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PAGE ONE
When a family is gifted with a child with special needs,

Therapy Course, and the upcoming South Asian
Conference and Post Conference Workshop on TEACCH
in January. We also start a partnership with another
wonderful organisation, AACTION Autism, in the USA.

the family is mostly able to access a few programs and
services to help and teach the child. There are also
counsellors and training programs available to help the
parents. But, in India at least, there is little if anything
for siblings. This issue is a tribute to siblings: that oft
neglected part of the family who often, unwittingly, play
such an amazing role in helping children with special
needs reach their full potential. We asked siblings to
send in their thoughts. Some of the offerings from little
ones are incredibly insightful.

We can no longer work in our little islands. The world is a
global village, and our work cannot be restricted by
geographical borders.
AFA has constantly striven to evolve methodologies
that would be current and most helpful for our children.
For some years we have tried to develop a combination
of verbal behaviour and structured teaching. In my
travels in the USA this summer it was incredibly
exciting, for the first time, to chance upon schools that
use just such a combination with confidence and
success. A reiteration that we too are on the right
track: which makes all our hard work worthwhile.

This has been an eventful quarter at the National
Centre. Action For Autism (AFA) and those working
with or associated with AFA have won various awards
and recognition in the past. In July, I was chosen, along
with a few others, to receive the Heartspring Award for
Innovation and Creativity in Special Education. Open
Door School also became a sister school with
Heartspring School in the USA. All this in the middle of
a summer camp, the planning for the launch of a Music

I N

Exciting times ahead as we evolve and nurture the
National Centre for Autism!

M E M O R I A M

Rohan Sonalkar
In December 2001 Action
For Autism initiated the
launch of AUTISM WEEK,
now observed as AUTISM
MONTH across the
subcontinent. That
inaugural year we
observed the week with a
series of events including
a hugely successful art
show Views from Planet
Autism at an art gallery
at the India Habitat
Centre. We were privileged
to host a number of

talented artists on the Spectrum from across India.
A memorable one was Rohan Sonalkar. We were
enchanted by Rohans work: his bold use of colour and
the vividness of his canvases. I was fortunate later to
visit Rohan at his home in Pune, and have breakfast
sitting out in the garden with him and his wonderful
family.
In March this year we suddenly lost Rohan after a brief
illness. His family who ensured that Rohan has every
opportunity to grow and develop his talent now want to
start a small column to share their experiences on life
with Rohan, which they hope will act as a motivator for
parents of many other Rohans across the country. His
sister-in-law Jahnavi starts the column with this issue.
1
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My Brother Has Autism
( or my sister)
"You too are a valuable, developing individual human being. You too need to be recognized, to be loved and develop
into the best person you can be. Your brother or sister with handicap needs to experience the most robust, risky, roughbut-kind interactions with you that he or she can tolerate-as close to normal sibling relationships as possible."
 Robert Perske 1981

Changing family scenario

Above all, as young children they learn to play among
themselves forming the first close social network of life.
As siblings grow and mature, they may become many
things to each other  teacher, friend, companion,
follower, protector, enemy, competitor, confidant, and
role model.

In these the early years of the 21 century, society is
going through accelerated changes. These changes
understandably manifest in family structures and
systems. Family size is decreasing. Couples plan their
children: they plan fewer children, and have them closer
spaced. The typical Indian joint and extended families
are giving way to nuclear families.
st

WITH the support system and the social possibilities of
the extended family no longer available,
FURTHER, with changing economic possibilities,
interdependency between siblings often become more
families exhibit greater mobility than ever before, with
intense. At the same time, without the distractions of the
families often relocating to
extended family, there is a
a new place, and thereby a
sharper parental focus on
new neighborhood, a new
children. In addition when
Many siblings have shared that their
social set up, a new schools
family mobility leads to
brother or sister with a disability actually
for the children with new
difficulties in developing
groomed them to be better Human Beings
classmates and new
new relationships outside the
with qualities like unconditional love,
adjustments. Parents as
house, siblings come to rely
well as children have to go
more on each other. Or with
patience, empathy and generosity.
through the process of
both parents away at work
adjustment. In addition,
and not easily available to
more and more mothers are seeking work outside the
them as in the past, children tend to turn to each other
home.
and especially for emotional support.
WHILE families are driven by these compulsions of our
times, these cannot but have an impact on all
interpersonal relationships within the family, including
relationships between siblings. Sibling relationships after
all have a critical role to play in the family. In the
individuals early years, siblings act as social agents.
They provide the first peer interactions within the home
and this forms the basis of later learning and personality
formation. In any family, each sibling, and each
relationship that siblings have, is unique, important and
special. This relationship with its emotional and
physical contents influences the individuals
personalities and has an impact throughout life. Brothers
and sisters provide each other with an exposure to
opportunities for sharing, expressing feelings,
compromising, and understanding mutual collaboration.

LET us look at families where the changing dynamics
are further impacted by the presence of members who
have a disability and in particular a socially complex
condition like autism.

Growing up with a sibling with special needs

At a conservative estimate there are 60 million
individuals with a disability in India. Of these at least
four million are individuals with autism. Many of these
individuals have a brother or a sister WITHOUT autism.
What has been, and is, the impact on these brothers and
sisters of growing up with a sibling with autism?
Each of us after all is shaped by the environment we
grow up in: the early death of a parent, parents getting
divorced, a mother who is a poet, a resident grandmother
with Alzheimers, a father with a drinking problem.
2
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Similarly, having a sibling with special needs cannot but
affect the person we become and the way we view
ourselves.

their special needs sibling flow from parental example.
Whether parents view the disability as tragic, or view it
with acceptance, will all influence their childrens views.
A brother or a sister will feel comfortable and accepting
when he or she has grown up in an atmosphere of
happiness and acceptance. Parents who believe that the
special child is not a burden or a source of stress, who
try to enjoy life as any other family, can create a happy
environment within the family that enable the other
children to be accepting too. When parents display pity,
disgust, irritation, or anger, towards the child with a
special need, that colours the attitudes of the nondisabled sibling. How parents handle the situation of
special needs in the family will determine how their
children handle the situation.

VERY young children are often very may be accepting,
since their siblings special needs is all that they know
and all that they grow up with. This is the stage when
much of the childs attitudes towards the sibling with a
special need is shaped by parental attitudes. Where
parental attitudes are one of comfort and acceptance,
children too hold similar views. But as children venture
outside the home, they may encounter teasing from other
children and become more conscious about their
siblings differences. They may become anxious and
worried sometimes wondering whether they may have
caused their siblings condition, or whether they may
also catch the disorder. They may also resent the time
and attention their parents give to the sibling with a
handicap and feel neglected or even rejected. Children
may wonder what is wrong with them that their parents
love their sister or brother with a disability more.
Feelings of jealousy or loneliness can arise.

HAVING a child with special needs in the family can
strengthen parental bonds. However, it can also strain a
marriage. In India, the opinion of the extended family,
on a range of issues such as the cause of the disability
and how that child should be brought up, can all put
additional pressure on the family unit. Pressures in the
work place, health issues, lack of adequate support
services, can all throw up challenges. Any or all of these
cannot but impact on the children.

ADOLESCENCE is a difficult age for any of us. The
insecurities of the age drive adolescents to try very hard
to fit in, to act and dress in the right way. As a result
adolescents may experience embarrassment of the
autistic siblings behavior or appearance. They may
avoid contact with others, or not invite their friends
home, and be embarrassed or ashamed that their friends
may come to know of their autistic sibling. They may
not want to participate in social activities for the same
reason. Often there is also resentment that the sibling
gets away with murder or why cant I do that? or why
must I have to do this when he does not? They may
resent the caregiving responsibilities that they are made
to take on, and worry that they might have to look after
special needs siblings after their parents death.

DIFFERENT families will of course deal differently
with the scenario of having a child with special needs in
the family. Sometimes the requirements of the child with
special needs might take over the entire family and
dictate their entire life. What they eat, where they go,
what they do, the familys time money, resources, all go
into caring for the special child, often to the neglect of
the needs of the typically developing children. At the
other extreme, the regular siblings can become the focus
and the receptacle of all the parents expectations. They
are expected to excel at everything to almost make up for
their special needs sibling. There is parental pressure on
the regular child to over achieve and over compensate.

