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WISHLIST !

FOR THE SCHOOL
o Trampoline o Plastic indoor slide
o Board markers
o Permanent markers
o Art materials such as :
Water colours, Acrylic paints,
Cartridge paper, Canvas
o A4 sheets o School Exercise books

o Workbooks on writing exercises
o Math school books - Levels O-4
o Compact Disce
o Lady Bird Reading Series
Sensory toys that give off light /
make a hoise
o Musician to teach music
o Artist to teach art

LIVING SKILLS /PARENT TRAINING UNITS
o Air conditioners for both units
o A collar mike

If you want to help, write to AFA or call:

o AFA : Tel. 40540991/2
e [ndu Chaswal: Tel. 652869605
o Reeta: Tel. 9611103702

Cover lllustration

"The Temple’
By Vrinda Chaswal, age 16 years,
as seen in her neighbourhood
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FAGE ONE

|t order to further the education of children with autism
AFA had for several years struggled for the start of a
training program for teachers under the RCl. And we
succeeded. Now, that effort is being labeled as a
retrograde step! It seems that wanting to provide
appropriate education —versus the hit-and-miss
methods that is still largely the norm - to children with
autism in a setup where those working with them are
trained to teach them, is somehow politically incorrect
and anti-inclusion. This is in line with the school of
thought that believes that in order to bring about
inclusion we forthwith put a halt to all special needs
schools as well as specialized teacher trainings.

Inclusion of course is not just education. Inclusion implies
a society that recognises and values differences:
differences of social background, ability, race, religion,
creed, colour, caste etc. A society that embraces every
kind of difference, and where being different does not
exclude one from the social and cultural, political and
economic fabric of society. Inclusion means that your
child and my child can go to a restaurant like you and |,
watch a movie if they want, hold a job, run in the park,
have a doctor attend to them when ill, travel, AND receive
an education like anyone else.

Yet reality is that inclusion is not the life experience of
families with autistic children (I use the term
deliberately) who are more often than not excluded from
these simple everyday actions of life that most of us take
for granted. And of course neither is education, inclusive
or otherwise.

However, when considering inclusive education, ho one can
deny that it is an important component of inclusion as a
whole. Inclusive education is not, as the popular
impression suggests, a favour towards those who are
different. It empowers equally those who are NOT
different. Inclusion in education when well implemented
can be a powerful tool towards creating an inclusive
society. It implies an environment where any child can
learn along with others in an environment of his choice,
and get the quality of education that he requires, with
environmental adaptation and accommodation made for
his special needs. And that is a PROCESS. For this we
train teachers, equip schools with appropriate tools,
infrastructure and ekills, change policy, inform society. We
also teach our children with autism learning behaviors,

organizational skills, flexibility; skills that facilitate
learning. That is a process that requires careful planning,
and includes all stakeholders. And this takes time.
Inclusive education is NOT just putting all children
together and expect that by some miracle they blossom
and learn. That does justice neither to the students nor
to the schools.

By running special needs schools and training teachers
to work with autistic children one is contributing in a
small but significant measure to the processe. Fifteen
years ago it was believed that autistic children could not
learn. Open Door was started to prove that all children
with autism can indeed learn, even the so-called
‘hopeless’ ones. Subsequently many more schools have
started in many different places all working towards the
same goal. And | am sure none of these schools prevent a
child from joihing a mainstream school if the child does
indeed find a placement.

Perhaps it is that autism manifests through behaviours
in children who appear so ‘regular’ that, we either perceive
their behaviours as a p@reona[ affront, or see the
apparently ‘regular’ looking child who ‘speaks’ (and anyone
who understands autism will know why | put speaks within
quotes) and, we decide: What's the big deal in teaching
this child. Just a lot of needless fuss.

There is no argument about the need to move steadily
towards Inclusive education. That is something that all
of us HAVE to work towards. When children learn together
it does away with prejudices, clears ignorance and fear,
and grows acceptance. Not completely of course.
(Because then there would be no religious or caste
prejudicel) But definitely to a great extent.

But it’s the ‘how’ of it that we need to examine. We
preach loftily about inclusion and non discrimination on
the basis of ability, and glibly practice exclusion in
mainstream schools. We divide classes into sections
according to ability, so that there are sections for the
highest scoring students, then you have the above
average, the average students, and finally the below
average. Teachers threaten students with ‘demotion’ to
the last section if they do not perform well. In these
supposedly inclusive schools students grow up learning

(...cont on back page 18)
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What is Neurodiversity?

Mike Stanton

Mike Stanton lives and works in the UK where he teaches children with severe learning
difficulties, many of whom are autistic. His adult son is diagnosed with Asperger Syndrome.
Mike speaks and writes on autism and is active in the National Autistic Society.

When 1 attended the International Autism Conference
in London last year I heard Professor David Amaral tell
the story of a young man with Asperger Syndrome who
was visiting the MIND Institute at UC Davis. He was
asked what he would do if they could develop a pill for
autism. He thought for a while before replying that he
would take half the pill.

I think this illustrates a real difference within the autism
community. There are many who pathologize autism as
a disorder that afflicts an otherwise healthy individual.

If you hold this idea you naturally look to understand the
causes of autism in order to find that “autism pill.”

THE idea of Neurodiversity was developed by autistic
people in opposition to the pathologizing model.
According to them autistic people are not disordered.
They have a different sort of order. Their brains are
differently wired. They think differently. They do not
want to be cured. They want to be understood.

