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to provide information on education, therapy, care, and to provide
interaction for families and professionals across the country.

Autism Network is a forum for expressing diverse opinions.
Action For Autism does not hold itself responsible for opinions
expressed by individual writers. Publication of any information
does not mean support of Action For Autism.

Autism Network does not accept advertisements. Expenses are
met through memberships, donations and sponsorships, from our
readers, friends and well wishers. This journal is for free
distribution.
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Focket 768, Jasola Vihar, Behind Sai Niketan, Opp. Gate &
Sector &, SFS Flats, New Delhi - 110025. Tel: 40540991/2

YOURCONTRIBUTIONS
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and experience to share? We look forward to our readers’
participation. Send letters, articles, illustrations to:

The Editor, Autism Network at the above given address or
E-mail: actionforautism@gmail.com
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In referring to the child with autism, Autism Network
often uses ‘he’, ‘him’” and ‘his’, not as a prejudice against the
girl child with autism, but for reasons of simplicity and
because the vast majority of children with autism are male.
However, many articles also use ‘she’, ‘her’, and ‘hers’.
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FPAGE ONE

On this the 25" year of the official existence of Action
For Autism (unofficially we are closer to 20, shhh!), as
we ready to go to press, one of the largest chains of
hypermarkets in India has decided to embrace autism
awareness. Named ‘Quiet Hour’, the event is planned to
launch on 1 April, when 22 of their stores across India,
are set to go autism-friendly.

The effort will include sensitising over a thousand of
their stores’ team members across India, making aware
other shoppers who will not just get to see many more
individuals with autism shopping or accompanying their
families, but also be exposed to the hypermarket
staff's positive interaction with autistic visitors.

There are a staggering number of other events planned
for the month of April which has now come to be
observed as Autism month the world over. Across the
country there are shows, walks, marathons, culinary
events, art exhibitions, performances, seminars,
conferences and workshops to just name a few. In years
to come as more centres offering epecialised services
come up and more people come together to form
organisations, the number of events will increase and
multiply. And indeed, they must. It will require very many
more years of very many more events and knocking on
very many more doors for awareness of the condition
to reach acceptable levels. Though what can be termed
as acceptable is a moot point!

More people have heard of autism, though they may
not know what that means. So, there is indeed much to
be thankful for. And yet, after many years of efforts by
multiple entities, there appears to merely be a dent in
the stigma and myths and misinformation surrounding
autism. Certainly, myths and misinformation do not
disappear with a ‘poof’ after X' number of awareness
events. But their persistence serves to remind us that
awareness is a long hard haul.

There has been much posting and reposting on social
media of the UN theme for World Autism Awareness
Day 2019 ’Assistive Technologies, Active
Participation.” Yet all of those same people do not
give access to assistive tools and strategies to their
children and wards with autism.

After all, there is awareness, and there is awareness!
There is positive awareness. And there is the kind of

awareness one can do without. As long as there is
stigma, awareness will be about autism as a ‘life-
threatening’ ‘disease’ that is ‘tragic’, ‘soul-destroying’,
about people with autism who are ‘violent” and
‘aggressive’, and about ‘suffering’, ‘saint-like’, ‘warrior’
parents who are ‘martyrs’ in the ‘war’ ‘against’ autism.

No amount of people-first language can make a
difference when the premise is one of negativity and
othering. Neither, one must add, does the pedestaling
of people with autiem, calling them saints, special
children of God, advanced evolutionary beings, etc help
in dispelling stigma. And the greater the stigma, the
more the inclination towards woolly ‘research’ findings
promoted by uninformed media hacks, and the desire
to chase after ‘professionals’ selling therapies that
promise to cure autism.

The more we create awareness, the more we find that
it is acceptance that is the key. One may or may not
be deeply aware of autism, but if one is accepting of
differences, if one is willing to make place in society for
those who are different, without attempting to fix
them to fit a chimeric ideal of ‘normal, then awareness
can even take a backseat. That is when the ‘label’ of
autism will become irrelevant not because the label is
discriminatory, but because the environment is no
longer discriminatory. Then can we truly say “Aaleej
well”.

Wishing everyone success in our efforts during World
Autism Acceptance Month.

APPLY NOW!!!

Entrance Exam Applications for
Bachelors in Education Special Education-
Autism Spectrum Disorders

Opens in January: Batch of 2019-2021

Guru Gobind Singh Indraprastha University
opens applications for the Common Entrance Test
for admission to the Bachelors in Education Special
Education - Autism Spectrum Disorders [B Ed Spl Ed
ASD] for the academic session 2019-2021 in January 2019.

Formore information:
Email anvay.trainings @ gmail.com. Call: 011-40540991/92
Or visit our website: www.autism-india.org
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* LEAD ARTICLE °

Five Ways to Damage an Autistic Child
Without Even Knowing

By Chris Bonello

Yep, uncomfortable title. But sadly, these are subjects
that I feel we have a responsibility to talk about.
Today, I'm going to share some habits that I’ve seen in
a wide variety of contexts: some of them in my career
in education (mainstream and special), some of them
from people dealing with me as a man with Asperger
Syndrome, some of them I’ve seen in the form of
internet comments, and so on. Although often done
unknowingly- hence the article title- these habits have
the potential to do harm.

