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PAGE ONE
In 1998 Action For Autism (AFA) created the slogan

services, between aspirations and reality, among others; none
is as crucial as the bridge between the autism community and
the non autistic neurotypical world. The conference provided
a fitting occasion to release the Charter of Rights for Persons
with Autism.

Different and proud of it, which evolved out of the
philosophy of AFA. Most individuals with autism grow up
believing they have to somehow be embarrassed about
being the person they are, that they must hide their autism.
Society tells them that autism is something terrible, sad,
tragic, something to be ashamed of. We wanted to counter
this commonly held notion.
This was firmly in our minds when we planned the South
Asian Regional Conference: Building Bridges (SARC:BD)
in Delhi this January. As a result the SARC:BD was unique
and special in various ways. Most importantly it was
marked by the presence of several self advocates,
individuals with autism who spoke of their lives, their work,
their achievements and their difficulties; and they spoke
independently and without external facilitation. For
conference attendees it was a moving first opportunity to
listen to, meet with, interact, be enriched and take away an
insight into the autistic culture.

We from the non-disabled world often find it hard to get rid
of our predictable mindsets, even when we are being
sensitive. The film Taare Zameen Par released this year,
gave an insightful portrayal of learning disability. It
nevertheless fell into the same trap that most of our films do:
the person with disability needing to have a special skill, be
exceptional in some manner, achieve some sort of
distinction, in order to almost redeem himself for having the
disability. Its like saying: I have a disability, but see how
smart I am despite that. Why can the person with disability
not be just a regular Joe. Just an average anybody. Not some
child with exceptional drawing skills or singing skills, or
save someones life, or capture a murderer! How many of us
non-disabled people do any of the above?

If we profess to want inclusion in education and in society,
then understanding the autistic culture is the first step.
Because autism IS truly a culture that is distinct from the
neurotypical way of life.

But I suppose we must be patient. Filmmakers appear to not
view disability as a distasteful topic any more. And even as
we go to press, several new films that touch on disability are
in production.

What presentations at the conference brought into focus,
and articles in this issue of Autism Network reaffirm, is that
being able to speak and get into a mainstream school and
become a graduate does not mean a cure from autism.
With all the hype about cures floating around it is so
important for us to acknowledge that negating the autistic
condition and wishing it would go away is equivalent to
wishing that all these wonderful individuals never existed.
Of all the bridges that we have to build, - between the
professional community and parents and persons with ASD,
between the different kinds of services that are often at cross
purposes, between special needs services and mainstream

So 2008 has begun with some promise. This is also the first
year that the World Autism Awareness Day will be
celebrated across the world. AFA is making every effort to
encourage partners to ensure that autism is brought into
focus in every manner possible. International media giants
like the CNN and BBC have promised extensive coverage,
and we hope our national and regional media will be equally
forthcoming in spreading awareness.
The UNCRPD, too, is on its way to being ratified. So though
the road ahead is still very long, complex and difficult, there
are many good developments to bring cheer along the way.

ANNOUNCEMENT

Organisations Networking from Chicago. Seats were limited
and we had to turn away many disappointed participants. We
had promised at the time that we will do our best to arrange
for the training one more time. We are delighted to share that
Christopher and his team will be back for another two-day
training in Delhi in late September. The two-day training is
mandatory for anyone wanting to join the five-day trainers
program.

Training in

Fundamentals of Structured Teaching
By Christopher Flint and Team

I

n January, a lucky few had the invaluable opportunity to
attend a Training Workshop on the Fundamentals of
Structured Teaching conducted and supported by Autsim
Awareness for Campaign Through International

For more information on this workshop send a SASE marked
'AACTION Workshop'. Once dates are finalised, the
information will be on our website <www.autism-india.org>.
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Asperger Syndrome - An Indian Perspective
Indrani Basu
President, Autism Society West Bengal, India

Asperger Syndrome (AS) is a neurobiological condition

feeling which parents are tempted to ignore in the hope
that it would somehow make whatever the difficulty is, go
away. If the child is a single child, then there is a feeling
that school and companions will sort things out. It is when
the child starts going to school that there is full realization
that there is something wrong or different about their
child even though the child is talking. There is no escape
and those nagging feelings have now to be faced.

that is part of a group of diagnosis known as Autism
Spectrum Disorders. Like with all persons with autism,
the areas of impairment are communication, social skills,
restricted patterns of interest and behavior. Persons with
Asperger Syndrome demonstrate good formal language
with good grammar and vocabulary. Yet they do not
truly understand the nuances of language and have
difficulties in areas of pragmatics.

IN school the child is perceived to have problems. Some
of these are that the child will not sit, tends to wander off,
will not follow class routines, is not interested in listening
to stories, and so on. The commonest complaint from
school would be that the child does not mix with his peers.
However, after a few months many of the children appear
to settle down.

THERE is an assumption that all those that have
Asperger Syndrome have superior intelligence. This
impression has probably been derived from movies such
as the Rain Man and the few wonderful individuals with
Asperger Syndrome who have come to be widely known
for their exceptional intelligence. However, this does not
mean that hiding within all individuals with Asperger
Syndrome there is a genius. Like the rest of us who are
not on the spectrum, there are a few geniuses, some very
intelligent, and the rest intellectually very ordinary
mortals. And with most of them, despite good language,
social interaction remains a major area of difficulty,
especially when it comes to rules governing social
behaviors.

AFTER settling down in class, the child with AS appears
to do well when academics are introduced. They learn their
letters and numbers and rhymes fast, often faster than the
other children. At this stage the learning required is simple,
and the children, with their phenomenal memory, do
exceptionally well. When writing is introduced there are a
few hiccups; many of the children seem to face a problem
mastering this skill. Finally, after much effort and practice
when the children eventually master the art of writing, the
ASPERGER Syndrome is, in many ways, an invisible
class moves on from printing letters to cursive writing,
disorder. In India Asperger Syndrome is a condition that
and the child has to learn writing all over again. At this
is often missed out in diagnosis or is diagnosed quite
stage there might even be tests that the children have to
late, often when the child is in the teens or even in adult
participate in. These tests invariably have direct questions
life. The following is an attempt to address some of the
that the children with
common situations that
their strong memories
individuals with
hildren with Aspergers Syndrome learn better
usually excel at.
Asperger Syndrome and
when they are exposed to concrete experiences
their families in India
that develop concepts. For example using objects
PARENTS soon feel that
find themselves in.
to get the feel of how numbers increase
they appear to go through
when one is adding and how they decrease
a cycle. Just as their
School
when one is subtracting. When learning about plants the
children appear to have
For some parents, when
child
needs
to
handle
them,
to
grow
them
in
a
pot.
The
settled down and are
the child is very little,
child with Asperger Syndrome needs visuals, and to
doing well, a new
they do not notice
handle materials where ever possible. This, of course,
situation crops up. So
anything that causes
is
the
best
way
of
learning
for
all
children!
they go through a cycle:
concern. For others
the child stumbles;
there is a small nagging

C

2

AUTISM NETWORK: VOL 3 ISSUE 1~ APRIL 2008

parent and child work very hard on all the issues; and
towards the end of the academic year things appear to
fall into place and everyone breaths a sigh of relief. Then
the new academic year starts with a new class, new
books, new environment, new teacher, with perhaps
differences in the way of teaching. For many children
with Asperger Syndrome and their parents this means
that the struggle starts all over again.

environment at home. Most say they cannot because it is
uncomfortable for the adults in the house. So the child
with Asperger Syndrome who has a communication
disorder is expected to undergo an English medium
education, but speak in Hindi, Bangla, Tamil, or whatever
may be the mother tongue at home.
OF course even children who attend schools where the
method of instruction is the childs mother tongue are
rarely provided the kind of support children with AS need.

AS they grow older many parents begin to feel that the
demands placed on their child are overwhelming.
Coupled with that the school may express doubts as to
whether their child will be promoted to the next class.
Suddenly, the inadequacies of our education system
become clear when one is parenting a child with AS.

