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FPAGE ONE

As we enter the second decade of the century, it is clear
that disability has made significant inroads into public
consciousness. This is evident in policy, popular culture,
and to an extent the social environment as well. In addition
the ratification by our country of the UN Convention for
the Rights of Persons with Disabilities has put pressure on
the government to bring about much needed change; and
that is leading to measures — excruciatingly slow at times —
to factor disability into policy issues. So the decade also
begins with the drafting of a new law on disability that
would be in harmony with the CRPD and that will address
the rights of all persons with all disabilities.

However, in all this, as often happens, developmental
disabilities willy nilly take a back seat. Portrayal of
disability in popular media tends to play to the gallery.
Hence it is all about: disability hai magar tez hai;
intelligent mind in a disobedient body, disabled yet top of
the class; and so on. Like shown in the otherwise lovely
film Tare Zameen Par, for people to accept one’s
disability one has to excel in something. Or else be super
intelligent and come out top in everything: what we call
the Stephen Hawkins syndrome. And we in the disability
sector inadvertently contribute to this representation. In
addition, one has to ‘look’ disabled, be visibly disabled, to
really receive accommodations. If you have an invisible
condition no matter how complex and severely affecting
functioning — and what better fits that description than
autism — then it’s a different matter altogether. It is
presumed that if one does not ‘look’ sufficiently disabled,
ones needs cannot be that intense. Any attempt at fore-
fronting this marginalisation is labelled ‘divisive’.

In this populist discourse on disability the community has
to be vigilant in ensuring a rightful place for persons with
combined intellectual and functional impairments.

There is a deep dichotomy here. On the one hand we state
that everyone has value. On the other you have to be
outstanding in some sphere — preferably with intellectual
capacity - in order to be considered to really have value.

A teenager who has significant intellectual impairment and
functions at the level of a two year old, and who struggles
to learn and cope and live, is seen as a problem who
messes up the popular projection of how well all persons
with disability can function in society, how easily they can
be placed in open employment, with what felicity each can
be placed in an inclusive classroom — with a support who
does a little bit of orientation and goes off satisfied into the
wild blue yonder to orient other schools. These people are

a bit of a nuisance who are best spoken of only at certain
restricted platforms. After all, the world loves a winner; so
the world must see the disabled as better if not equal
performers at everything.

Thereby creating in society an insidious, easy-recall image
of disability that excludes those with intellectual as well as
functional impairments.

We all agree that nothing must happen for persons with
disabilities without them. “Nothing for us without us”. But
what about those who cannot articulate what is ‘for us’? Or
in this age of political correctness— those who ‘need
support’ to speak for themselves? If policy making bodies
must only have persons with disabilities, then who will
speak for those with severe intellectual as well as
functional impairments? Can those who have the ability to
communicate their thoughts, emotions, desires cogently,
despite severe physical and sensory impairments really
represent the needs of those who cannot? And do so better
than parents who live with and support their children every
day? Of course one can place a token person with
intellectual and functional disability who is not really able
to comprehend the complexities of a discussion on a policy
making body, to satisfy a quota of ‘persons with
disability’. But are we then not slipping into a form of
reverse discrimination?

There is a disturbing increase in a tendency to simplify
disability, to see ‘disability’ as one homogenous entity, so
that everyone fits into neat pat little boxes. This promotes
the myth that you just need a little tweaking of resources
and all children will learn together in one happy, joyous
group; just a little tweaking of workplaces and all persons
with disability will be in open employment happily earning
a living. If only it were that simple. Everyone wants to
make the right noises; and anyone who disturbs this nice
order of universally competent, achieving, successful,
persons with disability is seen as a bit of a nuisance.

We want persons with disability — all disabilities — find
their rightful place in the sun. But let’s not allow our wants
take precedence over wants of the person with disability.
And let us remember that the wants of persons of
disabilities are as diverse, as disability is heterogeneous.

We are ostensibly creating a better world for persons with
disabilities. But do those with severe intellectual as well as
functional impairment have a place in this brave new
world?
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The World of Clinical Music Therapy

Mi .

Introduction to Music Therapy

As a preamble I feel it is important to write about the
modern Art and Science that is Clinical Music Therapy,
as opposed to the ancient healing Art of receptive music
therapy, which most often comes to mind when people in
India hear the words ‘music’ and ‘therapy’ together.
Every ancient culture has a history of using music for
healing, and in the West, Plato, the Greek philosopher,
made his students play music when they awoke to
prepare them for the day — before breakfast. Surely
feeding their soul before their stomachs! In addition he
spoke about the different modes (scales) — much in the
way that different ragas are seen here in India. Indeed I
have found that in India people still seem generally more
connected to the wisdom of this ancient understanding of
the powers of music which only seems left as an echo in
the West. Different ragas have been prescribed for
different times of the day or season, very much as
different psalms were designated for each week in the
Christian calendar. Perhaps music has not only been used
to connect people together but also to connect us with the
daily, weekly and seasonal rhythms of the world.

CHRISTOPHER Small in his book ‘Music, Society and
Education’ says that in older, traditional cultures ‘music
is regarded... as one of the skills of staying alive and
well. As Sachs says, “Everything that sounds, be it the
cruder forms of frightening noise or the organised
patterns of music, bears the brunt of mankind’s eternal
strife against the forces that threaten his life and
welfare.” It is in fact a kind of magic... to conquer fear,
increase communal feeling and come to terms with the
environment... There is no audience to be communicated
with, since composer-performer and his listeners are both
participants in a rite’.

