Chapter 5

Into The Community

Support Objective:  To provide families with the strategies, tools and courage to pursue their dreams.
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“What matters, we believe, is trying to be the best person you can and having people accept you for who you are, with all of your strengths and weaknesses.  If we can accept people for who they are and not for who we want them to be, our communities will have moved a considerable distance.”







Jeff and Cindy Strully

The Circle of Friends

When a more intense and individualized facilitation strategy seems necessary, building a support circle for a student can be a means of helping students with and without disabilities develop friendships.  Forest and Lusthaus describe the “circle of friends” as “a network that allows for the genuine involvement of children in a friendship, caring, and support role with their peers.”  In order to be successful and lasting, the circle of friends concept must be used as an ongoing process.  Forest cautions that “the Circles...technique may become routinized in schools and possibly detract from teachers’ and students’ efforts to develop more natural forms of support and friendship.”

Any relationships must be nurtured, supported and reinforced in order to flourish.  Interpretation and accommodation may be necessary components at various stages in the process.

No matter the activity, constant adult presence poses a problem for students.  Douglas Biklen states that a student can become “isolated from others in the class because he or she is constantly in the presence of a teaching aide.”  He goes on to note that “an aide may unintentionally become a chaperone or the person’s only companion.  Constant adult presence keeps peers from learning to communicate directly with the student and reinforces a perception that the student does not share interests or has needs similar to the other student’s.”

The friendship facilitation activities offered in this chapter are a small sampling of what is possible.  When teams of educators and families come together with the common goal of supporting friendships and belonging for students with disabilities and for all students, the possibilities are limitless.  Facilitation plans are most successful when they are customized for a particular student, his or her team of adults, and the school, family, and neighborhood community. 
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According to Norman Kunc, schools
have changed the concept of belonging
from an essential and inherent human
right to something children have to earn.
“Uniformity and perfection have become
the criteria for belonging. People are
excluded because of their diversity,”
says Kunc.

Kunc understands this type of
exclusion firsthand. Born with cerebral
palsy, he is a family therapist, an
educational consultant and well known
as a champion of inclusion in the
disability arena. He has a master’s
degree and is the author of “Ready,
Willing and Disabled.”
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Maslow’s Hierachy of Needs

In order to help his listener understand
how this sense of belonging gets
overlooked in schools, Kunc refers to the
hierarchy of needs developed by
psychologist Abraham Maslow.
According to Maslow, the first, most
basic, human need is physiological: for
food, water, warmth and shelter. After

those needs are met, people then are able
to address the need for safety, freedom
from fear, and security.

Once individuals know they are
safe, then the need for belonging and
love becomes a priority. Most people
find these within families, spouses and
community. Kunc stresses. “Only after
we are anchored in a sense of belonging
do we then develop a need for self-
esteem.” He goes on to say that our
needs for self-esteem can be met in two
ways. The first is through achievement
and mastery in certain areas. The second
way is through recognition and respect
from others. Once the need for self-
esteem has been met. Kunc explains,
individuals may then pursue their own
unique gifts or talents.

However, according to Kunc, the
educational system has gone astray by
inverting the belonging and self-esteem
levels of Maslow’s pyramid. Schools,
says Kunc, think that once children
achieve, once they master the
curriculum, they will develop a sense of
self-esteem. Kunc believes, instead, that
children must have a sense of belonging
and must feel good about who they are
BEFORE they can begin to master the
curriculum. /\
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Kunc calls segregated special classrooms
and programs one of the most glaring
examples of educational practices, which
force children to earn the right to belong.
Children with disabilities are taken out
of regular class and told they don’t
belong. “Why? Because they don’t walk
the same way, talk the same way, or do
the same curriculum. They are told
when they learn these things they may
return.”
Catch 22

Kunc says. “Of course, we have a
perfect Catch 22. Children with
disabilities can’t belong until they learn
the skills, but they can’t learn the skills
because they are never allowed to
belong” They are caught.

Worse yet, their lack of progress
in segregated classes is seen as more
evidence of the need for their
segregation.  Kunc makes everyone
squirm a little when he calls this a form
of “systematic child abuse.”

Schools can look outside their
own environments to see how other
groups create belonging successfully.
Kunc uses the analogy of street gangs.
He says gangs are successful precisely
because they satisfy the need for
belonging.

Is it any surprise, then, he asks
his audience, when youths are unwilling
to leave such a climate of total
acceptance to return to school where
belonging must be earned?

How Can Schools Create Belonging

Kunc believes that inclusive education
represents a very concrete step school
systems can take to create a sense of
belonging. By including everyone
without regard to ability or disability,
students can learn through experience

that belonging is a right, not a privilege
that must be earned.

Kunc wants schools to re-
evaluate their practices of creating self-
esteem in their students. Learning to
find ways to “merge assistance and
respect, says Kunc, will help overcome
fears and allow acceptance of all
students, regardless of their diversity.

Kunc points out that most
schools support every need in Maslow’s
hierarchy except for belonging. Schools
have addressed subsidized breakfasts
and lunches, traffic and personal safety,
sex education, and curriculum in
specialized areas, yet they have not
addressed belonging.

Creating caring communities has
not been a mission or practice in the
“overly tracked, segregated,
exclusionary schools for the 20"
century,” Kunc states, and he urges
parents and educators to become as
vigorous about promoting belonging as
they have been about other issues.

Reprinted from SPEAKOUT Spring 1992,
1992 peak Parent Center, Inc.