SOME of the most pressing issues from the AS perspective
often appear to be insignificant to the non-autistic learner,
but to a child with Asperger Syndrome they can become
huge hurdles they have to overcome.
To give just a few examples:

Learning style versus teaching methods
The teaching followed in most schools in India is still
very bookish, with a lot of stress on learning by rote and
little stress on experiential learning. Much of the
difficulties in academics faced by those with Asperger
Syndrome arise from this as it does not account for their
learning style.

· A lot of schools when teaching numbers, teach 1and 1
is eleven and 1 and 2 is twelve, and so on; but its not.
10 and 1 is eleven. For a child with Asperger Syndrome
it often leads to incorrect learning, followed by having to
un-learn and then learn again.
· Learning reading phonetically can be confusing for
some children with Asperger Syndrome. Many children
teach themselves to read through sight-reading and they
do not face any problem in spelling out words. When
reading starts with phonetic exercises it can be frustrating
and confusing since they may not be able to relate the
exercise with reading.

PERSONS with AS are good visual learners. Many are
hyperlexic. They appear to excel at learning by rote.
Often the child with Asperger Syndrome is at the top of
his nursery class. Both parents and teachers feel happy at
the childs performance. It is very difficult for them to
fathom that even though the little one in the kindergarten
class is reading fluently and answering questions he may
have very little idea about the content and meaning of
what he has read.

· Being able to ask the teacher for help or say I didnt
understand.

THEIR sharp memory is a strength. And the child with
AS often uses it to cope with having to learn something
he has not really understood. As the child moves to
higher classes, he builds on this shaky foundation. And
suddenly after a few years, usually when he is in the
fourth or fifth grade, he is not able to cope. As
academics becomes more complex the child starts to
stumble. There was so much he did not really learn in
the lower classes, the concepts and meaning that he
missed, and as a result there are yawning gaps in his
understanding of many concepts.

· Dealing with interruptions in the middle of class time
can be difficult. For instance, the child with Asperger
Syndrome is listening attentively while the teacher is
taking class. There is a sudden interruption as can happen
in any regular classroom. Once the teacher resumes
teaching after the interruption, the child may not be able to
pick up the thread from where they left off.
· If the child with Asperger Syndrome cannot complete
his class work during class time, sensitive and caring
teachers often take the student aside after class and help
him complete the class work. A child with AS may
therefore come to the conclusion that class work is to be
done after class, one-on-one with the teacher.
OF course not all children with Asperger Syndrome face
challenges in academics; but a great many do and it is best
to anticipate this, address the possible areas of concern,

THE curriculum followed in schools can be rigid. An
additional difficulty arises with the two, and in some
cases three, languages to be studied. Families of children
with Asperger Syndrome who are in English medium
schools are advised to create an English speaking
3
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and prepare the child by strengthening different skill
areas, enhancing language skills and working on social
understanding.

children will treat him. And if the adults treats the child
as some one who needs support then suddenly there will
a be number of mother hens willing to adopt the child
with AS.

THE child with AS definitely benefits from a regular
school education, but he may not have the emotional
CERTAINLY, schooling is not the only issue. As the child
strength to cope with the non-autistic learning and social
with Asperger Syndrome grows up there can be difficult
environment of the class
times ahead. Many desire
room if sufficient
peer interaction; and then
or many children with Asperger Syndrome
accommodation is not
there is the attraction
the bulk of the school work is done at home,
made to adapt to his
towards the opposite sex.
with
parental
support
and
with
extra
time
spent
specific needs.
And all of this gets mixed
on studies to keep the child with AS at par with his
up and gives rise to often
classmates if not ahead of his class. When the most
WHAT is urgently needed
unusual and at times
significant interaction between the parent and
is firstly, the acceptance
difficult behaviors which
the
child
is
at
study
time,
then
the
relationship
that those with AS are
are misunderstood by the
of the child and the parents becomes that
different from the nonnon-autistic world.
of a teacher and student. For both parents
autistic population, and
and the child this can be emotionally draining.
cannot be expected to fit
Friendship
into the non-autistic
As children, some may
mould. So in terms of
not show interest in peer
schooling those on the autistic spectrum require some
interaction or friendship and not have a clear concept of
flexibility. For instance, just as for those who are
what a friend is. As young children some may avoid
hearing impaired, or visually impaired, or have
peers altogether while others may try to initiate peer
dyslexia, or cerebral palsy, persons with Asperger
interaction through inappropriate ways. For some little ones
Syndrome may be allowed the option to skip learning
in Kindergarten a way to interact is to push and
one language. Flexibility in choosing some subjects is
shove the classmates. In the early years many socially
something all children will benefit from, not just those
unacceptable overtures in class are quickly forgiven in the
on the spectrum. Also flexibility with such things as
light of the childs excellent academic performance.
hand writing; for the authorities to just accept that
But it gets less and less so as the child grows older.
children on the spectrum may not have a good
handwriting. Or that they may even not be able to write
IT is very difficult to explain and teach friendship. No one
their exams by hand. Some children with Asperger
taught those of us in the non-autistic world these extremely
Syndrome may need writers or scribes for their exams,
abstract concepts. Here are two examples of two different
or be allowed to give their exams using a computer.
young men and their attempts at friendship.

F

SOMETIMES simple things like being allowed to use
schedules or a token system can make a huge difference.
Giving the child something to do when he has finished
his class work, since thats the time he may become
restless, can help the child keep himself occupied and
not slip into behaviors that might be disturbing for the
rest of the class. When giving instructions the teacher
can on occasion use the childs name to help him focus.

FIRST is Sandeep who is 23, and who has assumed that
young men of his age will just turn up to his door and they
will become his friends. He came to this conclusion because
one of Sandeeps cousins came to visit with a friend. This
friend of the cousin was a kind young man who decided to
befriend Sandeep. So on occasion he would come to
Sandeeps house for a chat or take him out. But the young
man eventually got a job and went away and that left
Sandeep confused as to how he could get another friend.
He resorted to standing on the street and waiting for likely
candidates to turn up. Also while travelling by train he
resorted to demanding friendship from some of the fellow
passengers, with consequences not always pleasant for him
or his family. It took some time for him to understand that
this will not work. But he still is not sure how the whole

THERE is of course the attitude of his peers, and much
of that depends on the attitude of the teachers and the
parents of the child with AS. If the child is treated as a
poor thing then that will be attitude of the other
children. If the teacher and the parents feel the child with
AS is a problem then that too is the way the other
4
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business of friendship works. Sandeep is still working
on this riddle but in a more appropriate way.

retreated to his home and refuses to go to work ever since
the company he worked for shifted premises. There is
another young man also a graduate who  not having a job
- spends most of his time traveling on local trains and
taking foodstuff from vendors.

THEN there is Gaurav who is 18 and in standard twelve.
Gaurav is an Aspie who is good at his studies. He also
wants friends and according to him, has friends. He
counts the boys hanging around the barber shop near his
home to be his friends. The boys do not treat him as a
friend but allow him to hang around them. The young
man who works at the local tea stall is, as far as Gaurav
is concerned, his friend. This young man at the tea shop
at times teases Gaurav but to Gaurav this is what
friendship is about. On the other hand Gauravs parents
find it very difficult to accept Gauravs friends. They
assume that Gaurav should mix with those of his class
who are also good students.