HOWEVER the modern reincarnation of Clinical Music
Therapy is very much grounded in the new scientific
understandings of the musical nature of language and
social development (as well as the parallels between our
physiological structure and those of music itself!),
music’s connection to the emotions and its
neurobiological effects on the brain — more than the
aesthetics and esoteric nature of music in itself.
Furthermore the training requires an understanding of
child psychology and normal human development as

well as an understanding of human pathology so
practitioners have a good understanding of the difficulties
an individual may have to deal with during their life.
Equally, a grounding in psychotherapy training is vital, as
the development of therapeutic relationships is crucial to
the work. Thus Clinical Music Therapy is truly an Art and
a Science!

Introduction to Music and Autism

During my 16 years of work as a Clinical Music Therapist
in the UK, Australia and now India, I have regularly been
approached by parents, carers and professionals about their
autistic charges’ responses to music. Whether they have
been observed to stop and focus when certain music is
played, have an excited or emotional response, or — in rarer
remarkable cases — have an ear to be able to reproduce
music they have only just heard! I am immediately taken
back to the lovely and heart-warming article in ‘Autism
Network’ from August 2010 (Vol 5 issue 2) — ‘Moving
Forward’ relating Divya’s great piano-playing talent, and
perfect pitch! Whilst I haven’t, personally, worked with
individuals with prodigious musical talents in my career, [
have often found that even the most isolated individuals —
needing support with most areas of day-to-day life — are
able to ‘hold’ a tune, responding most harmoniously to the
music I play with them. Never has the statement from my
professional association “The ability to appreciate and
respond to music is an inborn quality in human beings.
This ability usually remains unimpaired by handicap,
injury or illness, and it is not dependent on musical
training” (Association of Professional Music Therapists)
seemed so true! Equally I feel that this shows that those
with autism keep skills within the ‘normal’ range of the
population, if only we are able to give them a platform to
let them shine through.

Music as a Language of the Emotions

Music is a language for all, and I emphasise language as
this additional medium of communication is core to
training as a Clinical Music Therapy. Furthermore, for
many profoundly isolated individuals I have worked with,
the gentle, feelingful relationships I am able to foster
through Music Therapy sessions, have been the only
activities they were willing to attend regularly, and
sometimes the only time in their lives they have spent away
from their care/support staff! With other more able
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individuals, attending college courses, group Music
Therapy has allowed them to develop their social
understanding and to express their feelings. This has been
crucial for them in coming to terms with becoming more
independent as adults in a world that is often baffling and
frustrating for those with autism. The ability of music to
motivate, allow self expression, and bring individuals
together was clear, but equally the psychotherapeutic
aspect of the training was vital to help me mediate
between the individuals — not forgetting the supportive
cognitive and behavioural self help skills taught by the
college tutors.

I’M sure we can all relate to the powers of music, whether
to give us energy for an active day or to relax us after a
stressful day! It is vital in films, helping evoke tears of joy
or sadness, driving the action forward or building up our
sense of anticipation or expectation. I’'m convinced that
some of the most moving films written would be a shadow
of themselves without music enhancing the drama.

Clinical Music

Many people may think that quiet, relaxing and peaceful
music is the best to listen to when we need to de-stress.
However this is an important way in which the thinking
of Clinical Music Therapists is different from the norm.

I still vividly recall having an argument with my sisters,
as a teenager, and slamming doors, stomping to my
bedroom and listening to heavy metal at full volume, only
to come back downstairs 10 minutes later as calm as
anything! Sometimes matching the music to our feelings
can be more effective for relaxation than music with an
intrinsic soothing nature! Of more relevance to the quality
of music-making found in Clinical Music Therapy is my
experience of improvising on the piano to de-stress myself
at the end of the day when working as a Statistician in
London — in a previous life! I would often arrive home in
the evening feeling very stressed due to the pressures of
the work and sit, close my eyes and just play. An hour or
so later I would emerge from the music calm and
grounded. Now this music wouldn’t necessarily be
tuneful, aesthetically appealing or calm in itself but was
rather a personal and spiritual journey where I would
allow the upwelling of my feelings to pour out in the
moment. It was for me and of me — and, quite frankly,
allowed me to survive, emotionally, such a highly
technical and deadline-oriented job! These experiences
now put me in mind of the writings of Foucault, the
French philosopher.

‘WHAT strikes me is the fact that in our society, art has
become something which is related only to objects and not

to individuals, or to life. That art is something which is
specialised or done by experts who are artists. But
couldn’t everyone’s life become a work of art? Why
should the lamp or the house be an art object, but not our
own life?’ (From Gary Ansdell, ‘Music for Life’, 1995)

IT can be argued that Western musical traditions (and I
suspect in the Indian culture too) have increasingly
widened the gap between performance and the audience,
with someone else’s music performed by experts in
artificial conditions with ritualised audience responses.
The Arts’ Therapies are one of the few areas of adult
culture where art is not the sole province of the
professional or skilled amateur, and where people can
paint themselves, dance themselves, or play themselves.

THIS line of thought is backed up and extended by
English paediatrician, psychiatrist, sociologist and
psychoanalyst Donald Winnicott’s work, which is
particularly relevant to the work of Arts’ therapists in
general. He emphasised creativity as a primal urge, and
the ability to play as crucial to getting a sense of our true
selves, expressing ourselves and finding our own
solutions to problems.

‘IF the patient cannot play, then something needs to be
done to enable the patient to become able to play, after
which psychotherapy may begin. The reason why playing
is essential is that it is in playing that the patient is being
creative.” (D.W. Winnicott, ‘Playing and Reality’, 1971)

And further ...

