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When You’re Not Sure, Try It On Anyway

Filed Under (Development) by Estee on 15-01-2009

Adam has been hanging out with friends. He has three friends now that he hangs out with on weekends. It’s
simply delightful for me to watch him take the hands of his patient little friends (shows that kids CAN be
patient, loving and kind), and lead them around to what he wants to play because he can’t always say it. We
didn’t use RDI or facilitated play groups, by the way, to achieve this skill. It doesn’t mean we didn’t try those
things long ago. We did. We just didn’t keep those “methods” up. Adam has learned by being engaged with
people while being respected when he needs a break from them. He observes.

I was thinking about Adam and finding what he loves. We tried a few things over the years — movies — those
were difficult to sit through. I can name three movies he did sit through from start to finish:

Charlotte’s Web
Happy Feet
Wall-E

Movies are harder than believe it or not, theatre. Adam will sit glued to the theatre. So much so, I’ve been able
to take him to major productions. He loves to enact too. It makes me think it’s time for a drama class. He
watches videos and he tries so hard to say (he has verbal difficulty) what the characters say. He tries to imitate
what they do (he has had motor planning difficulty which is improving significantly). Adam tries so hard and
this is his way. So it puzzles me when parents of autistic children take away videos because they believe their
children are “stimming” over them. When I watch Adam, the provide some repetitive comfort from an over-
stimulating day AND he is desperately trying to learn.

As I think about what autistic adults have told me — using puppets (Adam loves puppets) or “Pretending to be
Normal,” it reminds me of how we all have to try personas on to find our own. It takes so much effort and I
respect Adam’s. Drama is a really healthy way to explore feelings and one’s SELF. It’s what I believe is a safe
haven for Adam to explore himself and probably the most healthy and accepting way of developing one’s Self
overall.

As we’ve grown into adults, don’t we all have stories of pretending to be something that we are not? By trying
certain things that may not feel natural at first, we come back to being who we are meant to be.
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Simply Cryogenic

Filed Under (Uncategorized) by Estee on 15-01-2009

If you read my post on How’s the Weather a couple of weeks ago about small talk, well, I have to admit, I’m
obsessed with weather. I get really excited at oncoming storms, weather warnings and today, I can report that
Canada is in a deep freeze. Our warnings today across most of Canada are wind-chill warnings up to minus fifty!
Brrrr.

Toronto in a Deep Freeze

Here’s a picture of Toronto from Adam’s grandfather. It shows how life can be positively cryogenic. I’m
certainly frozen as I huddle in the home my husband and I built; from where Adam and I will soon move away.
It reminds me of disability history and cryogenics — how we are really frozen in time (I’m writing a paper on
that, and will post it).

Yet, time and life keeps moving at the same time when things don’t change much at all…what an irony.

Please don’t forget about my single mother of disabled children study and thanks to those of you who
have responded. I guess it’s cold here in Canada, but things are still moving along.

“Moving on, is a simple thing, what it leaves behind is hard.” –Dave Mustaine

Here’s a video and song that warmed my heart on a freezing cold day:
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Toronto in a Deep Freeze Me — Posing ’cause I’m Inspired
and Because I Just Need To
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Jarring

Filed Under (Adam) by Estee on 14-01-2009

Adam uses certain words frequently that can be rather mysterious for the rest of us to read into. For instance, he
uses the word “red” a lot. I’ve considered the words he uses seem to be like emotions he reads, or feelings. Red
seems to mean the negative emotions of others. Adam feels a lot, but I don’t think he’s given much credit for it.
If it weren’t for me, this blog and autistic people, and perhaps the patience of a special few, Adam would be
written off as nonsensical. Yet, much of his conversation is just as sensory as he is, perhaps we could simplify it
and say on a kind of sensory overdrive, and as vibrant as a poet’s use of language. So I try to listen and learn.
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There are a lot of things going on in our lives right now. Today, Adam and I found a new home to live in. I will
spend the next few months preparing the house, doing him justice by giving him plenty of transition time. When
we moved into our current home, I would bring Adam over for visits every week. We would walk over, check
out how the building was coming along, and play ball on unfinished floors.

I plan on doing the same again and it is good advice for any autistic child. First take short visits, then extend
them. When Adam is thrown into a new environment, he doesn’t really get used to it until the third day. That
seems to be the magic number. It takes him that long to stake out the new joint, figure out its configurations. In
the meantime, new places can be very upsetting.

As for new things and changes, he is changing too. I wonder how he will express these days of his life (he is to
an extent which is private and I will not share). As for the fun stuff, his new teeth are exploding into his tiny
mouth. He sort of stretches his jaw, and to many “experts,” they would just look at him as if he were stimming,
but it’s not a “stim;” it’s a necessity in dealing with the feeling of all those teeth breaking through his gums.

Adam writes a lot more on his own now — another big change in him this year — I’d say most of the time at
home and all of the time at school. Doing school work is easier to type independently than conversations where
he might become distracted and needs my reminding be it a tap on the shoulder or a verbal reminder to keep
going. I imagine this to be because doing school work is more concrete than open-ended conversation. But this
is what he said recently about his teeth:

Me: I can see your front teeth coming in.

Adam: tooth coming in.

Me: How does it feel?

Adam: it feels
it feels open — [now think of it, he has no teeth there at the moment]

Me: Can you feel a big tooth coming?

