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FAGE ONE

As the sweltering days come to a close, this issue brings a
breath of freshness in Fazli Azim, a wonderful young man
from Karachi we were privileged to welcome to the South
Asian Regional Conference that Action For Autism held in
Delhi in 2008 — the second in a series initiated by Rukhsana
Shah of Pakistan. Fazli is very comfortable about his autism
diagnosis which he received in adulthood. Interestingly, his
family does not raise any objections to his openly speaking
about his autism. This, in South Asia, is rare. In India
persons with autism who communicate their experiences

are mostly those who do so with support of their parents;
independent communicators like Fazli are rare.

It was Temple Grandin’s autobiographical Emergence :
Labelled Autistic that opened up the possibility of persons
with ASD communicating: speaking and writing, about
themselves and their autistic

comfortable with their diagnosis they, quite expectedly, still
prefer not to epeak about it openly for fear of a repeat of
those experiences. And then there are those individuals
whose diaghosis have not been revealed to them by their
families. Sharing their diaghosis with the individual with
autism is surprisingly rare in india. For families who wonder
if there is any point in doing so, it is worth quoting Gunilla
Gerland: “Eventually | ... was diagnhosed. That is one of the
best things that happened. The diagnosis also put me in
contact with several people with diagnosis within the
autistic spectrum and some of them have become my
friends.”

Given society’s perceptions of disability, the desire to

pretend that there is no special need, is very strong.

Especially where like autiem, the condition is ‘invisible’ and
acceptance is harder to come

reality. While there are not many

by, and using the ‘we should not

who can or do advocate for the
autistic community as a whole, a
significant number of persons
with Aspergers Syndrome (AS)
and High Functioning Autism
(HFA) are effective self-
advocates. | remember listening
to Gunilla Gerland and Ros
Blackburnh, way back in 2000 and
being struck, especially by Ros,

BREAKING NEWS!

Action For Autism is the 201 1recipient
of the International
Naturally Autistic People Award

What makes the award precious is that
it is given by ANCA, an organisation of
Persons with Autism Spectrum Disorders

label’ stand is tempting.

A friend who has mobility
impairment and uses what he
calls a ‘walker’ once joked: “Yeah
don't label me. My ‘walker’ is
invisible hahal”

He elaborates: “My ‘walker’
stares you in the face. You don't
need a label to see that | have a

revealing matter-of-factly and
with humour, aspects of her life that most families in India
would react to with embarrassment and shame. This
acceptance of the autistic experience as valid, is something
we are still very far from achieving.

It is pertinent to look at the reasons for this; and there are
several. One is that there are few identified adults with AS
or HFA since they would have had to receive a diagnosis
around 15 years ago; and it is only in recent tines that this
population have begun to be receive a diagnosis in India.
Most adults continue to remain undiagnosed. Secondly, of
those who have a diagnhosis many do not want to ‘come out’
50 to speak because of the ‘double’ stigma attached to a
diagnosis of any disability that is non-physical in nature.
Where families or schools or other environments hold on to
judging autism as bad and shameful, those beliefs get
picked up by the person with autism too, so much so that
many cannot accept that they have autism.

Some individuals have had such traumatic experiences all
their lives, and particularly at school, that though they are

disability. You can see | need help
with latches and ewitches. Someone holds the door open for
me if the door switch does not work. But | really think its
stupid to not label Neeraj's autiem. How else will people know
that he needs a visual: to help him wait; or to know what is
expected of him so that he does not have a meltdown.”

How indeed?!

And that is what | enjoy about Fazli's view of autism. It's all
out there, with no ifs and buts. Take me as | am, label and
all. On a further subcontinental note, Bangladesh recently
held a conference at the initiative of the PM’s daughter
Saima Hossain, with support from Autism Speaks, the
WHO, the Bangladesh Government, and the Centre for
Neurodevelopment and Autism in Dhaka. Saima pulled out
all stops, inviting firet ladies and government officials from
nine south Asian states and with Mrs Sonia Gandhi as
Chief Guest. With the resultant media blitz, civilian interest,
and the awareness generated, Saima achieved in two days
what it has taken AFA more than 15 years of dogged
struggle to achieve. More power to the Saimas of the world!




AUTISM NETWORK: VOL 6 ISSUE 2 ~ AUGUST 2011

Message from Fazli Azeem of Planet Earth

Fazli Azeem

International Self Advocate for Aspergers Syndrome

Heiio to everyone, the special
educators, the parents, doctors, friends,
the network of people around the world,
who are reading this right now. I met
some of you during January 2008 at
Delhi, when I presented a paper on my
life and living with Asperger’s
Syndrome, at the 2™ South Asian
Conference on Autism, which was
hosted by Action For Autism. If you
have not seen my video interviews on
my YouTube channel
www.youtube.com/qfazeem or read
about me on my websites
www.fazliazeem.com and
www.autismpakistan.org or gone ~
through the thousands of pages of free

advice on www.autism.meeup.com/77, then I encourage
you to do so, after you have read this article.

I live in South Asia, speak the same languages as most of
you, eat the same food as you (and don’t get sick) and
watch the same movies that you do. I have photographic
episodic memory, the same as described by Dr Temple
Grandin in her book ‘Animals in Translation’. This
means that [ remember things well, and use every
experience, conversation, book, every video or TV
program I have seen, to help me understand the world
better. The more I help others, the more I understand
myself.

I never lost speech, but had echolalia, I repeated
sentences to get things, e.g. | would say ‘do you want
water’ to people, they used to think I am being polite, but
this was what I heard others say to me before I got water,
hence I repeated it to be able to get water, not
understanding what this sentence actually meant. The
most painful thing I can remember is the sound of a child
crying. I only have a sister, nine years elder to me, hence
my house did not have other small children, and this gave
me a quiet environment to play, and emulate and copy
what I saw. I used to see my sister read; both comics and
books, and I tried doing the same, when she was at
school. This led to ‘hyperlexia’, I was partially making

sense of comics and understanding
pictures before I could speak.

