Phatos (clockwise from top left): Darren Poore; Dwight Carter; Angela Coppols; Sal DiMarco/Black Star.

Special Triumphs

magine how proud you'd be if, before the
age of 23, your child had run for public of-
fice, or had a book published to good re-
views, or been in demand as a keynote
speaker, or received national awards, or ap-
peared on network TV. Now imagine that your child
also had Down syndrome.

Increasingly, young people with Down syndrome
are achieving great things, by holding down full-time
jobs or making the honor roll at school. Yet not so long
ago, doctors routinely advised new parents to institu-
tionalize a baby born with Down syndrome: “Go home
and forget about her. She will never sit or stand, walk
or talk, have a meaningful thought or be a productive
citizen. Tell relatives and friends your baby died at
birth.” Sadly, even today some ill-informed physicians
give parents the same advice. But as the following four
stories show—and as Nannie Sanchez articulates—
“Down syndrome doesn’t mean ‘I can't! It just means
it takes me a little longer.”

Down Sync
o’t Mean "I Can’

NANNIE SANCHEZ, age 24,
Albuquerque, New Mexico

When Nannie was in high school, taunts of “retard” from
other students, and even from teachers, were common.
One classmate made her life hell, frequently sending Nan-
nie home in tears. Last year she spotted him in a fast-food
restaurant wiping tables for a living. The irony wasn’t lost
on her adoptive mother, RoseMarie Sanchez. “Look where
you are today, and where he is,” she advised.

Where Nannie was, was campaigning for the New Mexi-
co Board of Education—the first time in the United States
that a person with Down syndrome had ever run for public
office. Like any other candidate, Nannie was intent on win-
ning the hearts and minds of the people—and by all ac-
counts, she was doing a great job. She walked the streets of
Albuquerque canvassing, raising campaign funds and giving
compelling speeches. Though ultimately she lost to a bilin-
gual special ed teacher almost twice her age, with 18 years of

Award-winning journalist and author Jan Goodwin is a
frequent contributor to FAMILY CIRCLE.

Nannie, Jason,
Ashley and Ellen
(clockwise from
top left) haven't
let Down syndrome

stop them from
making their
dreams come true.

By Jan Goodwin

experience, Nannie won a respectable 38 percent of the vote.

“I lost on that occasion, but I won in many ways,” says
Nannie. “I've opened the door for people with disabilities
who'd like to run for office. I've had experience in orga-
nizing a campaign and getting my message—safer
schools, better facilities and school-to-work programs—
across. I ran because I had concerns about our school
system and how people with disabilities are treated. I'll
run again next time and, eventually, I'll try for the state
legislature. I want people like me to have full inclusion in
the community.”

Nannie says she learned early that when you're born
with Down syndrome, people try to put you in a box. “Forc-
ing you into special ed is easier for the schools, but it’s not
the best thing for you,” says Nannie. Her mom had to sue
to get her mainstreamed, and then sue again to get her into
college even though Nannie had passed the entrance exam.
“When you graduate, you're told there are only three suit-
able kinds of work for people with Down syndrome: fast
food, cleaning up after others, or planting flowers. I think
we deserve more choices,” says Nannie.
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swimming, basketball, horseback riding
and hiking. She’s 5 gold medallist Special
Olympics swimmer and has performed
dances that she choreographed. She
dates occasionally,

“I never knew if Ashley would have
that,” said Nancy, “and it's been lovely
that she has had the attention of young
men. One day [ast summer, in fact, both of
us were sitting on my bed having a time-
honored discussion about the opposite sex,
It ended with the pair of us shaking our
heads and saying, ‘Men!’ ”

Ashley says she’d like to marry some-
day, “but for now, I'm single and happy.” Re-
cently, life threw her another medical chal-
lenge. She was diagnosed with fibromyalgia,
a complex and painfy] musculoskeletal disorder. “It
doesn’t seem fair,” says her mother, “that Ashley

will have to learn to manage this new health problem.” But

no one doubts that she will,
“I plan to break social and media stereotypes about
people with Down syndrome,” says Ashley. “And I can do

ESON I{INGSLEY, age 25,
artsdale, New Yoy

“I'm glad to have Down syndrome...it’s not that bad,”
wrote Jason Kingsley six years ago in his well-reviewed
book Count Us In—Growing Up With Down Syndrome
(Harcourt, Brace), which he coauthored with another
teenager with Down syndrome, Mitchell Levitz.

His mother, Emily Per] Kingsley, a scriptwriter
for Sesame Street, shares his sentiment. “Raising a
child with Down syndrome is like landing in Hol-
land when you'd planned to visit Italy. It isn’t horri-
ble, just different, There may not pe Michelange-
los, but you look around and begin to notice
windmills, tulips—and Rembrandts.”

When Emily was 34 and pregnant with Jason,
she was offered amniocentesis, g prenatal test that can gj.
agnose a number of genetic conditions, including Down
syndrome. She decided to pass because the test itself car-
ried some rigk. “And I am so glad I did, Having Jason has
been the most enriching experience of my life. If I'd termi.
nated that bregnancy, what my family would have missed
out on is incalculable, And Jason has enriched the lives of
millions of people just by hig example,”

In addition to writing a book, going on a national book
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Jason, a gifted actor
and author, poses with

¥ actress Roma Downey of
the television series
Touched by an Angel.

