CA 92075-1579. 800/588-4548. e-mail: 
mayerj@mayer-johnson.com. http://www.mayer-
johnson.com.

	Samples 1, 2, �, 5, 6, and 8 copyright © 1999 
Patti McVay. Permission to use for education pur-
poses. Outreach Center for Inclusive Education, 
MESD, 11611 N.E. Ainsworth Circle, Portland, OR  
97220

Home-to-School Communication
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The following are examples of home-to-school communication systems used by IEP teams, 
including parents, for specific students. Each one has a slightly different focus and method 
of communication reflecting what the student’s family and educational team felt was most 
important to share on a regular basis. They will be posted along with other topics in The 
Idea Exchange on the Disability Solutions website.

Sample 1:
A checklist to track three specific areas in activities 
throughout the day that may or may not be on the IEP. 
The activities are filled in for greater flexibility.

Sample 2:
This communication sheet combines fill-in-the-blank 
opportunities with a checklist. The topics covered are 
both IEP related (problem-solving skills) and general 
information about the day.

Sample 3:
A combination of fill-in-the-blank and simple yes/no 
questions to track IEP objectives in a variety of areas: 
educational activities, social activities, and specific 
therapy activities

2 3

Ideas for 
Home-to-School Communication Systems

1
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Continued from page 5

Samples 4a & 4b:
Th i s  commun ica-
tion system combines 
adult input and stu-
dent participation.The 
student sheet focuses 
on tracking activities 
and learning calendar 
skills. The sheet for 
staff members serves 
as a medication and 
therapy log. 

Sample 5:
The focus of this communication sheet is Erika work-
ing with other students. Together, Erika and her peer 
mentor fill out the paragraph describing their activi-
ties. Her peer mentor signs the section of the sheet 
they participated in. The reverse side of this sheet is 
for notes from home. 

 
Sample 6:
This communication sheet combines fill-in-the blank 
with a yes/no form to track activities and goals that 
highlight increasing independence. The phrasing 
used in the sentences encourages positive feedback 
focused on increasing independence.

4a 4b

65
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Samples 7a & 7b:
The purpose of this communication notebook is to involve the student in reporting about the day by com-
pleting sentences. Choices are provided on the left page to complete the sentence on the right. In addition 
to these sheets, there are pages for narratives from team members and messages from home. 

7a

7b

Continued on page 8

ideas  ideas  ideas
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Continued from page 7

Samples 8a &8 b: 
This system could be used by only parents and teach-
ers or by the student. Designed for middle and high 
school students, there is room for listing homework 
assignments or providing other information if needed. 
A page for information from home is also available for 
either parents or the student to complete.

Sample 9:
This communication sheet is a checklist that tracks 
behaviors and goals. Some specific information about 
the day is added that is used for conversations at 
home (song choice).

8a 8b

9
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seems like a late afternoon ritual, 
somewhere between the after school 
snack and the newest episode of Ar-

thur. It always starts off with the same ques-
tion posed to the kids: “How was your day?” 
The kids have the routine down and know 
that they have my attention as they begin to 
rattle off various memorable moments: which 
classmate had to move their clip for misbe-
having, what guest speaker was at school, or 
who sat with them at lunch. Now that we have 
hit the teenage years, this afternoon ritual 
feels a bit more like an interrogation. After 
asking three times, “How was your day?” I 
might hear a pleasant, “Fine!” Even that gives 
me some sense of satisfaction that I have 
heard something about her day as we move 
on to competing with the incoming phone 
calls from friends while my child escapes to 
a back room to talk. 

But the afternoon ritual is much different 
for the parent of a child with disabilities. At 
the earliest opportunity, you grab her back-
pack and begin to dig, and dig, and dig. Is 
there anything that could give you a clue 
about her day? Some scrap of paper, a note 
from the classroom teacher, a completed 
project, or a piece of artwork? Anything? The 
questions begin to arise in your mind: did 
she have someone other than the parapro-
fessional to sit with at lunch? Did she feel a 
part of the classroom that day? Did she learn 
anything new? 

As a parent of child with expressive apha-
sia and apraxia, learning about Ashley’s day 
is often puzzling because verbal communi-
cation is limited and very difficult for her. 
Communication from school is essential.  It 
is not always forthcoming, but it is essential. 
For years, if school did not tell me, I typically 
did not know. Now that Ashley is older, her 
friends in the regular education environment 
are a wonderful source of information. They 
remind me of upcoming projects or field 
trips, let me know what she loves or hates 
in her lunch bag, and share stories about 
Ashley’s school experiences.

As much as I appreciate hearing about 
Ashley’s school experience from everyone 
else, I crave to hear it from Ashley. Rather 
than someone else interpreting segments 
of her day, it would be wonderful to devise 
a method for Ashley to share information 
herself. 

Using a computer, I can create a number 
of different solutions for doing just that. 
They range from simple methods to more 
complex ones. Technology allows me to de-
sign methods for Ashley, to share informa-
tion about her day while sidestepping tasks 
that are difficult for her, such as the need 
to talk, write, or keyboard. Maybe one of 
these methods will give you a new idea for 
a way to provide your child the opportunity 
to succeed at sharing something they have 
not been able to share before.

Continued on page 10

by Kimberly S. Voss

It

“How Was Your Day?”
Designing Home-to-School 
Communication for Your Child
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Simple Communication Sheet

Equipment and Supplies: 

	Icons (such as Boardmaker from Mayer-
Johnson),

	Word processing program with a paint/
draw feature,

	Dashed text fonts (School Fonts for Begin-
ning Writing from Mayer-Johnson), 

	A bingo dabber or marker, 
	Computer, and 
	Printer.

Design Instructions: 

	Design a communication sheet using icons 
to convey simple messages. (Figure 1) 

	Choose icons to select that communicate 
meaningful messages about school activi-
ties.

	Use dashed text at the top of the page for 
your child’s name. This gives her an op-
portunity to trace her name in a functional 
activity. 

Instructions for Teaching:

	When you begin to use this communica-
tion sheet, limit the number of choices 
for answers to reduce confusion. For in-
stance, cover the symbols for “Tuesday,” 
“Wednesday,” and “Thursday” to offer only 
two choices for the day of the week: “Mon-
day” or “Friday.” As her confidence grows, 
increase the number of choices shown on 
the page.

	Read the sentence to complete aloud with 
your child and the choices available. For 
instance, “Today is, Monday (point to Mon-
day), Tuesday (point to Tuesday),” and so 
forth.

	Your child can choose her answer by mark-
ing it with an “X,” circling the symbol, touch-
ing with the bingo dabber, or pointing. 

