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The 1995 Persons with Disabilit

 REACHING OUT: A mother with
her 10-year-old autistic child

However; recent medical studies
puimmnmrﬂcmmpummtuf
autism -— people with autism appear
tn have an inborn genetic predisposi-
tlon to antism. (Four out of five autis-
ﬁcmﬂmnmhnr&}hlmtmm
now believe that sutism is the out-
come of the interaction of genes and
environmental offenders.

“The right question Mnﬂgiﬂ what |

environmental factors — chemical or
phﬁmmmmnmmmuim.
ing to autism in children who are ge-
netically susceplible to It,” Dr Tsaac
Pessah, a scientist at the University of
California, Davis, told The Telegraph.
“4 possitle answer may be the interac-
tion of several genes and several envi-
yonmental factors.”

There is evidence that many genes
are "utﬁm:iiﬂ'h"ﬂa’iﬁ‘&r" l
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n three months, Purnima Jain will
have fo start turning parents away.
Each month, typically 201040 parents
eall at the School of Hope, New Delhi,
that provides special education 1o
children with sutism, a disorder
marked by unusual behaviour and
lack of communication gkills, “We
want to maintain a teacher-student ratioof
13 and we're going to run out of space Very
soon,” says Jain, principal at the gchool
which moved into a new building just 10
months ago. “1 feel really bad for
the parents. There just aren't enough
schools for autistic children.”

Her plight stems from a steep rise in the
diagnosis of autism across India in recent
years, “The increase in autism we're wit-
nessing cannot he explained by befter de-
tection and awareness alone,” says Profes-
sor M.K.C. Nair, director of the Child De-
velopment Centre at the Medical College,
Trivandrum, and president of the Indian
Arademy of Paediatrics. A decade ago,
says Nair, his clinie would diagnose autism
in a single child once a month, Now, it typl-
eally diagnoses autism in perhaps 10 to 20
children each month,

Unlike in the US and some European
countries, there are no studies in India that
document the rise in autism. “But it is pos-
sible that what we're seeing in India re-
flects a global trend,” Dr Shobha Srinath,
head of child psychiatry at the National In-
stitute of Mental Health and Neuro-
seiences (NIMHANS) told The Telegraph.
In recent years, several studies in the 1S
and Europe have shown an unexplained
rige in the diagnosis of autism. In the US,
California researchers have recorded a
three-fold increase in autism over the past
fecades,

Doctors concede that part of the ob-
soryed rise in autism is also the result of
greater AWarengss among the public and

One in 500 Indian
stark figures brough

better diagnostic strategies. That ma
been brought about inlarge part by it
jobbying by parents-driven groups
tn sensitise the public and the gover:
to recognise autismasa probiem,
“There has been a sharp incre
awareness ahout autism,” says Srin
NIMHANS. But sometimes this lead
apcurate presumptions. When Ra
first played on Indian screens, hard
body in India knew much about @
But when Koi.. Mil Gaya was Ie
everybody thought — and mistaks
that ‘Rohit,' the character played
actor Hrithik Roshan, was autist
widespread speculation even HD
Roshan to deny that Rohit was gt

he presumed incidence of ;

one in 500 newborns, 0

intes into more than 20,0

cases of autismeach year It
staggering numbers alone that
ing doctors and parents.
frastructure to deliver
education for autistic
is woelully inadequa
Merry Barua, found
tor of Action For
(AFA), a _parent
gg@_u Based In New
volved in education,
and campaigning
rights of autistic
and adults.

Experts estimate!

are probably just 10 S
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at’s 20,000 new cases every y
gnosis and heightened awar

disabdlity certificates.

Disability in India
heen focused on physic
easy for most people t0
gomeons who is blind or
it's hard to understand
disorder — autism, in particular, because
of the highly uneven skills in autistic peo-
ple,” says Barua. An autistic child may be

able to write excellent
poetrs; but won't be
ghie to talk, Another
child may be able todo
a three-digit multipli-
cation in the head, but
won't be able to hold a
pencil Such variable
patterns make it hard
to evaluate and quan
tify autism — some
thing required by law
tn be labelled as adis-
ability A government
panel six years ARO
recommended

changes to the Disabil-
ities Act, but the law
hasn’t changed Yyet.
“Doctors appear to
have & time
recognising this as a
dizability™ says one
parent who, after sev-
eral frustrating weeks
at the All India Insti-
tute of Medical Sei-
ences, New Delhi, ac-

has traditionally
al disabilities, “If is
pmpathise with
who lacks limbs.
a developmental

intervention through the form of special
education and behavipur therapy can alter
the course of this disorder and can help
some children go to regular sehools and
gven get into mainstream life," says Sri-
sarly intervention hinges on

nath. But

rapid diagnosis.
Indrani Basu in

get the agonising d

here is no known cure for

Whot ; _
appearing notto hear, MDispiay-
ing no interest in playing with ehil-
dren of the same age.: :
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Caleutta still can't for-
ecade when she vizited

the best paediatri-
cians and psychia-
trists in town trying to
find out why her four-
year old son was dif-
ferent from other chil-
dren. She had noticed
that he had difficulty
following instructions
in class, and he didn't
appear to play enough.
One doctor censured
her for working, an-
ather blamed her for
pampering him, oth-
ers labelled him as
mentally retarded or
hyperactive. One psy-
chiatrist said he had
childhood schizophre
nia and prescribed
medication,