Adam: yes it feels jar

Me: To mommy, a jar means a container. What does jar mean to you? [I find asking him to define is
sometimes easy and often difficult]

Adam: jar milk

Me: [trying to get him back on track] You say your tooth feels like a jar. That is difficult for me to
understand how it feels. Jar is not a feeling.

Adam: jar is a feeling yes

So as I said, maybe every word and every thing IS a feeling in an autistic child who many researchers and media
define as having no feelings at all. In a life that is completely jarring, Adam is doing great.
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Autism’s “Distractors”

Filed Under (Activism) by Estee on 13-01-2009

I think this video by Christschool hits many nails on the head. These distractors raised their nasty heads over the
past couple of weeks when Jett Travolta passed away, accusing the parents of not “curing” or treating his alleged
autism. They will use innocent people and hold them up as the beacons of society’s burden. They are often
referred to as today’s autism “advocates.” But beware: “advoacy” has its imposters:

Digg this post
Recommend on Facebook
share via Reddit
Tweet about it
Tell a friend

2 Comments
Read More

You People Amaze Me

Filed Under (Uncategorized) by Estee on 13-01-2009

DoC of Autism Street. made me cry this morning…and okay, blush too….

I can’t thank you enough for your kind words, James. Yesterday, I got a little cheeky on Neurodiversity.com as
Kathleen wrote a compelling title to her exceptional post “Who Wants To Be A Millionaire.” Of course,
Kathleen’s content is NEVER cheeky (well, not at least without a ton of intelligent research behind it). I’ve met
Kathleen — she is sweet, smart, thorough and I trust her judgement. Kathleen cares about people. I can attest to
that.

James, you shocked me with your post this morning over that silly comment of mine. But thank you. I will ditto
the plug of Jame’s blog here. I’ve heard James speak in San Diego, and let me tell you, he is of professional
speaker calibre (I really think you have another career there, James).
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Thank you to so many of you who have reached out to me. You really don’t know what it means as I sit in my
Toronto home office with gray skies and uncertainty and try to make the best out of it all.

Estee
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It’s Not Your Paperwork; It’s Your Future

Filed Under (Disability Finances/Benefits) by Estee on 12-01-2009

Do you have a financial plan for you and your child? I’ve received a few responses to the RDSP post I
made last week and some planners wish to give some information. I hope to give everyone a fair say as I
will be doing interviews for publication of financial planners on how to plan for yourself and your autistic
child’s future. Many thanks to David from RBC for writing this guest piece for this blog. If you have any
questions, you can contact David:

David Velikonja, MBA
Investment Advisor
RBC Dominion Securities
(905) 895-2999
david.velikonja@rbc.com

A written financial plan is a tool that will help you reach your personal financial goals more effectively.

Here is a some info on some things single moms and dads of special needs kids should consider. This is a start.

– RDSP
– Henson Trusts
– Tax Planning for Persons with Disabilities
– Financial Planning Worksheet
– list of two estate planning lawyers that have worked with Henson Trusts

I can help you if you provide the necessary information. It’s essential that you be as accurate as possible because
your answers form the starting point for your plan. All information is confidential.

Don’t think of this as “paperwork”. It’s about your future. By filling out this worksheet completely, you’ll give
me what I need to make you feel secure and comfortable about your understanding of your investment, estate
planning and insurance needs.

Whether you’re planning for retirement, your children’s education, trying to reduce your taxes, or just looking
for financial clarity, the process starts here because it will help you answer three key questions:

• Where am I now?
• Where do I want to be?
• How do I get there?
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Please be as thorough as possible. Don’t omit any information – it’s all important for helping you reach your
personal financial goals. Fill the sheet for both you and your spouse.

David has provided a sheet (which I’m sorry did not translate as a proper spreadsheet herein) that he
would ask his clients to get them started. Maybe some of you might find this helpful or you can contact
David yourself:

Personal

Marital status
• Single
• Couple

Gender

Last name
First name
S.I.N. #
Date of birth (m/d/y)
Occupation
Work phone #
Fax #
Home phone #
E-mail

Address _________________________________________________
City_______________________ Postal Code____________________

Investments

Planned retirement age • 65, or
• age ____ • 65, or
• age____
Last year’s T4 income (pre-tax) $
Principal preservation
(How much do you want left to your estate, if anything, in today’s $’s?) $

For the next two sections on investments you can fill out the boxes or just provide your investment statements:

Registered investments
(RRSP, RESP, defined contribution pension plans)

Owner
(You or spouse) Amount Description Asset Type
(Equities, bonds, GICs) Locked-in
(Yes or no)

Annual RRSP savings for this year you $________ Spouse $_______

Non-Registered investments

Owner Amount Description Asset
Type Realized gain Book
Value Market
Value
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Annual non-RRSP savings for this year you $_____ Spouse $______

Government benefits

Do you expect to receive: You Spouse
CPP/QPP • Yes
• No • Yes
• No
Start age _______ Start age _______
Old Age Security • Yes
• No • Yes
• No

Other significant expenses
Any significant cash outlays, like a cottage, child’s education, etc. Enter amounts in today’s dollars and I’ll
calculate the inflation amount. Start age and end age refer to expenses in the future that might span a few years.
For example, a 4-year college education for a child.

Owner Description Annual amount Start age End age

Other income sources
Other sources like sale of home, inheritance, rental income, etc. In today’s dollars.

Owner Description Annual amount Start age End age

Pension benefits
List your defined benefit pension(s) here if you have any. Once again, if this gets complicated just provide your
pension benefit statements and I’ll work from them.