Variations 

	If using a pencil 
or felt pen is a 
problem, use the 
sheet like a bingo 
board. Have your 
child make her 
icon selection by 
placing a marker 
(a chip, coin, or 
game piece) on top 
of her choice. This 
takes little effort 
and requires no 
handwriting ex-
pertise. 

	If she is unable to trace letters, use a name 
stamp or sticker to place her first and last 
name in the proper order at the top of the 
page.

	Always use symbols that make sense to 
your child. If using a sign language symbol 
is more familiar than a picture symbol, use 
them. 

	As your child begins to recognize words 
(sight reading), reduce the size of the icon 
while increasing the size of the text (num-
ber of points). This helps her focus on the 
word rather than the icon. 

Fill-in-the-Blank Using Magnets 

Description:

Filling-in-the-blank is a great method for 
responding to simple questions. Answering 
questions about a school day is a motivating 
topic to begin to learn this skill. Using mag-
nets is a fun and easy way to fill-in-the-blank 
and is a great alternative to conventional 
pencil and paper tasks. 

Learning to fill-in-the-blank is easy to 
teach and reinforce using a communica-

Figure 1

Continued from page 9
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tion sheet designed with this in mind. This 
method is a wonderful alternative to many 
tabletop designs since the materials are 
front and center on a magnetic board. This 
is especially important for kids with visual 
impairments or limited attention who are 
more successful with materials presented in 
an upright fashion. 

Equipment and Supplies: 

	Icons,
	Word processing program with a paint/

draw feature,
	Photocopying machine,
	Magnetic board with stand or the front of 

the refrigerator at home, 
	Magnetic sheet with adhesive,
	Computer, and 
	Printer.

Design Instructions:

	Design the communication sheet to share 
information about your child’s day. Draw a 
box in the area of the sentence your child 
will fill in. Make the box slightly larger than 
the card that will be placed in it. Print the 
sheet. Laminate it for durability. (See Fig-
ure 2)

	Make magnetic choice cards to fill-in-the-
blank boxes. Lay out a page of the various 

responses using a software application 
with a draw feature (one which allows you 
to make boxes which can be filled with 
text). Ideas for choices include: months 
of the year, dates (1-�1), the year, and so 
on. 

	Print the page of choice cards and attach 
it to the adhesive side of the magnet sheet. 
Cut out the individual magnetized cards. 
(Figure �)

	Place the fill-in-the-blank communication 
sheet on an upright magnetic board. Use 
a clip, tape, or magnets on the corners to 
hold it in place. 

	In the beginning, provide only the appropri-
ate choice (such as the correct month, day, 
and year) for each blank box to teach the 
sentence and process of filling in the sheet. 
Gradually increase the number of choices, 
allowing your child to make her own selec-
tions from the set provided. (Figure 4)

Instructions for Teaching:

	Your child chooses the words to complete 
the sentence from the choices on one side 
of the board. She then places them in the 
boxes on the communication sheet. 

	When she is done, have her photocopy the 
completed communication sheet while on 

Figure 2

Figure 3

Figure 4

Continued on page 12
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the magnet board. She now has a com-
pleted copy to take home. 

Variations

	If your child is learning the concepts of cal-
endar, color-code the background color of 
the response boxes and choice cards. This 
gives her an extra clue of what to use to fill-
in-the-blank. For example, color the blank 
box for the month on the communication 
sheet with a light yellow background. Print 
all corresponding magnetic choice cards 
(“January” through “December”) with the 
same light yellow background. Use a dif-
ferent color for each box.

	Allow your child to do the photocopying. 
She learns how to use a copy machine as 
well as number concepts such as “just one 
for Mom” or “two copies: one for me and 
one for you.” 

	Print the magnetic choice cards with 
dashed text. Once the completed commu-
nication sheet has been photocopied, she 
can trace over the text of all her choices.

IntelliTools: Powerful Technology 

Description:

The computer is a wonderful tool for teach-
ing Ashley various instructional objectives 
since it can be multi-sensory, providing both 
graphics and sound. This example takes ad-
vantage of these features.

IntelliKeys is an alternate input device, 
like a keyboard, for a computer. Selections 
are made when your child touches the sur-
face of the IntelliKeys. Custom overlays are 
designed for the IntelliKeys using Overlay 
Maker. When used along with IntelliTalk (a 
text-to-speech program), the computer be-
comes a powerful high-tech communication 
device, speaking her selections while typing 

them onto the computer screen. This strategy 
requires no talking, no writing, or keyboard-
ing, and requires only the touch of a finger. 

Equipment and Supplies: 

	Icons,
	IntelliTalk and Overlay Maker software 

from IntelliTools,
	Dashed text font, 
	IntelliKeys by IntelliTools, 
	Computer, and 
	Printer.

Design Instructions:

	Design an overlay to relay information 
about her school day. (Figure 5)

	Your child makes selections and hears 
them spoken by the computer. This allows 
her to build sentences, pair thoughts, and 
construct more complex messages and 
paragraphs.

Instructions for Teaching:

	Encourage your child to explore all the 
various choices provided on the Custom 

Overlay by encouraging her to touch them, 
then seeing them spoken and typed by the 
computer.

	Your child then constructs sentences by 
touching them on the IntelliKeys overlay and 
sees them typed on the computer screen. 

Figure 5

Continued from page 11
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	Once sentences are constructed and spo-
ken by the computer, these sentences and 
paragraphs can then be printed like any 
other word processing program. (Figure 6) 

Variations

	Use dashed text by selecting it as the font 
for IntelliTalk. When the selection appears 
on the computer screen in the IntelliTalk 
word processor, the text will be dashed. 

	Once your child has completed and listened 
to her selections, print out her completed 
sheet. Have her trace over the text for a 
functional handwriting activity.

	As writing skills improve, include punc-
tuation selections on the overlay so that 
your child can properly punctuate her own 
sentences.

Configuring Pop-Up Menus 
in a Software Application 

Description:

The power to make choices becomes that 
much easier with pop-up menus. Providing a 
larger list of choices, Ashley can use pop-up 
menus to share a great deal of information 
while creating a wonderful document that 
requires no keyboarding. 

Relational database software, such as File-
Maker Pro, can create pop-up menus filled 
with a list of text options. When a pop-up 

menu is placed within a sentence, it becomes 
a method to answer fill-in-the-blank ques-
tions or complete fill-in-the-blank sentences. 
Although this method requires more reading 
than earlier examples (because text is not 
paired with icons or photographs), sentences 
and corresponding responses can be indi-
vidualized for your child’s reading ability. If 
it is not necessary for the text size to be ex-
ceptionally large, this is a wonderful method 
for your child to independently share a great 
deal of information about her day.

