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My typewriter

Filed Under (Writing) by Estee on 06-11-2009

A year-and-a-half ago, I had an obsession with typewriters. I bought them first for Adam, thinking that he would
find the one with the right feel and sound as he was learning his keyboard. For Adam, he enjoys sound and
experiments by tapping onto different objects and surfaces. He studies sound as much as he is in love with
letters. Adam’s father purchased a wonderful old Remington for me years ago that Adam enjoyed playing with.
So, as I was healing from two surgeries for ovarian cancer in 2008 (I am fine, in case you were wondering), I
entertained myself on EBay and bought some old electrics. When I was back on my feet, I began stashing them
in various locations where I had planned to write.

Tomorrow, I’m going to write on one. Pretty much everyone understands how writing by pen, on the computer
or on a typewriter can lead to different kinds of writing. I write my journals in ink. They feel sensuous and
intimate when I write that way. The computer is great for blogging and writing articles, and yes, I’ve written a
few chapters on the computer and I tend to type very fast. Yet there are just too many distractions here on my
computer — Facebook, Twitter — man, I’m a pro. Yet other than the social aspect of this media, who really
cares what song I’m listening to? To use the media wisely is to get out the word about the work we wish to
promote.

So tomorrow I will see how writing like writers used to write feels like. The only bug may be that the tape might
be out of ink and I’ll have to go hunting for some down on Queen Street.

And, if you are into distractions and procrastinations, here’s another site to distract you NaNoWriMo writers that
I found today (while I should have been writing, of course — thanks Vicki Forman). I’ll keep you posted when I
figure out how to download it.
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I have a list of writing topics. There they are, line by line, one stacked upon the other awaiting more words in my
little red writing book. The book is full enough to make me feel somewhat accomplished. The weight of the
paper from its corresponding blue ink feels thick and full and crinkles differently than a crisp, empty page. I love
flipping through written pages or read pages as in a book that I’ve broken well into.

There sure are a lot of ideas and words in that book. Like NaNoWriMo, I can claim my 50,000 words and then
some. But as lovely as the weight of words feels in my hands, they are not woven together.

Weaving together is the art of writing. I can draw the perfect picture in my mind, and even watch my hand create
it, but when it comes down to getting down to it, one just has to keep practicing. It’s never as easy as we believe
in our minds, for what’s being created in our minds cannot be expressed as easily when we have to coordinate
our bodies. There may be the will to create, even an idea, but the act of doing is much more difficult.

As a curator of art I was always mortified when some bloke would try to get under my skin
and proclaim of a Barnett Newman painting that “I could do that at home.” I suppose some people believe that
artists are sometimes pulling “a fast one” on us, but I think it’s a lot more complicated than that. There are a lot
of “notes,” run-on sentences, thoughts and other bodies of work before the final product is complete.

If I could sift my writing (as in a Barnett Newman painting) and get it as tight as a few poignant lines on an
otherwise empty canvas, that, for me, would be an accomplishment.
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November is Novel Writing Month!

Filed Under (Writing) by Estee on 04-11-2009
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It is a pleasant coincidence that November happens to be Novel Writing Month at Nanowrimo and I decided to
join (partly to become part of the community again). Nanowrimo requires 50,000 words by November 30th, but
it’s the end product I want by next year.

Let the writing begin.
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Change

Filed Under (Acceptance, The Joy Of Autism, To Get To The Other Side) by Estee on 04-
11-2009

I’m changing the name of this blog and bidding farewell to The
Joy of Autism. I ran that blog since 2005 and when things changed last year, I felt that my blog had to change
with me. As I’ve written above, I’ve got good reason “To Get To The Other Side.” In a minute, a spouse can
leave, a child can disappear from their school, another innocent can be robbed of their life too soon. Sadly, there
are many tragic stories out there, and it’s important to keep on going.
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I don’t believe that all change is for the better, but I believe in inevitable change. I know that we cannot control
the child who is born to us, we cannot pick the day we are going to die, and we do not hope for love to leave us.
Yet we can control how we deal with our own circumstances and ourselves. We can make our lives better by
how we choose to respond to change.