AS children enter adulthood, sibling concerns revolve
more around the future and what would become of their
brother or sister with a disability. There are concerns
about how the people they socialize with, date, and later
marry will accept their sibling with special needs.
Additional issues faced by young adults may include
genetic counseling when planning their own families,
and coping with anxiety about future responsibilities.

PARENTS may often expect the sibling to take care of
the child with special needs well beyond the typical
demands of sibship. There is additional pressure where
the sibling is female, or where the typically developing
sibling is older.
IN India there are families where after a child has
received a diagnosis of special needs, couples go in for a
second child primarily to have a caregiver for the first.
The expectations of the second child, right from its birth,
are that she or he will take care of their special needs

Parental/family influences on sibling relationships
As mentioned earlier, the perceptions and attitudes,
beliefs and opinions, of non-disabled siblings towards

3

AUTISM NETWORK: VOL 2 ISSUE 2 ~ AUGUST 2007

sibling for the rest of their lives. The pressures of such
expectations and the stresses, resentment, anger, to guilt
for wanting a life of their own, that these give rise to can
often be extreme.

important. When explaining the childs autism to the
sibling it is best not to give too much information to a
small child, which might just confuse the child. Neither
does information have to be given at one solemn sit
down major event, but through lived experiences  when
the child with special needs does not play with his
sibling, when he has difficulties with sleep, when a visit
to a special needs school is planned, and so on. It is also
important to be aware that the typically developing child
understands the information being given.
(to be continued in the next issue)

Facilitating positive sibling relationships
Having a child with autism impacts on the entire family.
One cannot hide, or protect the other children from the
knowledge that their sibling has autism. Besides, hiding
the information sends out a message of negative
judgments about the condition. Hence disclosure is

ROHAN'S

COLUMN

Memories of a

Brother-in-Law

Janhavi Sonalkar
After my marriage I entered a new world full of
surprises. I adjusted quickly to my new home:
undemanding, not too many restrictions to follow, and
not too many questions to answer. Yet, before the
wedding I had often sensed an unspoken question in the
minds of many people. How will you adjust to Rohan,
your brother-in-law?

to watch him greet people with an enthusiasm and
intensity that never changed for anyone irrespective of
the class, the degree of relation, or friendship. Many a
day I would find myself sitting at the dining table and
singing songs with him as if we were kids in the midst
of our summer vacations. And then quickly pretending
to be in depths of meaningful conversations as we
sensed my father-in-law approaching. This was on
Rohans good days. He had his good days and his bad
days and we learnt to respond accordingly.

As part of my internship as a counselor in the making, I
had worked with individuals with autism. But obviously
never before had I a 24/7 experience with them. Now at
22, married to Rohans brother, here was my opportunity
to do so. I did have a few fears of how I would adjust to
him, and more, how Rohan would adjust to another
person living under the same roof!
As time passed and I interacted with him I realized that
he was somebody who was much more than I had
expected. All of 33 years of age, six feet tall , heavily
built and aristocratically dressed, Rohan came to be my
gentle giant and who with time came to occupy a deep
niche in my heart; from whom I learnt a lot of things;
and who made us all smile, laugh, and think. The Rohan
I got to know was also someone who had no
expectations from anyone around and was selfless in
doing things for others.

Rohan loved to sing and paint, both with the same
intensity. With eight art exhibitions behind him, he tops
my list of being the artist portraying splendid honesty
and innocence in his paintings. From Rohan I got to
learn the meaning of the word patience, as I watched
him painstakingly sketch thousands of lines that made
up a sea. Rohan has made me patient, flexible and
sensitive. He taught me to let go off my pretensions and
inhibitions. He taught me that life will not always be the
way you want it to be, that life may not follow the paths
which we choose to walk on. He taught me to respect
wherever my life takes me. And moreover, he taught me
that if I with my autsim can be happy, then why do you
the so-called normal always have something to be
unhappy about?

Rohan liked to be perfect, which manifested in the round
omelettes he made for himself every morning to the
making of his own bed at night. It was always amazing

He touched a lot of hearts, made a lot of people smile,
yet in many ways, Rohan will always remain an enigma
and a mystery.
4
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SUJIT
By Susmita Kurup
Susmita is 19 and doing her Computer Science Engineering at Thiruvananthapuram

I

had always wanted a younger sibling. Because most of
my friends had one. I thought, wouldnt it be fun to have
someone to play with, have silly fights with, go to
school with and dont tell my mother this, but also
someone to boss around as an elder sister!

thought that Jeetu should have started saying at least a
few words by now had crossed her mind before.
THE next couple of years are a haze to me. It mostly
consisted of taking Jeetu from one hospital to another,
one doctor to another. It wasnt a very pleasant
experience for any of us. One incident stands out
poignantly in my memory.

IF you ask my parents, theyll tell you how much I
pestered them about it. And finally I was holding a baby
brother in my arms (albeit a bit awkwardly) as my
seventh birthday present. I suggested we name him
Subhash but thank God my mother didnt listen to me.
She decided on Sujit and we all stuck with that.

THE doctors are saying hes partly MR and partly
autistic. My mother told me, when she came back after
an appointment with a doctor in a reputed hospital.

INITIALLY, my seven-year-old mind was very
disappointed. Baby Sujit, or Jeetu as we all
affectionately call him, didnt talk, didnt walk, didnt
even giggle when I tickled him. Whats the point of
having a brother when all he does is cry and drink milk?

I frowned. Is it possible for someone to be partly MR?
And what is autistic?
AT that moment I had no idea that the word autistic
was going to become so integral to my life. I hadnt even
heard of that word before.

BE patient. Hes too small. You can play with him
when hes grown up a bit. My mother would tell me.

WHILE my parents were leaving no stone unturned in
trying to find Jeetus problem, Jeetu himself was starting
to show changes in his behaviour. He was becoming
really naughty, or hyperactive as the doctors put it. He
loved jumping, swinging, running, climbing onto the
highest places, breaking things. But he excluded me and
everyone out of it. He was always lost in his own world.

SO I waited. And before I realized it, baby Jeetu had
grown into the cutest little 2-year-old. Ive lost count of
the number of times Ive pulled his cheeks and pulled
him into a hug because I couldnt resist his cuteness and
his smile. Ask anyone who knows Jeetu and theyll tell
you what a beautiful smile he has.

DURING my vacations in 6th standard, we went to
Bangalore. My parents wanted to take Jeetu to an
institute there. It was there that the doctors diagnosed
him as moderately autistic.

I was in the fifth standard when one of my friends told
me about her little brother. Hes so cute! Especially
when he calls me didi! She said.
OH, I have a little brother too. Hes also very sweet!
But he hasnt started talking yet. I said.

AUTISM isnt very common, Id been told, and even
doctors didnt know about it. That fact used to hurt me
even more. Why me? Why did it have to be my brother?

REALLY? Your brother must be very small then. Mine
is only 18 months old.

THIS is all my fault, I used to think. If I hadnt
insisted for a sibling none of this would have ever
happened.

18 months? I quickly calculated  that would mean 1 &
½ years. Jeetu was 2. Immediately I felt indignation.
That was not fair! Why should her brother start talking
earlier than mine? After reaching home I told my mother
about it. She just gave me a worried look. Obviously, the

I slowly started detaching myself from Jeetu. I was sad,
upset, disappointed and most of all embarrassed. I didnt
tell my friends about his condition, never used to even
5
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mention him. When they would ask me about him, I
would answer with a cursory Hes okay

something and would watch me with rapt concentration.
He also loves music. If you play his select favourite
songs, hell sit still and listen for hours. Hes a big fan of
A.R.Rehman and Himesh Reshammiya. He likes to hear
me sing. My mother would tell you what a horrible
singer I am. Jeetu, however, seems to think otherwise.

BUT my mother is a dedicated woman. Where my father
and I had given up hope, she strove on getting her
hands on any information regarding autism, desperately
trying to reach anyone who could help Jeetu. Coming
across AFA was a huge leap for her and for Jeetu.

SLOWLY he got over his pressure cooker obsession and
got a new one  spoons! He used to continuously tap the
spoon on the table and floor and I found that even more
annoying. Again, he sensed my annoyance and started
doing it more.