Equipment and Supplies:

	FileMaker Pro relational database soft-
ware,

	Computer, and 
	Printer.

Design Instructions:

	Create a fill-in-the-blank communication 
sheet.

	Use pop-up menus to fill in blank sections 
of sentences. For instance, use a pop-up 
menu to provide the months (from January 
through December) for your child to choose 
from to complete the date. Insert a pop-up 
menu for the days of the month (1-�1) and 
so on.

Instructions for Teaching: 

	First, teach the skill of using pop-up 
menus by providing only one choice in 
each pop-up menu. Provide hand over 
hand instruction with the computer mouse 
as your child learns their ability to fill-in-
the-blank by making a selection from the 
pop-up menu. 

	Read the sentence aloud with your child.
	When she reaches the choice box, have her 

click on the box to see the pop-up menu. 

Figure 6

Continued on page 14
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Have her scroll 
down the menu 
while you read 
t h e  v a r i ous 
choices. (Figure 
7)

	Once she has 
made her selec-
tions to fill in 
the sentences, 
print the completed sheet to take home. 

	Use a dashed font for writing practice after 
printing the completed document. Your 
child has created a meaningful, functional 
worksheet for practicing handwriting 
skills. 

Variations

	Increase the number of choices in the 
menu as your child becomes comfortable 
with the process.

	Add background color to the pop-up menu 
fields. This allows the pop-up menu to 
stand out from the white background of 
the rest of the document. 

	Using pop-up menus is also a good method 
for creating and administering tests or 
quizzes. Your child can read the question 
and select the appropriate answer from a 
pop-up menu. 

	The ability to use pop-up menus is a valu-
able skill for school and vocational set-
tings. Many computer software menus also 
require this skill.

These are just a few ways of individualizing 
the method of sending a note home about 
school activities. The best part of all is that 
these are all methods that allow your child to 
do this independently. Isn’t that what educa-

tion is all about: independence? In addition, 
your child is being taught new skills she can 
use throughout her education. While on the 
surface it appears the only issue addressed 
is delivering a series of messages about her 
school experience, many other educational 
objectives are addressed at the same time. 

The examples above meet many different 
instructional objectives such as:  

Name Recognition and Word Order 

Common objectives for these goals include 
recognizing her name, placing her first and 
last name in order, and placing it in the cor-
rect position at the top of the page. A com-
munication sheet can be designed to teach 
and reinforce these skills. Some children 
can write their name on their paper inde-
pendently. But for many children, this task 
is not so simple. 

Concepts of Time and Order

The concept of time is an abstract and chal-
lenging skill to teach. Use concrete and moti-
vating experiences that occur throughout the 
school day to teach concepts of “yesterday,”  
“today,” and “tomorrow,” “this morning” and 
“this afternoon.” Completing communication 
sheets as an ongoing activity throughout the 
day is  one way to teach these concepts. 

Handwriting

One of the most obvious ways to fill in any 
worksheet is sometimes the most challeng-
ing: handwriting. Using a dashed text font 
in a computer or rubber stamps that print a 
dashed text for your child to trace over pro-
vides an opportunity to practice handwriting 
in a meaningful context.

Figure 7

Continued from page 13
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Calendar 

What elementary classroom doesn’t have 
calendar time? The concepts of the calendar 
are also abstract and challenging to teach 
any child. They may be even more challeng-
ing for a child with special needs. It is helpful 
to tie calendar concepts to concrete activities 
such as the communication sheet.  Using the 
calendar to identify a particular day of the 
month to fill in on the communication sheet, 
rather than passively looking at it on a wall, 
may improve your child’s interest and ability 
to learn and understand its use. 

Reading
Motivating sight words, such as classmate’s 
names and classroom activities, may inspire 
your child to use the words they are learning 
to read. Design communication sheets with 
a mixture of icons and photographs to rep-
resent various words. The text of the words 
can be used with or without the icons or pho-
tographs they represent. This encourages 

your child to rely more on the configuration 
of the letters within the word than the icon 
or photograph it represents.

There are countless ways to use these 
ideas to design communication sheets that 
are meaningful to your child, parents, and 
staff, and meet educational goals at the 
same time. These are just a few ideas Ashley 
has used to tell me about her school day. I 
hope they will inspire you and your team at 
school to create similar strategies that are 
motivating, meaningful, and challenging to 
your child. They are certainly more effective 
than digging through backpacks searching 
for scraps of information. 

Kimberly S. Voss is the mother of three daughters, one 
of whom has Down syndrome and additional disabili-
ties. She designs software and instructional materials 
and is the owner of Ashley’s Mom, Inc. Kim resides with 
her husband and daughters in Tulsa, Oklahoma. 

Teaching Resource Center
P.O. Box 82777
San Diego, CA  92138-2777
800-833-3389
800-972-7722 (Fax)
www.trcabc.com

 Magnetic Board 

Intellitools, Inc.
55 Leveroni Court
Suite 9
Novato, CA  94949
800/899-6687
www.intellitools.com

 IntelliKeys
 IntelliTalk
 Overlay Maker

Ashley’s Mom, Inc.
P.O. Box 702313
Tulsa, OK 74170-2313
www.ashleysmom.com

 Adhesive Magnet Sheets:
1’x2’ magnet sheets, 3 mil thick, 
with adhesive front.

Avery Office Products
Consumer Service Center
P.O. Box 129
Brea, CA 92829-0129
www.avery.com

 White Printable Magnet Sheets 
for InkJet Printers:
8 1/2” x 11”   paper thin magnet 
sheet for inkjet printers.

Mayer-Johnson
P.O. Box 1579
Solana Beach, CA  92075-1579
800/588-4548
www.mayer-johnson.com

 Boardmaker
 School Fonts for Beginning Writing 
 Boardmaker Sign Language Librar-

ies Vol. I and II
 Picture Communication Symbols

Picture Communication Symbols 
(PCS) copyright  © 1981-2000 
Mayer-Johnson Co. Used with per-
mission.

 ResourcesResources
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Home and School Communication Binder 
 
 

This binder is for use by [Student Name]’s classroom teacher, 
paraprofessional, resource teacher, specials teachers, therapists and 
[Student Name]’s parents. 
 
We hope this can be one place where we can pass information to 
each other.  This can include homework assignments, therapy notes, 
information from [School Name], etc.   
 
[Student Name] will send her daily classroom homework assignments 
back to school in her homework folder (like the other kids do).  
 