‘IT is creative apperception [n. psychology/ assimilation
into the mind of a new concept. Oxford English
Dictionary] more than anything else that makes the
individual feel that life is worth living. Contrasted with
this is a relationship to external reality which is one of
compliance, the world and its detail being recognised but
only as something to be fitted in with or demanding
adaptation.” (D. W. Winnicott, ‘Playing and Reality’,
1971)

FRIEDRICH Nietzsche the German philosopher wrote:
"There is no such thing as pessimistic art. Art affirms!’

I’M not sure if I entirely accept this point of view, as the
Arts can be used for either good or bad (though music
could be seen as affirming the bad as well as the good!).
I’m sure we can all understand how music and songs can
be used to divide people and for warmongering. [ am also
particularly concerned in this modern technological age
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how new technology has increased the ability of music to
infiltrate our daily lives. Music is used by marketing
teams at a subconscious level to make us buy more and to
eat more, and equally our ability to listen to music at a
whim with headphones attached to our iPods can isolate
us in our own worlds rather than bring us together. In the
West, karaoke is all the rage and this is sometimes the
only way people can get up and share singing together. I
worry about this as it seems to project something of
people’s fantasy about being their favourite pop star,
rather than a truly personal and shared musical
experience. One British comic described karaoke as ‘the
last refuge of the creatively bereft’! I think this statement
carries something of the loss we suffer in modern times
of our shared musical roots and the social bonds as
human beings, that music was traditionally used to
evoke.

NIETZSCHE’S words remind me of some very poignant
work I undertook with an 8 year old girl who suffered
with an intractable and deteriorating rare epileptic
syndrome. Over the two years that I worked with her she
lost her (limited) speech and most of her co-ordination,
and by the end of our time she became very isolated from
the outside world. Her mother found it increasingly hard
to reach and interact with her daughter, but the one thing
that remained and affirmed her life for both was her
remaining memory and pleasure at attending Music
Therapy sessions. I’'m also put in mind of a recent session
at Action For Autism with a generally quiet and
unassuming chap who within a few minutes of my
starting the music joined in and started singing his heart
out with such confidence and assertive expression.
Although he quickly readied himself to attend, it took
more than 30 minutes to successfully persuade him to
leave!

WHAT the Arts’ Therapies share is the aim to involve
people in creative action. Oliver Sacks (1990) remarks
that one of the suggested derivations of the word inert is
from ‘in-art’, is still visible in the modern English word
of ‘inarticulate’. Not to be acting is not to be creating and
developing in the world. What is interfering could be as
extreme as handicap or chronic illness, or as simple (but
no less devastating) as a lack of confidence, or an
inability to believe they can communicate spontaneously
and creatively in music art or dance. (From Gary Ansdell,
‘Music for Life’, 1995)

TO reiterate my previous Winnicott quote, if your client
isn’t able to play or be creative then the task of the
therapist is to enable them to do just that!

NOW I hope you can see how music can be such a positive,
engaging and motivating medium for those with autism
from what I have said, and I hope many of you will have
witnessed the many positive benefits for yourselves (and
feel free to let me know any stories you may have as I love
to hear them!). I would now like to speak a little about some
of the research carried out into early communication
processes and how musical they are, and consequently how
developing a therapeutic musical relationship can be so
helpful towards building some of the skills that those with
autism can find such a struggle.

Our Musical Dance into the World!

In normal development, experiments with new born babies
have shown an in-born tendency to move in synchrony with
the rhythms of human speech in any language (Condon
1974, ‘New Scientist’), and to join in a self-regulating
rhythm - and harmony - of movement and sound with their
care-givers (Condon, 1974; Trevarthen, 1974 — ‘New
Scientist’). Condon has also analysed adult interactions, and
has found that not only is there an unconscious and complex
temporal relationship between a speaker’s own words and
body movements, but that ‘Listeners were observed to move
in precise shared synchrony with the speaker’s speech’
(Condon, 1975, ‘Journal of Autism and Childhood
Schizophrenia’). He continues: ‘Communication is thus like
a dance, with everyone engaged in intricate and shared
movements across many subtle dimensions, yet all strangely
oblivious that they are doing so.’ In fact these movements
happen so quickly that one could even entertain the idea of
some sort of innate mind-reading! I would encourage
everyone to read some more about this research as it is a
truly amazing wonder of human nature.

Empathy

As a Music Therapist I use improvised music to follow,
match and ‘play the person’ with whom I am working with,
attempting to empathise with them in their world.

AS Professor Rita Jordan stated at a seminar, empathy is a
2-way process, which makes engaging with those with
autism — who have such difficulties in this area — such an
exhausting task. Educating autistic children seems to focus
on giving the child cognitive means to ‘empathise’ with us
in the non-autistic world through highly structured routines,
whereas Music Therapists use music to empathise with the
child in their world and build a bridge into the non-autistic
world. This seems to me a two-pronged approach attempting
a balance to develop this two way process of empathy.

Chaos vs. Order
Another quality of music that I believe can be helpful to
those with autism relates to the way we process the world
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around us. To make sense of and to thrive in the world we
need to do two seemingly contradictory things at once.
First, we have to be able to hold onto and recognise
structures and patterns, and secondly we have to
recognise, tolerate and adapt to changes as circumstances
demand. The ability to generalize from one situation to
another depends on this, as does creativity and
spontaneous human interaction. Zen Buddhism
encapsulates this coexistence of stability and change in its
image of a river being simultaneously the same as and
different from yesterday — we may return again and again
to the same river, always to find different waters flowing.

IN early childhood we see this form of processing at work
in what Piaget defines as the process of assimilation/
accommodation (Piaget, 1950, ‘Psychology of
Intelligence’). A young child takes in information,
assimilates it into its present cognitive structures which
then ‘accommodate’ i.e. flexibly restructure themselves in
the light of the additional information.