JEETU was five when he started going to a special
school and at the same time going for intervention to
AFA. My parents also arranged an Occupational
Therapist for him.

ONE day, I was in a particularly foul mood and I
snatched the spoon from him when he started tapping
incessantly. Jeetu! Stop it! I yelled at him.

HEs improving Mitu, cant you see? My mother
would tell me. If we all work with him, hell improve
much more. Maybe hell even become normal!
I remained skeptical then. But I couldnt help noticing
the differences either.

HE looked at me and shouted Jeetu! back at me.
IMAGINE my surprise. It was the first time he had said
something legible in response. Didi. I corrected him.

THE previously indifferent Jeetu had become a very
affectionate boy. He loved to be hugged and kissed (still
does) when earlier, he used to push everyone away. He
also started writing English alphabets, although that fact
turned out pretty bad for the walls of our house.

DIDI. He repeated.
NEEDLESS to say, I was thrilled! Since that day, Jeetu,
who never used to speak anything other than
unintelligible sounds, started parroting words. It was a
huge milestone for all of us. And Im proud to say that I
caused it (even though it was an accident)!

HE didnt like to play like other kids of his age. But he
had a different way of playing. For some reason, he had
a huge fascination for kitchen utensils, especially
pressure cookers and mixers. He would pick up the
pressure cooker, place it on a table and stare at it from
all possible angles for hours! I used to find that odd
about him, but slowly I started finding it endearing.

JEETU will be stepping into teens this August while Ill
be stepping out. Despite this sizable age gap and his
condition, along the years weve come to share a close
brother-sister bond, unlike any other. Our bond has to be
different, because Jeetu is different. (My mother wont
agree with me on this, but Jeetu is most obedient with
me than anyone else!)

HE also made these odd, strange sounds. The loudness
varied with his moods. I used to find that a very
annoying habit and sensing my annoyance he started
doing it more. In fact he loved annoying me in all ways.
He would scribble over my homework so that I would
have to do it all over again. He would snatch my Harry
Potter book from me and run away giggling. I regret
scolding him then because now as I think back, that was
so adorable of him! He was trying to get my attention!

THE closeness we share never impressed upon me, until
I had to move 3000 miles away to do my engineering. I
probably used to take it for granted as I was the one who
spent the most amount of time with Jeetu. Even now as
Im typing, I miss Jeetu so much. I never realized how
much he missed me too till I went to Delhi for my
Christmas vacation last year. He wouldnt let go of me.

I started realizing what a bad sister I had been. I was
ignoring my brother because hes abnormal. But I soon
realized hes not abnormal. Hes special. Hes different.

LAST year, when I went to my new college my new
friends asked me if I had any siblings, I replied, Yes, I
have a brother. His name is Sujit but I call him Jeetu.
Hes 12 years old and hes autistic. But hes the most
adorable and most loving brother youll ever find.

JEETU loves a lot of things that other kids would find
silly. For instance, he loves watching me draw, with a
fascination for trees. He would insist that I draw
6
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MY BROTHER VISHU

I love him most when I wake up in the morning and find
him cuddled close against me with one leg thrown over my
waist and his head on my chest. I enjoy going for a stroll
and having a snack with him every evening and playing on
the computer. I wish I could take him out to play with my
friends, but due to his habit of running away I cant do so.

Vibhu Pratyush
Vibhu is 12 and studies in Class VII,
Mothers International School, New Delhi
Email: vibhu.pratyush@rediffmail.com

HE has changed a lot in the last five or six years. He was
terrified of Diwali but now he is getting used to it and we
can celebrate Diwali again. His favourite festival is Holi
and he goes crazy playing with colours and water. He loves
going out with me and Mummy, eating out and meeting
friends. He loves doing art and craft and doesnt let anyone
touch his scissors, not even Mummy.

My brother Vishu is 10 years old. Being only two years

younger to me I cant remember a time he wasnt there.
Since we have always been so close I understand him very
well and never feel sad that he is autistic. At times I do feel
embarrassed when he misbehaves in public and I do scold
him for doing so, but my love never reduced for him.

VISHU has changed my life as he has in some way or the
other made me aware of the problems of disabled people.
I realise how difficult it must be for him to cope with the
world and the social rules and regulations. I think the spirit
he has of always being happy and loving us no matter what
happens is something normal people should learn from
him. He may be autistic but first and foremost he is my
brother and I will always ensure that he is happy and safe.

LET me describe Vishu a little. He is tall, thin, fair, with
skinny legs and matchstick like fingers. Big shining black
eyes full of innocence and a big, sweet smile which shows
his big rabbit-like teeth. He is like an Angel when happy
but worse than a devil, screaming and shouting and driving
everyone crazy, when angry.

BHARAT

towards differently abled people and has taught me to not
sympathize with them but to respect them and treat them as
I would any other person. I also realized early on that
Bharat was more skilled in some ways than many others.
And I gradually developed the ability to appreciate those
skills while overlooking the lack of others. For example,
Bharat has a good ear for music and would often help me
complete tunes that I was having a hard time remembering!

Padmavathi Sundar
Padmavathi is Bharats elder sister and lives in
the USA

A

utism  we did not realize what Bharat, now twenty six
years old, had was this, when we first suspected that he
may not be normal. This was when he was three years
old. We were a little concerned that he did not talk like a
cousin his age did or as I had when I was that age, but
attributed it to minor development delays. After two years
of multiple visits to neurologists, pediatricians and special
educators, Bharat was diagnosed with autism.

NOW that Bharat is an adult, it has become increasingly
important for him to be independent and to be able to
perform activities of daily living. I have been living away
from him in the US but I am told that he is able to perform
these activities satisfactorily. And he is blessed to have
been born in a country like India where the constant
companionship of neighbors and relatives gives him the
opportunity to constantly develop his communication skills
and to feel emotionally connected.

WE were devastated. When Bharat was born I was jealous
of all the attention he got but as a ten year old I missed
having a baby brother to play and interact with. I felt anger
and embarrassment when children playing on the street
made fun of him and his unusual mannerisms. Most of all I
felt frustrated when we seemed unable to help him develop,
despite numerous interventions via a special educator and
homeopathic medicines.

TODAY, I am a mother of a one year old and am looking
forward to helping foster a warm relationship between my
son and his mama who lives 10,000 miles away!
AUTISM is now better defined and the importance of early
intervention understood. Going forward, I see great hope
for children with autism to develop skills that could
eventually mainstream them in society.

HOWEVER, having a brother like Bharat has changed me
positively in so many ways! It has made me sensitive
7
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moZkh dh iwy ;k=k
mfeZyk rUkstk
'kksj mls jksd jgk FkkA mlds ckn eSua s moZ'kh dh
v/;kfidk dks mls vdsys iwy esa Hkstus dks dgk tc iwy
ds vklikl dksbZ u gks ij og laHko ugha gks ik;kA 2006
dh xehZ dk ekSle [kRe gksrs gh iwy Hkh can dj fn;k
x;kA vc vk;k 2007 bl ckj Hkh moZ'kh us lej dSia esa
Hkkx fy;kA bl ckj Hkh moZ'kh igys fnu cPpksa ds lkFk
iwy esa ugha xbZA 2006 vkSj 2007 esa QdZ flQZ bruk Fkk
fd bl ckj moZkh oSu esa ?kj ugha tk jgh Fkh rks lej
dSia dk le; [kRe gksus ds ckn Hkh] esjs fy, :drh FkhA
tc igys fnu lc cPps pys x;s rks eSua s moZ'kh ds diMs+
cny mls iwy esa Hkst fn;k vkSj Nqidj mls ns[kus yxhA
igys rks og iwy ds pkjksa rjQ ?kwerh jgh vkSj b/kj m/kj
ns[krh jghA tc mls dksbZ fn[kkbZ ugha fn;k og /khjs&/khjs
iwy esa mrj xbZA igys rks iwy ds vUnj mlus pDdj
yxk;k vkSj fQj og cSB xbZ vkSj tks og ikuh esa [ksyh
og n`'; ns[kus yk;d FkkA lHkh gSjku Fks fd vpkud
moZ'kh iwy esa dSls pyh xbZA lfyyk us rks moZ'kh dh
QksVks Hkh [khap yhA ftruk ge [kq'k Fks mruh gh moZ'kh
Hkh [kq'k FkhA cM+h eqf'dy ls eSua s FkksMh+ nsj ckn mls iwy
ls fudkykA og iwy ls fudyuk gh ugha pkgrh FkhA