The binder should go with [Student Name] to resource and therapy.   
Please let us know if we need to add anything to the binder or if you 
feel it may not be the best tool for communication. 
 
Thanks, 
 
[Parents’ Names] 

 
 
 



inclusion

For more information on inclusion and education of
individuals with Down syndrome, or to obtain the 

NDSS Inclusive Education Resource List, 
visit www.ndss.org or call (800) 221-4602.

EDUCATING STUDENTS WITH DOWN 

SYNDROME WITH THEIR NON-DISABLED PEERS.

The National Down Syndrome Society 

envisions a world in which all people with 

Down syndrome have the opportunity 

to realize their life aspirations. 

The National Down Syndrome Society 

is committed to being the national leader in 

supporting and enhancing the quality of life, 

and realizing the potential of all 

people with Down syndrome.



What is Inclusion?

In a growing number of schools across the United States, it is now 

possible to walk into elementary, middle and secondary classrooms 

and observe students with Down syndrome and other cognitive and 

physical disabilities learning with their nondisabled peers. This 

practice of welcoming, valuing, empowering and supporting diverse 

academic and social learning among students of all abilities is called

inclusive education.*

Inclusive education is much more than mainstreaming. Mainstreaming

implies that a student from a separate special education class visits the

regular classroom for specific, usually non-academic, subjects. Inclusion

is an educational process by which all students, including those with 

disabilities, are educated together for the majority of the school day. 

With sufficient support, students participate in age-appropriate, general 

education programs in their neighborhood schools.

Inclusion is a philosophy of education based on the belief in every 

person’s inherent right to fully participate in society. Inclusion implies

acceptance of differences. It makes room for the person who would 

otherwise be excluded from the educational experiences that are 

fundamental to every student’s development.

When inclusion is effectively implemented, research has demonstrated

academic and social benefits for all students: both those who have 

special needs as well as typical students. Friendships develop, 

nondisabled students are more appreciative of differences and students

with disabilities are more motivated. True acceptance of diversity 

ultimately develops within the school environment and is then carried

into the home, workplace and community.

While inclusive education is a highly effective educational approach—

a fact that has been recognized for decades in federal disability rights

and education laws—some students with special needs may benefit

from other arrangements. There are many educational strategies and

placements available to students with Down syndrome, including 

self-contained special education classes, resource rooms, mainstreaming,

residential schooling and home instruction.

* Terms in bold and italics are defined in the glossary at the end of this pamphlet.

This brochure will familiarize readers with the philosophy and practice

of inclusive education. It examines the history of the inclusion 

movement, the benefits of inclusion and the rationales and factors most

frequently associated with successful inclusive education programs.

A Brief History of Inclusion

Until the late 1970s, students with disabilities were routinely placed in 

segregated educational settings, such as separate specialized schools or

institutions. In 1970, schools in the United States served only one in 

five students with special needs. Since then, researchers, policy makers, 

parents and educators have debated how to integrate special and general

education services into one educational system that serves all students.

Educational practices such as mainstreaming and inclusion have shown

that all students of differing abilities benefit from learning together.
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Federal law followed parents’ growing demand for education of their

children with disabilities in more inclusive settings. Established to grant

states federal money to educate children with disabilities, the Education

for All Handicapped Children Act was instituted in 1975. Later renamed

the Individuals with Disabilities Education Act (IDEA) in 1990, this law

sought to end segregation and exclusion of this group from general 

education settings. IDEA mandated that a “free and appropriate public

education” be available to all school-age children with special needs,

regardless of disability. An amendment in 1986 added children three to

five years of age.

In 1985 U.S. Assistant Secretary of Special Education Madeleine Will

introduced the Regular Education Initiative, named to convey the

notion that students with mild disabilities could participate in the 

general education program at their neighborhood school. Not long

afterward, advocacy efforts expanded the REI concept to include 

students with moderate and severe disabilities. 

By 1990, this concept was further expanded and renamed “inclusive 

schooling” or “inclusion,” the practice of welcoming all students into 

general education classrooms in their neighborhood schools with the 

necessary support, services, and curricular and instructional modifications.

By 1993, almost every state was implementing inclusion at some level.

Today, the inclusion discussion has expanded beyond special education

and has become part of the total school reform movement. Reports like

Winners All, published in 1992 by the National Association of State

Boards of Education, demonstrated success in inclusive schools and

urged states to adopt a new inclusive belief system, re-train teachers

and revise funding formulas to support inclusive educational practices.

The Individuals with Disabilities Education Act

The Individuals with Disabilities Education Act (IDEA) is the 

primary federal law protecting the educational rights of students with

disabilities. Although the terms “inclusion” and “inclusive education”

are not written in the law, the concept of a “free and appropriate public

education” in the “least restrictive environment” provides the legal basis

for creating education based on the principles of inclusion.

A free and appropriate public education (FAPE) requires that 

students receive special education and related services that meet their

unique needs and prepare them for independent living, employment or

post-secondary education once their secondary education is complete.

This focus on long-term outcomes is essential to the success of any 

educational strategy.

The FAPE and least restrictive environment (LRE) mandates must be

balanced. IDEA states: “Each state must establish procedures to assure

that, to the maximum extent appropriate, children with disabilities are

educated with children who are not disabled and that special education,

separate schooling or other removal of children with  disabilities from the

regular educational environment occurs only when the nature or severity

of the disability is such that education in regular classes with the use of

supplementary aids and services cannot be achieved satisfactorily” [20

U.S.C 1412(5)(B)]. This means a student is entitled to be educated in the

least restrictive environment in which an appropriate education can be

obtained with the use of supplementary aids and services. 

The starting point in any discussion of where a student should be 

educated is the age-appropriate general education classroom in the

school that the student would attend if not disabled (called the 

"neighborhood school"). However, it is important to remember that 

this placement is not necessarily appropriate for every student. Full

inclusion may not be every individual's least restrictive environment.

For some, LRE may be full inclusion in a general education classroom

with supplementary support such as a special education teacher aide,

or paraprofessional. For others, LRE may involve a self-contained 

classroom comprised of all students with disabilities. 

Therefore, the least restrictive environment may be different for each

student, depending on his or her individual needs. It is important to

note that IDEA clearly specifies that the placement of any student must

be based upon the individual's identifiable needs, not based on the

student's diagnosed condition or categorical label.
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PRACTICAL TIPS TO ACHIEVE INCLUSION
THROUGH THE IEP PROCESS

Unfortunately, effective models for inclusion do not yet exist in many parts of

this country. Often, parents must convince reluctant IEP teams that inclusion

is right for their child. Following are steps parents can take in this situation.