T who had told his parents to ing
f; tionalize him.because he would
. erlearn or even be bright eno
. to understand his condition
. think that was wrong,” wrote
* son. “I would tell him how sma

i\ am. Like learning new languag

| going to foreign nations, hect

| ing independent, being a light

" board operator, an actor. | wo

. tell him that | play the violin 2

* the piano, that | can sing, that |
. | in the drama group and comp
' in sports, that I make paintin,
. and relationships, and that | ha
| many friends and a full life”
. Jason lives independently .
his own apartment, pays his own bill
does his own banking, cooking an
cleaning. He dates, works out at
£ym with a personal trainer, bowls and enjoys karaok:
Professionally, he has been assistant cultura] arts progran
coordinator for the Westchester Association for Retarde¢
Citizens, traveling with art shows, cataloging art, doing
computer work. Now he has a computer job in the West,
chester County Clerk’s office.

“Jason excels

his mother. “He
ample, because

Don’t write a child off ahead of
time or make assumptions aboyt
how far he or she will be able to go.

ELLEN KUHN, age 20,
B Pennsylvania
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the junior prom, she chose not to do what generations of
dateless girls have done: stay home out of embarrass-
ment. “I like to dance,” she says, so she bought her own
ticket and went alone. At the senior prom, a date was no
problem, and Ellen and her partner danced the night
away. “She was dazzling,” says her mother, Johnna.

Ellen’s self-assurance has its roots in advice given to
her parents when she was born. “Pick her up, take
her home, and treat her like any other child,” their
progressive physician told them. “That’s exactly
what we did,” says Ellen’s father, Paul. “And since
she was our first child, she was ‘normal’ to us.”

Like many children with Down syndrome,
Ellen was born with a hole between the cham-
bers of her heart, which required corrective
surgery when she was two. “Until then, she only
weighed 12 pounds and had little energy,” says Johnna.
“She stood up for the first time in her hospital crib after
surgery. After that, she started galloping around. We
gloated over all of her achievements—feeding herself,
talking, walking. It was as if a door had been opened, and
Ellen had stepped through it.

Later, however, Ellen’s parents ran into the same prob-
lem many Down syndrome families face of having to fight
school authorities who wanted to confine Ellen to special
ed. “When I tried to enroll her in first grade, they said,
‘There are special schools for that kind of child,” says
Johnna, “So I told them to just give it a try. It went very
well, better than anyone expected. Ellen adjusted and
found her way. But then, she always does. She’s so outgo-
ing. It’s impossible not to like her. Years later, the elemen-
tary school principal told me that he'd thought we were
crazy to mainstream her. He'd kept quiet at the time, and
now he says it was the best thing we could have done.”

Ellen has always been high functioning. She fits in well
wherever she goes and she has an astounding memory.
“She’ll watch a video or musical, and tell you every word
and motion afterward,” says her mother. “That may be
why she’s a great performer—and has
never had stage fright.”

The Kuhns found that as they bat-
tled to have Ellen accepted, school au-
thorities frequently treated them as
though they, too, were retarded.
“They’d talk down to us, and some-
times people even behaved as though
Down syndrome were contagious.
People are clearly fearful of something
they don’t understand. But then, you
know, I've just been through breast
cancer, and a lot of people behaved the
same way. One way or another, howev-
er, we Kuhns are survivors.”

In Honesdale High School Ellen
bloomed. At the Kuhns first meeting
with the principal and vice principal,
they were treated like dignitaries.
“Oh, the difference,” recalls Johnna,
smiling. “They seemed to recognize
that if Ellen did well there, it was a

" Where to Turn
 for Information

Down syndrome is the most
commonly occurring genetic “ac-
cident” in humans. It's estimat-

ed that the condition affects

some 300,000 Americans, and
occurs in one in 800-1,000 live
births, For more information or
educational referral services,
contact: * National Down Syn-
drome Society, 666 Broadway,

New York, NY 10012. Phone:

800-221-4602; Fax: 212-979-
2873; Web site: www.ndss.org
or ® The National Down
Syndrome Congress, 7000
Peachtree-Dunwoody Road, N.E.,
Building 5, Suite 100, Atlanta,
Georgia 30328, Phone: 800-232-
NDSC or 770-604-9500; e-mail:

. Ellen (center)
celebrates her

~ accomplishment
with fellow
graduates on
the day of her
high school
commencement.

Ellen could turn your mood
‘around. She has a talent for

bringing out the best in people.

feather in their cap, too. One teacher told us: ‘Whatever
you need, we're going to make it happen.’ Consequently,
Ellen loved her teachers.”

“We were always being told that when people were hav-
ing a horrible day, Ellen would come bopping into a class
and, with her wonderful social skills, just turn everyone’s
mood around. She has a talent for bringing out the best in
people. Ellen doesn’t think twice, for example, before giv-
ing a hug to the principal, or even to the tough teacher
everyone else is terrified of.”

Johnna says she tries not to wonder
why Ellen was born with a disability,
“but sometimes I think that her rea-
son for being here is her sunny dispo-
sition, her ability to make others feel
good about themselves. I think the
world is a better place, both for the
disabled and the rest of us, because of
her presence. I've learned a lot from
Ellen. And she still surprises us with
how much she can accomplish when
given the chance.”

Says Kathy Highhouse, one of
Ellen’s former teachers, “She’s a won-
derful kid. Everyone loves her. She
paved the way for a lot of children.”

Ellen isn't yet sure of her future
plans. Currently, she’s apprenticing in
a local restaurant, “to get a feel for the
workplace,” she says. “I've also been
promised a job at a supermarket. I'm
still not sure what [ want to do.” H

NDSCCENTER@aol.com
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