Since before the beginning of The Joy of Autism blog in 2005, I chose to accept autism, not fight it. I chose to
accept Adam, not necessarily all the views and therapists who said that he had to change in order to be better —
who called his “stims” abnormal and bad and used what I consider difficult, judgmental language and behaviour
towards him. Everyday, even though many other voices and opinions are out there, and I hear them, I make a
daily choice. And I believe the choice is a healthy one for myself, Adam and the rest of his family.

No, it’s not easy now that I am a single mom for all kinds of reasons. One main reason is that I am human and I
fall into that well of fret every now and again that cannot be put at quick ease with the help of a partner — will
Adam be able to advocate for himself regularly by device, by speech? Will he be able to tell me if someone
bullies him at school, or God forbid, something worse? If I stay strong, can he? Will that be enough? It may
become somewhat gratifying in knowing that I have stood up to my fears all on my own, and maybe even a self-
delusion that I have not even while in partnership. All I can say is that Nietsche’s “Was mich nicht bringt, macht
mich starker, [sorry, no umlaut in this blogger]” famous line better be right. What I know for sure is that Adam
keeps me strong enough.

In the spirit of the Eagles song In A New York Minute (see below), I am appreciative for what I have today and
know that change will inevitably come again tomorrow. I’m so appreciative to the life that The Joy of Autism
took on, the people it brought to Adam and I, and what I learned by doing it which is why it was hard to let it go.
If you remember, it reached a wide readership when it was on Blogger, and for unfortunate reasons, it was
suddenly taken down and I rebuilt the blog on this site. It has never been the same since.

I will continue to write about autism as we live it, and hopefully will do so more skillfully as a writer who
wishes to improve her punch at the craft. Also important, I hope, I’ll be writing about writing as I work on my
book, which may be the most exciting part (and probably the most insane) for me. I started it when Adam was
two years old and I have not yet finished it. “The events in our lives have no inherent meaning,” says Debbie
Ford. “We are the narrators and the ones who give them meaning.” I figure I have a compulsion to write (since
grade five) and to give everything in my life meaning (since grade five).

I hope to have some new kind of fun and make some new discoveries along my journey of getting to that “other
side,” where-ever that may be on December 31st, 2010. I also like to think that perhaps you, dear and generous
reader, may find some of what I have to share a little useful (and entertaining) as I attempt to broaden the view
and, gulp, do what I have always wanted to do.

So, farewell to The Joy of Autism blog. No matter “the best of times and the worst of times,” for that’s the
given. The joy can remain in the journey.
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A Halloween Episode

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

You must have known this was coming. My post-Halloween cooing over the love of my life. Every year is just a
great big new point at which we can re-evaluate with awe how far we’ve come. We are all so interested in
measurements of all sorts and I suppose we all take some comfort in it while we can. At the same time many of
us despise measures that lead to exclusion and prejudiced acts by others towards us or those we love. But if my
photo albums of Adam since birth aren’t some kind of measure, I don’t know what they are. They are the
delightful kind.
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Holidays like Halloween, New Year’s, birthdays and Xmas are all markation points. When it comes to our kids,
we remember Halloweens-gone-past, and we all keep photos of each year’s costumes. Adam is still young
enough that I remember his first hand-made bunny costume sewn meticulously by his grandmother. I remember
the successful “Alphabet Boy” costume I made him two years ago. I had not-so-meticulously sewn Adam’s
favorite letters onto old clothes. Last year, Adam had requested that he be a Cowboy. This year, I was an
impatient mother and chose Adam’s costume for him as he likes the word Jack ‘o Latern, so I assumed that my
rushed act of choosing his costume would be okay.