THIS is not to deny that autistic people often face real
difficulties. That is why the young man at the MIND
Institute told David

caused the autism in my child? Can I put it right.? How
can I not put it right? Instead of raising your child you
can spend all your time trying to fix him.

ONE Mother’s Story illustrates this:

Olivia was four when Liz finally faced up to the
diagnosis, wracked with guilt that, having given birth to
her at the age of 42, she was somehow responsible for
her child’s problems, either directly or as a result of a
pre-natal diagnostic test (amniocentesis) that went
wrong.

Her way of dealing with this lonely burden was to take
action. “I wanted to rip the autism out of Olivia with my
bare hands,” she says. In the years that followed, she
whirled her daughter from one therapist to another,
trying everything from cranial osteopathy and
‘brushing’ her nerve endings, to Portage - a method of
teaching everything in tiny steps...

"Every practitioner is convinced that his or her
treatment is the one and you feel compelled to try
everything to find

Amaral that he
would take half the
pill, but not the
whole pill.

What does
Neurodiversity
mean for parents?

31 March 2007 in Washington.

India signs UN convention
protecting the rights of disabled

India signed the UN Convention on the Rights of Persons with
Disabilities when it opened for signatures and ratification on

the one that will
open up your child.
I have seen children
who have made
remarkable
improvements, but
I would never say
they have been

The cure mentality
places great
pressure on parents
to rush into
interventions. Then
there is the guilt.
Was there
something I did or
didn’t do that

The Convention which aims to improve the lives of the world’s
estimated 650 million people with disabilities has to be ratified by
20 signatories for it to become International Law. The Cabinet has
given approval for ratification but due to small administrative
glitches India has not ratified as yet. It needs ratification by 19
more, with Jamaica being the only country to have ratified it on the
very first day. However there were 82 signatures on the opening
day, a record for any Convention.

cured or
recovered.” ...

Having reached a
state of mind where,
even if she could,
she would not
change Olivia, she
tries to concentrate
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on the good qualities that come with autism - honesty,
uncompetitiveness, absence of spite.

EMBRACING Neurodiversity allows you to stop
looking for a cure because there isn’t one. I agree with
the Autism Society of America that:

Most of the enlightened world knows that autism is at its
root, genetic, and therefore by definition it is not
something that can be considered ‘curable’ or a
‘disease’.

GIVING up on a cure is not the same as giving up on
your child. In fact it can help you to take a more
balanced approach. It is easier to reflect on your child’s
strengths as well as their difficulties and take up Lorna
Wing’s advice that:

An autistic child can only be helped if a serious attempt
is made to see the world from his point of view.

SOMETIMES our biggest problem lies with other
people. One mother gave me permission to quote
something she wrote in an email about autism and
acceptance:

I think that it’s a bit insulting sometimes for people,
especially family and friends, to try to give me
information about how to make my son be a ‘bit less
autistic’. It makes me think they want a short-cut to
make him more acceptable. I'd prefer it if they tried to
connect with him and enjoy him as he is. Then they’d
really be able to help him to progress.

THIS is the essence of Neurodiversity. First accept the
difference. Then find ways to work together.

And it is not all about problems either. We all had a
favourite subject at school that we were good at and
something else we really struggled with. Imagine being
told that you had to drop your best subject and have
double lessons in your worst subject.

THAT is not so far from the experience of lots of autistic
children whose interests and talents are sidelined while
we concentrate on their difficulties. This can send all the
wrong messages to our kids. They learn about their
limitations but rarely get the chance to achieve. So they
put up barriers to protect what is left of their self esteem.
You try and offer constructive criticism. They take it as
a mortal insult.

IF we accept somebody and work with their strengths we
can help them to find ways of dealing with their
problems that work for them. I spent a lot of time trying
to solve my son’s problems and making choices for him.
The turning point came when Dave, a clinical
psychologist asked him to think about what he wanted.

Prior to this my son had always been encouraged to meet
other people’s demands and expectations. Dave was the
first person to give my son explicit permission to put his
desires before our expectations.

When does Neurodiversity give way to disability?

It is a common mistake to believe that neurodiversity is
only for people who are ‘high functioning’ or are ‘mildly
autistic’ or any other synonym for ‘not my child’. The
argument goes that neurodiversity is all right for you.
You can talk. You can write. You are intelligent. My kid
is non-verbal, self-injures and needs constant care.

THERE is a whole set of problems that comes with
being high functioning. People expect you to be normal
or at least to act normal. So you expend a lot of mental
energy pretending to be normal which leaves you wide
open to stress related problems like depression,
obsessive compulsive disorder and social anxiety
disorder. You may be paralysed by panic attacks or have
uncontrollable bouts of anger. This can get you in
trouble with the law or trapped in the psychiatric system.
Being high functioning is not a soft option.

DOES the demand for tolerance and understanding mean
ignoring children in distress, doing nothing about
autism, denying the need for scientific research? Of
course not. We support the need for decent peer
reviewed research into the problems associated with
autism. It is by no means clear what constitutes the core
features that are fundamental to autism, and what are
secondary factors. We just do not see any justification
for seeing all a child’s problems as being down to its
autism and imagining that there is a magic bullet to
solve them all.

Who will speak for my child?

This is a real concern, especially for parents of children
who are highly dependent on others. But we are all
mortal and when we die who will speak for our children
then? Neurodiversity is a way of thinking about human
difference that has the potential to change the world for
autistic people in ways that are comparable to the impact
of the liberation movements for women, blacks and
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gays. When society speaks for my child, then I can die
happy.