Owner Employer name Annual amount Start age End age Dollar terms (today or future) Growth Bridge benefit
Survivor benefit
$ T F % $
$ T F % $
$ T F % $
$ T F % $
$ T F % $
$ T F % $

Life insurance
Life insurance serves two purposes. First, it can replace the income of a spouse in the event of death. Second, it
can offset estate taxes, which lets you transfer as much of your property as possible to your heirs – instead of the
government. Essentially insurance keeps you on track for your financial plan. Consider what your family would
face if you or your spouse died sudden: funeral expenses, your mortgage and day-to-day living expenses would
all have to be covered.

Immediate expenses (there are other more complex calculations we can do, but for now let’s capture the basic
information)

Mortgage
Emergency funds
Funeral ($5,000 plus)
Travel
Taxes on deemed or actual disposition of assets
Miscellaneous
Business liquidation value
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Life insurance policies
Once again, your insurance policies or statements might save you a bit of time.

Owner Description Amount Start age End age Growth
$ %
$ %
$ %
$ %
$ %

Balance sheet

This section is important to give us an overview of where you are today and what kind of flexibility we have in
achieving your financial plan.

Current assets 
Cash & short-term investments
Other current assets

Long-term financial assets 
RRSP investments
Non-RRSP investments
Life insurance cash value
Long-term financial assets

Real estate 
Principal residence
Other real estate

Other non-financial assets 
Vehicles
Collectibles
Miscellaneous

Total current liabilities 
Income taxes payable
Credit card balance(s)
Line(s) of credit
Other current liabilities

Long-term liabilities
Mortgage
Car loan(s)
Investment loan(s)
Other long-term liabilities
—–

This will be the first in a series of posts about financial planning for families of and for disabled persons in
Canada.
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What’s the World News Got To Do With It?

Filed Under (Uncategorized) by Estee on 11-01-2009

Should this blog only discuss autism? I will tell you, I can’t just focus on that. Soon, the old Joy of Autism Blog
(down-loadable also by clicking on the PDF file in the right margin) will be published and you will be able to
read eight hundred pages about our world as it relates to our lives with autism. Some posts are very specific;
others meander for your consideration.

I promise, however, to complete three projects this year specifically regarding that are specific to disability and
autism:

1. I will be completing a paper on single parents of disabled children as it relates to stress, coping, management
and quality of life;
2. I will be writing a piece on investment and financial planning for Canadian families with and for disabled
people;
3. I will continue the Inclusion Initiative with TAAProject (which in and of itself entails a few projects)
4. I will be enhancing Adam’s curriculum as usual (that’s the major part of my daily life).

In addition to my studies at the Critical Disability Studies Department at York U, living and planning for Adam’s
life and writing about all that, and now with a specific interest on managing life and our future as a single-parent
family, I have this urgent need to muse about our world, perhaps oh so generally that it makes some of you
crazy. But hey, everything is connected.

As I read The National Post this morning, I remind myself why it’s good not to read the papers everyday, but
also naïve not to. Here in Toronto, we have Palestinians protesting on Bloor Street the crisis in Gaza — police
on horses are eerily positioned way too close to home. In the comments section of the post Mark Silverberg from
Toronto eloquently writes on how Israel is “losing the PR war” — referencing an article by Jeet Heer, Silverberg
writes, “According to figures on the Israel Ministry of Foreign Affairs Website, 1,176 Israelis have been
murdered in terrorist and missile attacks since 2000, including 140 suicide bombings killing 543 individuals –
many of these attacks perpetrated by Hamas. Quite impressive achievements by a group Mr. Heer refers to as ‘a
raggedy half-starved guerrilla force whose homemade missiles are usually as dangerous as firecrackers.’”
Silverberg sure has a point here. The media wars influence our thinking in grossly unfair ways. I think of a quote
by Golda Meir herself that sends chills up my spine when I think of the media wars on how they influence
perception and how all life is truly precious. She said, “We can forgive the Arabs for killing our children. We
cannot forgive them for forcing us to kill their children. We will only have peace with the Arabs when the love
their children more than they hate us.” I hate reinforcing monolithic ideas — that all Arabs don’t love their
children — I would not let that stereotype go on for the sake of my Arab friends! But there is a wave of
terrorism that uses children and families as human shields. That’s the kind of use that we have to focus on — not
stereotyping an entire people, but focusing on the groups that simply do not accept the right for all of us to live
in peace. Meir’s quote may rub some of you the wrong way, but it also rings of tremendous conscience and
responsibility in a complicated situation.

As I’ve said numerous times in my presentations, there is enough death-talk in this world — even among many
autism “advocates.” It’s time for more life talk.

Let me go on about what I see in the paper: an article on epigenics on the front page. Sounds nice that we might
in utero be able to detect if human beings will develop cancer later in life (the article carefully leaves out people
with disabilities, but of course, read between the lines, my friends). I think of my ovarian cancer this year that I
caught, thankfully, early. So, if it was detected in my mother’s womb, might my life have also been prevented??
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Are we going to cure it in utero? “It’s about choice,” says the article. Indeed, I’m an advocate for choice. Yet,
there is a point when social pressure is so strong when choice ceases to be a choice.