At 5:45 p.m. the dressing started. I called Adam into the kitchen and held a mirror so he could see the eyeliner
pencil I hurriedly used on his face which he tolerated, but didn’t love — he squeezed his eyes and curled his lips
as the pencil ran around them. Yet, he seemed intrigued enough to let me finish by watching his face transform
in the mirror. Then, I found an orange pair of track pants, asked him to put them on and then proceeded to
squeeze him into the plump orange sphere. He received an orange hat to match with a cute little green stem to
top it all off. I took him to the closet mirror where he studied himself a little grumpily. He cinched his face a few
times, watching the makeup move with his face and then suddenly turned to me:

“I want to be a cowboy,” he said.

One full-out clear sentence. Remember, my little guy is not fully verbal. He really struggles with
communication. Not only was this sentence perfectly articulated, he was also a little pissed off. He clearly did
not like his pumpkin costume that I had arrogantly chose for him. And yet, in Adam’s own seven-year-old
gracious way, he accepted it. Mama was in a hurry and he was not about to argue much more than shoot towards
me a few angry Adam-style eyes (which means even Adam’s anger is sweet). 

“Let’s go, let’s go Adam,” I said with a dressed-up enthusiasm. It was exactly six o’clock and the sun had just
set. Did I say I had to leave in order go to the Giller Prize finalist readings by 7:15?? You see, I wasn’t expecting
what was to come. I thought that our trick and treating would last about two homes based on past Halloweens.
When Adam was first out a few years ago, he assumed that he could enter every home we approached. And
when he could not, he became upset. By his second “active” Halloween as “Alphabet Boy” he really enjoyed
staying home and handing out the candies to the other kids. In the Year of the Cowboy he was not so enthused
and didn’t want to go to any homes save for an entertaining one up the street — that ONE home in every
neighbourhood that’s totally over-the-top awesome.

This year was a different matter. We went out. I taught him how to ring the bell on his own as I slowly stepped a
little further and further back each time because Adam didn’t show any resistance at all to approaching the
homes in our neighbourhood. I showed him how to hold out his Jack-O-Lantern bucket and say “trick or treat”
and “thank you.” I told him to pick the homes with only the pumpkins and decorations at the front. And then he
didn’t want to stop. From house to house we went and while I was ecstatic (which begs the question why we
parents are so bloody obsessed with our kids enjoying this silly holiday) that he was enjoying himself (ah, that’s
why), I kept looking at my watch! Why oh why did I have to go to some event on Halloween!?? Not this
Halloween!
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But that’s how it always works, doesn’t it? It usually happens when we are simply not expecting it to happen.
And thankfully, Adam’s bucket was full by 7:15. Mine, as always because of him, was overflowing.
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What Remains. An Ode to Paper

Filed Under (To Get To The Other Side) by Estee on 27-10-2009

I love paper. I am noticing just how much by moving from one house to another. I have boxes and boxes of it. I
have old stories. I keep every journal I’ve ever written. I have The Toronto Star of when man first landed on
the moon and it’s in perfect shape. I keep reports, notes, love letters and cards. I love flipping through old books
of my writing and feeling the weight of the pages with ink on them, not to mention the sound. And let’s not
mention the smell of old books!

Speaking of moving, I’ve also kept a series of old computers. Remember those? The ones where I could actually
write in the code (MS Dos, Wordperfect)and understand where it was going to take me? I owned a very small
computer when I was living in Europe fifteen years ago — the year before I met Adam’s father. I did a lot of
writing back then. Now that life has taken another turn, I enjoy going through old pictures, journals and I
thought it would be really exciting to look up my old writing on the old computer. If paper and these “artifacts”
are all that remains when I am gone, then I feel it is good for the soul while we are living to review where we
have been.

Ack.

I can’t get into the thing. I can’t remember the code to the old programs. So I got to thinking — what of all this
data stored on blogs, the Internet that we think will never disappear? I can tell you, just fifteen years — ONLY
FIFTEEN YEARS — seems like over one hundred. Heck, it might as well be ten thousand years or more — we
can dig up old parchment and read cave walls better than we can get into my old Compaq.