THE National Autistic Society in the UK recently
changed its constitution. We are no longer a parent led
organization. Previously there had to be a majority of
parents elected to our National Council. Now there has
to be a majority of family members - parents, siblings
and people with autism. Many parents of severely
autistic children were worried that this dilution of
control would weaken their voice as the only effective
advocates for their children. Some were worried that
high functioning autistics would take over the NAS and
their children would be forgotten.

I pointed out at the AGM that in my experience autistic
people who were willing and able to campaign and hold
office were concerned for the rights of all autistic
people. They take Neurodiversity seriously and value
everyone on the autistic spectrum. The parents of
children with Asperger Syndrome were far more likely
to push the NAS down the path of providing mainstream
support for their children at the expense of those who
needed more expensive care and protection.

NEURODIVERSITY, like freedom, is indivisible. And
its benefits are being seen within the NAS as the
professionals in our care homes and schools strive to
create mechanisms whereby all autistic people within
our structures are able to self-advocate, make choices
and exercise personal autonomy.

What does Neurodiversity mean for professionals?
By listening to autistic adults I have changed my practise
in relation to the autistic children with severe learning
difficulties in the special school where I teach. I no
longer expect eye contact. Instead of demanding, “Look
at me when I am talking to you!” I ask, “Are you
listening?” When I speak to a child I give them extra
time to process my words and formulate a response. If
someone is acting strangely, instead of stepping in to
prevent the behaviour I ask myself, “Why is he doing
that?”

OK I am only human. sometimes I have bad days. I
make mistakes. I mess up. So do the kids in my class.
They make allowances for me. I make allowances for
them. Some people do not get it. They think I am
‘letting them get away with it’.

Yes, like they are being autistic on purpose.

THE most important thing a professional can do is to
help a person understand and accept that they are autistic
and then decide what they are going to do about it. A lot
of autistic people spend a lot of time trying to change
themselves to fit in with the world as it is. It is important
for autistic people to learn how to get by in this world.
But they will not do that if we try to manage the way
they think. I often say that we should not teach autistic
people to manage their behaviour: we should teach them
to manage ours. And between us we may make the
world a bit more manageable for all of us.

What does Neurodiversity mean for autistic people?
I am a parent and a professional. I am not autistic and
therefore would not presume to speak for autistic people.
There are many who can speak for themselves. You can
find a really good sample at the Autism Hub, a place
where autistic people, parents and professionals meet
with no distinction and anyone is welcome providing
you share our respect for the condition of being autistic.
We seek no fundamental alteration to this state of being
but we do seek to intervene sometimes should the
situation require it. And when we do intervene we
should remember the words of a very wise person with
autism, my son:

My autism is not a problem. It creates problems. But it

is not going to go away. I want help with my problems
not with who I am. I want you to offer support but do not
try and change me into someone else.

O

LINKS

* One Mother’s Story
http://www.telegraph.co.uk/health/main.jhtml?xml=/
health/2006/05/08/hastor08.xml&sSheet=/health/2006/
05/08/ixhmain.html

* Autism Society of America
http://www.autism-society.org/site/

* Autism Hub
http://www.autism-hub.co.uk/

For permission to use this article, please contact the
author Mike Stanton at:

Email: mike.stanton @dsl.pipex.com

Mike’s blog http://mikestanton.wordpress.com/ is part of
the Autism Hub.
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The importance of being Vinnie

Before going to bed, each day, people thank God but |
thank AFA. | wonder whether you remember Vinnie
Nanda, my daughter. | came all the way from Calcutta
looking for an integrated school in Delhi.

It was a coincidence that | attended this workshop
conducted by AFA and it turned out to be an eye
opener. Your workshop made me understand Vinnie like
the back of my hand. Her behaviour, for the first time,
thade sense to me. Thanks Merry and thanks Indu and
thanks Indrani and thanks AFA. Your workshops
should reach the remotest corners of India and enable
more and more parents.

Vinnie has integrated well in the main stream. To be
honest, its kind of impossible to make out today that
she has or had any sensory difficulty. She speaks well,
understands well, and is fun to be with. There are
difficulties but nothing major. A most endearing thing
about Vinnie is the way she takes literal meaning of
sentences. Few examples of how Vinnie takes literal
teaning of sentences:

Vinnie was asking for juice and pepsi at the same time
s0 her Dad said “Make up your mind.” Vinnie replied
“Should | apply lipstick on my head?’

In her EVS notebook Vinnie had written ‘Igloo’ but
drawn a girl under it. | scolded her and said, “Why have
you drawn a girl. Can’t you see you have to draw an
Igloo?”

Vinnie said, “Aditya was saying — Draw Vinnie, Draw
Vinnie’, so | drew Vinniel”

After hearing about the Nithari episode Vinnie asked
me about kidnap’ and | told her that kids are picked
up by bad people and they should never go near
strangers.

The other day | saw her knotting a leash around her
pet and saying “Now no one can pupnap you.”

Vinnie wanted to know who was a stranger. | told her
that a stranger is someone.... whom we do not know,
we do not know his name...or where he lives...

After Nithari | told Vihnie never to take any sweets
from strangers. To this Vinnie said- “I don’t take
sweets from strangers. | first ask their name and
where they live.”

Vinnie may not be ‘perfect’, but she is positively more
fun to be with. She thinks differently and that’s funny
and interesting. | had started off with great fear but
it is s0 different now. She may not be considered to be
the best in her class but for me she is the best. Thank
you for making me understand autism which in turn
has made me understand Vinnie.

