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“When
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you just

from

disconnect

everything”

‘WHAT DOES LIFE LOOK LIKE TO AN AUTISTIC CHILD? HAPPY, SCARY,
AND VERY BUSY. TWELVE-YEAR-OLD TRISTAN SHARES A RARE
GLIMPSE OF THE WORLD THROUGH HIs EYES. By William Lychack

Tristan is young, but on the murky subject of
autism, he speaks with an uncommonly clear
voice. What’s more remarkable is that he speaks
at all. In 1994, when prospective parents Rob
and Trisha arrived in Kirov, Russia, the adop-
tion papers described a TK-month-old baby
with ataxic cerebral palsy, a cleft palate, respira-
tory infections; a baby who cried so hard he'd
suffered a hernia. For those first months in the
orphanage, Tristan had been restrained to his
bed, kept in a darkened room, and fed through a
rubber nipple. The authorities sped up his
departure, his father says, because “they
thought he was going to die before we could get
him out of the country.”

Back home in New York City, the family
entered a months-long whirlwind of hospitals,

22| LIFE JANUARY 20, 2006

surgeons, and specialists, well-meaning profes-
sionals who said that Tristan would never walk
or talk or function in any meaningful way. But
the family never gave up hope, never stopped
working, and eventually Tristan learned to
walk and talk and read and write. But as his
physical condition improved, it became clear
that Tristan was, in fact, autistic.

By some estimates, almost 2 million people
have some form of Autism Spectrum Disorder
in the United States alone. While no two autistic
children are exactly the same, most find them-
selves uneasy in the world, overstimulated and
uncomfortable in it. From Tristan’s first days of
kindergarten it was apparent that mainstream
schools would not work. He'd become over-
whelmed by the sensory stimulation in the
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‘ ‘ ‘When you’re inside

the autism, you just discon-
nect from everybody and
everything. You don’t pay
attention to anything. You
don’t feel anything. You just
stop feeling. I think it kind of
works like a tunnel, and
you’re inside, alone, all the
time. It’s like you’re in a tiny
little world somewhere,
somewhere else, and you can’t
really pay attention to any-
thing outside of that little
world anymore.

“Anyway, this is the south-
west corner of my room. The
light heats up everything after
lunch. Usually this is where
my plants are on the table. T
had a few things growing
until I decided to uproot them
because it was time for them
toleave. The curtain that you
see there is the games. We
cover the shelves so that we
don’t get distracted. The play-
room is where I play with my
volunteers and there’s no dis-
traction or anything.

“This is very, very impor-
tant. Say you’re out in the
park, there’s lots of carsand
sounds and colors and that
kind of stuff, but all you know
is that there’s so much to take
in. That’s why it’s hard to look
at anything, really. You can’t
look at people , because it feels
like you just get unconnected.”
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‘ ‘ ‘ Thisis my dad. Ireally like him, because he’s my dad. And my dad likes me. Any
other questions?”

classroom, lose control of his body and emotions, and
withdraw into himself.

After years of searching, Tristan’s family came
across the Son-Rise Program, an innovative, home-
based method of treating autism that uses the disorder’s
repetitive behaviors as a learning tool. Rather than try
to pull children out of their isolation, caregivers are
encouraged to join the child in that world. In an envi-
ronment as free of distractions as possible, therapeutic
work is conducted one-on-one in the form of play with
parents and teachers. As he has learned to cope in this
restricted environment, Tristan has been introduced to
increasing amounts of stimulation. He has a precocious
understanding of both his progress and his limitations.

His success has been remarkable. At 12 years old,
Tristan talks about leaving behind his diagnosis one
day. He knows that he’s lucky to be recovering, and
that he can help others. With that in mind, he agreed
to spend a day with a photographer and then describe
what he saw in each of these pictures. )

‘ ‘ Thisis meand Zana pretending to be
Emmaand Joe. Now, Emma loves Joe,and Joe
loves Emma. And there’s Charlie, who likes
Emma, but Emma does not like him. And there’s

Maria. Joe does not like Maria, but Maria likes Joe.
Emmaand Joeareat a restaurant, but we didn’t
know that the waitress was Maria.”

‘ ‘ This is a helicopter-car. You can
wind up the helicopter part, and then it
spins. Or if you want it on the ground,
you can just drive it around. I like that it’s
easy and fun to build. There’s an order to
it. I want to be an electrical engineer and
build this new invention.”




‘ ‘ Here we are, playing doctor. Mallory,
the duck, is sick, and we need to fix him.
Zana, my sister, is kind of grumpy in this
picture, because she’s not the doctor. Zana is
my best friend. She really doesn’t like me
being autistic. She wants me to stop being
autistic. She wants me to be in the world
with her.

“‘Autistic’ is when someone doesn’t com-
municate with you that much. You get out of
autism by listening. It’s work to listen, but
you have to keep working to get back out.
You have to figure out if you’re severe or
mild autistic—so there’s a spectrum. A ‘spec-
trum’ means that something is in between.
T’'m probably almost near mild now. And I
wasn’t ever, like, spinning things—plates or
sticks or anything—but I was definitely
throwing and kicking. That’s how autistic
people feel sometimes.

“I'm not in school because I can’t take
control of my body that much. It means I
cannot communicate with my body. Some
people get over autism. By playing with
them. Play helps you get in touch with other
people and things like that.”

‘ ‘ This is me doing judo.Idid it for probably a
year.Istill do Tae Kwon Do—I did it for threeyears,
even before my [Son Rise] program started. We’d
fight good against evil.”

‘ ‘ This is my dad putting me to sleep. I go to bed with my animals
just so they can keep me company. They help me dream. My best dream

was about a fire in an elevator. I was at school, in the elevator, and we were
stuck between floors with a fire outside. There was smoke and we were
trapped and I don’t know how but the firemen came and put the fire
out and let us down and down and down until we could get outside again.
It was a scary dream. Sometimes I dream I can fly. I fly far away.” @