1. Independent Educational

Evaluation (IEE)

If parents or caregivers disagree

with the educational evaluation 

provided by the school district,

reimbursement may be available

from the school district for the cost

of an independent evaluation. 

If parents do not want school 

personnel to evaluate their child, 

an IEE can be obtained at their 

own expense. The IEP team must

consider an IEE as long as the 

type of assessment used and the 

credentials of the person who gave 

the test comply with school district standards. To get health insurance

reimbursement, it is easier to go through the genetics department at a

hospital covered under the student’s insurance plan or use a developmental

pediatrician if the student’s plan covers those services.

2. Long-Term Goals

Parents should tell the IEP team that they want to prepare their child to

live and work as independently as possible. This means being able to

function and behave appropriately in a world of typical peers. The goals

on the IEP should reflect the skills necessary to achieve this—both 

academic and non-academic. Parents acknowledge their high but 

reasonable expectations and inform the team that they will support 

them in any way possible. It is critical that the IEP team sees the student’s

future through both the parents’ and the student’s eyes.

3. Drafting IEP Goals for Inclusive Settings

The goals drive placement decisions at IEP meetings. As long as the 

student can make progress toward the goals in an inclusive environment,

the team should not consider a more restrictive placement. It is important

that these goals be appropriate for the general education classroom. For

example, if the student’s IEP includes a goal that specifically requires trips

into the community, it cannot be met in an inclusive environment. If the

student’s goal is to learn to handle money in real-life situations, the goal

can be written in a way that uses the cafeteria or the school store, rather

than the mall or McDonald’s. It also helps to have social goals that involve

interactions with typical peers, which cannot be worked on in segregated

settings. The goal should not be

restricted to “small-group settings.”

Even though small groups can be

arranged in the general education

classroom, the term “small-group

setting” is often considered to be

synonymous with a special 

education class.

4. Planning Matrix

A chart should be used to show

how the goals can be worked 

on in the different parts of a 

typical school day. For example,

the schedule may indicate that the

student will work on money at lunchtime, communication and reading

skills throughout the day, and one-to-one correspondence during math by

handing out dittos to each classmate. By demonstrating to IEP and school

personnel that it just takes a little creativity and flexibility, the concept of

inclusion becomes less threatening.

5. Supplementary Aids and Services and Related Services

All the supports and services the student and teacher will need should be

reflected in the IEP. Examples include curriculum modification, assistive

technology, augmentative communication, paraprofessional support, a

behavior plan, staff training, staff collaboration time, psychological support

and occupational, speech and physical therapy. The student’s need for

these supports is not grounds for a more restrictive placement unless they

cannot be provided at the school. It is not enough for the school to say it

does not have these services; efforts must be made to bring the services to

the school, through traveling staff or some other means.
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Individualized Education Program and Guidelines

IDEA mandates that an Individualized Education Program (IEP) be 

developed for each student by an IEP team, which includes the student's

parents. When developing the IEP, the team should consider the entire

range of the student's abilities and goals, including non-academic goals.

Guidelines are available on the required elements of an IEP, the 

individuals who comprise the IEP team and options if you disagree with

the team's decisions. These guidelines are available from your school,

local department of special education, through NICHCY (www.nichcy.org)

or from other sources listed on the NDSS Inclusive Education Resource

List. You may also contact the State Department of Education and ask for

a copy of their special education policies. The Parent Training and

Information (PTI) center in your state often has useful information as

well. Contact NDSS if you need assistance locating these resources or

search the NDSS resource database at www.ndss.org. 

Inclusion Defended—Key Court Decisions

Since the passage of IDEA in 1975, numerous federal court cases have

affirmed the right of students with Down syndrome and other disabilities to

attend regular classes. The courts continue to clarify the intent of this law.

For example, in 1983, the Roncker v. Walter case addressed the issue of

“bringing educational services to the child” versus “bringing the child to the

services.” This case established another principle of inclusion: portability.

If special education services can be successfully delivered in a general edu-

cation classroom, the law says it is inappropriate to offer such services in a

segregated setting. They are also referred to as “pull-in” services.

In 1988, the U.S. Court of Appeals ruled in favor of Timothy W., 

a student with severe disabilities whose school district contended he

was “too disabled” to be entitled to an education. The ruling against 

the school’s position clarified the school district’s legal responsibility

under IDEA to educate all children with disabilities in the least 

restrictive environment, without exception. 

The Fifth Circuit in the 1989 Daniel R.R. case established three factors

for analyzing LRE decisions:

1.Did the school district make attempts to accommodate the student 

in a general education classroom by considering the full range of 

supplementary aids and services?

2.Can the student receive some academic or non-academic benefit 

from placement in the general education classroom? 

3.Are there any negative or adverse effects to either the student with 

the disability or the student’s classmates? 

In weighing the third factor the school district must first look for 

ways to minimize the negative effects, including positive behavioral

interventions and supplementary aids and services. 

In 1993, the U.S. Court of Appeals for the Third Circuit upheld the right

of Rafael Oberti, a child with Down syndrome, to be educated in his

neighborhood school with adequate and necessary support services. 

As in the Daniel R.R. case, the court placed the burden of proof for 

compliance with IDEA’s requirements squarely upon the school district

and the state rather than the family. The Oberti decision established

another important rule: that the school cannot justify a more restrictive

placement on the basis that the student would make greater educational

progress in that setting. As long as the student is getting some 

educational benefit in inclusion, the argument of greater educational
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benefit elsewhere will not affect placement. This rule is extremely

important because many educators assume that a student with Down

syndrome will learn more academics in a segregated setting. This

assumption is often untrue and it does not take into consideration the

non-academic benefits of inclusion.

Other cases clarified a fourth factor: cost. In order for cost to affect an

LRE decision, it has to be so high as to “significantly impact” the educa-

tion of other students. In 1994, the U.S. Court of Appeals for the Ninth

Circuit upheld the district court decision in Holland v. Sacramento

Unified School District that indicated inclusion is the presumed starting

point for placement of children with disabilities. The court found that

the school district exaggerated the costs of educating Rachel Holland by

attributing expenditures to her that would also benefit other students

(e.g. training and paraprofessional support).

Advocates of inclusion often cite parallels to other struggles for human

and civil rights, all of which have emphasized that legal, moral or 

philosophical segregation of subgroups of people is a violation of civil

rights and the principle of equal citizenship. Many believe Chief Justice

Earl Warren clarified this in the landmark Brown v. Board of Education

decision more than four decades ago. The decision indicated that

imposing separateness in education can generate a feeling of inferiority

so deep that it can permanently interfere with a student’s motivation to

learn and grow. 