This is a tricky subject, I know, but these are five
mistakes that need discussing. You’d be surprised how
easy it is to make them.

Rather importantly, this is not specifically a guide for
parents. (Not being a parent myself, I don’t claim to
have any insight specific to parenting.) It is a guide for
anyone who has any contact with a young and/or
vulnerable autistic person, whether they are parents,
teachers, teaching assistants, family friends, and so on.

Ok, deep breath....

1) Talk about them like they’re not in the room.

It really is surprising how many people I’ve seen doing
this. The assumption is made, often without the speaker
realising, that since the autistic person is looking away
in silence, they must not be listening.

Which, of course, is quite a harsh assumption to make
about people who simply communicate differently.
Partly because it would be
disrespectful to talk about
any non-autistic person as
if they weren’t in the room
(and therefore, why on
Earth would it be different
for autistic people?), and
partly because of the
things that can end up being said if you think they’re not
listening. 1’1l let this badly-drawn picture do the talking.
For the record, people do this with babies and very

young children too. I would say the same applies. Even
if they’re not talking to you, always make the assump-
tion that they’re listening.

When I worked in special education, on principle I
always talked to the nonverbal students. I never
expected any kind of communication in response,
because that wasn’t the point. The point was to give
them the experience of social communication.

For example, one lunchtime I was sat outside with a
twelve-year-old lad who I’'m going to pretend was
called James. I was talking to him, mainly about how
much the weather sucked (being an Aspie I'd much
rather talk about dinosaurs or Sonic the Hedgehog than
endure small talk, but I’m British so the weather is our
typical go-to conversation.). I was also quite sad that
day for reasons I won’t go into, but I carried on talking
to him despite not being in a talking mood. After all, his
needs took priority over mine.

As I talked, he said nothing, did not look at me, and
gave me no indication that he was listening.
Nonetheless, at one point I simply said,

“I like you, James. You're a nice lad.”

I didn’t expect him to go from staring-into-space mode
to suddenly looking me straight in the eyes, grabbing my
shoulder and laughing really really loud, but that’s what
he did. Because guess what? He was listening!

Everyone communicates, some just in their own way.
And listening is part of communication too.

2) Assume that most of their identity is down to
autism rather than personality choices.

The phrase “yeah, that’s his autism” is one I have heard
far too many times. Even in professional circles. Yes,
our autism influences us. Yes, it often gives us
particular habits or interests unique to us. But to say it’s
“just his/her autism” is implying that we don’t get any
say in the matter.
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I remember when I was running a chess tournament in a

special school (it was amazing- the students got more
from that one tournament than in any of the sixteen I'd
run in mainstream). One crucial match was scheduled
for a day when the school was doing a special event.
Throughout the day there was only one opportunity for
this game to be played... and ten minutes before the
start, one of the students got a migraine and had to go
home.

This stressed me out because I was relying on that
match’s result so I could drive straight to the trophy
centre after work and have the prizes engraved (and
therefore get them handed out before the end of term).
And I’'m fairly transparent, so people could tell I was
bothered by something.

When I told one of my colleagues I was feeling
stressed, she immediately asked me “oh dear- is it
because today’s been a break from routine?”

No, it wasn’t. (And speaking as a former primary
school teacher, you should only be in the classroom if
you can adapt reasonably well to unexpected change.)

Some other examples:

* I’m good at maths because I put the effort into
learning. It’s not “just my autism”.

e [ dislike small talk because there are more useful,

funny, important or heartfelt things to talk about. It’s not

“just my autism”.

* I’m honest with people because it’s the right way to
be. It’s not “just my autism”.

e | love chess because... well, I’ve written a whole
article about it (https://autisticnotweird.com/10-reasons-
for-chess). It’s not “just my autism”.

* I run a sizeable Facebook community because I'm
driven to guide others who are affected by the issue.

And there are a hundred parts of my personality that
drive me to do that - not just my autism.

* And you know what, even my anxiety isn’t autism-
related. It was done to me.

That said, there is a balance. Like I said, autism does
have an impact on us. I used to watch Independence
Day on video over and over and over and over again
when I was twelve, and you could validly say that this
habit was influenced by my Asperger’s. But the main
reason it happened was because Independence Day was
an awesome movie! (At least, to me at twelve it was.)

Moral of the story? Regardless of how strongly autism
influences the child in question, don’t forget that they
have a personality too.

3) Assume their perspectives are skewed and
unreliable.
This is Morgan. Brilliant lad, and I promise I’m not just
saying that because his brain’s so similar to mine. You
may know him from the Facebook page:
Planet Morgan Aspie Superhero.

Disclaimer: 1 showed

this section to Morgan
whilst seeking his
permission to publish it,
and I asked him for no-
holds-barred honest
feedback about what he
was comfortable with
me writing.

His only demand was
that I change the picture at the bottom to something
cooler.

Morgan’s Asperger Syndrome is, in my opinion, not a
significant problem for him. In fact (although I may be
biased here), I think his Asperger’s actually just makes
him awesome.

