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With autism cases on the rise, experts are working
hard to unlock the mystery of this heartbreaking
disorder. And now, two moms who refused to accept
their sons’ limitations have startled scientists with
their breakthroughs ev Laurie brakE

It’s an unseasonably warm, sunny afl-
ternoon, and two boys are together
in an Austin, Texas, backyard,
though they are worids apart. Tito
Mukhopadhyay. 16, rocks back and
forth, flaps his hands and groans
softly, while Dov Shestack, 12, wan-
ders through the family garden,
squealing at a high pitch. Both suffer
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from severe autism, a developmental
disovder often characterized by un-
contrelled body movements and an
inability to communicate effectively
and form social relationships.

But in f{act, this scene is one of
opumism. That's because Tito and
Dov have been able to break through
some of the barriers thar conline
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“We're soul mates,”

says lversen (right), of
her dear friend and
colleague Mukhopadhyay

them, thanks 1o their exceptional
mothers. Launching into an im-
promptu language lesson, Soma
Mukhopadhyay, 42, hands her son a
laptop and asks him ro say hello 10 a
visitor. After awhile Tito types out,
“I feel lazy of writing,” but Mom will
have none of it.

Squirming, Tito responds to an in-
quiry about his native tongue: “I am
usually taking English as my lan-
guage although I am Bengali®

“Good, Tito!” says Mukhopa-
dhyay warmly, in the Brigsh-accented
English of her naove India.

Then she sets her sights on Dov.
“Dov, tell us about math,” she says,
only o be met with a sting of non-
sense words: “Alay alay alay alay!” She
leads hum to the laptop on the able.
“Dav, tell us about math.” Afier sever-
al minutes of encouragement, Dov
types out, “I am the math-loving per-
son.” Then Mukhopadhyay hands
him a laminated piece of paper with

numbers printed on it CONTINUED

PHOTCERARHE §



and says, “Four times two, point!” Dov's eyes, ob-
scured by long, dark lashes, dart around. “Come on!”
she says, and Dov places his finger on eight. “Now,
how many quarters make a dollar? Touch, touch!
Come on, Dov!” He touches four. “Good, Dov!”

Mukhapadhyay’s cheer 15 echoed by that of Dov's
mother, Portia Iversen, 50, who looks on with pride.
“For Dov to communicate this way is a wemendous
accomnplishment,” she says. The credit, Iversen adds,
belongs to her dear friend Mukhepadhyay. Unal re-
cently, many experts believed thar the rypical ourward
manifestations of severe autism—the head swiveling,
rocking and other repetiive movements; the impaired
language development and motor skills; the mabilicy
to make eve contact and relate to others—reflected sert-
ous emenonal and cognitive disorders.

Bur Mukhopadhyay turned the theory upside
down: Despite the newrological problems that cause
those behaviors, she argued. the autistic child’s zbil-
ity to feel, think and reason remains intact. The key
was [inding a teaching method to help them bypass
their “disobedient bodies,” as her son, Tuo, has de-
scribed it so they could communicate. Mukhopa-
dhyay did. And Iversen, through her nonprofit
foundation, Cure Autism Now (CAN), has raised
millions to fund research and teatment, including
Mukhopadhyay’s groundbreaking techniques. In the
process, they're offering new hope o parents who
were once told their children would be forever im-
prisoned by thelr dlness.

AN UNENDING MYSTERY

The women’s timing could not have been betrer.
Some 60 years after auosm was first idennfied, 1t re-
mains one of the most puzzling of childhood dis-
orders. Forty years ago, most studies estimated that
fewer than five of every 10,000 chuldren in the Unit-
ed States were autistic; most experts now agree that
the number has at least doubled, while some believe
that as many as one in 166 children have the disor-
der to some degree. Boys are four nmes more likely
than girls to be affected by 1t.

The reasons behind the rise in autsm cases re-
main unknown. Some say it's simply the result of
improved diagnostic techniques; others have ex-
plored links to environmental pollutants and food
additives, though scienafic studies have not proved
any such connection. Just a few months after the In-
stitute of Medicine rejected a link between child-
hood wvaccines and autisin last year, a new study



found that a mercury preservative

used in vacones can cause putism-

like symptoms in mice. Rescavchers
Y

venelic rools: Linst

are looking [or

[uly, the N ;(II'.l:lI. Mllignce [on
Autism Research announced o was
sponsoving 1,500
Camilies witl at least two anbsdc chil-
dren (o see il DNA muiations play a
role. The latest rescarch oue of the
University of California. San Diego
sugeests aulism may be caused by

a study imvolving

abnormally rapid brain growth dur-
g infancy, resulting m other anom-
alies chat affect the ability to process
emotional and sensory information.
That may help explain why the dis-
order is rarcly detected in children
younger thao 2 years ol ape.
Whatever its cause, there 13 cur-
vently no cure, only therapy, to

doctors told me—or could he be as
Lright as I dare to believe?'” She
read Charvles Dickens and Mark
Tiwain to her son and began teaching
him numbers and letters. By age 4,
with a pencil ued o his hand (he
didn't have the motor skills to hold
one}, Tite was scribbling and
spelling; a few years later, he was
writing poetry and prose—about na-
wre, loneliness and pain.