Punam Nanda
GURGAON

Editors note: When | received this letter from Punam,
Vinnie’s mother, | wrote back to ask if | should change
their names to protect their identity. Punam’s
response was one that makes one feel that all the
efforts at enabling acceptance worth every little bit.

To quote Punam:

I always love to share Vinnie with all of you because
you have played a major role in enabling us. And | do
not understand the need to protect our identity. | am
proud of Vinnie and each milestone that she has
achieved. She is too young to understand but | hope
she will grow up being proud of who she ie.

Letter to the President of India
from a distraught father

Yesterday | had a fight with another resident in my
apartment block. The reason for the fight is my four-
and-half year old son. Their complaint is that my son
had scratched their car with his cycle. But the cycle
handle bars are made of rubber, and actually neither
are there any scratch marks on their car. They say
that | or my wife must be present when my son plays
with his cycle within our compound premises, and not
to allow him to play around their car.

My son is has an Autistic disorder. He does not
understand or obey any nortmal communication or
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order. Most of the time we do watch him when he is
playing. But some times we request the watchman to
keep an eye on him. These are very brief periods. Like
when my son and | return home from shopping, | have to
hand over the shopping bags and tell details to my wife.
In this brief time he takes his cycle and goes off. The
same thing happened yesterday.

Our neighbour’'s complaint is very frequent and we are
totally annoyed. They are not able to understand our
difficulty in bringing up this kind of special child. | do not
have parental support and | do not like to employ some
baby sitter for reasons of trust plus also for money.

(I am finding it very difficult to manage my expenses
within my salary due to medical expenses for this boy
and newly born child who is two months old).

And yesterday that neighbour lady - Mrs R M, she is
working as a Bank Manager — when she came to
complain about the ecratch told me, “You are mental
and your child is mental”. | told her, “If you have any
problem, if he has done something then prove it, and |
will pay for it”. She answered, “We are not so cheap and
if your son is mental you have to take much more care”.

I got angry and told her that, “To solve this problem
either | had to kill my son or | had to kill you.” Then she
got angry, “How can you say kill me, try touching me.”
Her car driver also started shouting at me.

Then she left in her car. My wife observing this
suggested we give a police complaint. So | gave one
complaint to police asking for security, in case this lady
comes back with some others for a fight.

K.K.Nagar Folice gave me a cell number to contact in
case of any problem, otherwise they said they will come
in the morning and make enquiry.

At 9.50 pm that night she came with her husband, her
son and her nephew to my flat and threatened me
saying, “You call anyone no problem, shall | call the
DGF? | can book you for threatening to kill.”

I said, “| did not mean it and had said it out of anger,
because you said my son is mental. | used that word

the way anybody uses bad words when in anger.” | also
asked forgiveness for that word with my folded hands.

Still their anger is not reduced. Her son and her nephew
started shouting at my wife, saying “If you are not able

to look after your child then why did you give birth to
the child.” Then she got angry and started using
language in a not respectful way (in Tamil ‘nee’ is not
respectful and ‘Neenka’ is a respectful word), which
tade them much more furious. They too used
disrespectful words against my wife. Somehow | made
my wife to go inside and again said sorry and then they
left.

Police did not come even after my wife had called in the
night after this fight and also the next morning.

My only request is that parents who are bringing up
this kind of special children must have some kind of help
from the government and also educate public to be
tolerant for this kind of child, especially when they are
living in apartments or in a colony. Nobody is able to
understand our problems, so we are unable to get
sympathy from others. FPlease sir, help us we are crying
every day.

Suresh Jagadeesan
CHENNAI

TRAINING COURSE 2007-2008

Diploma in Special Education
(Autistic Spectrum Disorder)

Action for Autism, a premier organization training
therapists and teachers to work with individuals with autism
and communication handicaps, offers training in one of the
most challenging and exciting areas of Special Education.
AFA has pioneered teaching strategies based on extensive
practical experience and internationally used sound
behavioural principles, adapted to Indian conditions.
Successful candidates receive placements in leading
organizations. Admissions open for our RCI recognised
course in Autism starting July 2006. Seats limited.

Qualifications

Energetic and enthusiastic candidates who are creative,
logical, intelligent, 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 applications
with bio-data 31 May 2007. Please send completed forms to:

Action For Autism, Sector 5 Jasola Vihar,
Behind Sai Niketan New Delhi 110025
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Autism: A Grandmother’s Perspective

Tapati Ghosh
President, Autism Society West Bengal

Becoming a grandmother is a wonderful experience. I
am a grandmother of a fourteen-year old handsome boy
who has autism. He is the only child of my only child, my
daughter. Having a grandson with autism, makes my
experience as a grandmother quite unique.

MY grandson was a beautiful baby. By the time he was
two years old, he had become a very spirited child — a
busybody who would seldom sit down and play. He had
a funny choice of objects to play with. He would hardly
talk, but would address us very appropriately, like Mama,
Baba, Dada or Didi.

BUT more often than not, he would not respond to us.
My husband and I attributed this to the ‘moods’ of our
Little Prince. But my daughter started getting worried
about the situation. I saw no reason for concern. I blamed
Dr. Spock and his child care manual for making young
mothers unnecessarily ‘hyper’. After all had I not noticed
that baby boys would quite often start talking a little late?
For my daughter’s peace of mind, the boy was taken to
several doctors and a number of clinical tests were
performed. Nothing conclusive came out of those. Then
ultimately, at the age of four he was taken to NIMHANS,
Bangalore and was diagnosed as having autism.