WHO are the ones doing well? Those lucky to be in a
supportive environment, whether it is schools, home, or
place of work; where it is accepted that Aspies are different
and may not fit into the 'normal' mould. Doing well has
nothing to with academic education. It has to do with a
supportive environment that adapts and accommodates to
the differing needs of those with Asperger Syndrome.
WHAT is needed now is to ensure that the supportive
environment is not dependent on luck. Young children
with Asperger Syndrome may need communication
therapy not necessarily speech therapy. They may need
help in academics. They need help in understanding the
social world around them and will require help in
navigating their way around them. But mostly early
diagnos,is so that persons with Asperger Syndrome can
benefit from strategies and techniques that are available in
this country, which most people think individuals with
Asperger Syndrome dont need. If this is not done now
another generation will grow up into unhappy, isolated and
confused adults.
- indranibasu55@gmail.com

Adult Life
There are adults with Aspergers Syndrome who are
coping and living independent lives in India, as
elsewhere in the world, but there is no data available to
show how many are actually doing so. Therefore one can
only talk from ones experience. Those that we as
professionals do get see are individuals whose lives are
not working out too well. And the number seems to be
rising. For adults with Asperger Syndrome, the scenario
in India is not very good.
MUCH of their formative years are spent trying to just
keep up with school and therefore it leaves them little or
no time, or opportunities, to develop emotionally. Most
children and adolescents with Aspergers Syndrome
appear to lead lives where they just go to school and
then come home and study or go for additional classes.
So do most children in India some would say. But the
non-autistic population gets to interact and play in
between classes, traveling on the school bus, during
school vacations. Neurotypical children manage to
snatch those moments when they need it. We all did. We
knew how to carve out those moments for ourselves. But
for the person with Asperger Syndrome they may not
even know they need those moments let alone how to
get them. They have little opportunities to learn coping
skills, like how to relax, or to ask for help, or calm
oneself when angry.

Diploma in Special Education
(Autistic Spectrum Disorder)
~ Training Course 2008-2009 ~

Admissions are open for Action for Autism's RCI

recognised course in Autism starting July 2008. There are
limited seats. As in past years successful candidates receive
placements in leading organizations in India.
Eligibility
Energetic and enthusiastic candidates who are creative,
logical, intelligent, open to learning and willing to work
hard are invited to apply. Graduates in Psychology,
Education, Child Development preferred, though 10+2 pass
with 50% may also apply. Prospectus and application
forms available from Action for Autism for Rs. 150/(payable by cash/ DD), plus Rs 20/- for pp. Last date for
submission of application with bio-data 31 May 2008.
Please send completed forms to:

THOSE children with Asperger Syndrome who do finish
their education, which in the Indian context usually
means become a Graduate, may not necessarily get a job
let alone keep a job; since all this requires a lot of social
skills. One young man with a Post Graduate degree has

Training Coordinator, National Centre for Autism
Pocket 7 & 8 Jasola Vihar, New Delhi 110025
Please mark envelopes DSE (ASD) 2008-09
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Voices from the Spectrum
Shubhangi Vaidya
Shubhangi, a sociologist by training, is doing research on families of children
on the autism spectrum. She works as an Assistant Director in the Regional Services Division
of Indira Gandhi National Open University, New Delhi.

T

he South Asian Regional conference on Autism held
in New Delhi on 15 and 16 January 2008 was
appropriately subtitled Building Bridges. And
buildings bridges is precisely what the event succeeded
in doing: bridges between personal experience and
professional practice, between the neuro-sciences and
behavioural ones, between the theoreticians and hands
on practitioners. But perhaps one of the greatest
achievements of the conference was that it helped to
bridge the divide between those who actually inhabit the
Autism spectrum and us so-called normals; or as the
autistic population prefer to call us  neurotypicals.

presentations was the insight they offered us
neurotypicals, into the inner worlds of autistic people;
their deepest thoughts, feelings and emotions. This is
terrain that is often quite inaccessible to the rest of us,
due to the difficulties our children have with language
and communicating abstract thoughts. We thus freeze
them in childhood, naively believing that despite their
bodily growth, they remain little children on the inside:
Dr Shores presentations were also marked by a
delightful and dry wit: an unexpected attribute in an
individual on the Spectrum. From being written off as a
hopeless case needing institutionalised care, to a highly
qualified and sought after public speaker and writer, Dr
Shores success story is inspirational.

FOR the first time in India, a number of autistic
individuals spoke about their experiences of growing up
different; the challenges they faced at school, in the
play ground, the workplace, and the wider society. They
spoke of their families, of stigma and labels, social and
emotional difficulties, and most heart-warmingly about
the way they negotiated a confusing and erratic world
and attempted to adjust to it.

NO less inspirational is the story of a quiet selfeffacing
young man by the name of Achyutanal Guha. Visitors
to Action for Autism will immediately recall the genial
bespectacled young man in the office who epitomises the
phrase service with a smile. Mr Guha spoke about the
efforts of his mother to enable him to lead a regular life,
his relatives, spouse, siblings and friends, and his
experiences at Action for Autism. What was striking
about the presentation was the confidence with which
Mr Guha stood up before a large audience and declared
that he is autistic. We marvel at his courage and dignity
and the social changes that are increasingly making it
possible for individuals to make this sort of disclosure.
The autism movement in India, it appears, is finally
coming of age, with focus slowly shifting from families
as voices of the autistic, to self-advocacy on the part of
people with autism themselves. We in India can be justly
proud that the robust autism movement here has resulted
in growing public awareness and improving diagnostic
skills and facilities, and most importantly, doing away
with the stigma and shame of disability.

DR Stephen Shore, a keynote speaker at the conference,
is a Ph.D. in special education and the author of three
well-received books based upon his personal experiences
and advocacy work. His presentation, Employing
Strengths, Interests, and Negotiating Relationships in the
Workplace: Observations on Promoting Success, dealt
with the important issue of meeting the social challenges
involved with obtaining, keeping and even departing a
job for people on the Autistic Spectrum. Sharing his
personal and professional experiences as an adult living
with Autism, Dr Shore discussed the strategies he used
to secure and meet the expectations of his employees.
His second presentation, Sexuality and Intimate
Relations for People on the Autism Spectrum: An Inside
View for Success dealt with the delicate and much 
misunderstood topic of sexuality and people on the
autism spectrum. Busting some of the myths about
people with disabilities being asexual beings, Dr Shore
discussed both the physical as well as emotional aspects
of sexuality. What was remarkable about both his

QAZI Fazli Azeem, a young man from Pakistan, grew
up without receiving a formal diagnosis and spent 25
years of his life trying out unorthodox self-devised
methods for coping with his oddities and adapting
himself to the world . His presentation, Unconventional
6
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the same time he said he was happy he had the
opportunity to make friends and learn from teachers who
were kind and helpful, even though they did not exactly
know or understand what his condition was.

Strategies for Living with Asperger Syndrome was a
remarkable testimony of his lone struggle to understand
himself. Some of the unconventional strategies that
worked for him included his own version of vitamin
therapy , personal chelation, improving eye contact,
devising techniques to control his hyperactivity, dealing
with sensory overload, directing his obsessions and
islands of ability to develop expertise in computers and
becoming a successful professional.

AMITAVA is representative of a community of young
people with autism whose condition remain undiagnosed
for a number of years, and who are faced with complex
situations as a result. The scenario in our metropolitan
centres at least is much better today, and Action for
Autism has played a pioneering role in this regard.
Conferences such as these help to bring together
expertise in various fields in the service of a common
cause. The disclosures and sharing of experiences by
persons on the Autism Spectrum helps to throw new
light on how they attempt to make sense of a world that
is yet to acknowledge and honour their unique gifts and
their courage in the face of this most complex and
misunderstand condition.
- shubhangi_v2000@ yahoo.co.in

QAZI shared that eleven other members of his family
have been diagnosed with ASD since. Like other self
advocates, Qazi has helped many children and adults
with autism and their families understand and deal with
their autism.
AMITAVA Basu, a young man from Kolkata, shared
experiences of his school days. He described how
confusing he found school rules, his difficulties in the
classroom with sensory issues, particularly the noise. At

LETTERS

I think kids have more understanding then we give them
credit for sometimes.
Deepti Havila

Escape to Cyprus and help guide
a Musical Talent with Aspergers!

ED: A reader forwarded this mail from an elist. I
thought it was a perfect example to share with readers:
Deepti Havilas mother is a lesson in acceptance and
understanding going back 30 years! This letter is a must
read for every parent who agonises over each ignorant
comment that others make about their child.

She is a 27 year old talented musician with
Aspergers Syndrome. Based in Nicosia, Cyprus, this
interesting young woman is fairly independent and
self-motivated, with the ability to communicate and
make friends.