My parents saw me attempting to read
comics and rewarded me with toys and
picture books, and hence started a cycle
of positive re-inforcement. Whenever I
was praised or got attention, I did that
thing even more. I look back and seem to
understand how I overcame most of my
sensory issues. I had lack of eye contact
with others, and was shy, often hiding
underneath the bed when strangers came

- in the house. I understood more about
- . . .
. 2" .~ empathy, relationships and conversation
- - -

by studying the behavior of my cat for
over a decade, than from any person.

MY food was high in spices, not the packaged kind but
the fresh powdered or home prepared version, with a
high dose of citrus fruits and Vitamin C in everyday
food. Vitamin C has been medically proven a natural
chelation agent, used in cleansing the body of harmful
substances. My mother followed a family tradition which
has been done for hundreds of years, to soak seven
almonds in water overnight and eat them before breakfast
the next day, without their peel. Almonds are a natural
source of Vitamin B12, some children in the west are
given injections of it under the supervision of doctors,
and B12 is the only known preventive and remedy for
Alzheimer’s and Dementia, with no documented side
effect, aside from almond allergy in rare cases.

I remember three things that really bothered me for a
long time, cutting nails, cutting hair and taking a bath, for
which my family had to chase and catch me. With nail
cutting, clipping too close to the finger caused the
sensitive part of the skin to be exposed, and that
sensation caused over stimulation for days, so one way |
fixed that was learning to cut nails myself, leaving some
space and nail far from the fingers. With hair cutting, the
sound and feel of the metal scissor was irritating, and that
was fixed when the barber switched to plastic scissors on
my insistence. With taking a bath, the water had to be
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slightly warm, not cool and not mild, and I used to sit in
the bath for hours, just as I used to play with clay for
hours and this through osmosis, removed water from my
skin, made it all wrinkly. I read in 2006 that this is the
safest biological way to remove metals from the body, to
play with clay or sit in water for hours, so that some
water leaves the body and the skin turns wrinkly. I also
used to swim in shallow water pools at the local club,
and all the people swimming and making noise there
bothered me, so I started doing underwater swimming,
using goggles and ear plugs. This helped me in
exercising as well as adjusting ear pressure changes. The
same ear pressure changes happen when I travelled in a
lift or in an aircraft, was quite painful, yawning, as well
as closing nose and blowing, as well as menthol nasal
medicine helped cope with it. Later, I started removing
all hair on and near the ears using hair removing cream,
this helped in temperature and sound sensitivity, as well
as skin sensitivity (when I used hair removing cream to
remove hair on arms and body, due to the heat of the
summer). Getting the whole head shaved at least once
around age 8-10 is also recommended, the hair grow
back fast and the body adjusts to temperature and
sensitivity changes.

I was never good at social conversation with other
children, so neutral activities like playing with Lego, or
making jigsaw puzzles, drawing, making small toys with
clay, these became social group activities with other
children in which we did not talk, but participated at our
own pace, making something and showing it to one
another, competing, learning and sharing creations with
parents and other children. I noticed that when I
concentrated on the words and read books, my hearing
stopped, hence I kept comics and books with me, in
social situations, I started reading and hence did not
require a quiet room to calm myself down. I noticed my
heart beat increased and I started sweating when around
too many random noisy people, this was due to
adrenaline being released due to hyper stimulated large
amygdala, a part of the brain related to fight and flight
response, a common feature in children with autism, and
this was one of the reasons for not making eye contact: it
was over stimulating and alarming, a simple
conversational glance in someone eyes felt like a long
aggressive stare, perhaps due to the resonance effect.
Nikola Tesla, one of the greatest inventors in human
history, and the inventor of most electrical equipment
used today, used this concept in his work commonly.
Resonance is an electrical phenomenon, and is the basis
for the transistor, working on the concept of feedback
and overflow of current. The human brain works on a 5

volt electric circuit, the myelin sheaths of neurons are
sometimes weak, and a synapse firing may trigger other
parts of the body. In my case, a pin prick to one hand
gives a signal to my brain that the other hand is being
pricked, i.e. the wiring is sometimes crossed and
confused. When a person with autism sees another
person’s eyes, a visual image is recorded, and on
prolonged conversation with variable volume indicating
urgency or importance of a topic, the snapshot of the eyes
in memory coupled with increase in volume of the
speech and repeated fixed gaze, overloads the visual
brain, causes the adrenaline to enter the blood, causes a
fear or panic situation, where the conversation must be
broken and a quiet environment is needed to reset the
senses, hence the sensory neutral environment or room. I
was able to reset my hearing and block it by focusing on
text, hence I could only talk to people if I had a book or
comic in my hands which I could look at again and again,
to reset myself.

I had issues with remembering phone numbers, names of
people, which I fixed using associative sound based
memory. If I wanted to learn someone’s name, |
remembered another person or city or object which had a
similar sounding name, associated the image of both of
these people or objects, remembering one linked with the
other allowed me to remember names. With phone
numbers, I had to say out the phone number, and
remember it as a sound recording, not as numbers
themselves.