Sadly, it’s his severe anxiety that presents him with his
biggest challenge. He no longer attends school because
the word alone makes him afraid. And, in a story all too
familiar to parents of autistic children, the source of this
anxiety was a devastating amount of bullying throughout
life at one of his previous schools. Unfortunately, this
bullying was allegedly not addressed effectively. (And
yes, I used the word “allegedly”. This is no indication of
my personal beliefs, but simply mindful of the fact that-
having a website as well-read as Autistic Not Weird - 1
have a duty to write responsibly.)




AUTISM NETWORK: VOL 14 ISSUE 1 ~ APRIL 2019

According to those closest to him, the bullying
continued because each incident was seen as Morgan
having a skewed perspective. After all, he had an
autistic spectrum disorder and didn’t see social
situations like the rest of the children. Therefore, the
attitude was allegedly taken that if all the other children
in the class were ok and Morgan was not, it was likely
to be his ‘faulty’ perspective at play.

Let’s leave aside the little fact that children with special
needs are significantly more likely to suffer from
bullying by their peers. (And that combining this with
repeated disbelie has caused untold damage in the past -
damage that makes even Morgan’s experiences seem
tame.)

And you know what, let’s pretend for a moment that
people are correct in saying that autistic people are less
reliable. (Spoiler alert: they’re not. When a crime
happens, you want a witness with an Aspie memory
close by! But let’s just pretend otherwise.)

Even then, the autistic person’s anxieties are still
real, and they s#ll need to be addressed.

Oh, and if bullying or abuse is reported by a
distressed child - autistic or not - it must¢ be taken
seriously.

Britain is still dealing with the fallout of a whole
generation of abused children who grew up being
ignored: literally thousands of victims
who had to wait until the twenty-first
century to be believed. Things are a lot
better now than they used to be, but
disbelieving a child simply because of
their neurological differences is not only
damaging to their self-esteem: it’s putting
them at very serious risk.

(Morgan is safe now, by the way, and he
has been for a while. In fact, given time
to grow up and the right opportunities to
learn, he’ll be the perfect person to help and guide
vulnerable people - and I’ve made sure to tell him so.)
I’'m aware that point #3 may be better made if I didn’t
have such happy pictures of him here. But I won’t have
him looking sad here. Not a chance.

4) Allow the world to teach them that autism is A
Bad Thing.

Right from the moment we hear about it, we’re
instructed to believe that autism is A Bad Thing. That’s

why people like me get so many messages from
worried parents, asking what they’re supposed to do
post-diagnosis because they don’t know anything about
autism. But their worries reveal that they do know one
thing about it: it’s supposed to be bad.

Speaking as an autistic man, my opinions differ
somewhat. But I understand their panic completely. The
unknown can be very scary if you feel something’s bad
but you don’t know why. (For example, everyone feels a
chill in their spine when their boss asks “Can I have a
word with you?”)

Now, non-autistic people seeing only the negatives is
counter productive enough. But imagine the damage that
gets done when autistic people themselves are led to
believe that their autism makes them deficient. Heck,
combine this point with #1 and talk about how terrible
autism is right in front of them, and watch what happens
to their self-esteem! I'll give two examples that struck
me greatly. First of all, there’s Cadence.Cadence’s
family has their own Facebook page (https://
www.facebook.com/I-am-Cadence-1032108113468280)
and this picture below went sort-of-viral not long ago.

You may have already spotted the most tragic sentence
(in my opinion), but I’ll quote it anyway:

Grownups always say its hard being mum or dad if your
kid is autism.

Looking at their page, it becomes obvious that Mum and
Dad are doing a sterling job as parents. But other people
- the TV, and perhaps even society itself - have led
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Cadence to believe that a large part of her personality is
A Bad Thing. Which is absolutely not fair.

Secondly there’s the story about a six-year-old
Californian boy being comforted by Santa, after asking
whether he’ll be on the naughty list because of his
autism (http://6abc.com/news/boy-afraid-hell-be-on-
naughty-list-because-of-his-autism/1114282/). Given
Santa’s reaction, most people thought of this as a sweet
story when they read this. But me personally - despite
my reputed positivity about pretty much everything - I
shuddered.

I dream of the day when six-year-old children won’t
have to live with the baseless assumption that being
autistic is enough to land them on the naughty list.
(Actually, wait - that assumption isn’t baseless at all.
It’s based on what they’re made to feel by non-autistic

people.)

And finally... a point which may rub a couple of people
the wrong way, but it has to be said.

5) Let them find out that you “love them but hate
their autism”.

This point is a step up from #4, only far more personal.
And yes, I am well aware that lots of people feel this
way, parents in particular. Some have even written
articles and blog posts entitled "why I love my child but
hate his/her autism”. And I get it - watching vulnerable
children struggle is a dreadful experience, and even
more so if they’re your own. Hating the condition that
holds them back is quite a natural response.

But bloody hell, it can be damaging.

Why? Well, imagine that a child’s mother makes the
mistake of saying the sentence “I love my child but hate
their autism” in a place where the child can overhear
her. The child will take one very significant message
from that, and one which will definitely stick with them:
“Wow... a part of me is so dreadful that even my mother
can’t love it.”

Everyone struggles with their personal demons.
Everyone. And some people only cope with their
demons based on how well other people let them cope.

When someone knows you hate their autism, you are
bringing those demons to life. You are giving their
demons a name, and you are giving those demons
authority.