MAINTAINING a secure structure simultaneously with
being open to change and modification can be immensely
difficult, and throughout life we struggle to find and
maintain a balance between comfortable certainties and
risks. We see this in the larger context with the
reactionary/radical polarisation of both religion and
politics. We move towards the comfort of ever more
structured ways of being, towards the known, the
predictable, the controllable, which inevitably becomes
self-limiting, stagnating and stifling of growth.
Alternatively, we move towards the other end of the
spectrum where we find the creative desire for fresh
thought, openness to change and fluidity from moment to
moment, culminating in radical revolutionism and
anarchy, where anything established or ordered is seen to
have no value and chaos ultimately prevails.

ALL of our lives we are involved in this constant struggle
for balance — holding firm where needed, but
simultaneously bending and changing with each new
situation, not least in relation to other people. For any of
us this can be difficult, for those with autism it can be
impossible!

FINALLY, if we consider these two apparently
paradoxical factors in our dealings in the world as crucial
to developing our perceptions, understanding and
relationships, we find the first of these (i.e. the ability to
extract and hold to a firmly constructed and unchanging
structure) in the very essence of the musical structures of
songs, gazals, bhajans and various forms of folk music

from the various Indian states. Simultaneously, and
essential to the nature of the music, we find the second
factor in the constant fluidity of process and creativity
change. The unknown and unexpected are as vital to
music as the adherence to form, and we emphatically find
this most truly in musical improvisation. Here indeed is
the Zen river!

I hope this article has left you with an understanding of
how music can be used as a tool for building
relationships and for healing, and also encourages you to
think about the esoteric mysteries and powers of music
too! India has such a rich and ancient history of music
within its culture that once the profession of Clinical
Music Therapy is firmly established in India it will
surely have a great deal to teach us Music Therapists in
the West!

Additional Reference

I would also like to acknowledge my thanks to an article
written by the late Music Therapist Sandra Brown in the
‘Journal of British Music Therapy 8 (1) 1994’ from
which I gained a great deal of my thinking and part of the
structure for this article.

Mike Hewitt has worked in the British National Health
Service for 16 years as well as Child Development Units,
Special and Mainstream Schools and Colleges, Mental
Health Day Centres, Elderly Care Homes and for
Charities. He is currently seconded to The Music
Therapy Trust (India) (www.themusictherapytrust.com)
to train students and disseminate Clinical Music Therapy
within India and Nepal.

Contact Details:
Email: themusictherapytrust@gmail.com
Phone: +91 98 9998 1864
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Parent Speak

As parents, before we put our children
through unsubstantiated, invalidated,
experimental strategies to ‘cure’ autism,
we need to think
what we consider more important....
the autism or our child!

— Richa Ghosh —
3 year old Prakriti 's mother
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A Nation Of Autism

Jene Aviram

When your child is diagnosed on the autism spectrum,
you emigrate to a new country called Autism Nation. You
don’t need a visa, you don’t need a passport. You don’t
even have time to say goodbye, or prepare or pack. And,
although you’d like to choose a different destination, you
find you’re already en route. You stare blankly out the
window as the train rambles through the unfamiliar
landscape. “Autism Nation” you think to yourself. “I don’t
want to go there.”

AND then you experience an unexpected delay. You get
held up at “Denial Station.” “This is a pretty nice place,”
you muse. “I could stay here for a while.” In fact, life feels
almost perfect. You discover all your fears and concerns
were really just a bad dream. You’re beginning to enjoy
yourself. Just as the calm begins to settle in, the conductor
yanks your arm and forcefully pushes you back on the
train. “Time to move on,” he declares. “Wait a minute!”
you protest. “I’m not ready to leave. I like it here!” Your
words trail off along with the puffs of smoke as the train
picks up speed again.

SLEEP; blessed sleep might help, but just as you doze off
the train jolts to a stop. You step onto the platform,
overwhelmed with anger. “How dare they transport me
here without my consent? This is not where I want to be
Overtaken with fury you silently blame the messenger
who sent you here, this place that is so dark, gloomy and
uninviting. “Where am 1?” you cry out in frustration.
“This is Angerland,” says a passerby as he folds his
newspaper and steps onto the train. You stare at him in
horror as a voice on an intercom booms, “ALL
ABOARD!”

12

AT the next stop you remain seated, your mind racing,
torn in millions of directions. You do your best to ignore
the thoughts that plague you, but try as you do to clear
your mind, you can’t help revisiting the situation over and
over again. “Why Autism Nation? Why me? Why did this
happen? Is this my fault that I’'m here? How do I adjust?
How do I cope? What does the future hold? Where do I
start?” As the train starts moving again you notice the
platform sign: “Thank you for visiting Mull Over Point.
Next stop 100 miles.”

EMOTIONALLY drained, you slump in your seat and
stare out the window. Overtaken by a deep sense of grief,

you read the signs as the trains passes each of these
destinations: “Joy”, “Freedom”, “Carefree”, “Happiness.”
One by one they slip into the distance.

THE train slows down and a station appears. A voice
announces, “Final stop. Autism Nation.” “Must I get off
this train?” you inquire. “Can’t I just go back home now?”
“There’s no return,” is the answer. You step off the train and
are hurriedly shuffled through passport control. You appeal
to the authorities. “There’s been some terrible mistake,”
you plead. “I’m not supposed to be here.” But you are told
there is no mistake. There is no going back, no return to
your homeland. “This can’t be true,” you remark in
disbelief. You ask other parents for verification. “Surely
this is a short stop?” But they shake their heads in unison.
“I’'m sorry,” they say, “but once you arrive in Autism
Nation you’re probably here to stay.”