THE word meant nothing to us. We looked up the
dictionary and became more confused. My daughter tried
to explain to us what autism was. I remember asking her
two questions. One, whether my grandson will be able to
speak fluently the way we do, and two, whether he will
make headway in the educational field. My daughter did
not have any positive answer. The situation was very
depressing. My otherwise lively daughter became very
subdued.

MY grandson was admitted in a school where they used
special teaching methods. His other activities were also
dealt with in special ways. I felt these were too much for
a child. After all, did I not bring up his mother? And I
certainly did not do a bad job! I noticed one thing though,
that whenever I voiced my opinion regarding this, my
daughter very intelligently, stuck to her ways without
hurting my feelings. I then decided it was best to give her
moral support.

A couple of years later, my daughter attended a workshop
conducted by Action For Autism. After this, I felt that she
was slowly becoming more relaxed. She started doing
new things with my grandson and perhaps he was
showing improvement. I was not very clear about the
whole thing, but was tried to be brave.

MY daughter suggested that I too attend a workshop. By
attending yet another workshop conducted by AFA,

a number of questions arising in my mind were answered.
I then felt that though the situation is difficult, we can try
and tackle it.The situation was not insurmountable.

SOME parents may think that, after all, being just a
grandmother it is easy for her to take the matter that way.
But being a grandmother is also not very easy. My
grandson, my daughter and my son-in-law are equally
precious to me. When my daughter works hard, my
grandson improves. When my son-in-law comes back
home after a hard day’s work, his son wants to interact
with him — thus the boy’s communication improves. But
the other two (that is the parents) are overworked. In the
reverse situation, when they are less focused the boy may
show signs of regression. So what am I supposed to do?
Whose side do I take? It is like falling on a double-edged
sword - one can get hurt from either side.

EVEN with our modern and practical thinking nowadays,
we still tend to become dependant on our children as we
advance in age. We know that they are always there for
us. Yet, we do not want to burden them with our
problems, because we know that their hands are already
so full. On the other hand, we try to keep ourselves
available when they need us, whether they ask us or not. I
know this happens in ‘normal’ situations also. But in our
unique situation, we do not want to have any option. We
just go ahead!!

AT times I have heard from parents of children with
special needs, that their parents do not approve of the
special ways the children are handled. Grandparents think
that mothers are too strict. Pampering is a very natural
propensity of any grandparent. May be that is their way

(...cont on page 11)
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Q My son is eight years old. He can do activities like
colouring, writing numbers up to 100, copying words and
other activities like peeling potatoes and putting toys by
after playing.

The problem I am facing is that even though he can do all
this, he mostly leaves the task without completing it and
has to be reminded to get back and finish it. I want him to
learn to do things completely on his own.

/l Many children with autism have difficult work
behaviours. They may start a task, walk away in between
and may or may not return to complete it in piecemeal
fashion. This happens a lot because the child may not
understand the concept of ‘finish’ and therefore may take
breaks even though the task is not too lengthy or
challenging. It is therefore necessary often to teach the
concept of ‘finish’. To do this there are a few things we
can do.

For instance, intiroduce the word ‘finish’ whenever he

finishes an activity that is a part of his routine. When he is

done eating his food, or drinking milk, we can say
“Finished eating”, or “Milk finished.” In time, we slowly
teach him what to do with the plate, or glass, after eating
or drinking is done. When doing table-top work we can
have a designated area as the finished area. The finished
area could be a flat tray, a mat, a box, or an outline traced

on the table, preferably to the right side of the child. When

the work is done we can say “finished”, and guide him to

place his work (notebook, puzzle, beading, blocks, or
whatever has been the work) in the designated ‘finished
area’.

Let the child know through visual and verbal clarity
what is expected from him and what shall happen next
when the work finishes. A reinforcer at the end of the
work can be a great motivation to complete the task.

Another suggestion is to be very sure of giving him an
independent task only when you are completely certain
that he can accomplish it on his own. The duration of the
work also needs to be taken into account. The child’s
attention span during independent work would decide
how much work could be given. Sensory stimuli that can
be distracting also needs to be addressed.

Q This is regarding my seven-year-old son. He has
autism and he attends a mainstream school. He insists on
sitting with one particular girl and wants to be with her
all the time. She gets very upset about it and her parents
have also complained to the school about this behaviour.
Please give some suggestions.

/l The situation perhaps arises because your son is

most comfortable around his classmate and therefore
only wants to sit with her. Your son perhaps has
difficulty in interacting with his peer group and the girl
is someone he has decided is the most comfortable one
to sit with. He now feels much in control of the social

(cont from page 10...)

of dealing with the situation, trying to make-believe that
everything is okay.

IN my opinion, so far as autism is concerned it is better,
for us the grandparents, to listen to our children. They
certainly know more about the subject and are aware of
the new methods that will help our grandchildren.

IN the present scenario, I have adopted a few means that
have helped me. I would like to share those with other
grandparents. I make it a point to interact with other
families who are in a similar situation. I feel that I am
understood better, and that I can reciprocate better in
these interactions. I have also attended a few workshops

discussing subjects like teaching self help skills,
behavior modification, and so on. These workshops help
me to understand and follow what my daughter does to
handle different challenging situations.

I often wonder, how these mothers manage to handle
these not so easy situations so well. I feel that they
deserve all the encouragement possible from their
extended families and friends.

THE most important fact I have realized is, that my
grandson would not have been more dear to me had he
been someone else and not him. He is precious to me
just the way he is. It feels wonderful, to hear our boy
calling me ‘Didi’, whenever he interacts with me. No
one else can take his place in my heart.
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environment and is secure with her. Having done that, it
is possible that due to the impairment in social skills and
his difficulty in reading social messages, he is not able to
differentiate when she wants to interact with him and
when she wants to be left alone. As a result she perhaps
finds his proximity intrusive and therefore gets upset. It
could even be a nonfunctional routine or ritual. So

in addressing this situation we will have to keep the needs
of both the children in mind.