More than anything, you are saying that the child is right
to be fearful and hateful towards a large part of
themselves.

Again, I get it. I'’ve watched so many struggling
children that I’ve had to learn how to steamroll over the
physical hurt I feel for them (not that it always works,
of course). And if there’s a stand-out factor that is
causing them harm or lost potential, of course I want to
address it. But I refuse to hate part of a child.

If you’ve reached the end of this and still “love the child
but hate their autism”, that’s your right to do so. But
please, for the child’s sake, please never let them find
out.

So to summarise:

Instead of talking about them as if they’re not in the
room:

* Remember that they can hear you, and always
assume they are listening.

Instead of assuming a person’s autism defines their
character:

* Remember that they get to make personality choices
just like non-autistic people.

Instead of believing that their perspective makes them
less reliable:

* Remember that you’re actually skewing your own
perspective on autism by making this assumption.

Instead of allowing the world to teach them their autism
is A Bad Thing:

e Tackle the problem head-on and remind them how
awesome they are.

Instead of loving the child but hating their autism:
* Love the child.

Hope this helps some readers. Like I said, some of
these mistakes are surprisingly easy to make - but then
again, plenty of them are easy to avoid.

Since I wrote this article, it’s became by far the most
read on Autistic Not Weird....And finally, there’s an
extension to this article containing points 6-10!

Additional ways to damage autistic children without
even knowing:

Footnote: People have offered other suggestions too,
which are also good enough to share. I'll list them all
here.
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6) Repress their special interests, since they often
use these to communicate and cope with stress.
(Stephanie Keyes)

7) Only focus on bad behaviour whilst ignoring good
behaviour. (Stephanie Keyes)

8) Fighting all their battles for them, with the
automatic assumption that they can’t do anything
independently. (Adapted from a suggestion by Eric Van
Gucht)

9) Leaving your child undiagnosed and refusing to
get him the proper help he needs because of the
stigma an autistic child will bring you. (Adapted from
a suggestion by Kristin Pedigo)

10) Treat your child as if their autism-specific
struggles are no different to what everyone else faces
in life, which means that if they find their issues
difficult it’s inferiority rather than difference.
(Adapted from Audre C- Yes, autistic and non-autistic
children have several struggles in common - more than
we often think - but it’s so important to recognise when
their issues need individualised help.)

11) Talk about a “cure” for it, implying that it needs
to be cured, and because it needs to be cured, it is
bad. (Pieter Dykhuis, age 14)

For more information visit us at
http:/www.autism-india.org/careers-afa.php
or reach us at 011 4054 0991/92

 This article was first published in http://
autisticnotweird.com/five-ways-to-damage/ and has been
reprinted with the permission of the author

Chris Bonnello is a former primary school teacher with
Asperger Syndrome who has also worked in special
education, now an award-winning writer and
international speaker.

In 2015 he launched Autistic Not Weird to share his
insights from both a personal and professional
perspective, a venture which has seen him attract
101,000 Facebook followers, and over 1.9 million page
hits on his website (autisticnotweird.com). His first
publication, “What We Love Most About Life”, was an
uplifting book designed to help autistic young people feel
less alone, and his first novel “Underdogs”, a novel
with special needs heroes, will be published in May
2019. He was also a nominee for the 2017 National
Diversity Awards (Positive Role Model for Disability)
and a two-time winner at the Autism Hero Awards (Top
Journalist 2017, Online Social Community 2018).

JOIN US...ITSAUTISM AWARENESS MONTH
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Demystifying Budgeting for NGOs —
A Step by Step Guide

By Nina Munshi

‘A budget is telling your money where to go instead of
wondering where it went.’

Most people with little or no experience in finance or
accounting tend to get overwhelmed at the thought of
working on a budget either for their program,
department or organization. They think it is the finance
team’s responsibility, but the best person to make a
budget is the person who plans to spend the money.

Budgeting is nothing more than deciding the strategy for
your program or organization; how many more
beneficiaries you want to reach, which geographies you
want to expand to, new programs you want to launch
etc. All these cannot be achieved without planning for
the right financial resources.

Why Do You Need a Budget?

* To help the organization or program set strategic
direction and meet its goals. Budgets help clearly define
the short term (1 year) and long term (3-5 years) plan
and can be used to articulate organizational goals e.g.
set targets to achieve a surplus, plan for expansion of
regional offices, etc.

* To define plans for various programs and identify
ways to make them sustainable. Program Heads can
decide on the expansion of their programs, number of
beneficiaries they would like to reach, additional
benefits they would like to roll out to the communities,
etc.

e To recruit the right set of employees to support the
organization/program. The success of an organization/
programis dependent on recruiting the right number and
profile of people.

Budgeting helps you decide how many people to hire of
what profile and at what cost to ensure program success

* To raise the funds required to achieve desired
outcomes. Fundraisers can plan their fundraising
strategy basis the funds required by the programs and

the organization. A budget helps identify how much
money is required by which program and by when.

e [t gives clarity of thinking; a budget provides structure
to how financial information is presented and reviewed
within and outside the organization.

This structure can be replicated in reporting to donors,
providing the transparency that most donors love.