I never went through the hand flapping or ‘stim’ phase,
by that time I had discovered cracking knuckles and
pulling fingers, it used to calm me down in overloaded
sensory unfriendly environments. In 2006 I studied this
phenomenon, and contacted people with Asperger’s all
over the world, through the internet. I asked them about
this and it confirmed my findings, which to my
knowledge are still un-documented. This forms the base
of physiotherapy and is the same biological concept.
Human joints and bones are surrounded by a liquid called
synovial fluid. When you pull a joint or a finger, or even
exercise or stretch, the pulled or stretched joint leaved
space in the synovial cavity of the joint, causes a
temporary vacuum to form, hence the popping sound. As
soon as the vacuum is created, carbon dioxide bubbles
are pulled out from the synovial fluid and into the
vacuum, signalling to the body that some carbon dioxide
has left the body, increasing the concentration of water
and oxygen in the synovial cavity. This automatically
makes the brain release dopamine neurotransmitter as a
result of rewarding this ‘temporary removal’ of carbon
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dioxide. By the time the finger or limb goes back to
normal position, the dopamine has already been released
into the bloodstream, and acts as cigarettes do, i.e. it
calms a person down instantly, reducing the sensitivity of
all the major senses in the body. Dr. Arvid Carlsson of
the University of Gothenburg was awarded the 2000
Nobel Prize in Physiology of Medicine for his discovery
in the 1950s that dopamine is a neurotransmitter in the
brain and that it has a role in movement control. Dr.
Carlsson’s work laid the foundations for use of levodopa
as a treatment for Parkinson’s disease. What this means
is that for a person on the spectrum, with the obvious
motor and grip control problem (symptomatic of
dyspraxia), the dopamine neurotransmitter not only acts
to calm them down, but to also act as motivation,
intercommunication between the two brains hemispheres
as well as a way to balance movement, and fine motor
control. Hence hand flapping or jumping or even rolling
on the floor is the body’s unconscious attempt to release
dopamine, perhaps due to secondary addiction to, but
primarily as a natural response to environmental sensory
stimulation. Hence if a child is told to control and ‘de-
stim’ using the cracking of knuckles, it’s certainly a
better alternative to hand flapping. This has implications
for using Parkinson medication to manage some forms of
Autism, the research on which is going on across the
world.

MY later awareness of Autism in 2006, when I was 25
years old, made me understand and work with the world
in a very different way. Before 2006, I had not the words
to describe what I went through, since I thought everyone
went through this every day. When I read that Wikipedia
article on Asperger’s Syndrome, I thought they were
describing my life, it was so similar. I find that lack of
awareness around the world leads to late diagnosis of
Asperger’s Syndrome, since the language areas are not
majorly affected, and hence less of an immediate concern
for parents, they mistake social confusion for shyness.
Since 2006, I reached out to the world, emailing world
experts in Autism, Savant Syndrome, Genetics,
Advocates, Doctors, Special Educators and parents
abroad. Since I was looking for my own diagnosis as
well as explaining myself better, managing my own
issues, this became an obsession, most of my free time
was spent in online interaction, learning, sharing and
understanding myself through others, watching
documentaries, reading articles and current research. My
ability to remember most of it helped me to meet these
people online and in real life again and again, since the
autism community is not very large, there are few experts
who know each other on a first name basis.

The first person I had emailed was the expert on savant
syndrome, Dr Darrold Treffert of the University of
Wisconsin USA, I kept running into him online, as well
as Adam Feinstein who I had met online during his first
2006 Autism Online Research conference at awares.org,
and I met him for the first time in person during January
2008 at the 2™ South Asian Conference on Autism as
Delhi. He interviewed me there for his book “A History
of Autism: Conversations with the pioneers”. It was at
Delhi that I also met fellow Asperger, Dr Stephen Shore,
a director at the Autism Society of America, and the
ASA website allowed me to get latest updates, which
included attending the UNESCO disability conference at
Qatar in 2008, meeting Bob and Suzanne Wright, the
founders of Autism Speaks USA, who were the main
guests there of Shieikha Mozah, the Queen of Qatar. I
represented my country as speaker at the Bangladesh 3™
South Asian Conference on Autism in 2009, expanding
my contacts, training people in Chittagong later in 2009.
I followed Dr Darrold Treffert’s work closely, since |
suspected some of my abilities may be related to savant
syndrome, since I had not yet heard of other people on
the spectrum matching them, except for Dr Temple
Grandin. Dr Treffert wrote the introduction of the
Artism: The Art of Autism book by Debrah Hosseini, |
applied for it in 2007 for its second volume, which was
just published a few months ago in USA and can be read

about on www.artismtoday.com .

I see advocacy and fundraising as well as recreation have
been combined well with the international movement to
promote awareness of Autism through Art, and this is
something that we can do much about, in this part of the
world. I had been trained in sculpture and drawing at a
young age due to my work with clay, and my current
career as a graphic designer and computer graphics
teacher allowed me to create both digital and
conventional art, which was displayed at local and
international art galleries, and featured in the ‘Artism’
book. The work of all the artists in the book has recently
been displayed at the Soho Gallery for Digital Art in
New York 7-27 July 2011, selling prints of original art to
support a non-profit special school in New York for
children with Autism.

NEVER forget that we are a single community. We all
have contacts, resources, ideas, the same objectives and
needs. Across the world, parents and families of children
with autism are working together, sharing resources,
using the media positively to spread awareness as well as
provide and promote opportunities for fundraising. The
Internet forms a central part of this, it’s very easy to be




AUTISM NETWORK: VOL 6 ISSUE 2 ~ AUGUST 2011

an armchair activist, changing the world a little every
night through the internet, posting articles, videos on
forums, emailing experts, guiding those who need it and
networking online. With Google+ as the new social media
network after ‘Facebook’, up to 10 people can video chat
at the same time, using any laptop with a built-in camera
and microphone. This has implications on group learning,
where an expert does not have to be invited if there are
restricted funds, you could train and educate online, and
get paid online for the number of hours taught, all
without leaving your room. There are websites like
freelancer.com, odesk.com and elance.com where you can
work from your home and still take care of your children
whenever you need to. My video interviews and their
recordings were put on YouTube where they act as 24
hour awareness, I even put subtitles in English on the
local language ones, the awareness goes on even as |
sleep and do other work.