vkfVLe ,d ,slk fodkj gS ftlesa {kerk vkSj bPNk gksus
ds ckotwn cPpk dbZ dke ugha dj ldrkA budk dkj.k
laofs nd nq"kfØ;k (Sensory Defensiveness) gks ldrh gSA
dbZ ckj iz;kl djus ls bu dfe;ksa ls fudyk tk ldrk
gS tks fd moZkh dh iwy ;k=k ls le>k tk ldrk gSA
ikuh ls [ksyuk fdls vPNk ugha yxrk vkSj oks Hkh xehZ ds
ekSle esAsa moZkh dks Hkh ikuh ls [ksyuk cgqr vPNk yxrk
gSA moZkh 10 lky dh vkfVLVd yM+dh gS tks vksiu Mksj
¼AFA½ esa i<+rh gSA moZkh dks cpiu ls gh ikuh esa
[ksyuk vPNk yxrk FkkA dbZ ckj rks ikdZ esa >hy ;k
rkykc ns[kdj og mlh esa tkus dks rS;kj gks tkrh FkhA
eSa moZkh dh Hkqvk cM+h eqf'dy ls mls jksdrhA
2006 esa tc moZ'kh us vksiu Mksj esa gq, igys lej dSia
ls Hkkx fy;k rks og pool esa ugha xbZA nks rhu ckj iz;kl
fd;k x;k ij moZkh pool ds ,d rjQ gh [kM+h jgrh
vkSj cPpksa dks ikuh esa [ksyrk gqvk ns[kdj [kq'k gksrhA
tc moZ'kh ds pool esa u tkus dh ckr eq>s crkbZ xbZ rks
eq>s cgqr gSjkuh gqbAZ eSua s Hkh dksf'k'k dh ij dksbZ
lQyrk gkfly ugha gqbAZ eSua s iwy ds le; mls ogh ij
j[kus ds fy, dgk D;ksfa d og nwljh cPpksa dks ikuh esa
ns[k dj cgqr [kq'k gksrh FkhA lej dSia ds ckn tc
tqykbZ esa Ldwy [kqyk rc Hkh moZ'kh viuh Dykl ds cPpksa
ds lkFk iwy esa ugha xbZA lHkh us viuh jk; nhA fdlh us
dgk mls brus T;knk ikuh esa vPNk ugha yxrk gksxk] rks
fdlh us dgk fd iwy dh xgjkbZ ls mls Mj yxrk gksxk]
rks fdlh us m¡pkbZ dks dkj.k crk;kA ij eq>s /khjs&/khjs
;g vglkl gks x;k fd ;g flQZ nwljs cPpksa ds ikuh esa
[ksyus dh vkokt gS tks mls ikuh esa tkus ls jksd jgh gSA
mldk eu ikuh esa tkus dks mNy jgk Fkk ij cPpksa dk

nks &pkj fnu geus moZ'kh ds xziq ds iwy tkus ds le;
mls gh igys Hkstk vkSj fQj nwljs cPpksa dks ,d&,d
djds HkstkA igys rks moZ'kh FkksMk+ lge dj fdukjs gks
xbZ ij og ikuh ls fudy dj ckgj ugha tkuk pkgrh
FkhA /khjs&/khjs mlus nwljs cPpksa ds lkFk gh iwy esa etk
ysuk 'kq: fd;kA mlds ckn rks dksbZ Hkh iwy esa gks og
cs/kMd ikuh esa ?kql ikuh dk etk ysrhA
rks ;g Fkh moZ'kh dh iwy ;k=kA ;g rks ,d NksVh lh
c<+r gS lQyrk dh vksjA vHkh vkSj Hkh eqdke ckdh gSA
8
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esjk HkkbZ &lqthr
lqfLerk dq:i
eq>s ges'kk ,d NksVs HkkbZ ;k cgu dh pkg FkhA 'kk;n
blfy;s D;ksfd esjs lHkh fe=ksa ds HkkbZ&cgu FksA eSa lksprh]
fdruk etk vk;sxk tc fdlh ds lkFk [ksyus dks] eLrh
esa yM+us dks] Ldwy lkFk tkus dks vkSj jksc tekus dks
feysxkA

?kj igq¡pdj eEeh dk lkeuk fd;s fcuk muds psgjs dh
ijs'kkuh cksy jgh Fkh fd ;g loky eq>ls igys muds
tgu esa vk;k gSA
vxys dqN lky cgqr gh ?k¡?q kys jgs esjh ;kn esAa T;knk
le; thrw dks ,d MkWDVj ls nwljs vkSj fQj dbZ vkSj
MkWDVjksa ds ikl ys tkuk ,d cgqr gh nq[k nkbZ vuqHko
FkkA ,d vuqHko ftldh nnZ Hkjh ;kn vc rd eu gSA ek¡
,d tkus ekus vLirky ls ykSVh vkSj dgk fd MkWDVjksa ds
vuqlkj lqftr esa dqN eUn cqf) vkSj dqNq vkWfVte+ gSA
eSua s ek¡ ls iwNk D;k dksbZ FkksMk+ eUn cqf) gks ldrk gS
vkSj ;g vkfVte+ D;k gS\

;fn vki esjs ekrk firk ls ckr djsa rks vki tkusxs fd
bl bPNk dks iwjk djus ds fy, eSa muds ihNs fdruk iM+h
Fkh vkSj vkf[kjdkj esjs lkrosa tUefnu ds rksgQs ds :i
esa Fkk esjk uUgk lk HkkbZ esjh xksn esAa esjk lq>ko Fkk fd
ge mldk uke lqHkkk j[ks] ij lcus feydj lqthr gh
j[kkA
'kq: esa esjk 7 okZ dk eu cgqr gh fujk'k FkkA NksVk
lqthr] ftls ge I;kj ls thrw cqykrs u ckr djrk] u gh
xqnxqnkus ij g¡lrkA D;k Qk;nk ,sls HkkbZ dk tks dsoy
jksrk vkSj nw/k ihrk gksA rc eEeh cksyh /khjt j[kks]a vHkh
;g NksVk gS] dqN vkSj cM+k gksdj cksyxs kA

ml le; eSa ;g ugh tkurh Fkh fd ^^vkWfVte+** 'kCn esjs
thou dk ,dxz Hkkx cu tk;sxkA ,slk 'kCn tks eSus igys
dHkh ugha lquk FkkA
tc esjs ekrk firk thrw dh dfBukb;ksa dk lek/kku <w¡<
jgs Fks] og Lo;a O;ogkj ifjorZu fn[k jgk FkkA og 'kSrku
gks jgk Fkk] MkDVjksa ds 'kCn Fks ^^ gkbij,sfDVoA dwnuk]
>wyuk] nkSMuk& Hkkxuk] Å¡ph oLrqvksa ij p<+uk vkSj
lkeku rksMu+ k ekuks mls ilan vkus yxsA og eq>s viuh
izR;sd xfrfof/k;ksa ls vyx j[krk] viuh nqfu;ka esa [kks;k
jgrkA

;g lqudj eSa izrh{kk djus yxhA ns[krs gh ns[krs thrw 2
okZ dk I;kjk cPpk gks x;kA eq>s ;kn ugha eSa fdruh ckj
mlds xky [khapdj mls I;kj djrhA eSa mldh g¡lh vkSj
I;kjs pgjs dks ns[krh jgrhA tks Hkh esjs HkkbZ dks tkurk gS
og bl ckr dks ekusxk fd mldh eqLdku vR;Ur lqUnj
gSA

tc eSa NBh d{kk esa vkbZ] rc ge lc caxyksj x;sA ogka
,d laLFkku esa lqftr dks vkSlr :i ls vkWfVfLVd gksus
dk funku feykA

tc eSa ik¡poha d{kk esa Fkh rks esjh ,d lgsyh vius HkkbZ ds
ckjs esa cksyh ^^ tc esjk 18 eghus dk HkkbZ eq>s nhnh
dgrk gS rks cgqr vPNk yxrk gS** bl ij eSa lksp esa iM+
xbZ vkSj fglkc yxkus yxh 18 eghus ;kfu 1 1@2 Ms<
lky] ij lqthr rks nks lky dk gSA esjh lgsyh dk HkkbZ
dSls cksyk] bl lksp ls mRlkfgr vkSj mÙksftr gksdj eSua s