BENEFITS OF BUDGETING

¢ Enable organizations to set strategic direction
* Define plans for programs to make them sustainable
¢ Plan recruitment of employees
¢ Raise funds required to achieve desired outcomes
Provide structure to review and present

financial information

Who To Involve in the Budgeting Exercise?

* Making a budget is not just the job of the finance
team. The people who will spend the money should be
involved in drafting the budget. Program Heads and
Department Heads should be responsible for their
budget as they know their work best. Hence, they
should decide what expenses they most definitely need
to incur and what they can do without.

Similarly, the fundraising team should budget for the
income they plan to generate. In fact, all the members
of the organization should be involved in in the drafting
stage of the budget process.

* While program and department heads are responsible
for drafting their budget, it is the Management
Committee and Board’s responsibility to review the
budget for the entire organization. They should decide
the targets for the organization, review plans for each
program and region before signing off on the final
budget.
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HOW TO MAKE A BUDGET

3 Simple Steps to Making a Budget
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STEP 1 - Review 2-3 Year Trends

* Before you begin budgeting for a new year, review
past trends over a period of 2-3 years. It will give you a
clear indication of how each of the programs, regions
and the organisation is performing.

* A trend analysis would throw light on things like - is
your expense increasing over the years, which specific
heads account for the highest share of expense, is
income increasing in line with expense, how many
beneficiaries reached year on year. The trend will
showcase not just financial performance but also
outcomes achieved viz a vis financial performance.

This analysis helps deep dive into each expense or
income head and ask relevant questions.

STEP 2 - Finalise the Budget Format

* Based on the trend analysis, list out the line items for
direct, indirect expense as well as income streams for
each of the programs and profit centres. The 3-year
analysis will also help identify past trends which in turn
will help build assumptions which are realistic and
achievable for current year’s budget

* Make a summary budget sheet for the entire
organization, which is a collation of numbers from each
of the programs/departments/profit centres. This will
help define the entire organization’s performance (i.e.,
will there be an overall surplus or deficit)

e The budget should be made for each month of the
fiscal year and should not just be a total number for the
year.

STEP 3 — Review of Budget vs Actual

* It’s not- just make it, file it, forget it! Actual
performance needs to be reviewed against the budget
every month, quarter and half year. This allows for any
course correction if required mid-year

* Accounting line items have to be identical to the
budget line items, only then can you compare actual
performance vs the budget

* Make a simple dash board/Management Information
System (MIS) format that gives summary of the
income, expense, surplus/deficit numbers of each
program/region and of the entire organisation.

This dashboard should be accessible to the Management
Committee and should be updated at the end of every
month

TIPS

* Once the short-term plan or budget (1-year) has been
completed and the team is comfortable with the
budgeting exercise the next step is to create in a long-
term plan (i.e., a 3-year plan). This will allow the team
to have a long-term view of the program and
organization.
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* Always write the assumptions in detail for each
income/expense line item. The test is for another person
to read it and understand what it means.

* Account for all expenses; direct and indirect.

* Research prices and costs and base them on previous
year’s levels, don’t guess or make up expenses.

* Give yourself at least two full months to complete the
budgeting exercise, so start well in time to be ready
before the start of the new year.

¢ Check calculations twice to ensure there are no errors
in formulas or calculations.

Restructuring the Budgeting Process - A Case Study
Action for Autism (AFA) a Delhi based NGO working
with autistic individuals, wanted to adopt a rigorous and
structured approach to the organisation’s financial
planning and review process.

They reached out to Theia Impact for help in designing
and piloting a restructured budgeting process. All the
heads of programs and departments were an integral
part this initiative. After going through a rigorous
process of trend analysis and restructuring the budgeting
process, AFA are happy that the entire team talks the
language of numbers and sustainability.

Merry Barua CEO of AFA said “At AFA we were
restructuring our budgeting processes and had Theia
Impact consult with us on this. We went through a
rigorous budgeting exercise that included in particular
all the program heads. We are extremely satisfied with
the outcome. The exercise gave us much-needed clarity
of how each of our programs was performing
financially. The exercise is helping us tighten programs,
decide on staff requirements, bring about changes to
make the programs financially viable including planning
our fund raising. This has given direction to the entire
team and we are all pulling together to move ahead.”

Nina Munshi has been a supporter of social causes for
over a decade. She is the founder of Theia Impact helps
develop strategy, build capacity and increase outreach
of NGOs and social enterprises. This results in
acceleration of their pace of work with impactful
outcomes. Before this she was responsible for setting up
CRY in UK. Nina is a marketing and advertising
professional having worked with organisations like Grey
Worldwide, Lowe Lintas, HSBC and Hutch Telecom.You
can contact Theia Impact at nina.munshi@theia-
impact.com

Dr Brenda Smith Myles
is coming fo Jndia!!

29-30 September 2019

- An Autism Expert

- Former Professor,

Dept. of Special Education,
University of Kansas, U.S
- Recipient of various
international recognitions
-Author of more than 250
articles & books on ASD

Two Day Workshop Organised by:

For more information,
contact <anvay.trainings @ gmail.com>
or call <011-40540991>
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Causes of Autism
An Excerpt from:
Understanding Autism: A Guide for Parents and Teachers
By Onita Nakra

“Don’t think that there’s different, better child ‘hiding behind the autism. This is your child. Love the child in front of
you. Encourage his strength, celebrate his quirks and improve his weaknesses, the way you would with any child”

Introduction

It is easy to deal with a medical condition when the
cause is known and established, but in autism, there is
no specific cause that one can confidently point to. This
makes it very difficult for parents as they ‘shoot in the
dark’ trying to use different treatments that may help
their child. Every parent and educator would like to
know that causes autism at least to stop the feelings of
guilt and confusion.