A few people whisper stories about people who managed
to escape. You listen eagerly, anxious for any tidbit that
might change your plight. You become fascinated that
changing diet, using vitamins and extensive language
training may be your ticket out of this nation. In the
meanwhile, you reluctantly settle in. You begin learning
the language of Autism Nation. It’s called Acronym. In
the beginning it’s confusing but you soon pick it up and
words like ABA, DTT, PDD-NOS, OT, SLP, PT, IDEA,
El, and PTC become part of your everyday vocabulary.

AT first this seems to be a very friendly nation and why
not? Abandoned here without choice the people share a
common bond. But soon you find it’s very political and
quite combative. The “Autism is OK — Let’s Accept It”
political party butts heads with the “Autism is Bad — Let’s
Cure It” party. Subdivisions like the “Biomedical Party”
and the “ABA Party” are equally vocal, equally at odds with
each other. You ponder the philosophies of each group and
try a few of them out. It takes some time but you eventually
pledge your allegiance to the party of your choice.

THERE are days you long to be in the company of your old
friends when everything was simple. You call them up on
the phone but it’s hard to communicate. Autism Nation has a
different culture and you have developed some new speech
and customs. You try and explain some of these customs but
they don’t seem to get it at all. While many things are
perfectly acceptable in your country, your friends seem
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confused and even horrified about some of the behaviors
you try and explain. With a sympathetic pep talk they
bid you farewell and hang up the phone, severing the
connection.

TRUTHFULLY, you’re often just as confused about the
behaviors and customs, but you’ve already come to
accept it. Autism Nation is not an easy country to live in
but the daily struggles have made you stronger, wiser
and broadened your perspective.

SO you keep your chin up and move forward. You form
strong alliances and friendships in your new country,
bonded together through a natural empathy and
understanding. The people of Autism Nation have
learned to appreciate the small things that bring joy to
their lives. In fact, there’s a celebration for almost
everything! Trying new foods can result in a happy
dance. An uneventful haircut is a joyous occasion, and a
spontaneous conversation results in gatherings of
merriment and delight.

THE people of Autism Nation are proud. Faced with
judgment at every turn they stand strong. “You’re right,”
they call out to their neighboring countries. “Our people
are not the same as yours. But that doesn’t make us
wrong or less. It makes us different.” Autism Nation is a
country filled with different people and different hopes.
Whatever today brings, they know how to make the best

of it. People unite, fighting for causes they believe in while
relentlessly working to improve conditions for all citizens.
They are involved; they care.

ONE day you find yourself thinking, “Autism Nation has
become home.” And, it’s not the horrible place you once
thought. It’s given you a sense of purpose and passion.
You no longer sweat the little annoyances of life and you
appreciate everything. Once upon a time you thought life
was supposed to follow a predetermined course.

Now you understand that many walk a different path.
Now you understand what it means to embrace differences.
Now you understand that being unique can also be great.

Most of all, you understand that you can never change
what happens, but you can change your attitude. Choosing
to view your world in a positive light is not only your
power - it’s your ticket to freedom.

This article is property of and copyright © 2003-2009 Jene
Aviram of Natural Learning Concepts.

Jene Aviram, the President of Natural Learning Concepts
(http://www.nlconcepts.com) has a son with Aspergers, a
nephew with autism and stands in unison with Action For
Autism that Parent Empowerment and a Change of
Perspective is often the greatest factor in helping children
reach their fullest potential.

Autism Spectrum Disorder Fellowship in UK

Autistica, a UK charity dedicated to biomedical research in
Autism Spectrum Disorders, with the support of Fortis India,
has put in place a programme of Mentor-Based Fellowships.
The programme will allow young talented pre-doctoral and
post doctoral researchers of Indian nationality to undertake
training opportunities in the UK in order to nurture and
develop their expertise and knowledge in the field of autism
and autism research. It is intended that upon the completion
of the Fellowship, the Fellows return to embed their expertise
within the autism research community in India. The
Fellowship provides professional guidance delivered by
experienced mentors, coupled with an autism specific
education and robust scientific training gained within a UK
university research environment.

The start date is schedule for academic year 2011-2012. The
fellowship will be up three years for PhD registration and
either two or three years for a post-doctoral fellowship.

For more information you may log on to the Action For
Autism homepage (www.autism-india.org) or visit Autistica
at www.autistica.org.uk

Deaf Persons in India to get Driving Licence!

The National Association of the Deaf were relieved when the
Delhi High Court asked the government to grant driving
licences to hearing-impaired persons if they satisfy other
necessary criteria under the Motor Vehicles Act which
prohibits them from driving.

The Court gave its ruling on a public interest litigation by the
National Association of the Deaf (NAD) seeking the court’s
direction to quash the requirement of ‘no hearing impairment’
stipulation for issuing a driving licence under the Motor
Vehicle Act.The NAD had contended that the deaf are allowed
to drive all over the world except in 26 countries, including
India.

Chief Justice Dipak Misra and Justice Sanjiv Khanna stated in
their ruling, “We are obliged to certify that if an applicant is
totally deaf, he has to be called for the test if he applies for a
learner’s licence without medical certificate and if he passes
the test as required under the rule, then he shall be granted the
learner’s licence as that is the statutory requirement.”