Let’s go to another page. This one really effects me. You see, when my divorce becomes final, I had this idea in
my head that I would travel to India. It’s the trip of a lifetime for me. Also front page that continues on the back:
all the missing Canadians. Never mind the recent terrorist attacks in Mumbai this past year. That really put a
damper on my willingness to travel. But if that didn’t quite do it, this article did called, Searching for Ani, and
Anatomy of the Hunt…. “Every year hundreds of Canadians go missing in other parts of the world. Last year
alone, Foreign Affairs opened 413 missing persons files….”

So much for my desire to go to India with a sweet wonderful autistic son at home who really needs his mother.
So you don’t think the news has much to do about autism in what should be a strictly autism blog? I beg to
differ. I don’t go out much since my separation. I am careful about who will be in our lives. I am careful about
everything and yet, I am able to connect with thousands of you (2000 to be exact) through The Autism
Acceptance Project alone – never mind blogs and Facebook. The world is rough out there, and so here we are
trying to connect with each other on the Web. In this world that seems to be falling apart at the moment, we must
never give up connecting. The enormously wonderful and potentially dangerous power of the web! We have a
choice on how to manage this world. We have a choice in the way we report the news and the words we use. We
can also keep speaking up against stereotypes if we are to move forward.

I reiterate the words of recently deceased Canadian writer June Callwood on page A10 of The National Post,
where the winning design for a park in her honour is proposed to be built between Fort York and the Waterfront.
“Submitted by the firm gh3, it literally articulates a quote the author and journalist gave in her last interview
before her death. A voice wave of ‘I believe in kindness,’ will be translated into a ‘sinewy path that runs north
and south through the clearings in an urban forest that will be planted with native Canadian tress….”

So you don’t think there’s any connection between autism, the world, the media, and the way we think about
things and the world we forge for our children? It’s ALL I can think about when I read the paper: how do we
think about things, each other, and where are we headed?

Thank goodness all that bad news was punctuated with the most important quote of all:

I believe in kindness.

I hope the sentiment never gets lost in the propaganda.
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Registered Disability Savings Plan

Filed Under (Disability Finances/Benefits) by Estee on 08-01-2009

For those of you investigating like me, ways and means to save for our children’s future, in may be worthwhile
looking into the newly instigated Canadian RDSP. In addition to the following press release, visit The Bank of
Montreal’s website for more information:

New RDSP enables families to save tax-free for future of disabled Canadians
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By The Canadian Press

TORONTO – Families of people with disabilities will be able to set up tax-free savings plans under a long-
awaited measure enacted by the federal government.

The registered disability savings plan – RDSP – “is about helping bring more independence to families of
persons with disabilities, who are facing challenges, particularly financial challenges, when planning their
future,” federal Human Resources Minister Diane Finley said in presenting the program Tuesday.

The RDSP had been proposed in the Conservative government’s March 2007 budget but became effective only
this month.

“You know how government works – here we are the end of 2008,” joked Finance Minister Jim Flaherty, joining
Finley for the announcement in the lobby of a children’s rehabilitation centre.

The government estimates 280,000 Canadians are eligible to open RDSPs, allowing parents and others to set
aside funds for a child with a severe disability.

Ottawa will provide matching grants of up to $3,500 per year, plus a $1,000 bond each year for families with
incomes under $37,885. Each RDSP has a lifetime contribution limit of $200,000 from the family and $70,000
from the government.

The program is expected to cost Ottawa about $200 million a year in contributions and forgone taxes.

Flaherty said the deadline for opening an RDSP and making contributions for 2008 has been extended to March
2.

RDSPs are intended for individuals who qualify for the disability tax credit, their families and others. Unlike a
registered retirement savings plan, contributions are not deductible. But the money grows grow tax-free and will
not be included in taxable income when withdrawn.

Income paid out of RDSPs also will not affect federal income-tested benefits, such as Old Age Security, the
Canada child tax benefit and the goods and services tax credit.

The federal government has negotiated with the provinces and territories, and RDSP income and assets will be
excluded from benefit clawbacks in Newfoundland and Labrador, Ontario, Manitoba, Saskatchewan, Alberta,
British Columbia and the Yukon.

Quebec, New Brunswick and Prince Edward Island are exempting RDSP payments from income support
calculations up to set limits. In the Northwest Territories, a limited exemption will be allowed.

“We are leading the world in this initiative, and I expect it will be copied in many places around the world,”
Flaherty said, explaining that the program’s lengthy lead time arose from the complexity of progressive social
and tax policy, including getting other governments onside in not taxing or clawing back the program’s income.

Bank of Montreal, the first major financial institution offering RDSPs, said it received about 600 inquiries on the
opening day of the program.
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Participants Required For Interview

Filed Under (Single Parenthood) by Estee on 08-01-2009

Are you a single mother of a disabled child? If so, I want to talk to you as I am doing a study of single mothers
of disabled children. Please contact me by email if are interested in this study at esteewolfond@mac.com

Estee and Adam

“We have done better at playing according to the men’s rules than changing them to our own.” — Susan Estrich,
the first female editor of the Havard Law Review.
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Single Parents of Disabled Children: Some Inspirations Today

Filed Under (Single Parenthood) by Estee on 07-01-2009

I will be writing much more on this topic in the weeks to come — from the added responsibility of mothers of
disabled children, never mind the challenges on the resources of single mothers. Not only is there the stigma of
divorce to contend with, or the cancer I had this year, but also living in an abelist world. Families of disabled
children face constant stigma and marginalization. 
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Pack it all in to year 2008 for me and I’ll tell you I’ve had a lot to bear. No friend of a typical child will
understand the densely packed isolation that parents like me can feel. Thankfully, I’ve nurtured close
friendships, but as a writer, I feel the need to articulate yet another injustice that hits many of us squarely in the
face. If I don’t talk about it, it’s like writing with the big white elephant in the room.