IT’s very important to contribute and teach others after
you have learned something and applied it well, since
you never know what the person seeing your video or
reading your article can share and teach you. You are not
alone, you never have been. I taught myself to use the
computer, and I failed consistently for over 5 years,
breaking the computer or crashing it every few weeks,
but I was adamant and kept at it, learning from mistakes.
I teach at universities, with over 8,000 highly qualified
professionals trained in the last decade. It’s important that
we use technology to enable our lives, to help us multi
task, to help us network. The world is filled with millions
of parents and special educators and doctors just like you.
Come forward, we are one people with the same future,

a shared future, a brighter future. Today is the first day
of the rest of your life. I have done it, I have trained
thousands, changed their lives, and I know you can do it
too. You are pioneers, each and every one of you, the
more you share and teach others, the more your name will
live on. Humanity will look back on this time as an age
when people overthrew these mental and self-imposed
limitations, and embraced their international identities,
and became true citizens of the global village. You are an
international community, so email someone you don’t
know today, some will write back, some will share, some
will learn, but we all will benefit from your initiatives.

GOOQOD luck, this is only the beginning. We do this for the
future, we do this for the children, we do this for the

human race.

Contact Fazli Azeem: www.fazliazeem.com

www.autismpakistan.org, http://autism.meetup.co

Morning and Night

Tapati Ghosh

Am I always wrong and you are right?
Are we as different as Morning and Night?

‘No’ and ‘Don’t’, so often you say —
To anything I do or come in your way.
I am confused - I wish I knew
What have I done to confuse you?

You think that I am odd to the core.
Your social rules unsettle me more.
Over my head I see these fly -

I am relieved, I do not lie.

The street lights make me blink my eye
I cover my ears when the taxi goes by.
I climb up the stairs and can’t get down.
You laugh at me and call me a clown?

Does it hurt you if I flap my hand?
Or, play with a string - on toes I stand?
Makes me wonder, then why you should

Stop me, when I feel so good?

Look, I am okay and not perplexed,
When I get to know what is next.
With the sameness I feel safe,
Changes make me ‘lost like a waif’.

You said something? Did I defy?
Come again slowly, I’ll comply.
Something in me strikes a chord.

Peep into my world once for a change,
Maybe you’ll find it not so strange.
Maybe you’ll enjoy what you see,

And then won’t wish for a different ME.

No harm to have our different ways,
We -‘Morning and Night’ will bring...
HAPPY DAYS!!
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Strategies to Enhance
Social Understanding, Leisure,
and Play Skills

A central feature of Autism Spectrum Conditions (ASC)
is a different social understanding and social functioning.
It is usually difficult for the individual with ASC to
develop and maintain meaningful and fulfilling personal
relationships. The earlier perception of individuals with
ASC was that they were ‘loners,” because they do not
want to interact with people. But now is accepted that
people with ASC want social interaction, but lack the
necessary skills to interact effectively. So the child who
pushes his peers away in the playground may actually be
doing so because he wants to initiate social interaction.
The anxiety of not knowing what to do in a social
situation is what often leads the individual with ASC to
avoid social situations, thus creating greater isolation.

WHEN we begin to encourage social interaction in the
very young child, we have to begin by first building
connections with the child, by helping the child
understand that interacting with others can be fun and
non-threatening. We do not demand interaction, but
rather let the child lead the interaction and respond with a
great deal of enthusiasm and energy. We give the child
things he likes — hugs, tickles, a favoured toy, etc,
without expecting anything in return, teaching the child
that proximity of people is fun.

WE can try and create an interest in others by joining
him in his solitary play. So when the child is playing on
his own we play on our own in a manner similar to the
child’s — again and most important, making no demands -
using a lot of exaggerated energy and encourage any
connection that is created. Playing games with
anticipation like tickling games and ‘peek a boo’ games
can also be tried here.

WE can then move to slowly joining the child in parallel
play so that a teacher / peer and the child are both playing
with similar materials in the same physical space, but
there is no sharing of materials. For example, both the
child and the partner are fixing their individual jigsaw
puzzles whilst sitting on the same ‘dari’.

FOR the older or more socially adept child, there could
then be sharing of materials with a partner in cooperative

play for instance, both the child and the partner make
individual structures with blocks, but both selecting
blocks from a common box. Others can play simple turn
taking games where the child needs to take turns with a
partner or partners.

IN all of this it would be helpful to have a very clear
visual structure to the game, so that the child can
understand the ‘rules’ of the game clearly, predict exactly
when he is going to get his turn, when is it his turn to
wait, how many turns he is going to get and when the
game will get over. We can start with simple customized
games as shown below:.

Examples of simple adapted turn taking games

For instance, each of the two players has a set of dice.
One child puts a dice in the central box. The partner has
to place a matching dice in the box. The turns continue
until all the dice are over. Here the children know what
has to done from the way the game is laid out; how much
they will have to play ie whenever the dice are all in the
central container; and when it is over ie whenever their
trays are empty. This visual clarity helps the child with
autism stay focused on the game and participate without
frustration or confusion. Such customized games can
then help the child move on to board games like ‘tic tac
toe’, ‘snakes and ladders’, ‘checkers’ and ‘ludo’.

ALONGSIDE, we can also introduce basic pretend play,
where we can have simple scripts that we can help the
child to follow. It is essential to keep small variations in
the ‘script’ daily so that the child does not ‘memorise’
the game. For example, we can have a game with dolls
about going to the shop and buying things. So on one
day, the doll can go to shop ‘A’ and buy tomatoes, on
another day she can go to shop ‘B’ to buy ‘Kurkure’. If
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the same game is played each time without a variation,
then the child with autism will tend to memorise the
game and replicate it every time without understanding
the ‘play’ aspect of the game. We can include situations
in the game that will help the child learn to understand
other peoples’ minds and other peoples’ behaviours
(Theory of Mind), which people with autism have
difficulty with. So, in the shopping with doll’s game we
can pretend that the doll is buying his most favourite ice-
cream, and we can ask the child how he thinks the doll
feels. On another day, the doll could buy an ice cream,
trip and knock against something making the ice cream
drop to the floor, and we could again ask the child how
he thinks the doll feels in this situation.

