NEW LEASE OF LIFE

_ gAYS MERRY BARUA, DELIGHTED WHEN SHE
COULD COMMUNICATE WITH HER AUTISTIC CHILD.
PURABI SHRIDHAR MEETS A WOMAN WHO HAS
OFFERED HOPE TO OTHER MOTHERS LOCKED IN
SILENT COMBAT WITH A COMPLEX DISORDER

i M E R R I is a difficuke

live up to — since one's joys and
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sorrows visit us, unbidden. Merry
Barua,so christened because of her
sunny namare as 4 child, radiates a
rare vitality. For the last 25 years o
a0, she has been commuitted 1o the
needs of the autistic child after she
found our her own child was one,
Eowmnder of Acton for Autism [AFA),
Open Doors, a schonl for aundsm-
afflicred children, and now the
Mational Centre for Aurism, she
berrays no signs of any of the wear
and tear of such relentless care

2 giving, We mieet at Café Turde, a
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charming, spacious, 't".n|'1:|]1-.‘:L:||--kr\_.'h'
cafe in the Greater Kailash area of
South Delhi, whfere customers want
o linger languorously over their
cappuccinos even as Merry and 1 talk
about how life-changing problems
impelled her on her crusade to help
the autistie child.
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SIGNS THAT
WENT IGNORED
[t wis when he turned e that
Merry was given the chilling
diagriosis that Neera), her only child,
was antistic, The signs wete there
from the beginning, only she could
pot recognise them, She did a funle
round of paediatricians and
psychiatrists, who completely mssed
the condifion — autism was. 1ot
widely heard of in India 1n the lae
"T)s — and thought her SCHTS
problem was 1o do with a lack of
discipline. “We were waiting in the
lobby of a leading p.scdi.m'1|.|.ltl'~
chme in Keolkaea,” she recounts, “and
Meeraj was TUnning around like a
charged parncle, banging the door of
the paediatricin’s chamber with hss
body, When the doctor came out and
I spologised. he waneed w ko
why 1 didn't slap the child more, 1
never went back to him.”

There was no dearth of those

acitly implying thar Merrys
parenting skills were inadequate.
“Meeraj had no speech for a long
fme and everyone sand *pever mund.,
you were a late ralker’. He never
played with other children, nor sept
enough, barely three hours at night
and no nap in the day, He would mot
ear: take hours to have a boude of
milk. It was much later that 1 reahised
he had sensory problems.” There are
things in the house that bear the
ravages of mishandhng, suc h as the
battered phone or crockery regulardy
satling out of the windows of the
ground floor flat,

41 peeded to do something,” siys

Merry, remies

bering how desperate
she was for informanon upon
learning of the diagnos To bx

faced with 2 total vacuum |

disconcerung. | spent 3 m

haze." She b

Tl uciu..ﬂ.ll'lp‘_

feverishlv after 3 doctor friend frowm

sbroad wot her 2 book by Lorma
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Wing, 4 parent with an autistic child.
“Pio vou know most autistic services
in the world have been started by
parents?” The hook wis a basis on
which to hegin understanding the
complexity of the disorder rather
than have guilt induced by well-
meaning, but ignorant, friends, or
completely misguided teachers. A
home tutor sent o her by a sprcial
<«hool was actually thrashing her
child when she was not around,

Finally, her p;smst'akiug fact-finding

led her ta the school for children
with mental retardation, fu by the

Chrisoan M edical (?ul.i::g.;c,\-’cllmr. 1

was clutching at srraws.” shie says,

“hut when they sad 1 would have 1o

stay there with Neeeaj, 1 agreed.” 1t
was an 8 x 9-teet, frugally appoinited
roiom, with an tron bed, a kerosene
stove, a folding chair and table.
Merry stayed forr six months
“hecause they were truly wonderful
peaple’, and she was able o focus
complerely on her son. The

alwesiveness with which alie worked

hore fruit for he learnt peading wis
able o identify the entire colout
paletie, and 5o much else ] think
mothers, very often, through
sntuition, do the right thing,”

she concludes.