;g Hkh irk pyk fd ;g vke ikbZ tkus okyh fLFkfr ugha
gSAa MkWDVj Hkh bldh tkudkjh ugha j[krsA ;g cgqr gh
nq[knkbZ Fkk ^^ D;ks esjk HkkbZ gh ,slk gS\**
9
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eq>esa ,d vthc Hkkouk vkus yxhA eSa gh HkkbZ pkgrh Fkh FkhA eq>s og isij vkSj jax nsrk vkSj eq>s fp= cukrs gq,
rks ;g esjk nksk gSA vxj eSua s viuh pkg ek¡ vkSj ikik ij ns[krkA
u Fkksih gksrh rks ,slk ugha gksrkA
mls laxhr ilan gSA , vkj jgeku vkSj fges'k js'kfe;k
/khjs &/khjs eSa thrw ls nwj gksrh pyh xbZA eSa nq%[kh] ijs'kku mlds eUkilan gSAa mls esjk xkuk Hkh ilUn gS tc fd
vkSj fujk'k Fkh ij lc ls vf/kd 'kfeZUnkA eSa vius HkkbZ ds eEeh dgrh gS fd eSa fcYdqy csljq h gw¡A vkfgLrk] vkfgLrk
ckjs esa ckr u djrh vkSj dHkh lgsfy;k¡ iwNrh rks eSa
lqthr dh :fp iz's kj dwdj ls gVdj pEep ij vVdh tc
dgrh ** og Bhd gS **A
og Vscy ;k Q'kZ ij pePp ctkrk] rks eq>s xqLlk vkrkA
og vkSj rst ctkrk D;ksfd og esjk /;ku pkgrk FkkA
esjh ek¡ ,d cgqr gh fgEer okyh L=h gSA tc eSa vkSj
ikik fgEer gkj pqds Fks] rc ek¡ us gh dne vkxs c<+k;sA ,d fnu eSua s xqLls esa ^^ thrw** fpYyk;k vSj pEep [khap
vkWfVte lacfa /kr tkudkjh ,df=r dj lgh fn'kk <w¡<rh fy;kA iyVdj og Hkh cksyk ^^thrw** eSa gSjku FkhA igyh
jghA ,sls esa ,sD'ku QkWj vkfVte ls feyuk muds fy;s
ckj mlds tk;t izfrfØ;k ekSf[kd :Ik ls dhA
,d cgqr egRoiw.kZ dne FkkA
eSus mls lgh 'kCn fn;k ^^ nhnh ^^ rc og Hkh cksyk ^^nhnh**
5 lky dh vk;q esa thrw ,d Lis'ky Ldwy esa tkus yxkA eSa [kq'kh ls Qwys ugha lek;hA ml fnu ls lqftr us rksrs
lkFk gh ,sD'ku QkWj vkWfVte+ vkSj vkWD;wi's ku fpfdRlk
dh rjg 'kCn nksgjkuk 'kq: fd;kA blds fy;s eSa Lo;a dks
dk izcU/k Hkh fd;kA ek¡ cksyrh thrw esa lq/kkj vk jgk gS]
lQy ekurh gw¡A
vxj ge lc feydj dke djsa rks 'kk;n oks lgh gks
tk;sA
vxLr esa lqthr rsjg lky dk gksxk vkSj eSa chlosa lky esa
izo's k d:axhA gekjs esa lkr lky dk vUrj gS ij gekjs
eS eku rks ugha ldrh Fkh ij thrw dk lq/kkj Hkh fn[k jgk chp ,d vuwBk cU/ku gSA D;ksfa d thrw gh vuwBk gSA ek¡
FkkA og vc Lusg vkSj vkfyaxu Lohdkj djrk] vaxt
sz h ds 'kk;n u ekus ij og lcls vf/kd vkKkdkjh esjs lkFk
v{kj fy[krk] ?kj dh nhokjksa ij Hkh!!
jgrk gSA
og nwljs cPpksa ds lkFk ugha [ksyrk] jlksbZ ?kj ds crZu gh gekjs I;kj dk vglkl mlls 3000 ehy dk nwj tkdj eq>s
mlds f[kykSus FksA og iz's kj dwdj ls [ksyrkA ;g lc
vf/kd gks jgk gSA eSa f=osUnze esa baftuh;fjaxa dj jgh gw¡A
vViVk Fkk ij ml ij I;kj Hkh vkrkA
thrw dh deh eglwl djrh gw¡A fo'ks"k :i ls ;g lc
fy[krs gq,A fiNys lky tc fnlEcj esa eSa fnYyh xbZ rks
og vthc vthc vkoktsa fudkyrkA esjh x`g iqLrdksa ij
lqthr eq>s NksMr+ k ugha FkkA
og ydhjsa ekj nsrkA esjh gSjh ikWVj dh fdrkc ysdj Hkkx
tkrkA eSa mls MkWVrh ij vkt lksprh gw¡ rks yxrk gS fd tc eSua s dkWyt
s esa izo's k fd;k rks u;s fe= cusA tc
og esjk /;ku viuh rjQ vkdZf"kr djuk pkgrk FkkA
mUgksua s iwNk fd D;k esjk HkkbZ&cgu gS\ rc eSua s lcdks
crk;k ** gk¡ esjk HkkbZ gS lqthr] mls ge thrw cksyrs gSAa
eq>esa vglkl vk;k fd og vthc ugha] fo'ks"k gS] vyx
og 12 o"kZ dk vkWfVfLVd cPpk gS] ij og cgqr gh I;kjk
gSA mls nwljs cPpksa dh rjg NksVh &NksVh phts ilUn
vkSj I;kj djus okyk HkkbZ gSA ml tSlk HkkbZ dksbZ ughaA
10
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HE L P L I NE
Q

I need some help in getting treatment for my 15
year old brother who is autistic. If you can help me in
providing some information, it will be greatly
appreciated. We are coming to Delhi and so I wanted to
get started getting some information before we come
there. Do you know what kind of alternatives are out
there in Delhi or any part of India that possibly can cure
a child who is normal in every sense but can not speak?
Some people have told my mother that there maybe a
cure in Delhi for her child, mainly surgery or something
close to it, something so that my brother would not be
depending on anyone else. Would there be such a way to
cure the not speaking part of him?

though you might come across people or websites that
will claim to cure autism, that is not what really
happens. There is no surgery to make him speak. Its not
as if his speech apparatus is affected. Rather he has an
impaired social understanding of how speech works in
making connections with other people.
What we at AFA can offer is to observe your brother,
assess his strengths and abilities, and guide you towards
a programme that can help him develop communication,
functional, independent, and work skills.

Q

All members in my family treat my six year old
autistic son well, but they find it easier to do everything
for him instead of teaching him. His stepfather however
believes that the child only has partial autism and treats
him like normal but he is a bit too rough and severe with
him in his words and attitude so the child avoids and
fears his stepfather. I have told him many times that he
needs to change and then the child will accept him. I no
longer have him attending school as he constantly cries
when he realizes that he is close to the school building.
Is there any assistance for his schooling in my country?

A

I understand from your mail that your brother has a
diagnosis of autism. I am sure you have read up quite a
bit on the subject by now. Also spending time with your
brother would have given you an insight into how autism
can affect an individual.
You mention that your brother does not speak. Yes that
does happen with some individuals with autism. But in
addition to not speaking, have you noticed whether he
uses gestures to communicate, eg shrugging the
shoulders to indicate that he was not sure or that he did
not care. Or lifting an eyebrow to say  are you kidding
me. Consider whether he comes and tries to share
through gestures, with those he loves, an account of a
visit or a party or an outing. Something for instance that
a deaf person without speech would do.