WE know that most children with autism do not learn by
watching and imitating others in quite the same way that
most of us do. Hence they have to ‘learn’ a lot of things
that other children pick up spontaneously. Sometimes we
need to contrive social situations and social events to
teach appropriate social skills to the child with autism.
This may include even the very basic socially ‘polite’
overtures like responding to greetings, greeting others on
one’s own, waiting, asking for help, going to a friend’s
house etc. Of all the skills that we might want to teach, it
is a good idea to target one skill at a time. Break each
skill into smaller components and keep the time that the
child spends in the social situation short to begin with
and then slowly increase the time. Use of predictable
structure and visuals will allow the child be successful in
his efforts.

LET us take a scenario where the child finishes his class
work and then tends to roam around instead of waiting in
his seat while the other children are still completing their
work. We want the child to learn to wait quietly in place
once he has finished his work. Telling the child “No”
when he is roaming does not help him understand what
he is supposed to do. Instead we can tell the child what
he has to do. So the child could have a favoured book or
a toy and he could be taught that once he finishes his
work he can look at his book or play with his toy. A brief
schedule on his table saying: “Work then toy’ could also
help. Likewise, a visual timer that tells him till what time
he has to stay in his seat or in other words when the class
will get over will also help the child learn to wait.

WE can also teach the child appropriate behaviour on an
outing whether to a shop or a park or a friend’s house, by
clearly telling the child exactly what is going to happen.
Visiting a friend, the child goes in, greets his friend and
his mother, plays a simple turn taking game ( one that is

of high interest to both the children and has been
mastered by the child with autism), eats a snack, says bye
to his friend and leaves. It is good to keep such situations
brief at first. The entire interaction could take just ten
minutes. This way the probability of the child’s success
and our being able to praise that success is going to be
extremely high. Once the child is successful consistently
in this pattern, we can increase the expectations for the
child, as well as the time spent on the outing.

Teaching social skills at appropriate social situations,
instead of teaching it at a one on one work situation will
make it easier for the child with autism understand the
relevance of the skill and also help him be able to
generalize it.

LEISURE activities are very important for a child with
autism. They can practice social skills, get enjoyment
and satisfaction out of the activity, and gain some self-
confidence all while being part of the community. Whilst
choosing a leisure activity for the child it is important to
keep his interests in mind. If he likes listening to music,
we can use that as a leisure activity, if he likes water, we
could try swimming and so on. Many children with
autism have interest in bus timetables, the railways, the
different models of cars or airplanes, or the armed forces.
Leisure activities can be structured around these
interests: creating scrapbooks and gathering information
on these as well as building friendships with non-autistic
youngsters with similar esoteric interests. We would
teach leisure activities in the way we teach every other
skill, with the use of clear visuals, appropriate prompts
and... REINFORCE every effort made by the child.

Examples of simple leisure activities

Picture matching

Adapted puzzle




AUTISM NETWORK: VOL 6 ISSUE 2 ~ AUGUST 2011

ACTION FOR AUTISM
&0 PEN# DOOR

Volunteering:
Starting Young

Tamara Daley

During six months of 2010,

Tamara and Matt Daley were living in New Delhi
with their children, Lucas (7) and Nora (5).
Tamara has been a long-time volunteer with AFA
and she approached AFA about the possibility
of Lucas and Nora to volunteer.
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This was an experiment on both sides: the kids had no experience being around people with autism,
and AFA had never had such young foreign volunteers in the classroom!
We decided to place them in the Violet class, where they would be particularly useful
because they were close in age to the children in that group.

How it started

Tamara’s turn: In 1995 and 1996, I spent a year meeting
families and visiting schools in Kolkata, Bangalore,
Chennai, Hyderabad and Delhi while doing research on
autism in India. I loved the experience, but I had no idea
at the time how much that year would impact my life.
Fast forward 15 years: those years in India not only
influenced my work for my PhD, but career as well.
When I found myself with an opportunity through my
job to spend six months in New Delhi, with my family in
tow, I jumped! We spent from June through December of
2010 in Delhi. It turned out to be a very busy period for
me at work, and I had barely any free time. But my
husband and two children were looking for things to do,
and it occurred to me that maybe they could volunteer at
AFA. It seemed like a perfect opportunity: it is important
to me that my kids are comfortable around people with
all types of disabilities. But,
unfortunately, the opportunity
just doesn’t arise very often.
Their exposure, until India,
was limited to a one-time
meeting with the son of an
acquaintance of mine, a 10
year old with autism.

Matt’s turn: 1 was excited
even just to have them
volunteering, because I think
that’s a good thing to do. So, I
was happy to have them have

the opportunity to contribute to something. And I liked
that they would get to understand a little of the work
Tamara does. I was a little nervous, though, because of the
double layer of difference—not only a different culture,
but also being around people with autism. Particularly
with Nora—I was worried how she would manage that. 1
was also really concerned that our kids not be a burden on
the teacher or at the school. As much as I figured that our
kids would benefit from the experience, this was not their
school and I didn’t want their presence to distract anyone.
I was interested to see how it would turn out.