I am doing research on the hidden oppression of mothers of disabled children in not only a male-dominated
society where despite a women’s rights movement, still divides labour in traditional ways, but as mothers of
children who must virtually give up all of their time to advocate for their children day in and day out for no
compensation. The bulk of caring in general is the responsibility of the mother and the amount of work and
dedication required to raise a disabled child leaves little left in the name of our human and other resources.

As I’ve always said, Adam is my greatest joy. I would not replace him for anyone in the world. Yet, I encounter
so many barriers to living full and peaceful lives with autism. Sometimes we live proudly because many of us do
not want us to do so. They want us to complain in order to get rid of autism and autistic people. We will not do
that.

Other times, we live joyfully, because if you look at our faces and videos, we just don’t care what others think,
and we really do have a nice time together. Yet we must discuss social inequities. It stands not only for disabled
people, but also for the people who care for them and stand alongside them, as I do with Adam. In keeping with
the incredible power and strength that Adam has gifted me with, I found these inspirations today before my other
essays come on the real costs.  Estee and Adam celebrate no matter what comes our way. It comes from Single
Mothers Disabled News:

 

Editorial: Ten Commandments of Single Parenting

by Leilani

Thou Shall:

    I. Give thyself credit for being a worthy, important, competent person.

    II. Congratulate thyself for making the best decisions you could under very difficult, stressful conditions.

    III. Compliment thyself for trying hard to overcome great hurdles placed in your path.

    IV. Bless thy children for the challenges they present so you will grow stronger and even more competent.

    V. Bless thy children for the moments of unadulterated joy they will sprinkle in thy life and for loving you
undconditionally.

    VI. Open thyself to new, rewarding adult relationships, because to devote all thy energies and time to your
children is unhealthy for both them and you.

    VII. Look toward new and increased responsibilities as an opportunity to include thy children in family
planning and tasks so you can watch them become more mature and more capable.

    VIII. Offer thyself for some neighborhood and/or community efforts because it will help you grow and more
importantly will be an important model for your children to follow.

    IX. Always remember that harsh, sharp words huled at thy ex-partner in anger are like painful barbs that,
more often than not, wound and sear the innocent children more deeply and for a longer time than they do the
one for who they are intended.

http://www.geocities.com/CapitolHill/Senate/7849/
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    X. Look into the mirror at least once a day and say to that inportant, competent, relevant person looking back,
“I am okay, I can do it.”
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Has Acceptance Really Progressed?

Filed Under (Critical Disability Studies, Family) by Estee on 07-01-2009

The Convoluted Meaning of Acceptance in 2009

Autism, like many other mental disabilities, is mostly referred to as a parent’s biggest burden and
disappointment. Most of our Canadian autism organizations, wanting to be “non partisan” want to express the
fear and anxiety that parents face, while also now advocating for acceptance and hope and for a better life for
autistic people.

There is a benefit and a problem with advocating for both. One the one hand, it opens up new avenues for
parents to consider the possibilities and rights of their child and their families to be included and acceptance
regardless of disability. That can strengthen and empower families.

On the other hand, advocating acceptance, while still starving kids or giving them unsafe “treatments” is
antithetical. Acceptance is not acquiescence, but does not mean subjugating autistic people to unfair and
dangerous treatment such hyperbaric chambers, segregation, behavioural intervention as a sole educational
method, and other unproven medical or non medical treatments. While it is encouraging as a founder of The
Autism Acceptance Project to see that people really love their children, it is still puzzling why people do not
understand the difference between acceptance and why the “cure” does not embrace acceptance at all. We do not
accept disability, still, here in Canada and yet we don’t want to seem like bad parents. So, we get lost in the sea
of language that in the end means nothing at the end of the day. We don’t want acceptance to mean nothing. We
must never dilute its meaning.

Between 1870 and 1930, Western society changed their view of children from “objects of utility” to exclusively
emotional and affective assets. In 1920, Canada was one of the strongest proponents of ‘mental hygiene” and
eugenics. Dr. Helen MacMurchy was appointed the first chief of the Child Welfare Division of the federal
department of health (Clarke). In 1917, Bertha Winn, head of Victoria’s special schools, stated the following in
an address to the friends and members of the Women’s Canadian Club at Victoria’s Empress Hotel:

“The histories of thousands of these cases [of mental deficiency] reveal the tragic and pitiable fact that unless
special provision is made for their custodianship earlier in life they will find their way into …crime, pauperism,
vagrancy, prostitution, and general indecency…All mentally defective persons are antisocial in the sense that
their presence in the community means disruption, disorder and dependency. They are the running wounds of
society, infecting it and weakening its vitality, placing blight upon each succeeding generation. There is only one
way to deal with this stupendous evil, and that is in checking it at its source – segregating all cases of mental
defectiveness from the normal population.”

By 1925, the Legislative Assembly appointed the Royal Commission on Mental Hygiene to combat the
perceived increase of mentally deficient individuals which lead to the ultimate passing of British Columbia’s
Sexual Sterilization Act in 1933. It behooves us to look at our Canadian history to know that we are not innocent
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in the segregation, maltreatment and incarceration of disabled individuals — that it didn’t just happen in the
United States and in Europe.