PF
Trinidad and Tobago

A

Your experience is similar to many families in India;
it is sometimes hard for family members to understand
autism and also to help the child become more selfsufficient. Perhaps with time, your family members will
start to understand what is unique about your son. There
are some different materials and brochures that are
meant to help family members. We do not know if this
information is correct, but we have one address for an
organization in Trinidad:

How about wanting to show you an interesting sight, or
a familiar person who he spots on the road. Does he do
these things?
Will he go to a shop and carry out a financial transaction
like another fifteen year old?
If your answer to these questions are in the negative,
then you would understand that your brothers diagnosis
of autism goes beyond merely not speaking.

Autistic Society of Trinidad and Tobago
St Helena Village, Via Caroni Post Office
TRINIDAD, WEST INDIES
Tel: 868 663 8397, 868 669 0462, Fax: 868 669 4720
E-mail: autismtt@excite.com

Having said that, whether an individual with autism
speaks or does not, they can all make significant
progress and learn independent and functional skills. So

Please let us know how things turn out.
11
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Q

A

Please mail me details of food and diet for my son
who has mild autism.

I do understand your predicament and appreciate the
difficulties you went through. Your son was diagnosed
many years ago and the situation was quite different
then. The scenario is different now and the situation for
parents though nowhere rosy, is much more upbeat than
at your time.

A

As a rule you want to avoid excessive sugar intake,
whether in sweets, chocolates, aerated drinks and so on.
Also avoid processed foods like packaged flavoured
noodles and packaged foods with preservative such as
soups and ready to cook meals. Even for items like chips
it is better to buy freshly made chips from the halwais or
home fried chips, rather than uses the attractive branded
packets that are full of chemicals. Essentially, as much
fresh foods that your son eats, the better.

Viewing the situation in that context there are two things
we have to keep in mind here.
First, we know that if parents wait for the government to
set up services for our kids, we might wait forever! Of
course the government will help facilitate citizen
initiatives. So we, parents and other caregivers but
primarily parents, will have to take proactive action.

In addition you can also try out a diet free of gluten and
casein referred to as a GFCF diet. Gluten is present in
wheat and certain cereals and therefore will be present in
rotis, and bread and biscuits, and cakes and so on.

Secondly, most parents do not realise the need to do
anything about the future when they are themselves
young. Yet that is the time when they have the most
energy. Besides, from action to fruition takes a very long
time. In addition many parents believe that my other
children, or my brothers children, or other family
members will take care of my child. In the vast majority
of cases that does not happen. Some even feel that if I
can get my child married off that will solve the
problem.

Casein is present in dairy products including butter,
paneer, cheese and chocolates and all milk based foods
like mithais. However ghee does not have casein. The
casein gets removed when milk is made into ghee.
Before you start a GFCF diet it is worthwhile to keep a
record of your sons skills and behaviours. When you
continue this record after starting on a GFCF diet, it
enables you to objectively assess whether the diet is
helping your son or not. If it helps, you of course
continue with it. If it does not, then you can discontinue.

I wont go into further implications of this as that can fill
a book. In a different era all these scenarios might have
been possibilities. Not in the 21st century.

For more information on gluten free and casein free diet
(GFCF diet) you can check out our website (address
below). Go to the back issues of Autism Network. You
will find articles on the subject in issues of December
2000 and those preceding and following it.

The point I am trying to make is this. Action For Autism
is a parent organisation. It has national membership. We
have plans for setting up a range of model residences.
We have tried innumerable times to start the initiative to
plan for the future. Yet, each time we tried to interest
parents in these initiatives, we have failed because the
response has been faint. And there are many other
organisations I am sure that face a similar situation.

When considering any diet, you want to also discuss it
with your sons doctor to ensure that whatever diet he is
on is wholesome and nourishing.

Q

What will happen to our children will be determined by
what action we take! Especially action by those parents
who are young and whose children are still young.

I am in my eighties. My son is 34. We have not
found any homes where he can stay after I die. I have
been to many of the homes but they do not have anyone
who will understand my son. He stayed in one home
when he was smaller. But he had a very difficult time.
They insist he follow whatever they say. They dont
understand he has autism. He became so frustrated he
became violent sometimes. He became thin and
withdrawn. I am lucky I have been able to make private
arrangements for him. But what will happen to our
children after us?

Q

I am a clinical child psychologist wokring in PSG
Hospital, Coimbatore. My work involves dealing with
children with mental retardation, autism, learning
disabilties, hyperactivity and emotional and behavioural
diffculties. Majority of the cases are referred from the
pediatrics department.
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I was interested in learning more regarding training and
identification of children with autism. this would be
helpful for providing better care for the children who
are referred to me.

We also refer children on to a developmental
paediatrician when we are not sure if there are other
issues as well.
For planning training we use an eclectic mix of evidence
based approaches: primarily principles of applied
behaviour analysis and the TEACCH approach. This
means that we use verbal behavior analysis for instance.
And of course address sensory issues as well. In the
early years the focus is on functional communication and
developing learning skills, and in an older child we
move more towards functional academic and living
skills, and independent work skills.

Dr. Anuja S. Panicker

A

Briefly put, for identification, the tool that is mostly
used at AFA is the DSM IV. We had a psychologist
trained in the ADOS as well, but she had to move on.
The crucial aspect in identification is to have a very
good understanding of the complex ways autism affects
and manifests in an individual. The greater the exposure
to a wide range, the better one is able to identify.

We also try and get our younger children into inclusive
setups. However this is at a very nascent stage in India.

For very young children we screen with the CHAT
which helps to spot children at risk of a subsequent
diagnosis. While of course one cannot give a diagnosis
to an 8 month old, the CHAT enables families to start
work with the child right away, so that in time the child
goes into a completely inclusive setup with only mild
social difficulties.

Additionally we provide parents information on alternate
therapies like diets and auditory training, yoga and so
on. But we also caution that these should be adjunct
therapies and not become the prime focus of the training
the child receives.
(...cont on page 18)

Open Door and Heartspring are sister schools

As a result of her positive experience with Heartspring,
Merry has agreed to a sister school relationship with
Heartspring, offering the opportunity for additional
support through a cultural and informational exchange
between Heartspring staff and the teachers at Open
Door, Action for Autism.

MERRY BARUA WINS
HEARTSPRING AWARD
for Innovation and Creativity in
Special Education
Merry Barua is a 2007 recipient of the
Heartspring Award for Innovation and
Creativity in Special Education. Merry
participated in the Heartspring Summer
Session in July with five other winners,
discussing ways to improve special education
and resources around the world.

NEW

Having the opportunity to collaborate with Merry and
Action for Autism significantly raises Heartsprings
ability to change the lives of children with special
needs worldwide. Working together, along with other
organizations in Europe and Asia, we can disseminate
knowledge to those around the world seeking a better
life for children with special needs, said Gary
Singleton, Heartspring President and CEO.

PA R T N E R S H I P S

AACTION Autism

Another organization Action For Autism has recently been getting to know is AACTION Autism  Action
Awareness Campaign Through International Organizations Networking. AACTION Autism is based in Chicago,
IL, and shares AFAs commitment to serving families of children with autism and partnerships between
organizations. The AACTION team will be in India in January sharing their expertise with those working in the
area of special needs.
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BOOK REVIEW

Unstrange Minds: Remapping the World of Autism
By Roy Richard Grinker
Published by: Basic Books, New York, 2007

Review by Shubhangi Vaidya. E-mail: shubhangi_v2000@yahoo.co.in
Is there an autism epidemic
sweeping through the world?
Why is it that a disorder
considered very rare just a
Re m a p p i n g
decade ago has become a
t h e Wo r l d o f
household word in the USA
AUT ISM
and UK? Why is it that in
R oy R ichard G rinker
countries as diverse as Peru
and India, South Africa and
South Korea growing numbers
of children are being diagnosed
autistic? Where did all these
people come from? Is the
enigma we call autism the product of Western-style
industrialization and emotionally disengaged parenting
practices? After all, many cultures in the world do not even
have a word for autism in their native languages.

But cultural anthropologists also try to make the familiar
strange, seeking to turn our gaze homeward and see our
culture in a new light. And when we do, we find that
scientists also belong to different cultures and that their
research is often a product of their time and place, their
communitys interests and values. (p. 13).