I have a brother with Downs who is 32. My mom told me
when I was three years old that I have a special brother.
And that God specially chose me to be his sister (she
told me the old story of God searching the whole wide
world to look for somebody strong enough). I believed it
that day, and I still believe it. She told me that people
might sometimes tease (and they did, including
throwing stones at us while coming back from school).
She told me that he needed loads of love and though
sometimes he did stuff that was unreasonable, he did it
coz he doesn't realise it is unacceptable.

She requires a patient, persevering and if possible
fellow music lover, qualified in Psychology and/ or
Education to educate and enhance her behavioural
and social skills.
If you have experience in attending to the
development of individuals with Aspergers, if you
believe you are the right person for this role and
would value the opportunity of support from a
leading global expert in the field of Aspergers pack
up and escape to Cyprus! For more information, to
apply online and prepare to embark on a truly
fulfilling opportunity please click on the link:
www.sfsct.com .

To keep it short, she was honest and very plain about it.
And 30 years back in a small town in India, it was very
difficult but she made it very easy. She never got upset
about kids teasing us. She just told (me) that they only
do it because they don't know how special he is.

- Serena Malayatoor
7
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My Story
Achyutanal Guha

I was born and brought up in Delhi. My father was a

journalist and my mother is a retired HR personnel. My
family includes my mother and my wife. I have a
younger sister who is married and has two children. My
father expired in 1996. It was my mother who took care
of my needs and upbringing.
I am an adult with Autism Spectrum Disorder. I received
a diagnosis of Aspergers Syndrome when I was in my
early teens, by Dr BN Roy of the Dr BC Roy Memorial
Trust in Kolkata in the early 1970s. Dr Roy was running
an organisation for individuals with special needs in
Kakurgachi in Kolkata. In those days autism was
unknown to most of the doctors. When we met Dr Roy,
he knew about autism as he used to travel abroad for his
work. In 1985, when I was 18 years old, Dr Roy assured
my mother that she could help me develop my skills
towards a career of my choice.
AFTER completing school, I did some short-term courses
to further develop my skills . I started my career as an
apprentice in a TV company in 1986. In 1990, I worked
in a newspaper office and in 1994 I joined a marketing
organisation. In 1997, I joined a magazine office as an
office assistant and learnt to use the computer. Here I
discovered that I was good at computers.

SOMETIMES, it is difficult for me to handle loud and
unwanted sounds, negative remarks, harsh words and
anger around me. When a situation like this occurs,
depending upon the situation, I try to control myself, talk
to people about it, or listen to music. Sometimes going
out for a walk helps me de-stress. While walking I go
over what happened, try to overcome it and re-plan the
work that I was doing.
I have difficulties in social understanding because of
which I have had difficulties at home, at school and also
later at work. After coming to AFA the meaning of life
has changed for me. People in my office know I have
autism and accept me as I am. Several persons at AFA
have helped me in different ways to understand myself.
I like to interact with people, but my circle of friends
continues to be limited and most of my friends are from
AFA. At AFA I have learnt to be patient, learnt about
ways to overcome my difficulties (including problems of
attitude and body language) and be more focused in my
work.
TIME spent with friends and family members often
involves serious issues; at other times it is exciting, fun
and fruitful. My relatives including my wife and my
sister do not know that I am autistic, but they know that
I am different and they see me as a regular person. My
sister and brother-in-law are like my friends and so are
my mother, nephew and niece. My relationship with my
wife is good, enjoyable and meaningful though
sometimes it is stressful especially in matters concerning
the household. At home I generally help my wife to keep
all washed clothes and utensils neatly arranged in their
proper place. I also do the monthly household shopping.
We do have misunderstandings and occasionally we lose
patience with each other, but we resolve our quarrels
sooner or later.

IN 1999, I came to know about the organisation Action
for Autism (AFA) and joined them as an office assistant.
Here I learnt to do many kinds of administrative work
including keeping accounts. Now I maintain all the dayto-day accounts of the organisation. Over the years, I
have also become the IT troubleshooter and assist others
in the planning and organizing of different events of the
organisation.

I am also a self-advocate for autism. I help in spreading
awareness about autism and about AFA. I share my
experiences with other students with autism coming to
AFA. I also speak about my diagnosis and experiences to
other parents and professionals during AFA workshops
and conferences and on national television. When I
become comfortable with new people I tell them about
myself. For example, some people in our bank know I
have autism. This helps them understand me better.

I work better when the job is explained to me in a clear
direct manner and I am given a time frame. The work can
be easy or tough but breaking it into small simple steps
makes it less complicated.

IN my free time, I enjoy watching news channels, surfing
the Internet, listening to music, exploring new places and
markets and watching movies on TV or at film theaters.
8
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vkWfVte vkSj Hkkoukvksa dk lhfer Kku
bUnq ploky
gS D;ksfa d og ;gh le>rs gS a fd ml cMs+ O;fDr dks Hkh ekywe
gS fd esjk dqN lkeku ugha fey jgkA

vkWfVt+e ,d tVy fodkj gS] ftlesa O;fDr lekftd :i ls
fiNMiu fn[kkrk gS vkSj lekftd lalkj esa Bhd rjg ls ugha
cSB ikrkA vk/kqfud le; ds euksoKS kfudks us vkWfVt+e esa lhfer
;k {kfrghu ßfFkvksjh vkWQ ekbUMÞ dk o.kZu fd;k gSA nwljs kCnks
esa dgk tk ldrk gS fd eu i<us dk fl)kUr tks vke yksxksa esa
ik;k tkrk] og vkWfVt+e esa cgqr lhfer gksrk gSA

lSyh&,su iz;ksx %
tSls fd igys crk;k gS] eu dks i<+us dk fl)kUr gekjs czus dk
Qadku gS tks fodkl ds lkFk iqV gksrk gSA blds }kjk ge
nwljksa ds fopkjks]a bjknks]a Hkkoukvksa bR;kfn dks le>rs Hkh gS vkSj
mudk lgh rkRi;Z D;k gS ;g Kku Hkh izkIr djrs gSAa 18&30
ekg ds vke cPpksa esa fodflr gksus yxrk gS vkSj yxHkx 3 &
4 okZ rd bldk vPNk fodkl gks tkrk gSA foej vkSj ijuj
uked euksoKS kfudksa us bl ekbZUM jhfMax fl)kUr dks ,d iz;ksx
}kjk fl) fd;kA