The Deaf community all over India is rejoicing over this
development.
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BOOK REVIEW. Sharmila Gopal

Tasks Galore Series

Publish Tasks

¢ Tasks Galore (Book One) - Laurie Eckenrode, Pat
Fennel, Kathy Hearsey (First Edition, 2003)

¢ Tasks Galore for the Real World (Book Two) -
Laurie Eckenrode, Pat Fennel, Kathy Hearsey (First
Edition, 2004)

» Tasks Galore, Making Groups Meaningful (Book
Three) - Laurie Eckenrode, Pat Fennel, Kathy Hearsey
(First Edition, 2005)

* Tasks Galore Let’s Play (Book Four) - Laurie
Eckenrode, Pat Fennel, Kathy Hearsey, Beth Reynolds
(First Edition, 2009)

Being a parent of a child with autism, as well as a
professional in the field, I have always marveled at the
effectiveness of the use of Structured Teaching with our
folks. Structured Teaching is an intervention philosophy
developed by the University of North Carolina, Division
TEACCH, keeping the unique features and characteristics
associated with the nature of autism in mind. It is probably
the only intervention technique that goes beyond the usual
list of ‘what to teach’, to the more basic and important of
‘how to teach’ , helping people with autism ‘learn to
learn’, given the fact that most individuals with autism
have very different learning styles. This also makes
Structured Teaching one of the, if not the only,
intervention method that has a lifespan approach,
respecting the culture of autism.

I recently came across this wonderful series of four books
called the Tasks Galore series. It is a collection of
structured activities for children with autism spectrum
disorders and related developmental disabilities. I really
loved the way the books are laid out with more than 250
colour photographs. Each book features photographic
illustrations of various activities showing how sensory and
visual elements can be incorporated into educational tasks.

"TASKS Galore’ (Book One) emphasizes on developing
tasks based on individualization, structure, organization,
clarity, movement, sensory input, through the use of
child’s strengths and interests. It helps us create tasks that
teach fine motor skills, readiness, language arts, math,
reasoning, and play. The book also contains forms that

lore P

lishing, Inc., Raleigh, N

one can use to document the concepts one is currently
teaching and also note down any additional ideas that one
comes up with. Another great thing about these tasks are
that suddenly you will start loving all those cartons and
empty containers lying around your house that you so far
thought were useless.

"TASKS Galore for the Real World’ (Book Two) is
designed for older elementary students and the adult
learners. In this series, the activities are designed in such
a way that older students will learn everyday life skills
and then transfer them into functional daily living goals.
This is a valuable tool for preparing the older elementary
students, adolescents, and adults for independence in the
home, school, community, or workplace. The
‘Introduction’ section describes a process for developing
and teaching functional goals and the book has forty-
three photographs illustrating task ideas in these
categories.

"TASKS Galore, Making Groups Meaningful’ (Book
three) focuses on setting positive group activities
including projects, movement, and music groups. The
authors draw on their experiences as teachers and
therapists with Division TEACCH to describe procedures
and tasks that can make group learning successful. They
discuss how aspects of Structured Teaching (physical
structure, schedules, work systems, and visual structure)
are applicable to groups. They further demonstrate how
routines related to turn-taking procedures, task
completion, appropriate group behavior, and transitions
between classrooms ease students into group
participation. Activities targeting circle time, project
work, dance, physical education, and music groups give
ideas about successful tasks. Many examples show how
tasks can be individualized for students within a group
setting and how aspects from school groups can then be
utilized for successful social events at home like birthday
parties and other get togethers. The photographs included
help clarify these techniques very well.

"TASKS Galore Let’s Play’ (Book Four) utilizes play as
the program for learning. Play is the basis of much of our
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learning and I know from my own experience, how
important the teaching of play is to the social and
educational development of a child with autism. ‘Let’s
Play’ lays it all out there for teachers and parents to be
able to understand why play is so important, and how to
teach play to a child with autism. There is more and more
evidence that direct teaching of play skills can increase
symbolic understanding and, thus, have an impact on
imitation, language, and social skills.

AS in the earlier books, the photographs depict tasks that
the authors have implemented successfully to enhance
their students’ toy play, flexibility, and social
interactions. The copy-friendly visual supports will
generalize to multiple learning situations.

Chapters demonstrate how routines, organizational
strategies, and visual cues make play more
understandable, so students can share enjoyment, use
toys appropriately, manage play times, make and end
choices, pretend, and play with peers.

THE entire Task Galore series is a valuable resource that,
I am certain, we would turn to time and time again. The
tasks are not meant to be an end in themselves but rather
to help the create juices flow, adapt, and innovate on the
ideas given here. These books are a must have tool for
any autism classroom, parents, and others working in the
field since implementation of the ideas mentioned in the
books would most definitely have positive impact on
most children with autism.

Upcoming Workshops at a Glance

Date Topic

Brief Overview

22 July 2011

I am Not Badly Behaved: Teaching
and Addressing Challenging Behaviours

The workshop will cover an understanding of the
reasons behind behaviours, assessment, and
management procedures. It will address the issue of
challenging behaviours: seeing behaviours in the
correct perspective and helping children move
beyond them so that it enhances their learning

23 July 2011 Not Just Speech:

Teaching Communication

The workshop will cover an understanding of the
development of communication in typically
developing children and in those with autism. It will
demonstrate ways to develop speech as well as other
modes of communication and the use of assistive and
augmentative communication.

27 - 30 Know Me Teach Me This is the much awaited annual training workshop

September 2011 that is for both the newbie as well as a refresher for
experienced hands

24- 26 Fostering Independence: This workshop is on the use of structured teaching

November 2011 The Magic of Structure

which fosters the development of independence as
well as the development of enjoyable social
interactions and meaningful social relationships
which are important priorities

* Workshops will incorporate question answer sessions and interactive exercises.

* Workshop are open to professionals both in mainstream and special needs education and anyone else

who works with children with developmental disabilities on a day-to-day basis.Parents are welcome at all workshops.
* Forms for all workshops will soon be up on our website: <www.autism-india.org> .

For more information please write: WORKSHOPS in the subject line and mail your queries to:
anvaytrainings.afa@gmail.com
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Q I have just visited your website for the first time and
found it very informative, making my experience a very
exciting and fulfilling one.