The lines between social and economic policy back then were blurred and mentally “deficient” children were
considered an economic burden while other children were considered “priceless.” Such a comparison was made
at the birth of the Dionne Quintuplets in what Mariana Valverde argued that the girls were victims of what she
called “fractures in social regulation, a phrase she used to describe the processes by which social issues and
problems were shifted from the expected regulatory category (such as race) to another (such as gender),
depending on time, circumstance, and individual points of view.” (Clarke) Valverde argued that Ontario
provincial government defined them as an economic entity and more specifically, as a resource that was to be
administered to ensure the best possible revenue returns for the province (Clarke). While they were portrayed to
the public as “models of childhood, in the eyes of authorities, they were no more ‘children’ than Mickey Mouse
is a mouse.” While children on the one hand were sentimentalized and protected, children with mental
disabilities were overshadowed by their classification as “defectives.”

In autism politics today, the virulent debates over precious children continue –many organizations argue that is
an autistic child’s right to “medically necessary” ABA treatment in order that they behave less autistic —
precisely because children are precious and must there be “saved from autism.” Others still refer to the blight of
autistic people on society and their economic burden. If they are not saved or recovered or cured, they will
continue to be disruptive and dependent. Many other autism organizations will argue that because they value and
love their children, they will do anything – anything unproven and possibly dangerous – to save their children
from autism. The lines between loving, valuing and accepting children, no matter what disability, and “recovery”
and “cures,” as a display of love are unnervingly blurred.

It is interesting that the span of one hundred years has not changed the way we view and display our love for our
children — no matter under what auspices. The same existed during the eugenics era here in Canada as well:

“Although the BC government increasingly ‘demonized’ mentally deficient children, it would be wrong to
believe that they were totally dehumanized or that all members of BC society, professional or lay, agreed with
and supported the authorities’ views and treatment of these children. Indeed…many mentally deficient children
were dearly loved by their parents and protected by their communities. In a number of cases, individual parents
and whole communities were willing to go to great lengths and expense to ensure the well being and freedom of
their mentally deficient members. Equally, some doctors and school board officials openly questioned both the
growing public hysteria, fueled by the rise of eugenics, relating to the supposed threat mentally deficient
children presented to society and the provincial government’s policies designed to combat this ‘peril.’” (Clarke)

“In fact, some officials argued that these children did not present an imminent threat to society and that
wherever possible, they should enjoy the same rights as did normal children. In other words, while many
individuals, especially in the BC government, attempted to demonize children defined as mentally deficient,
many others sacralized them.” (Clarke)

Terminologies such as “high grade mental deficients” or low grade were also employed during that era to
determine human value. The point is, we have traversed one hundred years since the eugenics movement spread
like wildfire throughout Canada – where immigrants were turned away for any mental disability, when people
were sterilized, segregated and incarcerated in institutions.

Today, we are still fighting. Fighting over misunderstandings between high and low functioning classifications
of people and severity and not getting much farther than we did one hundred years ago. Mentally disabled
people are still being undervalued and mistreated. We must question the purpose these classifications and the
identification of autistic people in general. Parents want to adore their children — as long as they are as normal
as possible — and will go, in the name of love at any length to do so — no matter what the cost.

Educating, including and accommodating autistic individuals in society without the classifications and current
Canadian surveillance programs is real acceptance. Parents who accept their children still go to great lengths to
advocate for their children in a society that continues to put up barriers to inclusion in our schools and
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communities. It is still exhaustive work, and work that needs much more support than it has been given. Many of
us who accept our children do not wish to be “surveiled.” We just want to live as we are in peace, and learn and
contribute like everyone else.

As long as we insist on classifications, identifications for the sake of putting people in behaviour treatment and
normalization programs, we have simply not evolved at all. So let’s all take a harder look at what we really mean
when we accept our children, autism, and people of all disabilities.

—-
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Joy

Filed Under (Uncategorized) by Estee on 06-01-2009

Tagged Under : Asperger Square 8

Thanks, Bev, from Asperger’s Square 8 for writing this post, CAGES. She uses my blog as an example where
she writes about joy and autism:

Joy

From The Joy of Autism blog: “Finding joy doesn’t come without struggle.” Estee gets a lot of flak from “autism
advocates” for the way she supports autistic people. Sometimes I wonder if the critics read much beyond the
blog’s title. In addition to joy, Estee writes about pain, challenges, anger, disappointment and hope, inspiration
and grief. Her core message is one of respect for all people. But even if she did only write about things that
made her happy, or if I only wrote about parrots and squares, so what? Celebrating life is not wrong. When
situations are difficult, it becomes ever more necessary to find the parts worthy of celebration. It shouldn’t need
to be said that finding joy in autism doesn’t mean that is all one finds. Besides, the internet could hold a few
hundred blogs about joy and autism without making a dent in the negative things that get said.

—-

If only people took the time to listen, then we would really understand one another. Thanks again, Bev. Because
of what you wrote, let me share a little joy from our recent trip to Mexico:
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Now what better joy is this?
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Estee and Adam in a Mayan
"Hell"

Last year, Adam was with me and my then husband in Florida as we awaited my cancer diagnosis. I remember
writing some blog entries from my desk there and it seems like just a moment ago.  A year later, Adam and I are
together following my two surgeries  — but I am pictured here as a new single mom. You can’t really tell from
the picture above, but those caves are as dark as the path ahead I cannot yet see.