gj ,d bulku vius vki dks vius lkekftd i;kZoj.k ds
vuqlkj <kyrk gSA og le>rk gS fd nwljs O;fDr dh viuh
Hkkouk,s gksrh gSAa cgqr de vk;q ls gh cPpk nwljksa ds eu esa D;k
py jgk gS] ;g tkuus dh dksfkk djrk gSA bl izdkj og ,d
ekbZUM jhMj ;k ^eu ikBd* gksrk gSA nwljksa ds eu dks i<+ og
Lo;a ds O;ogkj vkSj vkpj.k jprk gS tks fd ml foksk fLFkfr
esa foksk O;fDr ds fglkc ls gksrs gSAa
1- lSyh ds ikl ,d Vksdjh gS ,Su ds ikl ,d cDlk gSA
2- lSyh viuk ,d dapk ¼ekjcy½ Vksdjh esa Mkydj dejs ls
mnkgj.k & ,d cgqr NksVk ckyd ¼2 okZ dh vk;q ij½ ;fn dksbZ ckgj fudyhA
,slh oLrq mBk ysrk gS tks fuks/k gks] rks og mls fNikus dh 3- uV[kV ,Suh us lSyh ds tkus ds ckn Vksdjh ls dapk fudkydj
dksfkk djrk gS rkfd dksbZ ns[k u ysA
vius cDls esa Mky fn;kA
4- vc ykSVdj lSyh dapk dgka ls ikus dh dksfkk djsxhA
;fn cPpk ,d lqUnj fp= cukrk gS rks og fdlh vkSj dks
fn[kkrs le; fp= dks ?kqek,xk rkfd nwljs O;fDr dks lh/kk pkj okZ dh vk;q ds cPps lgh mÙkj nsxa s & lSyh Vksdjh esa
fn[ksA vkWfVt+e jgus ls cPpksa esa bu ckrksa dk lhfer Kku ns[ksxhA ;g blfy,] D;ksfd og Lo;a dks lSyh ds LFkku ij
gksxk&
j[kdj lksp ldrs gSA mUgsa ;g Kku gS fd lSyh dh vuqifLFkfr
esa ,Su us dapk gVk;k Fkk blfy, lSyh dh lksp ;gh gS fd dapk
1- nwljs O;fDr dks fp= lh/kk myVkus ij gh fn[ksxk ;k fdlh Vksdjh esa gSA bl izdkj 4 okZ ds cPps esa nwljs dk eu i<+us dh
oLrq dks pqjk;k gS rks fNikus ij nwljs O;fDr ls fNisxhA {kerk gksrh gS ijUrq vkWfVfLVd cPPkk ;k vkWfVfLVd fdkksj
vkWfVfLVd cPps ;g ekudj pyrs gS fd lHkh dks ogh lc ekywe ckyd bldk mÙkj nsxa &s ckWDl esa D;ksfa d mUgs ekywe gS fd dapk
gS tks mUgsa ekywe gSA blfy, og LokHkkfod :i ls dksbZ Hkh ckDl esa gS] rks og le>rs gSa fd lSyh dks Hkh ekywe gSA
vfHkO;fDr ugha djrsA og dksbZ Hkh ?kVuk tks Ldwy esa ?kVh gks
mls ?kj ykSVdj ugha lqukrs D;ksfd mUgsa ;g cks/k gh ugha gksrk tSls O;fDr cM+k gksrk gS og bl ekUM jhfMax ;k eu&iBu }kjk
fd ?kj ds yksx tks ml ?kVuk LFky ij mifLFkr ugha Fks] mUgsa lkekftd lalkj esa lek;ksftr vkSj O;ofLFkr gksrk gSA nwljksa
ml ckjs esa dqN ugha ekyweA
}kjk fd;s tkus okyh fØ;kvksa dk vkSj O;ogkjksa dk vFkZ le>rk
gS vkSj mlh lekftd cks/k }kjk vius vkl ikl ds yksxksa ds lkFk
cgqr ckj tc vkWfVfLVd cPpksa dk dqN [kks tkrk gS] rks og izHkkokkyh fØ;k LFkkfir djrk gSA vkWfVt+e jgus ls bl {ks= esa
?kcjkrs gS]sa cspuS gksrs gSa vkSj fdlh cMs+ dks ijskku djus yxrs {krh gksus ds dkj.k fuEufyf[kr dfBukbZ;ka gks ldrh gS %&
9
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6- nwljk O;fDr muds }kjk fd;s x;s ,sDu ¼fØ;k½ dk D;k vFkZ
fudkyaxs ]s ugha le> ikrsA

1- nwljksa dh Hkkoukvksa dks le>us esa vleFkZrkA
2- nwljksa ds ikl D;k lwpuk ;k le> gS! nwljs fdl pht ls
;k vfHkK gSA bu ckrksa dk lhfer cks/kA

mnkgj.k & ,d fdkksjkoLFkk eas izos k fd;k yM+dk xehZ yxus
ij diMs+ mrkjuk kq: dj nsrk FkkA ,slk ,d ckj mlus ,d cl
3- nksLrh ds le>kSr]s vknku iznku o lkSns tks fe= ds ekbUM esa efgyk ds lkFk cSBs gq, fd;kA
dks i<dj fd;s tkrs gS]a og vfr lhfer gks tkrs gSAa
7- xyrQgeh dks u le> ikukA
4- nwljk O;fDr mudh ckrksa esa :fp j[krk gS ;k ugha] muds
8- nwljksa dks /kks[kk u ns ikuk vkSj nwljksa }kjk /kks[ks/kM+h o Ny
fy;s le>uk dfBu gSA
dks u le> ikukA
5- nwljksa dh ckr dk HkkokFkZ le>us esa dfBukbZA
mnkgj.k %& cPps dks dgk x;k ß ,d ckj fQj fxykl fxjkdj vxys vad] ;kuh fd vxLr vad esa ge ppkZ djsxa s bu ijskkfu;ksa
rks fn[kkvksÞa rks mlus kCnksa dk vFkZ dks gh le> fQj fxykl vkSj lhfer xq.kksa esa Vsªfuax dhA
rks fn;kA

izfl) vlixZj O;fDr
1- VsEiy xzfUMu gkbZ vkSj QDkfuax vkWfVt+e

3- fte flUdys;j] dSFkh xzkUV] Mksuk fofy;e

VsEiy xzfs UMu dk ikyu ,sls le; esa gqvk tc vkWfVt+e dh
tkudkjh cgqr lhfer FkhA bUgksua s viuh cSpy
s js fMxjh
¼ch-,-½ euksfoKku esa 1970 esa izkIr dh vkSj 1975 esa ikqfoKku
esa dhA vkt ;g ,d lQy vfHkdYid gS] tks ikq/ku dh
fMtkbfuax djrh gSA vius thou ds vuqHkoksa }kjk mUgksua s
vusd dk;Zkkykvks esa vkSj dbZ ys[k] iqLrdsa bR;kfn fy[ksA
mUgksua s vusd dk;Zkkykvksa esa vkSj lEesyuksa esa Hkkx fy;k gSA
vkt Hkh VsEiy ^vkWfVfLVd gSA

bu rhuksa us ,d lkFk feydj ßvkWfVt+e usVodZ vUrjkZVªh;
1992 dk fuekZ.k fd;kA og fiNys vf/koDrk ds :i esa
vkWfVt+e {ks= esa vk;ksMksuk fofy;e us Hkh vusd fdrkcs
fy[kh] ftuesa vkWfVt+e dh vUrjkZVªh izLrqr dh xbZA

2- LVhQu kksj

2- jkekuqtu

vkSj vU; izfl) uke%
1- dk;Z vjflUds& cslckWy f[kykM+h
3- vYcVZ vkbZULVkbu

LVhQu kksj dks pkj lky dh vk;q esa vkWfVt+e dk funku
feykA mUgsa vrh jksxh crk;k x;kA vkSj bl dkj.k izkjafHkd
izfk{k.k esa dfBukbZ gqbZ] vkt Lisky fk{kk esa MkDVsV
gkfly dj vkWfte Vsªfuax vkSj ,sMoksdslh ¼vf/koDrk½ esa
dk;Z dj jgs gSAa LVhQu vusd lEesyuksa esa oDrk :i esa
kkfey gksrs gSAa tuojh esa og Hkkjr ¼ubZ fnYyh½ vk;s vkSj
,-,Q-,- }kjk vk;ksftr dkWUÝsUl esa Hkkx fy;kA