U nstrange
M inds
A F a th er, a D a u g h te r, a n d

a S e a rc h fo r N e w A n sw e rs

Grinker the anthropologist takes us on an exciting journey.
In the first part of the book, he chronicles the discovery of
autism in the 1940s  the socio-cultural and personal
factors that actually enabled Leo Kanner to see a disorder
that was probably as old as humanity but had never actually
been labeled and named as one. The author traces the
genesis of the infamous refrigerator mother theory
provoked by the psychoanalytic drumbeat of Bruno
Bettelheim and his ilk which caused untold misery and guilt
to a whole generation of mothers of autistic children. He
describes the shift in perception of autism as a form of
schizophrenia to its present recognition as a
neurodevelopmental disorder. Ironically, Kanner originally
posited that autism was an innate or biological disorder but,
as Grinker points out, it was a huge public-relations goofup, as psychiatrists of that time would not buy the notion
that a mental disorder could be an inborn one. After all, that
would make the profession itself irrelevant! Marshalling
facts and figures, the author analyses the changing
prevalence rates of autism in the USA and presents new,
exciting research findings that give us a fascinating glimpse
into the biology and bio-chemistry of the condition.

R. Richard Grinker, anthropologist and parent of an autistic
child is uniquely qualified to seek answers to these and
other related questions. His academic discipline,
anthropology, impels him to look at the intersection
between culture and illness, especially mental illness, which
is marked by varying cultural interpretations and
understandings. The subjectivity and variability of
psychiatric diagnoses both within and across cultures is the
very stuff of anthropological research and analysis. Illnesses
may be biological but they are never simply biological.
Culture plays a critical role in recognizing and categorizing
symptoms and prescribes ways to deal with them. Whether
a person goes to a witch doctor or allopathic practitioner,
dargah or psychiatrist to seek help for his problem, is
greatly influenced by the cultural practices of his group and
community.

In the second part of the book, Grinker takes us on a cross
cultural quest across many lands  from the classrooms and
clinics of his homeland to our own backyard in New Delhi
 from the brutally competitive urban milieu of Seoul,
South Korea to the violent, sprawling black townships on
the outskirts of Cape Town, South Africa. We read the
stories of Suzanna, Golden and Big Boy, Merry Barua
and Neeraj, Seung-Mee and her daughter Soo-Yong,
Maureen fanning and her two autistic sons who lost their
father in the 9/11 disaster, and their ongoing struggles to
make people around them understand autism. Through

In fact, the anthropological enterprise is curiously akin to
the process of studying autism, as Grinker remarks,
 .since the minds of people with autism are sometimes as
hard to understand as foreign cultures. Anthropologists
spend their days teaching about the customs of other
cultures . Our goal is to make the strange familiar
14
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these and several other stories, we share the experiences of
parents fighting shame and stigma, rejection and ridicule.
We utter a silent hurrah when oppressive social rules are
bent or broken. As the author perceptively remarks, when
everything goes smoothly and expectations are met, the
rules fade into the background of social life and become
almost invisible. We learn more when things go wrong.
(p. 22)
Autism is fundamentally a rule-breaking disorder which
turns social expectations virtually topsy-turvy. It breaches
the predictability, the taken-for-grantedness of everyday life
and forces parents, professionals and all those who
encounter it to modify and improvise the rules of the game.
The stories Grinker tells amply illustrate this point. We
learn of the mother who showed her teenage son a homevideo of a man masturbating, so that he would learn how to
alleviate his sexual tension. The author cannot resist
remarking that this gives hands on education a whole new
twist! We also read of a young mother from the hills of
North India who picks up her little son and heads for Delhi
determined to find help, in the process defying her
husbands wishes and outraging her in-laws. A bereaved
wife flies against the face of religious taboos and performs
her husbands last rites in order to spare her autistic son the
trauma.
Mention must be made of Grinkers insightful analysis on
South Korean society and culture and the place of disability
within it. The maniacally competitive educational system,
the obsessive desire for conformity to norms and the deep
mistrust of difference conspire to marginalize those who are
different and ascribe tremendous shame and guilt to their
parents, in particular, the mother. This account of the stress
of urban living and parenting an autistic child evokes a
shock of recognition and one is made uncomfortably aware
that progress and development often go hand in hand
with intolerance and rejection of those labeled incompetent
or different. The author reminds us of studies that indicate
how people with mental disorders in small, rural
communities tend to fare better than their counterparts in
big cities. Perhaps this is because they retain their sense of
social worth by contributing to work in the field or farm.
However, it is the story of Grinker, the father that lifts this
book to an entirely different level. Whilst remapping the
world of autism (the books sub-title) the author
simultaneously takes us through deeply personal and
intimate terrain; the impact of his daughter Isabels autism
on their family, their struggle to obtain a diagnosis and

appropriate educational programmes, the impact on their
careers, relationships, friendships, and routines. Despite the
availability of inclusive classrooms and the empowerment
experienced by American parents on account of the
legislative and welfare measures in place the story of Isabel
and her family reads like every autistic familys story and
this is what makes it so engaging. There are places in the
narrative that are so evocative, that this reviewer was often
times forced to stop short and wonder how on earth the
author had captured her innermost feelings. Sample this:
Sometimes, at night, Isabel has a hard time falling asleep.
It helps her if I sit in a chair in her bedroom. Looking at her
then, from across the room, I see two different Isabels.
There is Isabel awake  often hyperactive and isolated, and
Isabel asleep, a beautiful child drifting into a calm night.
And then I realize something unsettling: I feel more
affection for the sleeping Isabel. She looks so peaceful and
relaxed. And I wonder what this says about me. Do I love
her less when shes a real person, awake and in the
world?
Before I leave her room I kiss her cheek I think about
how much she has to struggle every day, just to deal with
what to her must be chaos, and what to most of us is simply
everyday life. (p.23)
And this: Isabel has taught me that the unexpected, even
the beautiful, can emerge from the undesirable, like a lotus
growing out of the mud, its beauty and purity unsullied by
its origin. That beauty can be found in a single person,
inside of whom there is something  no, not something
normal. But a brilliant light or an inner truth struggling to
blossom. (p.35)
There are many children like Isabel in the world. Perhaps
they do not as yet have access to the same sorts of facilities
that she does, but the seeds of change have already been
sown. The book sensitizes us to the work done by
numerous committed individuals  parents, teachers,
clinicians researchers, social activists, media people  to
make autism less strange, less foreign. The new awareness
of autism across the world and its growing visibility, the
burgeoning of community organizations, research
foundations, charities and parent groups surely bode well
for the future of our children.
Appropriately enough, the book ends with a quote from the
anthropologist Margaret Mead. Never doubt that a small
group of thoughtful, committed citizens can change the
world; indeed, its the only thing that ever has.
15
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SOUTH ASIAN REGIONAL CONFERENCE ON AUTISM: BUILDING BRIDGES
India International Center, New Delhi  15 & 16 January 2008

&
POST CONFERENCE WORKSHOP: TRAINING IN STRUCTURED TEACHING
National Centre for Autism  17 & 18 January 2008

The Conference will showcase national and international presenters who are leaders in their fields. It will also open the
conference to practitioners in different sectors from South Asia, and provide an opportunity to share developments that are
taking place in different parts of India and other countries in the region. The Conference is proud to host several autistic
speakers including STEPHEN SHORE, author, educator, and self advocate with autism.
KEYNOTE SPEAKERS: Keynote presentations from eminent national and international professionals include:
Adam Feinstein, UK
Dr Bhismadev Chakrabarti, Autism Research Unit,
Cambridge, UK
Christopher Flint, Have Dreams, USA
Dr E Knust Potter, COS, Germany
Dr Jitender Nagpal, VIMHANS, Delhi
Margaret Lobo, Otakar Kraus Music Therapy Trust UK

Dr Pawan Sinha, MIT, USA
Dr RK Sabharwal, The Epilepsy Clinic, Delhi
Dr Shobha Srinath, NIMHANS, Bangalore
Stephen Shore, Self Advocate, AutismAsperger.net, USA
Dr Thomas Owley, UIC, USA
Thorkil Sonne, Specialisterne, Denmark
Dr Vibha Krishnamurthy, Ummeed, Mumbai