What artifacts will be left behind of our thoughts, our writings, our ideals, our achievements if we put them all
on computers — the ones that change in time spans of one year, never mind a lifetime?
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I love writing on the blog, but I will never ever get rid of paper.
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The Musical Brain

Filed Under (Autism and Learning, Joy, The Joy Of Autism) by Estee on 26-10-2009

Many of us have read Oliver Sack’s Musicophilia and I attended his lecture here in Toronto a couple of years
ago when the book was released. Neuroscientists study the innate rhythm of our brains, citing that no other
species possess this capability. Apes cannot synchronize if one ape taps a stick. The other apes cannot keep up
the rhythm. So this is innate to human beings and perhaps a way we have evolved. Our ability to socialize, to
gather as communities have been largely facilitated by this ability.

Young babies can understand musical structure before they understand language. Alzheimer’s patients can
remember emotions and early memories, as well as right/wrong notation and words of music even if every other
faculty is gone. In other words, music is the last thing, the only thing and neuroscientists are looking at this
aspect of our humanity.

For Sting who had an MRI done in order to study aspects of this, when finally looking at images of his brain
after it had been evaluated post-testing, he became a bit undone. He said he didn’t want to know the inner
workings of what is otherwise a mystical, spiritual experience for him. While interesting, dissecting his musical
brain was unnerving.

It is also said that by learning a musical instrument, we may be able to ward off Alzheimers. Similarly, a child
will increase their I.Q. by 7% by learning a musical instrument.

Adam is learning to play piano, and like all people, my autistic little boy loves music. He can sing better than he
can talk. He tries, although motorically challenged, to keep a dance rhythm with his body, but is otherwise a
wonderful drummer. Rhythm, be it through music or rhyme has composed a major aspect of our lives in just
basic communication in our home, and I’m lucky because it also comes naturally to me as I have been a singer,
have learned many musical instruments in my life (violin, guitar, flute, piano, recorders…). But use it or lose it.
I’ve forgotten how to play what used to come so easily, although I can pick up tunes by ear very easily using the
piano. We sing “home-made” opera in our house — sort of a daily dialogue in a Bugs Bunny/ Wagnerian way.

Use of music and rhythm is extremely important for any of us to use language, and it is highly effective with non
verbal people. It makes me wonder why we don’t discuss and utilize this so much more. We love to make utter
fools of ourselves singing our home-made opera in our house — from asking for the juice to brushing our teeth,
there is no shortage of home-made songs for every occasion. And even though it is I who makes the major fool
of myself the most by doing it, I think Adam enjoys it as he tweets back my silly tunes in his smaller, more
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cherub voice. I also think if we all did a little more of it, we all might be a bit happier as well. Music does ignite
the pleasure centre of our brains.

What’s Opera, Doc (WB-Chuck Jones, 1957)
by dephaad
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Specialisterne employs autistics

Filed Under (Inclusion, The Joy Of Autism) by Estee on 24-10-2009

Tagged Under : Autism and Employment

The Atlantic (November 2009 issue) has featured Thorkil Sonne, CEO and Founder of Specialisterne in the
article Brave New Thinkers.

“After his son Lars was diagnosed with autism in the late 1990’s, Sonne had an epiphany. Autistics tend to
have poor social skills and difficulty response to stress or changes, which makes finding work a challenge
(one study suggests that only 6 per cent of autistic adults have full-time employment). but Sonne realized
they also tend to be methodical, possess excellent memories, and show great attention to detail and
tolerance for repetition — in other words, the might make excellent software testers. With this in mind,
Sonne launched Specialisterne, in Copenhagen, in 2004. Thirty-seven of its 51 employees have autism…
The firm now pulls in $2 million a year in revenue and serves clients like Microsoft and CSC. Sonne
refuses to run the company like a charity: he competes in the open market and aims to make a profit. This
makes government support unlikely, but it may lead to a sustainable new model for companies with
disabled employees: Harvard Business School now uses Spepcialisterne as a case study in social-enterprise
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business. People on the autistic spectrum are not super human memory machines, but neither are they
incapable of work. Sonne treats them as employees with strengths and weaknesses that smart employers
should respect — and capitalize on.” (The Atlantic, November 2009, p. 68).