.0t is something I did wrong when I was pregnant?
...Should we have had another child?
...Was my baby lonely when I started working?

These are just some of questions that haunt parents. We
definitely know that autism is not caused by poor
parenting or by an emotionally traumatic event such as
witnessing a car accident. Unfortunately, till date, there
is still no confirmed causal factor, unlike other
conditions such as Down’s syndrome where we know
for certain that is caused by an extra chromosome. The
literature on autism is replete with articles about
‘possible causes,” but parents should look for objective,
scientific supporting data. What we do know for certain
is that autism spectrum disorders are most probably
caused by multiple factors interacting in complex ways,
i.e., genes, environment and factors impacting brain
development.

The Role of Genetics

Research in the area of genetics is an ongoing process
and holds some promise. We still don’t know whether a
single gene causes autism or a group of genes. No
single gene has been identified as responsible for
autism, and most genetic researchers believe that
multiple genes are involved (International Molecular
Genetics Study of Autism Consortium, 1998). Scientists
have discovered the presence of a gene called FMR1
that result in the developmental disorder quite similar to
autism — fragile X syndrome. However, fragile X
syndrome causes intellectual delays unlike children with

- Claire ScovellLaZebnik, author,
Growing up on the Spectrum

autism who have normal intellectual ability for the most
part.

A few studies have begun to find some cases of autism
linked to maternal exposure to certain viruses (measles,
mumps, rubella, herpes, syphilis, cytomegalovirus and
toxoplasmosis) and chemicals (thalidomide and valproic
acid) . However, these account is very small proportion
of all cases. Some large-scale studies have been set up
to begin to understand the contribution of environmental
factors to the etiology of autism, for instance, the
CHARGE(Childhood Autism Risk From Genetics and
Environment) studies at university of California- Davis,
but research is still in the initial stages.

Brain Research

It is widely accepted that atypical brain development
underlies the development of the observable symptoms
of autism. How genes and the environment interact to
cause the brain to begin developing differently is still
being debated. What is clear is that these differences in
the brain development can be traced to either before
birth or very soon after birth even though the behavioral
and social signs of autism tend to be unobservable until
after 18 months of life. The exact nature of the brain
differences is not clear either.

Studies have shown differential development in many
brain areas including the frontal and temporal lobes, the
cerebellum and the sub- cortical amygdala and
hippocampus. The scarcity of evidence , methodological
challenges and conflicting findings have not yet allowed
precise conclusions to be drawn about either the
specific brain regions affected or the mechanism of
development that lead to observed brain differences.
Other studies point to the patterns of connectivity
between and within brain areas as the issue (e.g.,
Courchesne and Pierce, 2005) rather than specific loci
while other researchers focus on specific types of
neurons (e.g., mirror neurons) or patterens of neuronal
activation (Bernier et al., 2007)

10
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Attwood points out: “Research studies have clearly
established that Asperger’s syndrome is due to a
dysfunction of specific structures and systems in the
brain.” Research studies have used brain-imaging
technology to confirm that Asperger‘s syndrome is
associated with a dysfunction of ‘the social brain’ there
is ‘weak connectivity’ between certain components of
the brain (such as the amygdala, basal ganglia,
cerebellum, etc.). Some structures are wired differently
causing the social deficits seen in poor social reasoning,
empathy, communication and thinking.

What is the reason for this different neurological
wiring? The reason for this difference is probably again
due to genetic factors, Asperger noticed a shadow of the
syndrome in the parents (particularly fathers) of the
children he saw and proposed the condition could be
inherited. Research after that has indicated that using
strict diagnostic criteria for Asperger’s syndrome, about
20 percent of fathers and 5 percent of mothers of a child
with Asperger’s syndrome have the syndrome
themselves (Volkmar et al., 1998.). Most of them have
not been formally diagnosed themselves. Looking
further into the genetic pool of extended families
(second and third-degree relatives), more than two-
thirds of children with Asperger‘s syndrome have a
relative with similar characteristics, which again
suggests there is a strong genetic factors.

Parents frequently wonder whether a difficult pregnancy
or birth could have caused their child to have autism.
This is difficult to determine. Cedarlund and Gillberg
(2004) point out that pregnancy complication have been
identified in 31 percent of children with Asperger’s
syndrome, peri- natal or birth complications in about 60
percent. However, no single factor has been identified
to link complication in pregnancy with signs of autism.

The Role of the Environment

Pollutants and chemicals in the environment cause
Autism

Toxic pollution of water, food and the air is a reality of
the 21th century. Many scientists believe that chemicals
(preservatives and pesticides) added to food can damage
brain tissue. The immune system, especially of newborn
babies and babies in the womb, is delicate and easily
impacted by harmful chemicals. Toxic chemicals likely
cause injury to the developing human brain either
through direct toxicity or interactions with the genome.
The significance of early chemical exposures for
children’s health is not yet fully understood, and we still

don’t know why all children exposed to environmental
pollutants don’t get autism.