Preparation and implementation

Sudhanshu’s™ turn: We discussed this idea of Lucas and
Nora joining a class one day a week during our daily
meeting, and talked about what it might be like. We knew
it was important to prep the kids, so before Lucas and
Nora came, the children in
Violet class were told that two
children would be joining
their classes. The children
were shown photographs of
Nora and Lucas. Also, on the
calendar, the days when Nora
and Lucas were to come were
marked .This was followed by
a discussion on what friends
are, what are the different
things that can be done with
friends, and how friends can
be fun.
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Tamara’s turn: 1 talked to them a lot before we went.
We had already spent time with Neeraj [Merry Barua’s
son] and Abhimanyu [the son of another Delhi family],
so the kids had met adults with autism. But still, we
definitely tried to prepare them for things to seem weird
or different at first, and that it would be OK if they felt
uncomfortable. Matt stayed close by the first part, but
the teachers did such a great job of getting them involved
right away that they got over their hesitance.

Matt’s turn: There were some touchy moments—
literally. Some of the kids were especially interested in
the kids’ hair, and I thought for sure there would be an
issue when one little boy grabbed Lucas and yanked—
but he really seemed to understand not to react, and he
actually giggled. Nora, on the other hand, is much more
sensitive, and I think it was hard for her to understand
that kids weren’t physical with her to be mean. We had to
do more preparation with her before going back the next
time, since she was a bit nervous. But we made a plan
and stuck to it, and that let her feel more in control. It
was important for us to be consistent in our schedule,
too, so that we weren’t disrupting the class plans by not
showing up.

*Sudhanshu’s turn: We saw very clearly how typical
kids can be used as models. Nora and Lucas turned out
to be good role models for children in the violet class.
Children in this class have excellent imitative skills.
When the teachers asked Nora and Lucas to demonstrate,
the students then copied them: in the class, on the
playground, in the play area and during tiffin time. The
children were more willing to copy from the board, do art
and craft activities, stand in the line for assembly when
they were imitating their new “classmates.” Also when
Nora and Lucas told the children to do something the
children were more willing to listen to them.

In conclusion...

Matt’s turn: It seems like Lucas and Nora have a general
awareness of disability and difference now, and certainly
comfort around people who are different. I notice that
they seem really attuned when we see someone with a
disability in public, but certainly not in a fearful way—
they seem to feel a connection. In the end, the experience
at AFA might be what they remember best of India.

Between their time at AFA and our social time with the
people Tamara knows in Delhi, who all have adults with
autism, they certainly got so much more comfortable.
We sometimes joke that the kids might have ended up

with the impression that all Indians have children with
autism, and that autism is much more common in India
that the US!

Tamara’s turn: It was so terrific to have been able to
work with AFA to make this experience happen. I had
looked for an opportunity to do something like this last
year, in the US, but there weren’t any options to pursue it
where the interaction would seem natural. Also, I wanted
the kids to develop actual friendships by seeing the same
kids every week, which is what they were able to do by
the end of their volunteer stint. Despite the language
barrier, Lucas definitely felt a connection with several of
the kids he met with AFA, and still talks about them.
Matt is right—when we see people with disabilities now,
he is curious in an open and comfortable way that I think
comes from being able to transcend the differences he
initially felt.

Sudanshu’s turn: It seems like with the right planning,
we were able to make this work for all the kids involved.
We were sorry to say goodbye!

Lucas and Nora’s turn

What do you remember when you first went to AFA?
Nora: 1 was a little bit scared. How come? 1 was afraid
they might hurt me.

Lucas: 1 felt excited.

Excited? Really?
Lucas: To be there with kids with autism. I thought it
would be cool to help them.

What kinds of things did you do while you were at
AFA?

Lucas: We did everything that the other kids did. There
would be a table, with lots of stuff on the table.
Everybody had a turn to go up and take two of the things
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that were a match and put them together. Like toothpaste
and a toothbrush. We also did a game where we said
who was there—there was a chart where they wrote
down everybody who was there, and they would draw an
X in the square if the person wasn’t there.

Nora: We drew pictures!

Lucas: There was snack time, where you brought your
snack and you could share. You could ask for something
and trade with another kid. There was also a beginning
snack time where you had to ask for the snack.

What do you think that was for?
Lucas: To try to get the kids to talk.

What was your favourite part?
Lucas: My dad worked in the Mother Child place, and I
liked to go in there and be with the kids in there.

How come in there?

Lucas: Because it was fun! We just played around. There
was this kid I really liked, who would laugh a lot if I
pretended to fall off the wall. But if he got too excited, he
would pull my hair. And also, once, one of the kids
pulled me around holding my hand.

Was that nice?
Lucas: Yes, that was good for her because she was

interacting with me. And I liked it too.

Nora: My favourite part was the snack time!

* Sudhanshu Grover is the Coordinator Educational Services at Action for Autism

What did you learn about autism?

Lucas: Before 1 went to India, I hardly knew a thing
about autism. And then when I was there I spent half the
day with kids with autism at the school. And sometimes
we played at parks, too. So you could say that I learned a
LOT. I learned that there’s not just one group, like not
everyone is at the same level of autism. There are a lot of
different levels of autism. I learned how you can help
kids with autism. You help them by letting them talk to
you and ask for stuff and share stuff and play with them.
One of the older kids always shared food with us. We
shared with him, but he didn’t like our granola bars.

Nora: 1 know how to help kids. If there are grownups,
it’s just like “whatever.” When we were there, it’s like
they were kids and we were kids and then they knew that
they could do it because we could do it.

How do you think going to AFA changed you? Or
what effect did it have on you?

Lucas: Well, it changed my thinking about autism. I
never really thought about autism very much before. It
made me not so nervous to talk to new people. I used to
be nervous to talk to new people. But I was talking to lots
of people I didn’t know there.

Anything else?
Lucas: 1 like being with kids with autism. It feels nice.