In earty 1999, Tiio’s accomplish-
ments caught the attention of a visi-
tor to India [rom Britain’s National
Aunisuc Society. The group spon-
sorced a visit to London, where mem-
bers were astonished to discover that
the 10-year-old had an [Q of 185.
Since hie is nonverbal, Tito had to
point or wnite his answers on a stan-
cardhzed test.

which Mukhopadhyay's in
methods age an invaluable addinon—
and all the more striking because she
15 ot a medical expert of any kind.
‘She has provided another wuy to
probe whal nonresponsive autistic
children do and don't know, under-
stand and experience.” says Michael
Merzenich, Ph.D.. a neuroscientst al
the University of California, San
Francisco who specializes in the de-
velopment of children’s behavioral
abilities. “Her strategy cao help these
kids engage with the world they live
in, and the people who love them.”

NEVER GIVING UP
Sitting on the porch of her red-brick
house, Portia Fversen muses on how
fate brought the two mothers togeth-
er. “We come from different uni-

When Iversen heard about Tito
through her colleagues ar CAN, her
own hopes were buoyed that Dov’s
mind could be similarly awakened.
she had quit her job as a screenwiiter
and feunded the organization with
her husband, Jonathan Shestack, a
film producer, soon after Dov was di-
agnosed with severe autism at age 2.
[versen arranged for Tito and his
mother to pardcipate in a CAN con-
[erence in Northern California in ear-
Iy 2000, As Tito responded to her
questions by poinung to letters and
by handwriting, Dr. Merzenich, who
was n the audience, was stunned: “I
was amazed that a child who would
normaily have been regarded as re-
tarded revealed such knowledge and
ability)” he says. “Soma had opencd
the puzzle box, and there were re-

bur we're soul mates,” shie

verses,

says, glancing across the yard at

Mukh

is draped, as wsual, by o raditiona

.ll'l.'l.".'.'i:-' whose petite trame

Indian sari. “We're both extremcly
stubborn, and we refised o give up
om our children—that's why we inet”
Mukhopatthyay had complered o
graduate degree in chemistry i Ban-
galore, in southern India, and her
husband. Ram Gopal, was working
as a chemical engineer when thew
only child, Tito, was diagnosed with
severe autism at age 3.

The Loddler was mute and wiih-
drawn yet capable of arranging
matchsticks in elaborate paticrns—
and it was in that ability that
Mukhopadhyay saw a glimmer of
hope. “I asked myself. ‘Is he really
the oo

as hopcless as INVED

markable tdungs inside

Tor the next 18 monrbs. he and a
tecam ol resemchers at UCSTF tested
and interviewed Tito. who was able

to describe his condition in preaise,
heartrending and extended detail.



Asked why he constantly rocks and
spins and flaps his hands, Tito
replied thae he can't feel his body un-
less it's moving. The reason he has
trouble maintaining eye conlact, he
explained, is that he can't always see

and hear at the same time. To re-
searchers, his answers were revela-
tory—and confirmed theories that
damaged brain circuits in severe
autistes make them incapable of pro-
cessing sight, wuch, sound and

Opposite page: “If you read Tito’s
poems,” says his mother, “every
emotion—from sadness to joy—is
mentioned.” This page: “Dov

likes to brag that he’s more into
girls than Tito is,” says Iversen

movement normally; the resule is
chronic sensory overload, which pre-
vents them from drawing together
informacion in a coherent way,

BREAKING BARRIERS
While researvchers were studying
Tito, Iversen asked Mukhopadbyay
if she would work with Dov. “We
didn’t have any greal expectalions,
since she had never raughr anyone
but Tito and had worked with him
for years,” says Iversen. Buc after
only a month and a half of one or
two 30-minute lessons a week,

the boy was able to  continuin



communicate by typing on a key-
bouard. “He was nowhere as good
as Tito, but I saw what he and
other severely autistic kids could
become," says Iversen. Soon there-
after, CAN offered Mukhopadhyay
a lellowship to teach Dov and nine
of his classmates at the Carousel
Schiool, a private institution for spe-
cial-needs children in Los Angeles.
During that year, Mukhopa-
dhyay honed her teaching tech-
nique, which she calls the Rapid
Prompting Method (RPM). Pre-
suming a student’s competence and
comprehension are at or near age
or grade level, RPM does not try
to modify behavior with reward
and punishment. Instead, Mukho-
padhyay makes one or two instrue-
tiomal statements, then follows up
with a question and asks for an im-
mediate response, prompting the
child if necessary. Speed is key be-
cause it helps the child bypass the
impulsive behavior that might ath-

erwise distract him. “The goal is
not to frustrate the child through
another failure,” Mukhopadhyay
explains, “so the prompts have to
be specifically tailored to the stu-
dent—for some, it may be a hand
movement, a gentle squeeze on the
arm, a tap on the desk.”