Benefits of Inclusion

Several years ago, the basic premise of special education was that 

students with disabilities would benefit from a unique body of 

knowledge and from smaller classes staffed by specially trained 

teachers using special teaching materials. While the premise remains

valid, there is no compelling evidence demonstrating that segregated

special education programs have significant benefits for students. 

A number of studies over the years have reported the various benefits 

of inclusive education. In 1996, the National Down Syndrome Society

published a research report on the inclusion of children with Down 

syndrome in general education classes1. After analyzing and comparing

extensive parent and teacher questionnaires, this study found that with

proper support and adequate communication between parents, teach-

ers and professionals, inclusion is a favorable educational placement for

children with Down syndrome. The study also found that the learning

characteristics of students with special needs were more similar to 

their nondisabled peers than they were different. Moreover, teachers 

reported positive experiences with students with Down syndrome. 

They described their students as eager to learn, especially when 

encouraged, and reported personal satisfaction in terms of their 

professional achievements.

Literature documenting successful inclusion practices is significant and

growing. An analysis by Baker, Wang and Walberg in 1994 concluded

that “special-needs students educated in regular classes do better 

academically and socially than comparable students in non-inclusive 

settings2.” Research by Hollowood et al. (1995) found inclusion was not

detrimental to students without disabilities3. In fact, a national study of

inclusive education conducted in 1995 by the National Center on

Educational Restructuring and Inclusion (NCERI) reported academic,

behavioral and social benefits for students with and without disabilities4.

The study also concluded that students within each of IDEA’s 13 categories

of disability, at all levels of severity, have been effectively integrated into 

general education classrooms. NCERI also reported positive outcomes and

inclusion f national down syndrome society f page 9 inclusion f national down syndrome society f page 10



high levels of professional fulfillment for teachers. A number of other 

studies confirming the educational and social benefits of inclusion for 

students with and without disabilities can be found in the reference list at

the end of this publication5,6,7.

In May 2000, the Indiana Inclusion Study8 investigated the academic

benefits of inclusive education for students without disabilities. This

study concluded that students without disabilities who were educated in

inclusive settings made significantly greater progress in math than their

peers. Although their progress in reading was not significantly greater

than their peers, there was a “consistent pattern” in their scores that

favored educating students without disabilities in inclusive settings.

This and other research has highlighted improved academic skills, social

skills, communication skills and peer relationships as four of the most 

important benefits of inclusion. Nondisabled students can serve as positive

speech and behavior role models for those with disabilities and students with 

disabilities offer their nondisabled peers acceptance, tolerance, patience and

friendship. As allies and friends, peers can offer support both in and out of

the classroom. These findings show that everyone involved in inclusive

schooling can benefit from the experience.

The introduction to the Individuals with Disabilities Education Act 

acknowledges that education in inclusive settings works when the mandates

of the law are followed. It states:

Over 20 years of research and experience has demonstrated that the 

education of children with disabilities can be made more effective by:

1.Having high expectations for such children and ensuring their access 

to the general education curriculum to the maximum extent possible;

2.Strengthening the role of parents and ensuring that families of such 

children have meaningful opportunities to participate in the education 

of their children;

3.Providing appropriate special education and related services, aides 

and supports in the regular classroom to such children, whenever 

possible; and 

4.Supporting high-quality intensive professional development for 

professionals who work with such children” [20 U.S.C. 1400(5)(C)].

Inclusive education has also been shown to have a positive impact on 

employment outcomes. A 1988 study by Affleck et al., spanning fifteen years,

found that students with disabilities educated in inclusive settings had an

employment rate of 73 percent while those in segregated programs had an

employment rate of 53 percent9. Ferguson and Asch (1989) found that the

more time students with disabilities spent in regular classes, the more they

achieved as adults in employment and continuing education10. More recently, in

its 1997 annual report to Congress, the U.S. Department of Education noted:

“across a number of analyses of post-school results, the message was the same:

those who spent more time in regular education experienced better results after

high school11.” As nearly all employment settings are themselves inclusive,

involving people with and without disabilities, it is easy to imagine why inclusive

education has a positive impact on employment outcomes.

Overcoming Barriers

Many children with disabilities continue to be educated in separate 

classrooms or schools for all or most of the day, even when their parents

believe an inclusive setting would be more appropriate.

Why does this happen? Researchers have identified a variety of perceptual, 

cultural and emotional barriers that cause people to resist the idea of students

with and without disabilities sharing the same classroom. In some cases the

barrier is simply a matter of prejudice. But there are also many more complex

views, including the belief that only those students with disabilities who are

closer to “normal” can or should be included and the belief that the needs of

students with disabilities are unique and beyond the reach of general educators. 

Others may be concerned about the need for special expertise to support

the student’s academic and social learning or the potential for students with 

disabilities to disrupt the classroom. Concerns may also include the costs 

associated with special services and the idea that functional life skills cannot

be addressed in general classroom settings. 

Successful inclusion programs allay these concerns. In fact, models of

inclusive education can be models for the education of all students, 

as they overcome barriers and offer a variety of approaches which reach 

a broader range of students and improve learning. These successful 

inclusion programs demonstrate how certain changes in the structure 

of school systems, classroom operations and the roles of teachers, 

students, parents and community members can enable equal access 

to general education curricula and related services for all students.
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Successful Inclusion Strategies

What makes inclusive education successful? There are at least eight factors

to success identified by the National Center on Education Restructuring

and Inclusion National Study (1995).

1.Visionary Leadership at All Levels

A study of 32 inclusive schools in five U.S. states and one Canadian

province by Villa, Thousand, Meyers and Nevin12 indicated that the degree

of administrative support and vision is the most powerful predictor of the

general educator’s attitude toward full inclusion. Although leadership is

traditionally seen as emanating from the school superintendent or 

principal, this study found that the initial impetus for inclusive education

and visionary leadership can come from many levels and sources—

educators, related services personnel (e.g. psychologists, occupational

therapists), parents, students or university or state-level projects. Whoever

initiates the change for inclusion, the vision must be clearly and broadly

articulated, consensus must be built and all stakeholders must be 

involved for it to be successful. 

inclusion f national down syndrome society f page 13 inclusion f national down syndrome society f page 14

SUCCESSFUL INCLUSIVE SCHOOLING PRACTICES

• Diversity is valued and celebrated. 