Can you think of why it feels nice?
Lucas: It feels nice to help them. I’d like to be around
them more here!

will be extended to:
(i) Completely blind persons and
(i1) Mentally retarded persons.

Grant of Concession in Rail Fares
to the ’visually impaired’ and 'mentally challenged persons’
in Rajdhani and Shatabdi trains

Commercial circular no. 32 of 2011: No.TCII/2196/1 1/Policy, dated 22-6-2011, signed by DR Monica Agnihotri
(Director Passenger Marketing, Railway Board) states that a grant of 25% concession will be provided to
orthopedically handicapped persons in Rajdhani/Shatabdi trains.

It also mentions that a 25 % concession in 3-AC and AC chair car of Rajdhani and Shatabdi trains

The same concession will also be admissible to one escort accompanying such persons.

The concession will be effective on tickets purchased on or after 01-07-2011. In case of tickets already issued for
travel on & after 01-07-2011 refund of difference of fares will not be admissible.
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Q I have a 10-year-old autistic boy, L. 1 do apologise
for not having more input and communication with you
and the ‘autism’ world. I guess (like most parents of
autistic kids) I haven’t got a lot of spare time. But I would
really appreciate your help with some of my queries.

First and foremost, what do you think causes autism, and
do you think they will find a cure?

And something that really has me at my wit’s end: over
the past couple of months, L. has been having meltdowns -
at least one every three days. Can you please advice of any
strategies of what to do when L goes into a melt- down?
At the moment, I ‘put’ him in the bath with a running tap
(coldish water). The cause of his meltdowns we think may
be due to pain (possibly internal - we are treating him for
blockages in stomach) or frustration of being unable to
talk and being ‘different” (he is quite intelligent, though
totally non- verbal) or something else we haven’t thought
of. I’'m recovering from a meltdown and a big day with L.
I’m searching for answers and I'm at my wit’s end....

A Your situation is similar to families across the world;
dealing with complex situations and without sufficient
support. The cause for autism is yet unknown though
there is a great deal of research underway in different parts
of the world. Current findings lean towards a combination
of factors and there being a genetic component, though the
exact genes or combinations of genes is yet unknown.
Given this, there is as of now no cure for the core
difficulties in autism and it is extremely difficult to
predict, despite frequent hype in the media, whether there
will be a breakthrough with regard to finding the cause
and hence a cure for autism in the next 50 years!

As you rightly note, behaviours have a reason though the
reason may not always be apparent to us. Every behaviour
serves a function: it gets the person something he wants:
something to eat, drink, do — such as get to go out etc, gets
him attention, gets him out of a situation or activity that
he does not want or finds unpleasant, gives him some
sensory input, and so on.

Further, a behaviour may not always be for the same
reason; reasons can change. Let’s take the example of a
friend sitting in a cafeteria and fanning her hands
vigorously in front of her face. We would react very

differently depending completely on why she was doing
what she was doing, isn’t it? For instance, if it was a
particularly warm day and she was trying to cool herself
off, we’d probably switch a fan on or increase the speed
of the fan in the cafeteria. On the other hand if she has
eaten something very sharp, we may want to offer her
something sweet to ease her discomfort. But if she was
just getting rid of a fly that had been buzzing in front of
her face, we may do nothing.

So you are absolutely right when you say that there could
be many variables leading to L’s meltdowns. It is entirely
possible that his meltdowns happen at different times for
different reasons. It would therefore be extremely
important to try to understand the reason behind each
time he has a meltdown, because the strategies that one
would use would vary based on the reason.

You have mentioned that you put L in a bath of running
water. Is it that he enjoys the bath and that you feel that it
may help ease the pain that you think he is having; or is it
a punishment? If it is the former, I do understand the
need for us as parents to want to ease our children’s
discomfort. However, we may want to consider here that,
if L really enjoys a running bath, given the fact that he
may not be able to ask for it, his meltdowns at times may
be his way of communicating that he wants a running
bath and not because he is in pain. He may have learnt
from past repeated experiences that when he has a
meltdown he gets a running bath, just like a child who
can say “I want a bath” learns by repeated previous
experiences that by saying these words he can get a bath.
If on the other hand you are using this as a punishment,
the thing to consider is whether the behaviour that was
being punished has reduced. If not, then perhaps this
punishment is best discontinued.

To get an understanding of why your son has his
meltdowns, it might be a good idea to try and keep a
record of each meltdown for a period of ten days to two
weeks. This would be a bit of extra work, but would be
worthwhile. You would want to keep track of the
following:

1. Anything that you feel might be triggering the
behaviour. Here you would note what took place before
the meltdown: when and where did the meltdown occur;

11
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who were the people present during the situation, what
did the people around say or do before the meltdown
happened; is there any other meltdown that usually
happens before he has a meltdown? Does the meltdown
happen more with any person? Less with any person?
Does it happen more when you are out/at home/at school/
during bedtime/etc.

2. The meltdown itself: what exactly did the child
do or say? How many time, viz: how many time did he
shout / throw himself on the floor/ scratch / throw things.
How long did each episode last: one minute /five
minutes/ half hour / etc.,

3. What happens after the meltdown takes place. So
for eg, if he throws himself on the ground, what happens
then? Does anyone say something? Do something? Is he
given something? A chocolate/ an outing / a meal / a bath
/ anything?

Once you have this information to refer to, you may have
a clearer picture on why L is having the meltdowns and
accordingly take some pre emptive measures as well
have an idea on actions to take when the meltdown
occurs. Of course it will also be essential to give L
appropriate alternative outlets for his behaviour.