It may be helpful if your son is given very clear
instructions as to ‘when’ and ‘how long’ he can sit with
his classmate. Initially, they could perhaps sit together for
two consecutive classes. After this another child could be
made to sit between them. When your son sits away from
the girl, his behaviour could be reinforced. Gradually the
sitting away time could be increased.

However, you son will have to be prepared for this
development. One of the ways you could do this would be
by writing or drawing a simple social story. For more
information on social stories you could visit our website
www.autism-india.org

Given below is one example of a social story you can use
with changes and improvements as you think fit. Read it
out to him two to three times in a day for a week or so.

I sit in my class in school.

All children have their own seats in the class.

I may want to sit with Sonali every day.

My teacher wants me to sit with other children also.

My teacher is happy when I sit with other children.

It is OK to sit with other children.

I can try to sit with other children.

On Wednesday and Friday I can choose who I want to sit
with.

If your son’s school is open to suggestions, his classmate
could also be supported to view your son’s behaviours
differently, and to actually actively buddy him when he
sits with her, and in time, at other times during the day as
well.

However if his little classmate does not want to sit with
him as a result of negative feedback she has picked up
from her family, about disability and autism and about
him, as often happens, then it is the little girl’s family
who really need help in order to help them view the world
from a more positive perspective!!!

Q My daughter aged five has been diagnosed with
autism. We are trying to get our daughter admitted in an

integrated school in Jalandhar, Punjab. The Principal
wants to observe my daughter for a few days in the
school before taking any decision regarding admission.
We have these queries:

1.Is it appropriate to decide by observing the child for a
few days?

2. What should be the response of teachers/ students
towards our daughter as she sometimes starts laughing?
3. How shall the teacher explain to other students
regarding above mentioned behaviour as the students get
disturbed?

‘/4 It is good to know that your daughter has got an
opportunity for integration in a mainstream school with
an opportunity for learning along with her typically
developing peers.

I am sure the Principal has good reasons for wanting to
observe your daughter before taking a decision. As far as
we know, the school you refer to also has a section for
children with special needs and different learning styles.
Therefore the observation period is perhaps to help the
school assess how best to accommodate your daughter in
the school so that her needs are met.

Regarding your daughters laughing without obvious
reason we need to first assess the behaviour. Why does
she do it? What happens when she laughs? What do
people around her do when it happens? Only after we
assess all this we can work out a behavior management
strategy. Laughing can be an inappropriate emotional
response, sometimes children may laugh in order to cope
with a difficult or a new social situation. Or they may
laugh to gain the attention of others. Hence the need for
an assessment. Once you understand the function of the
behaviour you would be better able to help her to control
the behaviour, indulge in it at specific times, learn some
alternative behaviours.

Regarding sensitizing other children and the teachers -
the children in her class would be very young and
therefore would be accepting of differences. If the
teachers are sensitive, so will the children be. Children
pick up cues from adults on how to behave with others.

From what we know of the school, we believe they
already have taken in a few children with Autism and the
teachers would be sensitive. Please do not worry about
your daughters behaviors beforehand. Also that the
school is not making any commitments without
observation is perhaps because they are still very new to
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this, and want to be sure their staff have the skills to
help your daughter. The very fact that this school in
Jalandhar is making an effort at inclusion is
commendable. In case the school feels that she can join
the special needs section and not the main school, you
could always ask them for the reason. Not as a
confrontational issue, but to help you understand what
you could work on to support your daughter’s inclusion.

We want to work towards inclusion for all our children.
To enable successful inclusion we have to understand
our child’s strengths and emerging skills, and work on
these as well as the weaknesses. This can be facilitated
by a functional assessment by an expert in autism. So
please contact a good professional in Jalandhar for a
functional assessment.

Q I have consulted the doctors at Nagpur, and they have
diagnosed autism spectrum disorder for my son. They
say it is in the middle order. I started the treatment for
about five or six months, and now I do not have any
facility in my hometown for the same .

He is not sitting in a place for long time. He is running
around and saying only few words. Can you suggest any
type of treatment?

‘/4 It is helpful to have more information on the child,
like your son’s age and current skill levels, and what you
are already doing with him. However, here are some
things you could do.

Have fun with your child. Sit for short periods, do things
he likes, maybe tickling or singing a song to him. Play
with your child so that he starts looking at you as a
person who is fun to be with. Try and do fun activities
with paint, water etc so that your son begins to equate
learning with fun.

Keep something that your child likes, an interesting toy
or a small treat like tiny pieces of kurkure/ chips. Give
him a simple instruction, eg. ask him to put balls (about
two or three) in a container. As soon as he puts one ball
in praise him and give him the toy or treat immediately.
Here the child is learning that when I do this, something
nice happens. If your son will not follow the instruction,
then induce compliance hand on hand. That is, you give
the instruction, “put in”, and place your hand over his,
guide his hand over the ball, clasp his hand over the ball,
lift his hand with the ball in it, and release the ball in the
container. And then be excited and praise him and give
him a small piece of chip immediately.

Try talking slowly, using a minimum of words while
giving an instruction, breaking up instruction into small
steps. So if you want him to get up and put a plate in the
kitchen sink you can break it up into the following steps,
“Stand,” “Pick plate,” “Put in sink.” Try to keep
instructions clear and precise.