• The principal plays an active and supportive leadership role. In order

to ensure that an appropriate inclusive education occurs, principals

and other general education administrators must be held accountable

for the progress of all students, including those with disabilities.

• All students work toward realistic educational outcomes based on 

high standards.

• These outcomes are not just academic. They also include social, 

behavioral and independence goals.

• Everyone feels accepted and supported by their peers and other 

members of the school community. 

• There is an array of services, including the supports necessary for 

students with disabilities to access extracurricular activities.

• Flexible groupings, authentic and meaningful learning experiences 

and developmentally appropriate curricula are accessible to all 

students. Scheduling of the student’s classes must be based on the 

student’s needs and not on the basis of which teachers are willing 

to accommodate a student with disabilities. 

• Research-based instructional strategies are used and natural support 

networks are fostered for students and staff.

• Staff have collaborative roles and teachers work together in and out 

of the classroom. To achieve meaningful collaboration, staff must be

given high quality training and sufficient planning time.

• There are adequate accountability measures to ensure that all 

individuals fulfill their responsibilities.

• There is access to necessary technology and physical modifications 

and accommodations.

• Parents and caregivers are embraced as equal partners. One way for 

parents to implement this partnership is to become involved in 

developing their school’s annual improvement plan.

Council for Exceptional Children, 1995



2.Educator Collaboration

Reports from school districts across the United States clearly indicate that

successful inclusive education does not require that every teacher have the

expertise to meet the educational needs of every student. Rather, giving

teachers (both regular and special education) the opportunity to 

collaborate and develop new skills is a prerequisite for success. In a study

of more than 600 educators, Villa and colleagues found that the degree

of collaboration was the only common variable indicating supportive 

attitudes toward inclusion. Successful collaboration strategies include

building planning teams, scheduling time for teachers and other 

professionals to work together, recognizing teachers’ problem-solving

skills and using teachers as front-line researchers12. 

3.Refocused Use of Assessment

Historically, up to 50 percent of a special educator’s and sometimes a

psychologist’s time has been spent on non-instructional assessment and

administrative paperwork related to a student’s eligibility for special

education services. Inclusive schools and districts report that they are

moving toward more authentic assessment approaches that are less

about administration and more about how students learn and what

their potential is. These assessments shift the focus to the student’s

work and performance records, among other elements, to identify

strengths, interests and communications preferences. The objective 

is to determine how the student is smart, rather than how smart the 

student is. This approach establishes a personal learning profile, 

revealing what the student has and has not yet learned.

4.Support for Students and Staff

Support resources, such as speech therapy, for students with disabilities

may be integrated into the general education classroom. These are

referred to as “pull in” services, versus “pull out” services that remove

students from the general classroom. Peer support such as buddy 

systems or “circles of friends,” computer-assisted technology and 

part-time or full-time paraprofessional support are a few ways to 

integrate services. The approach used is “only as much support as

needed” in order to avoid imposing too much or the wrong kind of

help on these students. Thus, a paraprofessional may be part of a team,

but won’t be assigned exclusively to a student with a disability. This 

“only as much as needed” principle recognizes that support services are

supposed to be educationally necessary to enable a student to take full

advantage of the curriculum and allows all students to benefit from

additional support in the classroom.

5.Effective Parental Involvement

Meaningful parental participation is critical. Schools successfully 

practicing inclusion provide family-support services and opportunities

for collaboration and communication. It is often the parents or 

caregivers who assume the role of advocate for a child. The 1997 

reauthorization of the IDEA reinforced parental participation by 

requiring full engagement of parents in all decisions involving their

child’s eligibility and placement. IDEA also requires that parents be

informed of their child’s progress as frequently as parents of children

without disabilities and according to district standards applying to 

all students. 

6.Collaborative Teaching Models

National studies have identified at least five collaborative teaching 

models that have been successful in inclusion programs. 

• Co-Teaching. In the co-teaching model a special educator 

co-teaches alongside the general education teacher. 
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• Parallel Teaching. Parallel teaching assigns a special educator 

(and other support personnel) to work with a sub-group of special 

education students in the general classroom. 

• Consultation. Using the consultation model, a special educator, 

with a support person, helps the general educator teach students 

with disabilities in their regular classroom. 

• Teaming. With the teaming model, a special educator teams up 

with a support person and one or more general education teachers 

to share responsibility for all students in the inclusive classroom. 

• A dually licensed teacher with general and special education 

certification teaches all students in an inclusive classroom with 

assistance from other support personnel such as a speech and 

language therapist.

7. General Education “Best Practices”

Inclusion is successful for both typical and disabled students due to

two important ideas. First, classroom adaptations designed for students

with disabilities are often also helpful to students without disabilities.

Second, the instructional strategies for inclusive education are the 

same good-teaching practices recommended by general educational

reformers and researchers. Such strategies include cooperative group

learning (i.e., a group of students with diverse skills and traits working

together), students supporting other students, activity-based learning,

paraprofessional support in the classroom, diversified instruction and

the use of instructional technology.

When adaptations are necessary there are many options. Students can

pursue the same curriculum but proceed at multiple levels and with 

different objectives. For example, a math class in which some students

do basic computation while others work on complex word problems. 

Or students can be taught the same lesson but the objectives might be 

different. For example, a team-based biology lab project including 

students with and without disabilities might stress science objectives 

for some students, while for others the lab is a lesson in communication

and social skills. 

8. Funding

In the past, funding formulas encouraged segregated placements for

special education students. Under IDEA (as amended in 1997) funds

must follow the student regardless of placement and must be sufficient

to provide necessary services.

Lack of adequate personnel or resources cannot be used as an excuse

by any school district to relieve them of their obligation to make a free

appropriate public education available to students with disabilities in a

least restrictive environment. Schools are responsible for ensuring that

there are sufficient qualified teachers as well as appropriate support

services in the general education program. 

Inclusive education programs are usually no more expensive than 

segregated models. However, districts should anticipate one-time 

conversion costs, particularly for investments in planning and 

professional development. 

The Future of Inclusion

Tremendous progress has been made since the passage of the first 

special education law in 1975 to guarantee students with disabilities 

full educational rights and opportunities. These advances would not

have been possible without the parents of children with disabilities 

and, increasingly, the individuals with disabilities themselves, who 

have always been the most visionary, vocal and effective advocates 

of the inclusion movement.

It is the parents and self-advocates who have rejected institutional 

placement, started the first schools for students with moderate and

severe disabilities and mounted national advocacy campaigns to secure

the federal laws that brought us mainstreaming and later inclusion.