For instance, if you see that L seems to be calm when
you are playing with him or interacting with him, but
when you are busy doing your chores, he goes into
meltdowns, which result in you coming to him to calm
him down or to see what the matter is, hence giving him
the attention that he may be seeking. In this case, we
could take some pre emptive measures to give him the
attention well before he ‘asks’ for it through a meltdown.
So, say you are in the kitchen doing the dishes, you could
try to have L in the vicinity and strike a ‘conversation’
with him, with a lot of fun, excitement and energy. For
example, you could draw his attention to the pot that you
cooked in and talk about all that you ate for the meal or
the vegetables that went into that dish. Or you could
draw his attention to the soapy water, and maybe blow
some bubbles with same. You could also try to involve
him at times in whatever it is you are doing, like teaching
L to put away the cutlery in the right places.

Further the appropriate alternative to this particular
instance, would be to teach L to ask for attention
appropriately, by either tapping you on the hand or using
any other mode of communication that are mentioned
below. Alongside, we could also build up on L’s leisure
skills, so that he has something of interest to do for some
of the time that you are busy. However, in this particular
circumstance, if L. does have a meltdown whilst you are
otherwise occupied, it may be a good idea to not react in

any way during the meltdown and just make sure that
the physical environment is so structured that he cannot
hurt himself.

You have said that L is completely non verbal. Does he
have an alternative mode of communication (AAC)? If
not, you probably want to introduce some form of AAC
like signs, picture exchanges, a communication board,
amongst others, to help L express himself in a more
appropriate manner. Not being able to express wants and
needs is often a primary cause of challenging behaviour.
One can completely appreciate how overwhelmed you
must feel particularly since autism can appear to be such
a confusing condition. There are times that it seems to be
difficult to understand the condition and what our
children may be experiencing, but this is probably the
crux of the matter: understanding autism, understanding
the unique ways in which our children think and learn,
accepting their autism as a vital, vibrant part of their
being and then approaching the intervention, the teaching
of skills, and / or changing of behaviours, from that
paradigm of understanding and acceptance. The
wonderful part is that all people with autism can learn
and show progress, irrespective of their age or the degree
of their support needs.

I hope that you find this information of some help and

wish you the best in your journey with L.
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The Child with Autism
in the Mainstream Classroom

Autism is an ‘invisible’ condition; hence making
accommodations for them in mainstream classrooms
does not come easy to most teachers. However, once
the teacher understands the fine nuances of the
difficulties that the child with ASD faces in the
classroom, the teacher is better able to implement
strategies that would help the child learn.

While the child with autism makes an effort to learn
neurotypical rules, the classroom has to evolve to
accommodate the specific needs of the child if
mainstreaming has to succeed.

The workshop can be attended by teachers from
mainstream and specific needs classrooms; OTs,
SLPs, vocational trainers, psychologists and anyone
involved in helping individuals with autism receive
education in an inclusive setup.

Dates and details about the workshop will soon be
available on our website: www.autism-india.org.

Upcoming Workshops at a Glance

Know Me Teach Me
Dates: 27 - 30 September, 2011

The workshop will target teaching of cognitive and
daily living skills that are a priority both in classroom
situations, as well as at home, and situations that must
be addressed to facilitate their entry into mainstream
classrooms; and will be based on a practical
understanding of Autism Spectrum Conditions.

The workshop is for both the newbie as well as a
refresher for experienced hands and can be attended
by all those who work closely with children with
autism on a daily basis: professionals of every
discipline related to ASD, as well as parents interested
in learning how to teach their children life skills.

Registration forms for the workshop will be up on our
website shortly

For more information add
"WORKSHOPS’in the subject line and write to:
anvay.trainings @ gmail.com
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(RNI' No. DELBIL/ 2006/ 23172)

MEMBERSHIP TO AFA

To continue to receive ‘Autism Network’ please complete

the revised application below, cut or photocopy, and return it to

us as soon as possible.

MEMBERSHIP DETAILS

Parents: Associate Member — Annual: Rs 150/- Full Member —
Annual: Rs 500/- Overseas Member : $ 30

Professionals: Associate Member — Annual: Rs 150/-

Full Member — Annual: Rs 1000/- Institutional Member —
Annual: Rs 2000/- Overseas Member: $ 50

Associate Members receive copies of Autism Network and
information on all upcoming events and activities. Full
Members, Life Members, Overseas Members and Institutional
Members are in addition, entitled to concessionary rates for
AFA events and workshops.

|:| New

[ ] Renewal Date

Name

Address

City— State
Phone

Pin/Zip

Email

I am a: (tick all that apply)

[] Parent [ ] Relative

|:| Professional: Name of Org

[] Other

If you are a parent of a person with autism, please answer:
Child’s name Sex

Date of birth dd mm yr

Diagnosis (if known)
¢ ] wish to become a member of AFA and enclose:

[ Rrs 150/- [ Rs 500/~ [1Rs 1000~ [ Rs 2000/-

(Send Demand Drafts Only) Draft No:

Dated On Bank

Amount in words

[ wish to give a contribution to AFA

Amount in words

Mail demand draft payable to:
Action for Autism, Pocket 7&8, Jasola Vihar,
Behind Sai Niketan, New Delhi - 110025

Contributions are tax exempt under Section 80 G of Income Tax Act.

BOOK POST

ACTION FOR AUTISM k

If undelivered please return to:

The Editor, Autism Network,
Pocket 7&8, Jasola Vihar, Behind Sai Niketan,

Opp. Gate 6, Sector 8, SES Flats, New Delhi - 110025

Published & printed by Merry Barua
on behalf of Action for Autism (AFA) from
Pocket 7&8, Jasola Vihar, New Delhi - 110025

Tel: 91 11 40540991, 91 11 65347422
Email: actionforautism @ gmail.com
Website: http://www.autism-india.org

Printed at:
Niyogi Offset Private Limited
D-78 Okhla Industrial Area Phase I,
New Delhi - 110020
Tel: 26816301/26813350/51/52 Fax: 26813830

Editor: Merry Barua
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