I’d request you help with some difficulties that R, my
7 year old son, diagnosed with autism is facing.

He doesn’t mingle/ play with others, but he does play a
little with his elder brother. When he is free he plays by
twisting on floors and hitting at his jaw with objects.

R doesn’t speak frequently and expresses his need only
by questioning like saying “Do you want water?” when
he wants water.

After his 5th birthday (last year), much to our surprise
and satisfaction, we noticed some special skills in him
i.e. with some moral support (by holding his hand at
wrist) he can write English, Hindi, Malayalam, Tamil
(alphabets, words and even answer the questions we ask),
do mathematics (addition, subtraction, multiplication &
division) without anybody teaching him these skills
before. This was also witnessed by his special school
teachers & occupational therapist. But his level of
interest is very low on these skills.

A ltisa pleasure to know that you found our website
useful and we do thank you for sharing your thoughts
with us. We appreciate the concerns that you have about
R and will try to provide some general strategies that
may help with some of the issues that you have
mentioned.

Autism is a neurological disorder in which the areas that
are most affected are: the ability to communicate, which
includes both understanding of language and using
language to communicate; the ability to understand
social rules and interact with others; and differences in
thought and behaviour, where our children have a
different way of perceiving the world, a different style of
learning and difficulties in developing age and socially
appropriate play and leisure skills. These areas are often
late to develop, but more importantly, they develop in
unusual ways. Further there is also a level of unevenness
in the development of skills, for instance some children

may have extremely good gross motor and fine motor
skills, but their ability to play with others may be at a
very nascent stage.

Many children with autism also have different ways of
‘sensing’ their world. For example, some children may
find bright lights very distracting; some may shy away
from a gentle touch, but be comfortable when held
firmly. Some may like to rock or can spend hours on a
swing. Extreme likes or dislikes in diet could also be part
of a sensory defensiveness. This difference in ‘sensing’
the world is often one of the reasons for the ‘unusual’
behaviours seen in children with autism. For instance,
when you mention that R likes to hit himself on the jaw
with objects, it is possible that he is actually seeking
pressure on that part of his body. Or when he rolls on the
floor, he could be finding the rolling motion and the
pressure that the rolling provides his body pleasurable or
he is seeking the ‘feel’ of the floor.

Though your occupational therapist will be better
equipped to suggest strategies for fulfilling R’s specific
sensory needs, some of the strategies that you could try
are to give R a firm massage all over his body and along
the jaw area. You could also teach him to cup his own
hands around his jaw and press hard, so that he can
replace his behaviour of hitting his jaw with objects with
a more socially appropriate behaviour. Asking him to lie
down on a blanket and then rolling him tightly in it may
also help. He may also like to be placed in between
cushions like a ‘sandwich’. All this could be done in a
fun playful way.

Playing and interacting with peers is a key area of
difficulty with our children. This is because playing with
peers involves a lot of skills like waiting, turn taking,
understanding the rules of interaction and of the games,
being ready for quick changes in a game, anticipating
what his peers may do, all of which our children have a
degree of difficulty with.

His brother may be able to anticipate some of R’s needs,
just like R may be able to anticipate some of the rules of
the games that he plays regularly with his brother,
making this interaction easier and more comfortable.
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Further given the fact that our children have difficulties
in using their imagination in play, play which provides
sensory stimulation may be preferable to a lot of our
children in the early stages of play.

Teaching our children to play with their peers, to take
turns, to share, will have to all be taught in concrete,
literal ways through structured games with making the
rules of the interaction, the games very clear and
predictable to begin with. It is of course very important
that we keep the interaction time an exciting and fun time
for the child, one that he can look forward to versus
being anxious about.

You have also mentioned that R expresses his needs by
questioning. What happens in a lot of verbal children
with autism is that they process language in chunks and
use it in similar situations in exactly the way they have
heard in the past. So for instance, in the past it is possible
that R has been asked ‘Do you want water?” and then has
been given water to drink. R has learnt that entire chunk
of language and every time he needs water he repeats this
entire chunk he has heard in the past when he has wanted
water. This is also seen in very young neurotypical
children who are just learning to speak, but unlike our
children they outgrow this phase and learn to use the
language from their perspective.

For our children, it is a good idea to speak from their
perspective, as in use exactly those words/ sentences that
our child would use in a given situation, if he could
speak. So we become our child’s ‘voice’. So for instance
if R wants water, you say “water” or “give water” or “I
want water” depending on whether R is at a ‘word/
phrase/ sentence level’. If you are sitting down and he
pulls on your hand, then you say for him “Papa come”
and then get up. Or if he wants you to open something
then you say for him “Open” and then open it. If he
wants to pass by someone who is standing in the way,
you say “Excuse me” for R and then let him pass by. It
does not matter whether he repeats or not, we just say
what we want our children to say and then over time they
may learn to use this chunk of language in similar
relevant situations.

It is wonderful that R seems to be picking up writing and
math without any formal teaching. This has been noticed
in some children with autism. It is a great skill to pick up,
though the two things that one would need to keep a
focus on is working towards independence and keeping
the motivation to write high, especially since, in addition

to helping with academics, writing can also be an excellent
mode for our children to communicate and express
themselves.

You have mentioned in your mail that R does not find
writing very interesting. We could try to find out try to
find out what it is about the activity that he doesn’t like
and work around that particular aspect of the activity.

