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By Carmen Sanchez

Two months before our son' sfifth birthday, we thought
we had found the magic pill that would cure his
developmenta disability. The exact hows, whats, and
whys of our Situation don’'t matter. What does matter
isthat for a couple of weekswe woke up thinking that
maybe his disability was a bad dream — each morning
would be the start of the day when the pill would do
itsmagic. In those two weeks, as| fantaszed about
the child that would emerge, | cameto redize just how
little I had come to terms with Ben's disghility. |
wanted it gone, out of his body and hismind
forever, adisease for which therewasacure. |

Fixations #3:
Nothing's Broken -
Everything's Fixed

equated with falure. So much in 21 century America
centers on making ourselves better — from self-help
books, to cosmetic surgery, medica technology, and
“desgner” babies—where does having a perfect child
who aso hgppens to have a disability fit in?

| dso redlize that the enormous gains that have been
meade in improving the lives of people with disahilities
would have been impossible without a sngle-minded
focus on finding cures, the fixesfor a“problem.” Ona
daly basis, my son benefits from the struggles of other
people before him who pursued their dreams of
improving their lives and the
lives of people with disabili-

thought | had grappled with the disability, had
come to terms with its place in my son’slifeand
the way it had helped make him the person |
know. All I could think about was that my son
would be “fixed.”

The story does not have a miraculous ending.
The pill didn't work. Ben made progressin
those two weeks, like he did in the weeks
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before, and he continues to make in the years

gnce. Hedidn't seem any worse for the experi-
ment, pretty much oblivious to our expectations and
clearly immune to the pill’swonders. And when
nobody looked, | cried for the child | had lost again.

More than three years later, | ill have trouble listening
to tories of miracles, of children who have been
cured. | fed happy for the parents and the children,
and | wish them long joyful lives. But | wonder if in
telling these sories in a culture where everything can
be “fixed,” we aren’t devauing the lives of people with
disabilities. Our culture values sdlf-improvement so
highly that, unintentiondly, disability ssemsto be

medical procedures and
thergpiesis redly about
maintaining my son's hedlth or chasing dusive fixes for
his disability because it satisfies my needs.

Severd years ago, | heard Norman Kunc speak about
how he once turned down an offer to be “cured” of his
disability. Kuncisasharp and funny advoceate for
people with disabilities. What he said took me aback
a first; who would turn such an offer avay? Y, he
went on to speak doquently about how his disability
was as much apart of him as his abilities and hisright
to decide the shape of hisown life. He adso spoke
about how a disability isredly only apart of a



person’s life and how getting to know the person puts
the disability in its proper perspective.

His comments helped put into focus how | could best
help my son. | could give him alife that made him fed
happy, vaued, and loved for who heis, not for whom
he could be. | could teach him to have avoice, S0
when the time comes for him to live independently, he
can shape hisown life. | stopped focusing on fixes.
Instead, my husband and | consider therapeutic
activitiesin terms of Ben'slife and our life as afamily.
As he gets older, Ben has had a greater say in what he
will do. Eventudly, Ben will be the one who decides
what he does, because it’shisbody and hislife. Ben
goes to conventiond therapies to learn new things and
keep his body strong and supple, and we have our
regular round of doctors gppointments. But hedsois
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learning how to ride horses, swing a bat, sng pop
songs, and dance with dl the girlsin hisdass. He's
learning how to play the piano, not becauseit’'s
therapeutic, but because his Sgter playsand musicis
important in our family.

He hasfinaly made his cludless mother understand
that he doesn’'t need to be fixed — nothing’ s broken.
I’ve come to redlize thet his soirit isindomitable, full of
the everyday magic and promise we dl hold.

Fixations was a three-part series by authors with
persond experience with disability. The mother of a
middle-school aged son (Fixations #1), a young adult
with aphysca disability (Fixations#2), and the
mother of severa young children, one of whom hasa
disability (Fixations#3).
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