Label the things the child is doing for example if he is
jumping, you can say “jumping”. If he is using words to
ask for things he needs, then give him a lot of praise when
he does and give him what he is asking for immediately. If
he is not, then provide for him the exact words that he
would need to use. So if he brings the biscuit tin to you,
rather than saying, “Oh you want biscuit? Here you go,”
and then give him a biscuit as we usually tend to do; just
say “Biscuit,” and hand a biscuit to him.

When your son is running around rather than saying,
“Stop running” you could say “Sit down,” or “Sit with
Daddy.” So you tell the child ‘what to do’ versus telling
him ‘what not to do’.

Q We recently found out that my son has PDD-NOS. He
is 4 years 8 months old. We got his diagnosis at the
Spastic Society of Karnataka.

The main problem that we have is a behavioural issue. His
behaviour is very different when we compare with other
kids of the same age group. Suddenly he pushes some
body. He distracts other children in the class room. When
school is over, he does not get into the bus as easily.
Every day he finds a new way of misbehaving with the
other children. He is very adamant and very difficult.

‘/4 The Spastics Society of Karnataka would have given
you some information on Pervasive Developmental
Disorders (PDD), and you would too would have got some
information. So you would be aware, that a primary area
of impairment in PDDs is that of social understanding.

The behaviours your son has are because he has a PDD
and not because he is a ‘bad boy’. he is not misbehaving.
Much of the behaviours that our children manifest which
appear ‘odd’ or ‘different’ or ‘unusual’ are because of this
impaired understanding of social rules. His pushing other
children could be due to a variety of reasons: to get the
attention of the other children, an inappropriate effort to
play with them, or even to get the adult in the environment
— the teacher or you — to pay attention to him. Depending
on what happens after he pushes or distracts, it could even
be his way of getting out of a situation that he finds
aversive. To determine what is fuelling the behaviour you
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will have to find out what happens before he does what
he does. And what happens afterwards.

To give an example, if the adult in the environment,
which is you or the teacher, scolds him after he pushes,
then maybe this attention could be the reason for the
behaviour. Or if the teacher excludes him from the
activity as a punishment, (and supposing your son does
not like that activity!), then he would push more often as
a way of getting out of the activity.

So you will need to do some observation to understand
your son’s behaviours. You would also then know what
to do to change them.

But a simple rule of thumb that you can follow is to
‘catch him being good’.

Simply put, when your son is sitting quietly, flipping a
paper, or maybe rocking to himself, most people would
just ignore him. But the minute he pushes someone, he
ends up with a production! Try and reverse this.

For instance, your son pushes other children. When he
does that I am sure he generates a lot of reaction.
Reverse that. When he is NOT pushing, just sitting in
his place then tell him, “Great sitting”. If he is pushing a
car back and forth you could say: “Playing with the
car!”, or “Red car!”

And when he pushes, try to not pay him any attention.
Instead attend to the child who has been pushed. Give
the pushed child a hug maybe.

Simultaneously, the pushing could simply be your son’s
way of trying to play with the other children. Having a
PDD, he would have an impaired understanding of play
and not know what to do with another child. So teach
him to play. It could be something as simple as greeting
each other every morning, and saying goodbye. Or
rolling a car back and forth between the two children.

The difficulty with getting into the bus could again be
for a variety of reasons. A possible one could be a
difficulty in dealing with transition. Transition times are
difficult for children on the spectrum. His teacher could
prepare him by telling him ten minutes before school
gets over. She could show him a picture of the bus and
point to a timer. Or simply a bell. She could say, “The
bell will go in ten minutes, and X will get into the bus”
(showing him the picture of the bus). When the bell goes
she can hand the card to him and lead him to the bus.

SURVEY

The autism community has many complex issues that are
often not clearly understood by us. Efforts have been
made to discuss and share these understandings. But the
response has so far been fragmented.

We would like to try one more time to hold discussions
for parents and persons with autism on inclusion and
planning for our children’s future.

What exactly does inclusion mean? What does it mean in
terms of schooling? What are the difficulties we face?
What are our rights? What can we do?

Likewise, what are some of the issues related to planning
for our children’s future? Can we do something to address
the question ‘what after us’? What does it mean trying to
set up a residence/ group home etc? If there are no
residences or places for our children after we are gone, is
there something we can do about whatever money we are
leaving for them? What are the arrangements we can
make. How do we ensure that the money is utilized for our
children? How do we ensure the money is utilized
correctly?

AFA plans to hold a few discussions on these questions
that concern all of us. These would be a one day / half day
discussion. If this interests you, please fill the form below
and mail to the: National Centre for Autism, Sector 5,
Jasola Vihar, Behind Sai Niketan, New Delhi 110025

CUTHERE

I am interested in discussions on ‘Inclusion” |
Planning for the future[ |  (please tick)

I will definitely ATTEND a discussion on 'Inclusion’ |
Planning for the future[ |  (please tick)

Name
Child’s Name
DOB: dd mm yy
Address
PinCode
State
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— Workshop Announcement —
BEHAVIOUR MODIFICATION

DATE: Tuesday & May 2007

Behaviour modification is used 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. Behaviour modification with the reinforcing
of wanted behaviours is the cornerstone of the
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 the workshop will focus on autism
spectrum disorders, the methods to be covered are
equally effective with children with developmental
delays.

CUT HERE

The workshop will incorporate question answer sessions
where participants will be encouraged to problem solve.
The workshop is open to anyone who works with
children with developmental disabilities on a day to day
basis.