The world changes in the blink of an eye, dear friends, and the only thing certain is uncertainty. I am not going
to say that life has been easy for us these past few months or that I don’t miss the way things were. I’ll be honest
—  friends send flowers when you have cancer, but many leave when you get divorced. We generally do not
have a great attitude about divorce and we lack very important support systems — ones I have really needed but
had to create for myself over the past couple of months. People feel awkward and yet I wish to give them the
benefit of the doubt anyway. I forgive, because if I were in their shoes, I may have reacted the very same way.
We are all caught up in the drama of our own lives, I’ve been told.  

We need to work on de-stigmatizing divorce as much as we need to about autism and disability!  Divorce is a
time when friends are needed the most, not to mention if you are the parent of a special needs child and going
through divorce.  Thankfully, Adam’s dad and I are able to figure things out for the benefit of Adam’s future and
Adam has a good family on both sides.

I also know that life, like that first day of autism diagnosis, must go on. We must continue to find our joy. Adam,
the first six-year-old to enter a dark “Mayan” hell, came out all right. In fact, he came out magnificently. It was
one of the most meaningful experiences I’ve ever had, as I wrote in my last post — about how we are all so
connected to one another. If you drop a piece of garbage on the ground, that ends up back inside of the earth, and
then again in us. I saw that effect by descending seventy feet beneath the earth’s surface — how incredibly
fragile eco-systems are. We too are eco-systems — macro and micro. Our words and deeds effect the way they
behave. The way we treat others and regard them, the way we talk about people has a very deep affect and in
turn, it comes back into us. There is no way out of it, friends. Whatever we say or do to each other, comes right
back to us.

Which leads me to a couple of quotes lurking in my mind in this stream-of-consciousness post: “Be the change
you want to see in the world” and, “suffering ceases to be suffering in some way at the moment in finds
meaning.” — that latter quote from Viktor Frankl. I have many more quotes floating around in my head these
days, but it will bore you now. 

I created this new blog because many things changed this year and for the sake of it, I needed to change the look
and feel. I need peace and to find meaning in all things. My writing is about my life with Adam. My ex, being
one of my best editors, will hopefully play a part in much of my writing about this episode of our lives (as he has
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already expressed a desire to be a part of it).  I’m not sure how to navigate the path of single-motherhood yet,
but as you can see from the photo above, I am trying. I am trying to keep an eye on the ball — on Adam, on
people “like” Adam, and on speaking the peace and BEING the change I want to see in the world.

As he left me for school this morning in the frigid Toronto air, Adam turned, stopped and looked at me for a long
time. He kept saying “bye mom,” over and over and lingered. We had spent so much time together over the
holidays, just mom and Adam — going to the theatre, to Mexico. 

I guess we’re off to a pretty good start.
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To Hell And Back

Filed Under (Uncategorized) by Estee on 04-01-2009

I was in hell with Dante. Yes, my guide was named Dante. He is an anthropologist, studying Mayan culture.  Rio
Secreto was only discovered this past year. The Mayans believed in both the upper and under worlds. Two days
ago, I visited the tallest Mayan temple, Coba and went to visit the gods of the upper world. In this case,
apparently Coba is to honour the honey or bee god — there are about 13 gods of this upper world. I climbed at a
fast pace up the steep steps and when I reached the top, a bee insisted on swarming around me despite my
attempted swats. Was that a sign?? Was I being greeted by the bee god or being held off??  I’d prefer to believe
that the little bee was greeting me a top one of the most spectacular and breathtaking views I’ve ever
encountered. I wanted to linger, write on top by the temple, but time insisted that unless I wanted to be sleeping
there, I´d better climb down those same steep steps and keep moving.

I walked through the jungle and took pictures of the roads the Mayan´s built — the longest was 62 miles leading
from Coba to Chichen Itza. The roads were elevated and were made from crushed sea shells, honey and syrup to
keep the mixture together. White, they were built to glow under the moon and the stars so trade could still take
place at night.

The following day, I decided to stare hell in the face. It’s the only way to deal with fear, I thought, so what the
hell? Adam came with me on this tour and I will have a couple of neat pictures to post when I return home. 
Dante was his buddy, guiding him through the most complicated and interesting caves I´d ever seen. Seventy
feet below the surface we decended, and we traversed only one kilometer in a system they have discovered now
to be about twelve miles. Yet, there’s always more to discover. Adam made it half way through and went back
with a friend and another guide back outside. It was a VERY long tour of the dark caves, and I was impressed he
had lasted so long. The Mayans didn´t traverse to these depths. Why would you want to be in hell, right?
Instead, they made offerings to the hell-gods so they would not come out. Yet down there with the bats, I saw
what we do as a people and how we really are interconnected. Roots from trees descend through the limestone,
looking for water.  A cigarette you drop on the ground, makes its way down and then becomes part of the caves,
or if you want to say, our eco system.  Calcium deposits in the water that take time to form, are disrupted
instantly by a touch or oil from our skin.  We don´t recognize our impact on disturbing natural eco systems until
we see with our own eyes.