LIKE ‘RAIN MAN’

When the Baruas moved 1o Drelhn
thereafter — and another ‘regular
ehoal” — Meera, 11 by then, was
hecoming unmanageable and home
lifie increasmgly difficult. As a
journalise, Merry was writing in

NEWSpApErs [0 Create AWAreness about
utism, while the movie, Fain Mai',
was popular on the video circuit. She

pasted stickers on the videotipe,
giving information about her son

and secking companionship for han,

and put up posters, She was already
counseling families.

All the while, Merry had been
riading widely, corresponding with
schools abroad where autistic
children were being taught very
differendy. She decided to go to 2
school called Options, in

how muoch 1 valued his. If you love
someone vou have to let them know,
and that applies to all relutionships
After a year and a half, he was
ahwarbing everything like a sponge
It was then that Merry, whio s
lready bringug out 4 TagAzing,
opened her school, Open Poors, at
Vasant Kunj, beginning with two
crudents, Neeraj and a girl. She fomc
it was also essential to share
appropriate ways of teaching, and
that's how Action for Autsm (AFA)
was founded. Today, Open Doors has
&1, children in o day-programie and
40 in the outreach. Bince 20008,
Merry has had enormous success
with her Mother-Child programune,
where a mother is trained © work
with her child and others” children
tog, “Ohur aim i 10 CIipewer the
famikies and give them the required
tools to cope,” Merry explains,

And that’s how the national centre
camne about oo, We realised that
people needed a place to go to. We
want to work as a nodal agenicy, | Says
Merry, who holds workshops all over
the country, and notes with pride
that her programme has been
replicated in Muginbai, Goa and
Madhya Pradesh.

UNCONDITIONAL LOVE
Even as she ensured that ather
qutistic children and their families
had a place to mrn to, she learnt to
accept that Meera) wirald met be able
to keep up.“When you work
intensively with such Kidls, you realise
that they learn from the emaronment,
anel then have o be given OppOrIIes
. tg move into the mainstream,” she

Massachusetts, USA, where the points out, Neera) could not do this
reaching programes were hased on becawse he started Jate. *He 1 mldly
behavioural principles. Upon her autistic and works at our yocational
return, for ong-and-a-half years, she centre” What has seen her through it
worked exclusively with Neeraj. It A1l is her abiding faith. “1f 1 had o
irvolved staying awake mights, live muy life all over again,” says
rranscribing the tapes she had trom Merry, "1t would be with Meeraj, He
Oyptions, reading and rescarching. is the child | know and love. He is
Her effors were hugely successful. als ot the easiest young man 1o

1t was as if 1 had rediscovered my live with, but you can choose what
son " she says. 1 learnt to sy 1 lowe v make of life and T've learnt some
you' to him again, and let him know of lifie's best lessons from him.” 1]

THE OTHERS SAY

Shubhangl Valdya, scade rrvkcizn and
parent of nine-year-cid autistic boy.

Naew Dalhi

“My 50N was diagnosed with autism when
he was two-and-a-hall years pld and | was
referred to AFR, which was of greal
benalit to me. The most Impor tant thing |
|sarned is that autiam is not & huge
disaster.Itis 3 development disarder, and
that ultimately, the child is a chitd, and
autism comes later. | Jost my husband
three years ago, and through it all, the
AFA commisnity gave me immense
support. Tha AFA is me ant not just for
rehabilitation, but offers exte nded family
1.upp|.':|rt,.!1'|i£.51l'|q in today's urban context
The reason could be because AFAlsa
family-directed organisation, primarily
run by people who are parents, and all of
us belong to it.”

WACTHE IFORMATICHY G ACTAN FOR ALTISH G BIE DL AT oo, BT -nchavorg

FEMINA | DECEMEER, 6 2006 161

e ——