I have summarized below some popular (but unproven)
theories about other possible cause of autism.

Some Common Theories with Little Scientific
Evidence

Vaccinations cause Autism

In the last decade or so, a lot of press has been directed
against the use of vaccinations in infants. There were
several reasons for this. Parents believed that the
regression they witnessed in their children between the
ages 12- 24 months was somehow linked to their child
receiving the MMR (measles, mumps, and rubella)
vaccination around the age of one year or later. The
MMR vaccine is believed to inject live viruses into the
muscles and then causing inflammation in the gut and
brain. Vaccination companies were accused of being
hand in glove with doctors to hide the truth. Scientists
say autism symptoms that arise around the same time
are an unrelated chance occurrence. A study from Great
Britain in 2008 trying to prove this ‘link between autism
and the MMR’ was discovered to have been falsified by
the lead author, who has subsequently lost his license to
practice medicine.

The decision not to vaccinate a child is controversial.
Many parents choose not to vaccinate their child against
measles, mumps and rubella, especially if their first
child was diagnosed with autism. This can to lead more
serious health consequences both for the individual child
and his peers, should he enter school unvaccinated.
Some parents ‘space out’ the vaccine so that their child
receives immunization spread over intervals. Doctors
generally recommend that the child should be healthy
before receiving any vaccinations — parents should
ensure their child is not running a fever or a cold.

There has also been a lot of discussion and debate about
the mercury contained in vaccinations. Between the last
1980s and 2002, babies received many combined doses
of vaccinations containing large quantities of mercury.
Parents in the USA protested and demanded that
mercury is removed from vaccines.

This process took time, and it is safe to say that since
2001, no new vaccine licensed by FDA (USA) for use in
children has contained thimerosal as a preservative and
all vaccines routinely recommended by CDC (Center for
Disease Control, USA) for children younger than 6 years
of age have been thimerosal- free, or contain only trace

11



AUTISM NETWORK: VOL 14 ISSUE 1 ~ APRIL 2019

amounts of thimerosal , except for some formulations of
influenza vaccine.

It is important to note that:

* Most children are not affected after they receive the
MMR vaccine.

e Some children show signs of autism in very early
infancy before they have been exposed to antibiotics or
vaccines.

Food Allergies and Leaky Guts Syndrome cause Autism
Sears and other biomedical doctors (Sears, 2010) make
a strong argument that food allergies and use of
antibiotics irritate the guts and immune systems of
infants. Antibiotics kill the healthy probiotic bacteria,
which help to increase children’s resistance to diseases
and increase irritation in the intestinal tract. Intestinal
irritations create a situation called leaky gut. According
to this theory, the gut stops secreting the digestive
enzymes that are supposed to be secreted. The lining of
the gut becomes leaky- its filtering ability is reduced, so
food toxins and other proteins are absorbed easily,
destroying the child’s immune system. Another result of
this intestinal dysfunction is that the body can become
deficient in vitamin B and D, minerals (zinc and
calcium) and certain amino acids.

Sears and other biomedical doctors believe that children
with autism lack certain intestinal enzymes, which
makes it difficult for them to digest milk, gluten and
wheat. They recommend removal of all dairy, wheat
and gluten products from the diet. On the other hand,
there is little research to support that such a nutritional
approach is helpful.

In addition, the following points must be noted:

e Not all children with autism have intestinal problems.
e Treatments such as withdrawing milk, dairy, wheat,
gluten do not reduce the autistic features.

e Children with autism tend to have picky eating habits,
so any withdrawal of essential nutrients from their diet
must be carefully monitored by a nutritionist.

It is important for parents to understand that it may take
years before science can identify the exact cause of
autism. There is a multitude of theories, difficult to
unravel. It is far better to focus on early identification
and seek interventions than worry about the exact cause.
Undoubtedly, as a parent, one wishes to know more
about what caused the condition, but until we have more
clarity and empirical evidence, it’s best not to jump to
hasty conclusions.

Quick Summary

There is increasing suspicion among researchers that
autism does not have a single cause but is probably
caused by multiple factors interacting in complex ways,
i.e., genes, environment and factors impacting brain
development. The genetics of autism are complex, as
more than one gene may be involved. Several theories
based on environmental factors have been proposed.

Some of these theories focus on prenatal environmental
factors, such as agents that cause birth defects; other
focus on the post- natal factors include gastrointestinal
or immune system abnormalities , allergies and
exposure of children to drugs, vaccines, infection,
certain foods or heavy metals.the evidence for these
risk factors is anecdotal and has not been confirmed by
reliable studies. Brain-imaging technology and
neuropsychological studies show that there is some
dysfunction of specific structure in the brain.
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Three-day Workshop
for Parents and Professionals
3 -5 July 2019

The National Centre For Autism, New Delhi

An opportunity to learn from Ms Merry Barua
and her team’s professional & personal experiences.
The workshop aims to empower parents and professionals
with skills that help to understand autism and nurture
their children more effectively.