For instance, say you are working with R on his writing
skills and you notice that every time you ask him a
question, his motivation levels seem to drop, but he is
more inclined to do his math. In that case, maybe for now,
you want to stop asking him questions for a few days and
just concentrate on the part of the writing activities that he
seems to enjoy and praise him and reinforce him for
writing. You could reintroduce asking him questions after
a few days, starting with just one question that he has to
answer. In the beginning you may want to stick to the
questions that he finds easy to answer. Once he has
answered the question, do remember to reinforce him very
well. You could slowly increase the number and
complexity of the questions that you ask. But it is a good
idea to keep the activity short per se, so that R’s motivation
and attention levels can remain high and please remember
to always reinforce and praise him for his efforts. This is
just an example for you to be able to adapt to situation
relevant to R. Further, giving R some kind of visual clarity
as to exactly what kind of writing work he has to do and
how much of it he is supposed to do may also help. So,
you could have a mini timetable of sorts which lets R
know exactly how many sums in addition or subtraction
or how many questions he has to answer and so on.

In addition to the above, it would also be important to
reduce the support that you are providing R so that he is
able to complete these activities independently which
would also contribute towards increasing his motivation
levels for the activity. So you could slowly try to reduce
the support you are providing R on the wrist and then
move the support to his forearm, then to his upper arm,
then to his shoulder to the point where he can write
independently without any support whether physical or
verbal from you. You may need to make the level of the
tasks very easy to begin with as you reduce the support at
every stage.

You may also want to read an article on ‘Handwriting
difficulties in children with autism’ published in the
August 2009 issue of the Autism Network :(http:/

www.autism-india.org/aug(09.pdf.)
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WAAD Celebrations
in India

and the Sub Continent

On 19 November 2007, the United Nations declared
2nd April as World Autism Awareness Day (WAAD).

For the past four years, various kinds of awareness raising
events have been observed worldwide on this day, in
celebration of this unique, and vibrant community. Many
organisations, both in India and the subcontinent, join the
world on 2nd April to celebrate WAAD every year. The
events often spread over the entire month of April, turning
April into Autism Awareness Month. This year,
organisations in South Asia joined the ’Light It Up Blue’
(LIUB) initiative pioneered by Autism Speaks in 2010,
wherein major monuments and buildings are lit up with
blue lights to raise awareness about autism. It is a pleasure
to give our readers an update on the 2011 WAAD activities
organised in some parts of India and the subcontinent.

IN Bangladesh, the Autistic Children Development
Foundation Bangladesh arranged an awareness walk,
counselling, consultations, painting and sports
competitions, and joined the LIUB campaign.

IN Nepal, Autism Care Nepal held an awareness camp and
also used the day to start a campaign to raise funds for a
national centre for autism in Nepal.

ACROSS India, a host of innovative events were organised
by organisations. In Chennai, We CAN in partnership with
city corporates, supported by Rotary Club of Madras
Downtown arranged for the screening of short videos on
autism during the World Cup cricket match at hotels like
The Park, Courtyard by Marriot, Park Sheraton and the Taj
Group. We CAN was perhaps the most effective
participant in the LIUB campaign, lighting spectacularly
the Ripon Building, Corporation of Chennai, and the
Office of the Director General of Police, among others.

THE Autism Society West Bengal, Kolkata organised a
Walk for Autism for autism awareness. Also spectacular
in the LIUB campaign, they lit up the iconic Victoria
Memorial, all four AMRI Hospitals and the East Bengal
Football Club. Parent Circle Time Autism Identified also
arranged various awareness events in the city.

Soch in Jallandhar was another amazing participant in
LIUB lighting up the Clock Tower, Radisson Hotel,

Prithvi, and the Mission Hospital in the centre of the city
along with a massive hoarding on WAAD, and large
posters on autism displayed at the entrance of the
buildings.

IN Goa, Sangath and the parent group Towards
Inclusion Everywhere in Society held awareness raising
activities with special needs and mainstream schools, and
colleges. Several restaurants joined in the awareness
campaign. The International Olympic Committee
supported an innovative awareness event where Malay
Samant, a 9 year old boy with Autism attending the
Lourdes Convent School resource room swam across the
river Mandovi, along with three students from the general
section of his school. Betim Cross and the Mae de Deus
Church in Saligao joined the LIUB campaign.

IN Hyderabad, Aarambh organised an Autism Care
Walk, held an awareness camp with professionals and
released information on autism in Telegu.

Ashirwad and Darpan in Ludhiana participated in
WAAD with activities in the community.

AFA and the National Centre for Autism organised
various events including inclusive art carnival and
performances by persons with Autism. Free
multidisciplinary consultation camp with a panel of
experts consisting of developmental paediatrician, clinical
psychologist, dentist, paediatric neurologist, special
educators, music therapist; an autism friendly party with
music, dancing, rock climbing: presenting the autism
rights charter to the Chief Minister of Haryana; and
distribution of autism awareness posters in Hindi and in
English to 600 organizations across India. AFA had the
India International Centre join the LIUB campaign along
with the National Centre for Autism. The Anil Karanjai
Memorial Trust also held a discussion on autism in
Delhi.

THE National Trust in partnership with Max Hospitals
created an awareness film on autism-‘Embracing Autism’
for larger public viewing.

THERE were of course many more innovative events than
those listed here in many parts of India, but not all the
information reached us at the time of going to press. There
was a successful thrust to get print as well as audio visual
media coverage to raise awareness for autism. It was the
most eventful Autism Awareness Month and a sign of
more effective celebrations of World Autism Awareness
Day in the future..
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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 Pin/Zip
Phone Email

I am a: (tick all that apply)

Parent [ ] Relative

Professional: Name of Org

L]
L]
L]

Other

If you are a parent of a person with autism, please answer:

Child’s name Sex

Date of birth dd

Diagnosis (if known)

e [ wish to become a member of AFA and enclose:

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

(Send Demand Drafts Only) Draft No:

Dated On Bank

Amount in words

* I 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.
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