4- vMkWYQ fgVyj
5- tktZ bfy;V &ys[kd
,slk ekuk x;k gS fd bu O;fDr;ksa esa vlixZj vFkok gkbZ
QDkfuax vkWfVt+e ds vusd y{k.k Fks ijUrq vkSipkfjd
funku ugha feykA
10
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vlixZj flUMªkes
vlixZj lay{k.k ;k vlixZj fMlkMZj ,d tSfod fodkjrk
gS tks efLrd lacfU/kr dkj.kksa ls gksrk gSA bls 1944 esa
igyh ckj gSUl vlixZj uke ds fpfdRld us le>k;k
vkSj vius isij isk fd;sA vlixZj fo,uk esa tUesa fpfdRld
Fks ftudk uke vkWfVt+e LisDVªe fodkj ds {ks= esa tkuk
ekuk gSA vlixZj us dqN cPpksa ¼eq[; :i ls yM+dks½ ds
O;ogkj i<s+ vkSj fQj mudk mYys[k fd;kA vlixZj ds
o.kZu ds vuqlkj ckydksa esa vkWfVt+e tSls y{k.k gksrs gS]a ij
buesa dE;qfudsku ¼ekSf[kd lapkj.k ;k vfHkO;fDr½ vkWfVflVd
ckydksa ls vf/kd jgrh gSA vlixZj flUMªkes esa ik;k tkrk gS fd
mudk ckSf/kd Lrj lkekU; jgrk gS] Hkkkk dk Hkh vPNk fodkl
gksrk gS ijUrq vU; vkWfVfLVd O;ogkj ,oa y{k.k Hkh fn[krs
gSaA
vlixZj fMlkMZj ds y{k.k D;k gSa \
vlixZj ls izHkkfor yksxksa esa tks y{k.k vkerkSj is ik;s tkrs
gS]a og vl izdkj gS%&
1vlixZj fMlkMZj gksus ij] cPpk nks okZ dh vk;q
gksus rd ,d kCn iz;ksx dj ;k rhu okZ dh vk;q rd
nks&rhu kCnksa ds okD;k¡k }kjk nwljksa ds lkFk dE;qfudsV
djus yxrk gSAa ij Hkkkk dk iz;ksx ^vViVk* jgrk gSA
23&5 okZ dh vk;q rd fodkl lkekU; :i dk
fn[krk gSAa dksbZ Hkh oS|kfud foyEc ugha gksrkA
3vekSf[kd O;ogkj }kjk lEidZ cukus esa lLiB :i
ls {kfrA ;g O;ogkj vk¡[k feykuk] psgjs ds Hkko] kkjhfjd
eqnkz ] bkkjks dk iz;ksx bR;kfn gks ldrs gSAa ,sls O;ogkjksa esa
vFkZ le>dj lkekftd fØ;k djus esa vR;Ur dHkh gksrh gSA
4vius ge mez ;k vfHktkr yksxksa ls lEidZ LFkkfir
djus esa vkSj cuk;s j[kus esa dfBukbZA
5LokHkkfod :i ls viuh :ph] miyC/kh ,oa vkuUn
dks nwljksa ds lkFk ck¡Vus o vfHkO;Dr djus esa dehA
6kkjhfjd :i ls <hykiuA twrksa ds ysl ck¡/kus es]a
deht ds cVu yxkus es]a ist&dl iz;ksx djus esa ;k vU;
nwljs [ksy tsls cSMfeUVu bR;kfn esa dfBukbZ gksrh gSA pky]
nkSMu+ s dk vUnkt] bR;kfn vViVs yxrs gSAa

7vlixZj cPps vf/kdrj vdsyis u dk fkdkj gksus
yxrs gS D;ksfd muesa rhoz LoHkko fn[krs gSAa og fdlh fok;
¼tSls jsy] fØdsV] dkj bR;kfn½ es]a ;k oLrq esa bruh vR;f/
kd :fp j[krs gSa fd og vU; nwljh ckrksa esa vkSj oLrqvksea as
/;ku ugha yxk ikrsA nwljksa }kjk cksyh tk jgh ckr ij
fcYdqy Hkh /;ku u nsdj ciuh gh ckr fd;s tkrs gSAa
8lkekftd :i ls ;g vR;f/kd QqrhZys ;k ,sfDVo
gksrs gS ij budk lkekftd O;ogkj ;k lkekftd fØ;k
fcYdqy vViVh gksrh gSA
9vDlj vlixZj O;fDr viuh fnup;kZ esa cgqr gh
:f<+oknh O;ogkj fn[kkrs gSa vkSj cnyko dks vklkuh ls ugha
viukrsA
10yxkrkj ,d gh rjg dh ckr djuk] ckrphr cuk;s
j[kus esa dfBukbZ] ckr djrs le; vkokt+ds Loj] /ofu] ygtsij
fu;U=.k u j[k ikuk] ckr ds Hkko dks u le> ikuk] ;g lc
vlixZj O;fDr ds ekSf[kd O;ogkj esa ik;s tkus okys y{k.k gSAa
11vlixZj fMlkMZj gksus ds QyLo:i O;fDr cksyrk
rks cgqr gS] ijUrq kkfCndrk dk gh Kku j[krk gS vkSj vf/
kdrj kCnksa ds vFkZ dks xgjkbZ ;k HkkoukRed :i ls ugha
le> ikrkA tSl&s pqVdqy]s eqgkojs] O;ax bR;kfn le> easa
ugha vk ikrsA
vlixZj fMlkMZj D;kas gksrk gS\
bldk dkj.k vHkh rd LFkkfir ugha gSA cgqr ls ifjokjksa esa
¼ftuesa fdlh O;fDr dks ßvlixZjÞ funku feyk gS½ vU;
vkSj yksx ik;s x;s gS ftuesa lkekftd fiNM+kiu ;k vViVs
lkekftd O;ogkj gksaA bl izdkj tusfVd ;k vuqokafkd
dkj.k gks ldrs gS ij vkt rd dksbZ Hkh ,slk ^thu* ugha
igpkuk x;k tks vlixZj fMlkMZj ds fy;s mÙkjnk;h gksA
,d ckr LiV gS& vlixZj jgus ls O;fDr ds czus esa dqN
dk;kZRed ,oa lajpukred fHkUurk,a gksrh gSA cgqr ls oSKkfud
vlixZj vkSj HkkSfrd okrkoj.k esa lEcU/k ;k oS:fid ¼fVjsVkstus
;k gkfudkjd inkFkZ tks xHkZ esa izkIr gks½ ij vuql/a kku dj
jgs gS ij vHkh rd dqN urhtk ugha ik;kA
11
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vlixZj fMlkMZj dk iwokZueq ku
;k izkXW ukfll

UN Convention on the Rights
of Persons with Disabilities
UNCRPD

2007 rd v/;;u ds vuqlkj dksbZ Hkh vthou fudlZ ugha
India was one of the first countries to ratify the United
gqvkA vlixZj O;fDr dh vk;q vo/kh lkekU; gksrh gS] lkFk Nations
Convention on the Rights of Persons with
esa euksoKS kfud vkSj euksjksx lacfa /kr jksx gks ldrs gSAa
Disabilities (UNCRPD) on 1 October 2007. The

Convention will enter into force on the thirtieth day after
the 20th ratification or accession. The Optional Protocol
will enter into force on the thirtieth day after the tenth
ratification or accession.

cgqr ls ,sls vlixZj O;fDr Hkh gSa ftUgksua s Lisy fk{kk o
Vsªfuax }kjk viuh :fp;ksa dks lgh iz;ksx esa <kyk vksj muds
vk/kkj ij thou esa miyC/kh izkIr dhA

By the time we go into print, the Convention will have
received at least 20 or more ratifications and be on its
way to becoming an International Law on the Rights of
Persons with Disabilities.

vlixZj ds fy;s dqN dk;ZØe lac/a kh lq>ko
1- muds fy;s ,d lqjf{kr vkSj Hkfo;okph ¼izfMDVscy½
<k¡pk cuk;k tk;sA

The convention marks a major step toward changing the
perception of disability and ensures that societies
recognise that all people must be provided with the
opportunities to lead a life to their fullest potential.

2- fnup;kZ muds fy;s LiV gks] nkfkZd lgkjs tSls fp=
ys[kk] bR;kfn dk iz;ksx djsAa

The eight guiding principles that underlie the
Convention and each one of its specific articles are:

3- vf/kd vkp;Ztud fLFkfr;ksa dk ifjgkj djsa
4- uohu fLFkfr ds fy;s rS;kj djsa

1. Respect for inherent dignity, individual autonomy
including the freedom to make ones own choices,
and independence of persons

5- Hkkoukvksa dk Kku nsAa

2. Non-discrimination

6- le>nkj fe=ksa dks <w¡<as vkSj ÝsUM~l Dyc cuk;sA

3. Full and effective participation and inclusion in
society

7- O;ogkj ifjorZu ds fl)kUr le>dj ykxw djsAa

4. Respect for difference and acceptance of persons
with disabilities as part of human diversity and
humanity

tSls& vPNs O;ogkj dh ljkguk vkSj buke nsAa
cqjs O;ogkj dks le>s] fQj ifjorZu djsA

5. Equality of opportunity

n.M dk iz;ksx u djsA

6 Accessibility
7. Equality between men and women

8- mfpr lkekftd fu;e ljy :i ls le>k,aAs

8. Respect for the evolving capacities of children
with disabilities and respect for the right of children
with disabilities to preserve their identities

9- cgqr T;knk udkjkRed ckrs u djs( /kedh ;k ykyp
nsdj dke djokuk cgqr nwj rd dke ugha vk;sxkA

We hope too that in the coming months the disability
legislations in India are aligned with the UNCRPD.