“We need to stop defining ‘normalcy’ in terms of perfection.  Normalcy is not perfection; normalcy is diversity.  I spent years trying to ‘fix’ my handicap and become ‘normal.’  Finally, the war between myself and my body came to an end.  I realized I have the right to be handicapped.  My disability represents the diversity of the human race.”
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Norman Kunc

“I’m not sure that at any point we fully “accepted” Annie’s disability, although I remember clearly the day I quit viewing her disability as a separate entity.  For years I had thought of it as a barrier between Annie and her world.  Quite vividly, I saw that barrier disappear and become simply a part of who she was.  There was relief in that.  I was able to embrace Annie as a whole child, disability and all, and quit wishing part of her away.”

Annie’s Story

Vicki Isett

Dreams

by John Cox


It’s those last few months before your child is born that the dreams go into high gear.  You imagine the engineer, ballerina or lawyer your child will grow up to be.  As the delivery date draws near, these thoughts gather momentum, fed by parents, friends and co-workers, until you almost expect to see your child born 18 years old, highly educated and physically attractive.


It’s humbling how dreams that build up over so many years can blow away like so much air from a balloon. In the time it takes for a doctor to say, “Oh no” dreams can turn to nightmares and hopes to fears.  Long-held thoughts of perfection melt away into short-term prayers and frantic thoughts: Will the baby be all right?  What will we tell our parents? How did this happen?  Why us?  In a matter of moments, you have traded bar exams for brain scans, ballet shoes for blood tests, rock-solid normality for ground-breaking lunacy.


I watched helplessly as my baby was poked and prodded by strangers who did not have the time to answer my questions or allay my fears.  I coped with a day-to-day roller coaster ride of good news, then bad; hopeful signs then puzzling questions.  I found myself unable to dream, unable to see past the next doctor’s visit or test – each time hoping that someone would be able to determine what was wrong or what would happen in the future.  Instead, my frustration deepened as each test revealed only the need for more.  Worse still, no prognosis for the future was forthcoming – everyone finally said that only time would tell.


Very slowly, I realized that I would never know exactly what was going to happen until it did.  At first, I was angry; I wanted answers.  But it dawned on me one day that I was really no different than any other father.  No doctor or specialist can tell any of us how bright or physically capable our children are going to be.  The most that all parents can do is to make the best of what is given to us.  This new realization liberated by wife and me.  We began to look toward the future again, and started doing things that would give us and our child choices.


I began to dream again.  These were not the same dreams as before, but they were just as important.  I dreamed of my daughter’s first steps, and when they came, no parent was ever prouder.  My wife and I dreamed of including her in a regular classroom at school, and after many battles, her first regular education teacher assured us that this was where she belonged.


I continue to dream of the future, of my daughter working, building meaningful relationships, and accomplishing great things for herself and others.  I know that she will never be a lawyer, doctor or ballerina, yet I dream about what she can become, cherishing each step she takes along the way.


All children are a gift to their parents, grandparents, teachers and everyone who comes into contact with them. And they all teach us something that we would not have learned without them.  For me, it was to slow down so I could take pleasure in the details of my children’s lives.  I learned to take an active part in all my children’s activities and cherish each of their accomplishments.  I am richer – for the experience of having a child with a disability.  I would not wish it away.


A few years ago, I wondered what my daughter would have been like if she had not been born with a disability.  I grieved for the loss of my “normal” life, somehow assuming that the one I had embarked on would not be as fulfilling.  I don’t think that way anymore.  I 

am proud of my daughter’s accomplishments, and like any father, I am looking forward to future accomplishments as well.  I should not have worried as much as I did.  Looking back, I see now that few others have been as blessed as I.

“Dreams” by John Cox, is reprinted with the expressed consent and approval of Exceptional Parent, a monthly magazine for parents and families of children with disabilities and special health care needs.  Submission cost is $24 per year for 12 issues.  Call 1-800-247-8080.  Offices at 120 State Street, Hackensack, New Jersey, 07601

INSTEAD

Instead of walking with you,

I will crawl with you.

Instead of talking with you,

I will find ways to communicate with you.

Instead of isolating you,

I will create adventures for you.

Instead of focusing on what you cannot do,

I will reward you with love for what you can do.

Instead of feeling sorry for you,

I will respect you.

________________________________________

Hogan Hilling, “A proud parent of a child with special needs.”

The Goose
One day, lying alone in the lawn on my back with only the drone 
of a distant train on some far off track
I saw before my eyes, 5,000 feet high or more, a sight, which to this day, I must say, I’ve seen nothing like before.

The head goose, the leader of the “V,” suddenly veered out,

leaving a vacancy which was promptly filled by the bird behind.

The former leader then flew alongside, the formation continued growing wide, and he found a place at the back of the line.

They never missed a beat.

So, that’s how I found out how the goose can fly

from way up North to way down south and back again.

But he cannot do it alone, you see.

It’s something he can only do in the Community.

These days, it’s a popular notion and we swell with emotion and pride to think of ourselves on the eagle’s side

Solitary, Self-sufficient, Strong, but we are what we are, that’s

something we cannot choose.

And though many would wish to be seen as the eagle,

I think that we were made more like the goose.

(Stromberg, 1982)

The Slap

What do you do when reality slaps?

Slaps you so hard that your knees collapse

Do you run and hide until you feel

the warmth of the sun?

Do you stand and face it and

work until you’re done?

It’s a cycle that’s called Grief

What do you do to find Relief?

It’s a finishing line without an end

When you think you’re through

it slaps you again

You are not alone

Others too have been hit by this wave

Only with support I can stand and be brave

Knowing others have survived its wake

It’s the strength of the human heart 
even when it breaks

- Michele Lehosky

P2P Coordinator

Pierce County
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