Dov and his classmates all pro-
gressed from preschool level o just
below their respective grade levels
within a year. The success led CAN
to sponsor Mukhopadhyay and
Tito’s move to the United States in
July 2001 so she could weach RPM
to others. Mukhopadhyay, whose
methods have already been adopred
by schools in San Francisco and
Philadelphia, continues to hold
RPM workshops through her own
nonprofit organization, Helping
Autism through Learning and Out-
reach (HALO).

PROFOUND REWARDS

For both women, the days are long
and demanding. When Mukhopa-
dhyay comes home from her work
at HALO (www.halo-soma.org, or
A66-465-9595) and Tite [rom
school, he's usually eager to go out
again, “Tito likes to go shopping
and makes these big lists—Tic Tacs,
candy, bar soaps and so on,” she
says. He also enjoys riding on bus-
es, trains and escalators. "It's the
movement he eraves” says Mukho-
padhyay. “We'll go to the mall just
so he ean ride up and down the
escalators.” After their field trips,
she fixes dinner, then instructs him
in the three R's before helping him
reply to the many letters and e-mail
he receives. Tito sometimes watch-
cs TV, “but he cannot keep eye
contact for long,” says Mukho-
padhyay, “so he'd rather listen w
the radio.”

Iversen, who works full time
at home for CAN  conmvun



[ cureanftsmnon.org, or 888-8.
AUTISM), rypically vises a1 5 AM. to
get a head start before Dov, sister
Minam, 11, and brother Gabriel, 7,
get up around 7 Dev has o fullame
aide, but Iversen still finds dressing,
feeding and driving him wo school dif:
ficult and time-consuming. In the
evenings she helps the vounger kids
with homework, reads o Doy, and
makes sure there's lots of cuddling,
He still struggles with such move-
ments as tving his shoes, running,
caching a ball, and giving a hug. But
unlike many autistic children, “he has
always loved being held and vocked)”
she says, “It ealms him.”

Life can sometimes be over-
whelming, but neither woman ever
despairs, “1 do miss India,” says
Mukhopadhyay, “but 1 sce a beuer
future for “Tieo here, and 1 feel ful-
filled teaching other children and
uncovering their potential.” Her
husband, who now visits for a few
months every vear, plans 1o move
to the United Sties once Mukho-
padhyay, wha has applicd for resi-
dent alien stius, receives her green
card, Iversen, ton, savs that work
keeps her going,

And the bovs continue to thrive,
Tito now attends a school that
locuses on living and social skills,
not academics, *Sill, every day we
practice speech and work on hand
contral” says Mukhopadhyay, “For
example, Ill ask him 10 questions,
like “Whint elay is it In the begin:
ning, he would answer ‘Sa-tuh-day,
but now he has learned w say *Sar-
urday’ all wogether, Then we work
on hand control with linde plastic
animals, T'll tell him, ‘Pick up the
green dinosaur and put it between
the two horses.” Then 1 build on
that and continue o make the in-
structions faster and fuster so he
has 1w follow several commands ar
a tme.”

Dov, who still atends Carousel,
i also paining more physical con-
trol—even enough to give his par-
ents a peck on the cheek. “The
goal now is to get him to tvpe as
fast as Tio can on the kevboard.”
says Iversen. “He has made prog-
ress, but not without an incredibile
amount of effort and patience on
his pari—and ours” The rewards.
though. are profound. Since Dov
learned to communicate by spelling
words on an alphabet board three
vears ago—he points o the letters—
he has been able w play with his
siblings. “They even include him
in their Kids Club, holding secret
meetings where they converse with
Dov for as long as 45 minutes at a
time,” says Iversen. “My hushand
and T just can't stand not knowing
what he's saying in there!”

Il the women have one regret, it is
this=that Tito and Dov, whe have so
much in common, will never really
be friends. “Because they're both so
out of syne with their environment,
there's almost no way for them 1o
relate 1o each other when thev're
together,” says Iversen, who sces
Mukhopadhyay every few months,
“sull, Tho is a big role model for
Do, but Dow likes 1o brag that he's
mone American and more iterested
in girls and clehes!”

The twa [riends laugh. then
reach out o cuddle their sans,
“Tito does allow me to hug him
when he's open to touch, but some-
times he's now” Mukhopadhyay
explains. Then comes another
blessing. For the first time that afier-
noon, Tito and Dov actually sit
still=and by doing so, seem o give
back the love their mothers have

showered upon them. &

Connect with other
spacial-needs moms at
whanw. lhl.com/parentcornar
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