10- yksxksa ls ckr djusA
12
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ROHAN'S

COLUMN

A Brother

Remembers

Ketan Sonalker

T

houghts of my brother Rohan bring forth streams of
memories that I treasure through my life. If anybody ever
asks me which is the saddest day of my life, my answer
shall always remain the same . that very harrowing day
that we lost Rohan all of a sudden.

ROHANS uniqueness lay in the fact that he touched
peoples lives in so many ways. Due to the grace of God,
his talent for art really took him far. When God takes away
something from one hand he always puts something in the
other. In Rohans case it was his talent for Art which was
discovered during his adolescent years and which he
channelised to touch the hearts of people. He used to send
people handmade greeting cards on their birthdays and
anniversaries, and ensure that they were posted so that the
cards reached exactly on the date. He would calculate this
including the public holidays when the post office was
closed and then post them. His hand-made cards reached
people across the globe and even people who had rare
contact with him were the beneficiaries of his cards. So
much so that we always used to joke in the house that, He
is the only person in the family who is internationally
known.

ROHAN, my elder brother, was the person who has
shaped my life and decisions for the past 30 years. Being
older by five years he was the protective brother anyone
would have. Taking my side if anyone was to bully me,
covering up for me time to time, and never once
complaining against me even if I were to be the one to
start a fight or argument.
AS I grew up, I realised that Rohan was different. But at
the same time he too had started comprehending that he
was different, and this had made him choose a different
path at each step in his growing years.
BY diagnosis, Rohan was autistic. But to us, his family, he
shall always be remembered for the person he was, for his
uniqueness and to make us all laugh at the smallest of his
actions or jokes.
ROHAN had his own inimitable way of doing things.
There has been no one in my knowledge so genuine, and
enthusiastic about greeting someone, who remembered and
recalled even the tiniest detail, like the colour of the shirt,
date, etc of people he had met only once
ROHAN influenced a lot of my decisions in life. It was
keeping him in mind that I chose to plan my life and stay
on with my family in Pune, rather than go overseas on the
strength of my qualification and degree.

ONE of his talents that was not known to many people is
that he could tell a day of any year within a few seconds.
For instance, if one told Rohan that one was born on the
x day of March 1980, he could tell us what day of the
week it was. When we asked him how he could say it so
fast, the answer always was, I have calculated it.
AS a brother, he was always supportive and not once
did he refuse anything if I ever asked him. Whether it was
an ordinary pencil or an expensive shirt to wear for
an occasion, his heart was large, large enough to fit in
every demand that I put across, never once being
questioned about it.

AS a sibling I was often asked by people as to how
different it was being Rohans brother. My reply has
always been that it was never too different from the rest.
WHEN it came to my marriage, there was always a
For me he was the only brother I knew, and he did play
question that I and my parents had to face: How would my the role of an elder brother such as any other would have.
wife accept Rohan? But on the other hand, there was yet
His absolutely unique way of reaching out to people, his
another question: How would Rohan accept my wife?
art, and other talents, were all things which made me look
I am sure this question would be part of every person who up to him like any other proud younger brother would.
has a differently-abled sibling. This was a situation none
of us could foresee the results of. Prior to our engagement, ROHAN was 35 when he left us. I do not question Gods
I had told my wife that you meet Rohan once and then
ways, but hope and pray everyday that he is peaceful,
decide. However from the first time they met, they bonded wherever he is. Here as we come to terms with his passing
so well that eventually it was the two of them versus me,
away I realise that in his lifetime he has taught me things
with Rohan always siding with my wife in every situation! that will help me for the rest of my lifetime.

13

AUTISM NETWORK: VOL 3 ISSUE 1 ~ APRIL 2008

A Normal Autistic Person
Indrani (Nano) Basu

As the mother of a 15-year-old boy with Autism, Nano,

long poems from memory, may be able to do complicated
math, which is wonderful of course. But that sometimes
takes parental focus away from teaching basic skills so
that the child may not be able to communicate his basic
needs, may not be able to do simple, basic things for
himself, like wash his own bottom-for instance.

there have been so many varied responses to my Nano
has autism. These range from, Autism, what is that?
(The yet to be aware); to Autism. Oh! Ive heard a bit
about it.(The just aware) ; to Autism!! Really!! And
what is Nanos special skill?(The super aware, thanks
to the Rain Man and its ilk). And that makes me realize
that we still have such a long way to go before we can
give to our children a society that can truly understand
them for what they are.

COMING back to And, what is Nanos special skill, his
savant skill? Well, he doesnt have one! He is just a
normal autistic person. And, I use the word normal with
responsibility! Normal is defined as conforming to the
usual standard, type or function.

THERE are those who have not even heard of Autism
yet, though its incidence is said to be as high as 1 in 150;
and amongst those who have heard about it, a large
number view it as this glamorous, mythical disability,
where every single individual with autism MUST have a
savant skill, be superlative at something, be it at math,
writing, music, art and so on. This myth exists not only
in the general population, but also in parents who have
children with autism. The media, the Internet, as well as
some professionals in the field continue to perpetuate the
myth, that autism and savant skills are almost
synonymous. When you try and tell someone that your
autistic child does not have any superlative skills, one is
met with astonishment and often told that he MUST
have one, that its just undiscovered as of yet .and that
you must find THAT skill, catch it and then youll just
see your child blossom!!!! Implying, that we as parents,
either dont know our children well enough or havent
bothered to put in the effort to find the genius that is just
waiting to see the light of the day! As if that skill is
lurking somewhere, and all we need do is to hunt it
down, and once it emerges in all its glory, our children
will be fine!

AND, the standard person with Autism DOES NOT have
any savant skills. Just as is in the case with us normal,
normal people. How many people in the general
population are geniuses??? How many Picassos or Mozarts
do we know of? For every one Picasso, there are millions
of people for whom art began and ended in art class in
school; for every Mozart, there are millions of people who
are content to vent their musical abilities in the shower.
SO, why should it be any different for people with
Autism? Each one of us has strengths and weaknesses.
Some of us may be good at math, others may not be able
to even add large sums mentally; some of us may have
excellent people skills, others may be comfortable with
limited contact with people. We all use our strengths and
try to minimize our weaknesses, to function to the best of
our abilities. We dont expect to be geniuses ourselves, we
just try to do our very best, given our abilities.
SO, why should it be any different for our children?
Should not, they, too, be encouraged to use their
individual strengths and minimize their difficulties, to
function to the best of their abilities? If they have a special
skill, fine. If not, thats fine, too!

HOWEVER, there is danger in this belief. Because,
often as parents, instead of focusing on teaching our
children to communicate better, develop more
appropriate social and leisure skills, be as independent as
possible; we may end up losing precious time, focusing
all attention, efforts in the quest of that superlative skill
that may continue to be elusive for a long, long time,
maybe forever And this, at times, is just what
happens Sometimes a child might have a skill that is
not outstanding in itself, but seems outstanding in the
light of the childs autism. A child may be able to recite

WHY cant our children be just normal people with
autism? Why do they HAVE to have a savant skill for
them to be special? Is it because, at some level we expect a
special skill to absolve our children of their Autism? But,
do our children need absolution? Are they not special and
unique, just the way they are; NOT by virtue of their
autism, or their savant skills, BUT, by virtue of just being
human, like all of us!
14
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Workshop Announcement

BEHAVIOUR MODIFICATION

...at Home, at School and in the Community
DATE: Tuesday 6 May 2007

Understanding why we do some things and not do

others can enable us to increase those behaviours that we
want more of, and help bring down behaviours that we
would not want repeated.
Behaviour modification is used with all children, but
plays a particularly significant role in the management of
children with various developmental disabilities. The
difficulties faced by individuals on the autistic spectrum
in particular often manifest as complex and challenging
behaviours to the non-autistic world. Behaviour modification with the reinforcing of wanted behaviours is the
cornerstone of management of autism: in changing
behaviours as well as in teaching skills. Behaviour
modification is used in teaching children to attend,
control temper tantrums, and for helping the child learn
appropriate and socially accepted behaviours.
The workshop will cover an understanding of the reasons
behind behaviours, assessment and management
procedures. Though it will focus on autism spectrum
disorders, the methods to be covered are equally effective
with children with developmental delays.