It was only when,
against the advice of
her Calcutta psyehia-
trist. Basu took her
gon to  NIMHANS,
Pangalore, in 1998 that
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ear. An alarming increase, or
eness? G.S. MUDUR finds out

levelz of alertness among parents as well as
doctors. A University of California, Los
Angeles, study on the diagnosis of autism
in India published earlier this year indi-
cates that parents in India notice some-
thing different about their child about six
tn 10 months later than has been found for
parents in the us.

«“Norms about child development are
eulturally shaped and impact on when a
symptom may be recognised as problemat-
ie.” UCLA psychiatrist Tamara Daley said
in her study published in Social Science
arnd Medicine. As a psychologist points out,
a child that keeps quiet without emotions
is sometimes interpreted asa ‘good child’.

gurvey conducted by the AFA inthe
late 19905 among 1000 paediatri-
cians across India revealed prevail-
ing misconceptions, Half of the
paediatricians wrongly believed that
gutism 1§ MOre COMIMOT AMONE high zocic-
economic families, that emotional factors
play a role, that it is caused by cold and re-
jecting parents — 3 decades-old theory that
was junked by professionals worldwide.
But things appear to be finally chang-
ing, though at a pace slower than desired.
[ast week's Union budget extended certain
tax pxemptions to people with autism.
Delhi chief minister Sheila Dixit 1aid the
foundation stone for a National Centre for
Autism in New Delhi, an AFA project that
will seek to extend education to a larger
number of autistic childrenas wall as train
more teachers.
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spectrum disorders. Pessah jg among
researcheds now scrambling to bin-
point ‘environmenial offe; rs' by in-
vestigating the conmection between
Benes and environmental faciors,
With colleagues at the UC Davis
School of Medicine, Pessih is seloct-
ing autistic children and non-autistic
children and examining their expo-
sure to a broad array of factars — in-
disstrial chemicals, CONSUMer prod-
ucts, illness of the mother
pPregmancy and of the baby after hirth,
drugs, vaccines, as well as diet.

The scientists will also seek out .

torrelations between possihle
ExXposure to such factors and F
the body's biochenistry,
While envirommentaj

Eactors have not been

ruled out, the president

of India’s pasdiatrc

community Dy

M.E.C. Nair has

asked doctors to

keep in mind a

Possille

assnciation

between

prolonged

EXpOSUre o

TV in children

below three

years of age,

absence of

ot causes of
autism, bt
could *maka
things worse® for
children with
inborn genetic
predisposition,

The concept of
cold parents,
sometimes dubbed g
‘refrigerator moms®
has long been
tiscounted as g
causative factor for
autism. “But it makes
Sense o sugpest that
such environmental

intérvention can :
mitigate some of the  MISTAK] 2D
soclal and mEN'ITn
communication

H in some
Ittistk:t:h[lﬂren " Hoi .. Mil Gayva

ration exrlusively in .'ﬁEE.
dren. “For a lang tme, autism ju=
wasn't on the government rada
screen,” says Barua. For instanes
the Persons with Disabilities Ac

passed in 1995 did not cover autism
and parents have found

it excruciatingly

difficult to get



b tﬁ' certifiad his autistic son as ‘mental
clisabled’,
: “Early intervention can be crucial in
. autism,” says Srinath at NIMHANS. Vital
t ‘wiring’ in the human brain oocurs in the
| [irst three years of life. Connections form
| between brain cells and some of this
i wiring influences the ability for social be-
| ‘Thaviour and communication skills. “Early

age 14 as having autism. If turned out to be
a relatively mild version of autism, some-
thing that might have been mitigated with
early intervention, But inthe absence of di-
agnosis for 10 vears, no early intervention
was possible. “Maybe it was because of
thelr lgnorance or lack of information, but
they messed up our lives,” says Basu.
Rapid diagnosis would require higher
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Thpm intezrate fntn tﬁe COMMUNIY” savs
Barua. At the foundation stone-laying func-
tion on Friday, Basu's son, now 21, sang-a
poem: So what the kell [ bite my hands/ How
I can be sirange in o srange mans iond’ |
Just dani't get your jokes/ Mindblind. Scme
times the colours can hurt/ I'm not really
certain why I flap the Bul it’s me_
you're with tonight/