It is understandable that families have led the movement because 

inclusion is not just about philosophy, educational practices or legal

statutes. Inclusion is about children and their families -- their dreams

and their futures.
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GLOSSARY

Free and Appropriate Public Education (FAPE). A “free and appropriate

public education” is guaranteed to children with disabilities under

IDEA. The law states that all children with special needs, ages three to

21 years of age, must receive special education and related services in

accordance with state-mandated standards at public expense.

Inclusive Education/Inclusion. Inclusion is an educational process by

which all students, including those with disabilities, are educated

together for the majority of the school day.

Individualized Education Program (IEP). An “individualized educational

program” is a document that must be created for each student with a 

qualifying disability attending public school, as mandated by the

Individuals with Disabilities Education Act. The IEP specifies the 

special education and related services that a child with a disability will

receive. Produced and periodically reviewed and revised in a meeting

with an IEP team, the IEP is intended to provide both long-term and

short-term goals and establish the educational placement and necessary

supplementary aids. The required contributors and components of the

document are specified by IDEA.

Individuals with Disabilities Education Act (IDEA). IDEA gives 

children with special needs the right to receive special education and

related services in school. The regulation requires that a free and

appropriate education be provided to children with disabilities and 

that they are entitled to learn in the least restrictive environment.

Least Restrictive Environment (LRE). IDEA requires that a child 

with special needs be educated in a setting that provides for maximum

interaction with nondisabled peers. IDEA states specifically that 

education for students with disabilities should take place in the “least

restrictive environment.” 

Mainstreaming. Mainstreaming is an educational practice where 

a student from a separate special education class visits the regular 

classroom for specific, usually non-academic, subjects.

Portability. Portability refers to the ability to successfully deliver special

education services in a general education classroom. Under IDEA, it is

inappropriate to provide portable services in a segregated setting unless

it is the parent’s preference.

Related Services. Related services are transportation and developmental,

corrective and other support services that a child with disabilities requires

in order to benefit from an education. Examples of related services are

speech pathology and audiology, psychological and counseling services,

physical and occupational therapy, recreation, interpreters for the hearing

impaired and medical services for diagnostic and evaluation purposes.
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Behavioral Challenges in Persons with Down Syndrome 
 

The definition of a “behavior problem” varies but certain guidelines can be helpful in 

determining if a behavior has become significant. 

1. Does the behavior interfere with development and learning? 

2. Are the behaviors disruptive to the family/school/work place? 

3. Is the behavior harmful to the child/adult or others? 

4. Is the behavior discrepant from what might be typically displayed by someone of 

comparable developmental age? 

The first step in evaluation of a child/adult with Down syndrome who presents with a behavior 

concern is to determine if there are any acute or chronic medical problems related to the 

identified behavior. The following is a list of the more common medical problems that may be 

associated with behavior changes. 

1. Vision or hearing deficits. 

2. Thyroid function 

3. Celiac disease 

4. Sleep apnea 

5. Anemia 

6. Gastro esophageal reflux 

7. Constipation 

8. Depression 

9. Anxiety 

Evaluation by the primary care physician is an important component of the initial work-up for 

behavior problems in children or adults with Down syndrome. 

 

The behavioral challenges seen in children with Down syndrome are usually not all that different 

from those seen in typically developing children. However, they may occur at a later age and last 

somewhat longer. For example temper tantrums are common in 2-3 year olds, for a child with 

Down syndrome temper tantrums may begin at 3-4. When evaluating behavior in a child with 

Down syndrome it is important to look at the behavior in the context of the child’s 

developmental age, not only their chronological age. It is also important to know the child’s 

receptive and expressive language skill level as many behavior problems are related to 

frustration with communication. Many times the behavior issues can be addressed by finding 

ways to help the child communicate more effectively. 
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The following are some of the common behavior concerns reported by parents/teachers. 

 Wandering/running off—the most important thing is the safety of the child. This would 

include good locks and door alarms at home and a plan written into the IEP at school 

regarding what each person’s role is in the event the child leaves the classroom or 

playground. Visual supports such as a STOP sign on the door and/or siblings asking 

permission to go out the door can be a reminder to the child to ask permission before 

leaving the house.  

 Stubborn/oppositional behavior—a description of the child’s behavior during a typical 

day at home or school can sometimes help to identify an event that may have triggered 

the non-compliant behavior. At times the oppositional behavior may the child’s way of 

communicating frustration or lack of understanding due to their communication/language 

problems. Children with Down syndrome become very good at distracting parents or 

teachers when they are challenged with a difficult task. 

 Attention problems—children with Down syndrome can have ADHD but they should be 

evaluated for attention span and impulsivity based on developmental age and not strictly 

chronological age. The use of parent and teacher rating scales such as the Vanderbilt and 

the Connors Parent and Teacher Rating Scales can be helpful in diagnosis. Anxiety 

disorders, language processing problems and hearing loss can also present as problems 

with attention.  

 Obsessive/compulsive behaviors—these can be as simple as always wanting the same 

chair at the table to repetitive behaviors such as dangling beads or belts when not 

engaged directly in an activity. This type of behavior is seen more commonly in younger 

children with Down syndrome and while the number of compulsive behaviors is no 

different than those in typical children at the same mental age the frequency and intensity 

of the behavior is often more in children with Down syndrome. 

 Autism Spectrum Disorder—autism is seen in approximately 5-7% of children with 

Down syndrome. The diagnosis is usually made at a later age (6-8 years of age) then in 

the general population and regression of language skills if present also occurs later (3-4 

years of age). The interventions strategies are the same as for any child with autism and it 

is important for the child to be identified as early as possible so he/she can receive the 

most appropriate therapeutic and educational services. 

How should parents approach behavior issues in their child with Down syndrome? 

 

1. Rule out a medical problem that could be related to the behavior. 

2. Consider emotional stresses at home/school/work that may impact behavior. 

3. Work with a professional (psychologist, behavioral pediatrician, counselor) to develop a 

behavior treatment plan using the ABC’s of behavior. (Antecedent, Behavior, 

Consequence of the behavior) 

4. Medication may be indicated in particular cases such as ADHD and autism. 
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Intervention strategies for treatment of behavior problems are variable and dependent on the 

child’s age, severity of the problem and the setting in which the behavior is most commonly 

seen. Local parent support programs can often help by providing suggestions, support and 

information about community treatment programs. Psychosocial services in the primary care 

physician’s office can be used for consultative care regarding behavior issues. Chronic problems 

warrant referral to a behavioral specialist experienced in working with children and adults with 

special needs. 

 

NDSS thanks special guest author Bonnie Patterson, MD for preparing this piece. 

 