So I was in a Mayan hell, and there was nothing to fear but ourselves. I climbed with my group back to the
surface after some time, and the guide told us to turn our hands flat to the side (as if you were pointing with your

http://digg.com/submit?url=http%3A%2F%2Fwww.esteeklar.com%2F2009%2F01%2F06%2Fthings-change-so-fast%2F&title=Things+Change+So+Fast&bodytext=%C2%A0%0D%0A%0D%0A%5Bcaption+id%3D%22attachment_697%22+align%3D%22aligncenter%22+width%3D%22181%22+caption%3D%22Estee+and+Adam+in+a+Mayan+%26quot%3BHell%26quot%3B%22%5D%5B%2Fcaption%5D%0D%0A%0D%0ALast+year%2C+Adam+was+with+me+and+my+then+husband+in+Florida+as+we+awaited+my+cancer+diagnosis.+I+remember+writing+some+blog+entries+from+my+desk+there+and+it+seems+like+just+a+moment+ago.
http://www.facebook.com/sharer.php?u=http%3A%2F%2Fwww.esteeklar.com%2F2009%2F01%2F06%2Fthings-change-so-fast%2F&t=Things+Change+So+Fast
http://www.reddit.com/submit?url=http%3A%2F%2Fwww.esteeklar.com%2F2009%2F01%2F06%2Fthings-change-so-fast%2F&title=Things+Change+So+Fast
http://twitter.com/home/?status=http%3A%2F%2Fwww.esteeklar.com%2F2009%2F01%2F06%2Fthings-change-so-fast%2F
mailto:?subject=Est%C3%A9e%20Klar%20:%20Things%20Change%20So%20Fast&body=here%20is%20a%20link%20to%20a%20site%20I%20really%20like.%20%20%20http://www.esteeklar.com/2009/01/06/things-change-so-fast/
http://www.esteeklar.com/2009/01/06/things-change-so-fast/#respond
http://www.esteeklar.com/2009/01/06/things-change-so-fast/
http://www.esteeklar.com/2009/01/04/been-to-hell-and-back/
http://www.esteeklar.com/category/uncategorized/


6/26/2019 Estée Klar Estée Klar - Page 30 of 32 - My autistic son and I explore issues and meanings of autism in our lives

www.esteeklar.com/page/30/ 21/29

entire hand). Our fingers touched in a circle. Then, he told us to curve our hands and put our thumbs on top of
one another, the circle still formed. And then, he moved our arms in so that are hands, of all different colours,
turned in to make a tighter circle, still. Then he said, “there, we are all one.”

It is ironically a similar shape to The Autism Acceptance Project´s logo, but this was more like the look of a
mandala. The light was beckoning us to rise out of the hole. I was hesitant. This hell was more beautiful than
anything I´ve ever seen.
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May He Rest In Peace

Filed Under (Autism and The Media) by Estee on 03-01-2009

In the dark of the night, as Adam sleeps beside me in our hotel room, I put on CNN ever so softly to catch up on
what is happening in our world. Too many pina coladas and sun can make one a little soft and mushy.

He looks so peaceful, my Adam, spending sunny days on the beach here in Mexico and I know that every day
we have is precious. He looks content and exhausted. As I turn my head back towards the television, the room
completely black save for the glow of the screen, I read the by-lines that Jett Travolta — John Travolta’s son
dies at sixteen of Kawasakis disease.  So why don´t we let them mourn and let Jett rest? Instead, I am reading on
many of the autism blogs about it.  “Jett was autistic…they should have treated him. ”  All the speculation….Of
course I do hope the parent´s were not negligent in any way, but none of us have all the information. So I’m
putting in my two-cents.

It’s the “autism community,”  whether it’s Scientology belief that if you have something you can cure yourself (I
am not educated in Scientology and do not know if this is accurate but it is what I have read on your blogs), we
have become a community of pit-bulls (I wasn´t also not fond of Sarah Palin´s hockey-mom analogy). I’m not
saying I endorse that philosophy  that people should cure themselves. “Treatment” often leads to very dangerous
therapies and reprecussions for autistic people. When parents cannot accept their children, they often try
unfounded, unproven and very desperate things.

Yet, either for the sake of “neurodiversity-awareness” or those who want to claim that autism should be
annhiliated, we are all out there identifying autistics. In that very act, we are engaging in something dangerous to
humanity. Usually it’s not in good ways that we identify autistic people, but rather to point out all of
their “deficiencies.”  We who recognize the positive contributions autistic people make in our society identify
too, but it’s at least better than suggesting that all autistic people are not good enough as they are, or recognizing
their unique abilities and offerings to our world. The point is, once we don´t see difference, we’ve won. Or we
can see it and just like a tree, a rock, or a river, accept that it’s just a normal part of our surroundings.

We must think then, for better or for worse, what kind of spectacle is this? Does it matter? Once you are tuned in
to disability and autism, you can see autism all over the place. You can see flapping and flailing even among the
non-autistic. And what´s wrong with that?  If we really believe that we all belong to the human community, then
we accept autistic and all kinds of people. Jett is gone. May he rest and let the family live in peace.

I go back to Adam now to swim in the caves in Mexico. I treasure every day and thank God I have him and this
moment — my wonderful, beautiful, autistic son.  We don’t treat him as anything but the gracious and
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loving person he is. I think the world is lucky to have him.
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About Me

ESTÉE KLAR 

I’m a PhD candidate at York University, Critical Disability Studies, with a multi-disciplinary background in the
arts as a curator and writer. I am the Founder of The Autism Acceptance Project (www.taaproject.com), and an
enamoured mother of my only son who lives with the autism label. I like to write about our journey, critical
issues regarding autism in the area of human rights, law, and social justice, as well as reflexive practices in
(auto)ethnographic writing about autism.
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