For more information call: 011-40540991/92
email <anvay.trainings @ gmail.com>
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ufedd foavel # w=ar &1 foan| wgd @) awe

W) 99 Ge W g 9Ae e amr fb # g
fafer @ Swva @l "8 dedl off | I8 AR
Bl 43 e & AET TSB! IR &R
@ IHA fea™ & foIv 9ga om| ok qsl Seal
g wAs o T 6 ¥' W dEwieal & foy
saq1 fqarereug @l o1| 3R SES 918 HA AT
q9s |Ed TRl fHAT

# anfi ff 59 U AR A, 9UwE ¥ 3N
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Y W9 # qpel gl off axdl off| R dvad
THYT Uh FBS |as & AT @R W FFYER
B Al I9a v fdeqme Sfua on, od )
HHI-BHT g AN 3T 38T, AmEE R
ARMETH AR H o 3R el g3 7899
exell off | # ge A WEA e dRoadl off ¢
g1 # wEe w4 W oanfewfed @I g ? oma H
BB AT WEYE BY @l gl

Tq H I B WG dedl off AR S
T & TP qeger IR A ga ardl ofl
@l dl ¥ e @R quE e Fad 8¢
JUT W WSl g HDHY @ H fFeard off §fiR
qrerdl off s1E ¥ § Y A8l AN AHRE Al
VAT BRA B

R g o fafend & @l & 99 @xdl g BIc
AR UETTHT HIH] AT B & | H U
STl FEaTd § B Fredl §| TAQA § 3R
W FArh g AT ST | W A TF-0F
HA g AR AU ARGA HE A g (e B
ggel) H ol R arell fafed T &1 Aol
el @ fod xwd g |

VIR & 99 d@ W1 B3 dgd ©NE f7 7 @
AR 9 # §Id W el g3 UAT AIAT Hordl
g%, WIel @I AR &Rl g3, 98X & A
qut ATdl HiTd 7 wiadl g8 arell asal
gt § 1 T A g T AT, I §B ST
g His-vrs 8!

W g IfifeResd aua Tafik ara fufeq @t
gred @ I AHBY A8l YW Fohdl AR
TR | AR A GG ®Y A

2 |

(...to be continued in the August issue of Autism Network)

<UPCOMING WORKSHOPS>

Mainstreaming Students with Autism
12 - 1% April 2019

Venue: The National Centre for Autism, New Dehi

The workshop will help you prepare young ones
for mainstreaming. Parents & Professionals have an
opportunity to develop an understanding of fine nuances
of the difficulties that the child with ASD faces
in the classroom and the accommodations required
to facilitate an inclusive learning environment.

Indrani Basu, Founder & Director of Autism Society,

West Bengal conducts workshops on inclusion

at mainstream schools, creating awareness and
understanding for children with Asperger’s Syndrome
and is a resource person for a number of organizations

in India and Bangladesh. She is also a mother

of two children with ASD; her elder son
has Asperger’s Syndrome.

Workshop by Dr Brenda Smith Myles
29 - 30 September 2019
Venue: India International Centre, New Dehi

Dr Myles hailing all the way from US will be in India
to talk about Practical Solutions for Understanding
Rules in Social Situations, Behavior Interventions

for Individuals with ASD, Self-Regulation, Meltdowns,

Sensory Issues and more.

Dr Brenda Smith Myles has made over
1000 presentations all over the world and written more
than 250 articles and books on ASD.

Formerly, a professor in the Department of Special
Education at the University of Kansas, Dr Myles is
the president of AAPC Publishing — a company
that publishes books on autism spectrum disorder.

This is a tentative events calendar and the dates and events
are subject to change. Please stay in touch with us to get
regular updates and let us know if you wish to be added to
our mailing list to get updated information about AFA and
ourevents.

For more information contact our Coordinator:
011-40540991/92 email <anvay.trainings @ gmail.com>
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AFA MEMBERSHIP FORM

Action For Autism(AFA) is a parent organization that strives to
create an environment where individuals with autism and their

families can live as fully participating members of the community.

To support AFA to further its mission, please complete the form
below and return to: Action For Autism, The National Centre for
Autism, Sector 7 & 8 JasolaVihar, New Delhi 110025.

Please complete in BLOCK letters and mail to Action For Autism

Name

Address

City State

Country Pin/Zip
Phone Email

Tam a: (Check all that apply)
0 MotherE| Father U Other (please specify)

O Professional: Name of Organisation

For Parent of a person with autism ONLY:

Child's Name

Gendﬁtr:I:| Female 0 Male Date of Birth

dd mm yr
Diagnosis

Diagnosis received from

I wish to become a member of AFA. Enclosed is a contribution
(Check as applicable)

Via: 0 Cash U Online 0 Demand Draft
(in favour of Action for Autism, payable at New Delhi)

Online Transaction/Draft No——— Dated

Drawn on

Amount in Words

Annual Membership Charges:
Parent: Rs. 500 Professionals: Rs. 1000 Institutional: Rs. 3000

Online bank transfer may be made to:

Beneficiary: Action For Autism

Bank: Vijaya Bank, Defence Colony, New Delhi, India

SWIFT No: VIIBINBBDCD IFSC Code: VIJB0006005
MICR Code: 110029007

Savings A/C No:

Within India Transactions: 600501010009008

Oversees Registrations: 600501550010210

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

BOOK POST

ACTION FOR AUTISM L
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