WHO SHOULD ATTEND
Individuals living with ASD, Medical Practitioners, Allied Health Practitioners, Education Practitioners, Lifestyle Support
Workers, Academicians, Researchers, Students, Parents and other caregivers.
CALL FOR PAPERS
Action for Autism invites individuals or organisations engaged in research, teaching, and/or clinical practice to submit papers
based on their experiences or research on topics that include, but are not limited to: Biochemical Interventions,
Communication, Diagnostic Practices, Education, Early Intervention, Employment, Ethics, Inclusion, Legal Issues and
Advocacy, Personal and Family Accounts, Research Findings, Self-Advocacy, Sibling Issues, Social Aspects of Autism and
Understanding ASD. We are particularly interested in topics that contribute to the broad span of concerns related to autism
spectrum disorders. Research studies, technical presentations, case studies, program descriptions, commentaries and reviews
of methodological, legal, ethical, social, philosophical, and historical issues are welcome, as are presentations in areas such as
behavioural sciences, behavioral pharmacology, behavioral neuroscience, physiology, biology, psychology, and education.
Each submission will undergo a peer-review conducted by a panel of qualified individuals in the field. Selections will be
based on quality and practicality of the proposed material and the need for balanced content. Those wishing to submit a
contribution should send an abstract consisting of not more than 300 words, with single line spacing, in English and
should include:
Full title of the paper.
Title, full name, affiliations, address, phone number and email address of one author for all correspondence.
Title, full name, affiliations, address, phone number and email address for each author & coauthor(s).
A brief CV of the author(s)
Please email the above to Purba Sen: purbasen@gmail.com
DEADLINES
Submission of abstract and CV:
Notification of selected papers:

15 October 2007
1 November 2007

Submission of final written paper:
Submission of visual presentation:

30 November 2007
15 December 2007

CONFERENCE REGISTRATION
For information on registration charges, registration forms, accommodation and general enquiries please log on to
<www.autism-india.org> or write to Purba Sen <purbasen@gmail.com>
For a hardcopy of the information, send a self addressed stamped envelope to Purba Sen, Action for Autism, Sector 5, Jasola
Vihar, Behind Sai Niketan, New Delhi 110025. Tel: +91 11 4054 0991, 4054 0992
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POST CONFERENCE WORKSHOP: TRAINING IN STRUCTURED TEACHING
National Centre for Autism  17 & 18 January 2008

RESOURCE PERSON: CHRISTOPHER FLINT
The Conference will be followed by a two-day training on TEACCH and using structure with a lifespan perspective.
TEACCH, an approach that is internationally used, developed the concept of the Culture of Autism as a way of thinking
about the characteristic patterns of thinking and behavior seen in individuals with ASD. The TEACCH approach is a familycentered, evidence-based practice for autism, based on a theoretical conceptualization of autism, supported by empirical
research, enriched by extensive clinical expertise, and notable for its flexible and person-centered support of individuals of all
ages and skill levels, from individuals with significant impairment to those with superior intelligence and academic
achievement.
The TEACCH approach uses Structured Teaching that can be provided in any educational setting, including regular education
classrooms, specials such as music, art, physical education, foreign language, speech/language and occupational therapy
sessions. Services based on the TEACCH approach are also used in settings such as families homes, residential programs,
and private housing; play and other social groups; in the cafeteria, school bus, and playground; summer camps and other
recreation programs; individual and group counseling sessions; and both competitive and sheltered employment sites.
Structured Teaching fosters the development of independence as well as the development of enjoyable social interactions and
meaningful social relationships which are important priorities. Structured teaching can be an excellent foundation for
facilitating social activities that would otherwise be too unpredictable and confusing for students with ASD.
Christopher and his team will provide an overview of Structured Teaching philosophy and implementation as it applies to
children with ASD. Christopher will present the information in an interactive video format where participants have a chance
to watch children with ASD engaged using the principles of structure. Participants will have the opportunity to see and learn
about schedules, learning tasks, assessment, communication, leisure, and behavior management. Also, participants will
practice making structured activities involving a variety of skills.
For information on registration charges, registration forms, accommodation and general enquiries please log on to
<www.autism-india.org> or write to Purba Sen <purbasen@gmail.com>
For a hardcopy of the information, send a self addressed stamped envelope to Nidhi Singhal, Action for Autism, Sector 5,
Jasola Vihar, Behind Sai Niketan, New Delhi 110025. Tel: +91 11 4054 0991, 4054 0992

LETTERS

Ed: The following is a response to the letter above:

Ive just given my two year old daughter her booster DtP and
MMR doses. And I am beating my head against the floor for
putting my only child at risk. Had I known this earlier, I would
not have allowed any vaccinations to be given to her. But one
thing is definite; none of my future children will ever be given
any vaccinations. EVER.

I am taking the liberty of writing to you as I am a
developmental pediatrician, and have some knowledge about
vaccines and autism. Although the buzz is tremendous
regarding vaccines and autism, the fact remains that NONE
of the claims re vaccines causing autism are substantiated.
In fact there have been some fairly large studies that
disprove the link between MMR and Autism. Particularly in
the Indian context, we need to keep in mind that vaccinepreventable diseases are still prevalent, and can cause
tremendous morbidity as well as death. The danger from
these diseases is real, and the need for vaccination crucial.
While we do not want under any circumstances to increase
the prevalence of autism, we cannot ignore the lack of data
pointing to vaccines. I think you did a wise thing by
immunizing your child and need to continue to do so. The
search for causes of autism needs to continue and we all
need to keep abreast of developments.

Priya K, GOA

Vibha Krishnamurti

I was shocked to read so much negative publicity about
vaccinations in India. It is disheartening to read that
thimerosol, a mercury preservative is used in Indian vaccines.
Inspite of knowing that mercury is a neuro-toxin and causes
autism it is still being used in india, in spite of countries like
USA banning them.
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BOOK

Q

POST

I am a Surgeon and have two identical twin girls
with ASD. Is there any role of Gluten or Casein in
Autism ? Is there any role of chelating agents for heavy
metals in Autism ?

A

Some studies have suggested that intense opioid
activity that has an affect on the central nervous system
in individuals with Autism may be due to the incomplete
and improper metabolism of Gluten and Casein. The
dietary method is still at an experimental stage and no
promise is made for positive results. However, anecdotal
reports suggest that the results are positive in some
children. The process of implementing the diet can be
difficult for some families to follow, but if implemented
under proper directions of a dietician, is harmless.
Therefore many families try putting their children on a
diet that is free of gluten and casein. In our practice we
have met a few families who feel that a GFCF diet may
have contributed to their childs progress, but we have
not received a significant positive feedback regarding
chelation in Autism. For more information you can write
to Autism Research Unit, School of Health Sciences,
University of Sunderland, Sunderland, Great Britain
SR27EE. You can also secure information on Chelation
from the same source.

Q

My daughter is four and has been receiving VB
training. She has shown very good progress. We are in
the US and will be returning to India in January 2008.
Are there are any VB facilities in India.

A

If undelivered please return to:
The Editor, Autism Network,
Sector 5, Jasola Vihar, Behind Sai Niketan,
Opp. Gate 6, Sector 8, SFS Flats, New Delhi - 110025

You have not mentioned which part of India you will
be relocating to. There are three schools that we know of
which practice VB. Dikshan, Autism Society, West
Bengal (autismsocietywb@hotmail.com) is in Kolkata,
Sai (kamini108@rediffmail.com) is in Mumbai, and We
Can (wecantrust@rediffmail.com) is in Chennai. Other
special needs schools also practice VB  such as Open
Door in Delhi. But the first three are the only strictly
VB based schools that we know of. In addition there are
two trained Behaviour Analysts in India practicing VBA.
Ann Varavukala (annjosevaravukala@hotmail.com) is
based in Delhi, and the other is Kamini Lakhani
(kamini108@rediffmail.com) who is based in Mumbai.
Both provide consults and trainings. There is also Smita
Awasthi (awasthi@emirates.net.ae). Smita is based in
the Middle East but travels to India several times in the
year. Again there may be others based in India and we
welcome information on them.
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