The workshop will run from 10:00 am to 4:00 pm.

Registration (including refreshments)

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

REGISTRATION FORM

Do fill this form in BLOCK LETTERS and mail, with a self-addressed stamped envelope to:
Action For Autism, Sector 5 Jasola Vihar, Behind Sai Niketan, New Delhi 110025

Name

(Tick relevant box) Parent | | Professional | |

Address

Tel

If parent, name of child

Email:

Male [ 1 Female L1 DOB

If professional, name & address of organisation

Please find enclosed a Demand Draft No

drawn on

NOTE..NOTE..NOTE..NOTE..NOTE..NOTE...NOTE...NOTE..NOTE..NOTE.. NOTE..NOTE...NOTE..NOTE..NOTE..NOTE...NOTE..NOTE..NOTE..NOTE..NOTE..NOTE..NOTE..NOTE...

e |n referring to the child with autism Autism Network often uses ‘he’ and ‘him’ e»
not as a prejudice against the girl child with autism, but because the vast majority of children with autism are male.
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— Workshop Announcement —
ENABLING COMMUNICATION

DATE: Wednesday 9 May 2007

Unlike other developmental disabilities, language and
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.

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’.

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.

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

CUT HERE

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

The workshop will run from 10:00 am to 4:00 pm.

Registration (including refreshments)*

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

* Participants who have attended the workshop on
"Behaviour Modification’ before attending the one on
"Enabling Communication’ will receive a refund of Rs100/-
on their registration when they check in on 9 may 2007

REGISTRATION FORM

Do fill this form in BLOCK LETTERS and mail, with a self-addressed stamped envelope to:
Action For Autism, Sector 5 Jasola Vihar, Behind Sai Niketan, New Delhi 110025

Name

(Tick relevant box) Parent [ | Professional | |

Address

Tel Email:

If parent, name of child

If professional, name & address of organisation

Male [ ] Female [ ] DOB

Please find enclosed a Demand Draft No

dated

drawn on

Bank
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— Workshop Announcement —
AFA’S ANNUAL TRAINING WORKSHOP

DATE: 13—16 October 2007

AFA’s 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. The workshops
are free of jargon, and illustrated with practical examples
based on AFA’s 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 consultations on the last day of the
workshop will be available at no extra charge to those
families who book in advance.

Childcare will be available during workshop hours for
families who find it difficult to leave their children at
home. Childcare is open to children with special needs
as well as their siblings. Information about your child’s
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 for
childcare 5 October. Childcare will not be available to
on-the-spot registrants.

CUT HERE

Registration Costs

Parents

* Rs1750/- per parent attendee (Rs 1400/- for life
members & full annual members)

Rs 3000/- per parent couple (Rs 2500/- for life members
& full annual members)

Non-parents

* Rs 2500/- per non-parent attendee (Rs 2200/- for life
members & full annual members)

* Rs 2300/- for each attendee from an organization that
has taken membership if more than one person attends

Registrations received after 30 September 2007
Parent 2500/- and Non-Parent Rs 3000/-

Daycare charges
* Rs 200/- per child, per day

Accommodation

Limited number of places of shared accommodation on
first come first served basis, from noon of 12 October to
noon of 16 October at Rs 1000/- per person for a four
night stay without food. Last date for booking
accommodation: 30 September 2007.

PRE-REGISTRATION FORM

Do fill this form in BLOCK LETTERS and mail, with a self-addressed stamped envelope to:
Action For Autism, Sector 5 Jasola Vihar, Behind Sai Niketan, New Delhi 110025

Name

(Tick relevant box) Parent [_] Professional [ |

Address

Tel Email:

Child’s DOB

If parent, name of child

Please find enclosed a Demand Draft No

dated

Do you require accommodation YES/NO

drawn on

Bank

Do you require childcare YES/NO
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(cont from page 1...)

that of course you got to segregate those who are

‘stupid’, those who cannot learn like ‘us’. Would it be any

surprise if these future policy makers, business men,
bureaucrats, politicians, and teachers, carry these
prejudices into their lives, their work areas, into society,
and convey these prejudices to their children? Is that
really how we create an inclusive society?

So merely stopping epecial heeds schools, and training of

teachers for specific special needs, will not bring about
inclusion. We need to first critically evaluate our
attitudes, our beliefs, our confused understanding of
inclusion, and the entire system of education in the
country. If we let ourselves get caught up in mouthing
high-sounding platitudes but do not have the foresight
and the will to change the system, true inclusion will
continue to remain a dream.

First Announcement

Second South Asian Regional Conference
on Autism: Building Bridges

There is a significant body of interesting work that is
taking place in parts of South Asia and other countries
in the region. The conference will provide an
opportunity to share with a larger audience these
developments, and learn from shared experiences. The
conference is for individuals with an Autism Spectrum
Disorder, parents, siblings and other direct carers,
educators, therapists, Clinicians, researchers, and
anyone wishing to understand more about ASD

Call for Papers

The Conference will consist of plenary sessions and
specialist sessions. Please email your abstract
consisting of not more than 300 words with a brief CV
of not more than 100 words. Abstracts typed out in
single spacing should contain:

* Full title of paper

* Full name of author

* Full Address of Author, telephone and email

Potential topics include, but are not limited to:
Understanding ASD, Diagnostics, Education, Early
Intervention, Research, Personal and Family Accounts,
Biochemical Interventions, Employment, Ethical Legal
and Advocacy, Communication, AACs, Social Aspects
of Autism.

Further details on the Conference will be posted on
<www.autism-india.org>

BOOK POST
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