The workshop will incorporate question answer sessions
where participants will be encouraged to problem solve.
The workshop is open, but not limited, to anyone who
works with children with developmental disabilities on a
day-to-day basis; and may include parents and teachers of
both children with and without specific needs.
Venue:
The National Centre for Autism, Pocket 7 & 8 Jasola
Vihar, New Delhi - 110025
Timings: 10:00 am to 4:00 pm.
Registration (including refreshments & handouts)
 Rs 400 per Person
 Rs 300 for Full Members and Life Members
 Rs 325 for each attendee from an organization that has
taken Institutional Membership if more than one
person attends
 Rs 500 for spot registrations
Childcare at Rs 200/- per child, including meals, will be
available during workshop hours.

CUT HERE

REGISTRATION FORM
Do fill this form in BLOCK LETTERS and mail, with a self-addressed stamped envelope to:
Action For Autism, Pocket 7&8 Jasola Vihar, New Delhi 110025
Name

(Tick relevant box) Parent

Professional

Address

Tel
If parent, name of child

Email:
Male

Female

DOB

If professional, name & address of organisation

Please find enclosed a Demand Draft No
dated

drawn on
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Workshop Announcement

ENABLING COMMUNICATION
DATE: Wednesday 7 May 2008

Unlike other developmental disabilities, language and

parents, professionals and anyone who works with
children with developmental disabilities on a day-to-day
basis.

communication take completely different developmental
paths in autism. Speech does not equate with
communication. While some individuals with autism
develop no speech, others may be vocal at different
levels. Language may develop with the child having
little idea how to use it for communication or even to
understand how others use language for communication.

Venue: The National Centre for Autism, Pocket 7 & 8
Jasola Vihar, New Delhi - 110025
Timings: 10:00 am to 4:00 pm
.
Registration (including refreshments & handouts)
 Rs 400 per Person

Much of the inappropriate behaviours in autism have
their root in these difficulties. Children with autism are
often therefore mistakenly perceived to be stubborn or
willful.

 Rs 300 for Full Members and Life Members

The workshop will cover an understanding of differences
in the development of communication in autism and
ways to teach communicative function and the use of
both speech as well as assistive and augmentative modes
of communication.

 Rs 325 for each attendee from an organization that has
taken Institutional Membership, if more than one
person attends

The workshop will incorporate question answer sessions
and interactive demonstrations. The workshop is open to

Childcare at Rs 200/- per child, including meals, will be
available during workshop hours.

 Rs 500 for spot registrations

CUT HERE

REGISTRATION FORM
Do fill this form in BLOCK LETTERS and mail, with a self-addressed stamped envelope to:
Action For Autism, Pocket 7&8 Jasola Vihar, New Delhi 110025
Name

(Tick relevant box) Parent

Professional

Address

Tel
If parent, name of child

Email:
Male

Female

DOB

If professional, name & address of organisation

Please find enclosed a Demand Draft No
dated

drawn on
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Understanding & Teaching Children with ASD
An RCI CRE Programme

DATE: Wednesday 1 - Sunday 5 October 2008

AFAs annual workshops are an eagerly awaited event
each year. The workshops build on an understanding of
ASD and work through teaching various cognitive,
communication, and daily living skills. They are free of
jargon, and illustrated with practical examples based on
AFAs hands-on experience and exposure to children
with autism of varying ages and across the spectrum and
follow a format of lectures, a demonstration class, video
clips, question and answer sessions and discussions.

Individual consultation available at no extra charge on
the last day of the workshop to those who book in
advance .
Reading material: Books & handouts on understanding
autism, interventions, and personal accounts on sale.
Childcare will be available during workshop hours for
families who find it difficult to leave their children at
home. It is open to children with special needs as well as
their siblings. Information about your childs special
needs will have to be given at the time of booking so that
adequate arrangements can be made.
Please register in advance. Last date to register is
5th October. Childcare will not be available to on-thespot registrants.

Registration Costs
 Parents
~ Rs 2000/- per parent attendee (Rs 1650/- for life
members & full annual members)
~ Rs 3500/- per parent couple (Rs 2500/- for life
members & full annual members)
 Non-parents
~ Rs 3000/- per non-parent attendee (Rs 2500/- for life
members & full annual members)
~ Rs 2700/- for each attendee from an organization that
has taken membership if more than one person attends
 Registrations received after 14 September 2008
~ Parent 3000/- , Non-Parent Rs 3500/Daycare charges
 Rs 200/- per child, per day
Venue: The National Centre for Autism, Pocket 7 & 8
Jasola Vihar, New Delhi - 110025
Accommodation
Limited number of places of shared accommodation on
first come first served basis, from noon of 30 September
to noon of 5 October at Rs 1000/- per person for a fivenight stay without food. Last date for booking
accommodation: 21 September 2008.

CUT HERE

PRE-REGISTRATION FORM
Do fill this form in BLOCK LETTERS and mail, with a self-addressed stamped envelope to:
Action For Autism, Pocket 7&8 Jasola Vihar, New Delhi 110025
Name

(Tick relevant box) Parent

Professional

Address

Tel

Email:

If parent, name of child

Child's DOB

Please find enclosed a Demand Draft No
dated
Do you require accommodation

drawn on
YES/ NO

Bank
Do you require childcare
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(RNI No. DELBIL/ 2006/ 23172)

The South Asian Regional Conference
on Autism: Building Bridges

BOOK

POST

A Brief Report
Annie Tyhurst

The South East Asian Regional Conference on Autism
was held recently in New Delhi with the title, Building
Bridges. Bringing together professionals, researchers and
families from across India, Bangladesh, Sri Lanka,
Singapore, The Maldives, Vietnam and Pakistan speakers
covered a range of topics: child-based interventions,
individual reports from participating countries,
employment, neurological, diagnostic & medical issues,
and several first person accounts from adults with ASD.
THE opening address was given by Anand Sharma, MoS
for External Affairs who as a parent of a child with autism
has played a prominent role in supporting the work of
Action for Autism. Thorkil Sonne, a parent from Denmark,
described his creation of an IT company, Specialisterne
that provides opportunities for meaningful work
competing at market rates for high functioning individuals
with ASD. Of the several self advocates, author Dr
Stephen Shore shared some of the strategies that he had
used to gain employment as well as on sexuality and
intimate relations. Several speakers touched on current
pharmacological approaches to treating ASD. Dr. Thomas
Owley, University of Chicago, encouraged minimal
psychopharmacological approach as an adjunct to other
treatments targeting specific symptoms, such as anxiety,
hyperactivity, obsessional behaviour, aggression and sleep
difficulties. Sociologist & mother of an autistic son
Shubhangi Vaidya, examined the social construction of
mothering in the context of having a child with ASD. Dr.
Bhismadev Chakrabarti of the Autism Research Centre,
University of Cambridge proposed that future studies
should focus on specific symptoms and described his
recent studies on empathy.
LISTENING to the accounts of individual pioneers in
countries like Pakistan and Bangladesh, countries where
disability legislation is almost non-existent, and autism
frequently not even regarded as a specific diagnosis was a
humbling experience. I felt that my own presentation,
(where I made a case for clinical work in music therapy to
be informed by a greater understanding of physiological
function and sensory information processing) made a small
contribution towards bridge building.
- annietyhurst@hotmail.com
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