I know a lot of business people. Some who are very close to Adam who I hope will take serious consideration of
employing autistic people, since software development is also their field. It makes me want to visit Sonne’s
facility.
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A Response to Prof. Guy Dove on Wendy Lawson’s Book

Filed Under (Acceptance, Activism, Critical Disability Studies, Discrimination, The Joy Of
Autism) by Estee on 22-10-2009

I have come across Guy Dove’s review of Wendy Lawson’s Concepts of Normality recently (after being away
for a while), and have to defend our positions.

Wendy Lawson’s book is about regarding individuals with autism with respect and dignity and questions our
idea of what is “normal” when dealing specifically with autistic people. It is a wonderful thesis based upon how
society views “normal.”

Of the “guest author’s” Dinah Murray and myself, Dove states:

The guest authors, on the other hand, seem openly hostile to such parents. Murray sarcastically remarks, “Some
Others [members of the typical population] weep and moan and deplore their autistic child’s existence; they
wallow in self-pity and congratulate each other on how Truly Dreadful it all is.” This statement illegitimately
paints a diverse group of people with a broad brush and seems to be little more than a mean-spirited attempt to
silence critics. Klar-Wolfond is not much better. In her discussion of the admittedly questionable practice of
using scientifically unsupported biomedical therapies, she offers the following rhetorical question, “And to make
them what? — better at maths, quicker on the sports field, or well-mannered?” This is doubly insulting to
parents of children who have tried such therapies. First, it belittles their concern. The suggestion is that parents
are merely trying to get their children to “act normal” when in fact they are often trying to ameliorate severe
challenges with respect to communication and social interaction as well as other difficulties including
debilitating anxiety, painful gastrointestinal problems, insomnia, and even violent behavior. Second, it
denigrates their reasoning. Many parents who try such therapies agonize over their decision. Although some of
these therapies have potentially harmful side effects, most do not. When Klar-Wolfond lumps together treatments
as diverse as supplements and detoxification therapies, she is being both misleading and unfair.

To me it is a response not terribly unfamiliar. Dove discounts Dinah’s perspective of being an autistic individual
herself and myself as also being a parent who “agonizes” over decisions. It is precisely to that point I think
worthy of addressing and why I wrote the piece in the first place.

Parents of autistic children are being eaten. A plethora of information does not constitute proof of what causes
autism or what may assist with the symptoms of autism, and even those symptoms may not be a direct cause of
autism but autism may cause a more heightened reaction to an ailment. Come to my house when Adam has a
cold and instead of a tired child, he may be running around the house.
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Yet the rise of speculation has lead many (clinicians and those in the medial profession included, and conversely
thanks to the researchers who have endeavoured to provide the real proof to many speculations out there) to sell
their products to the risk and danger of the autistic child, feeding upon the desperate worry of parents – and most
of the time these parents are new to autism thus more open to trying anything to “helping” their autistic child
recover.

I can’t help but chuckle and Dove’s choice of words. “Hostile” is a descriptive word typically ascribed to women
who tend to take a critical stance. The hysterical, hostile woman is no more a stereotype than the idea that
autistics are less worthy and in need of a cure. Yet Dove, to be fair, is of the mindset, it appears, that these
remedies are somehow safe and that parents are only trying to make the best choice. It is here where I think he
misses not only the point, but an opportunity to engage in a discussion of how we come to push unproven
remedies that risk the safety of our children. The very idea that our children are “not normal,” is the premise for
trying to recover them, which is why Dr. Lawson chose the guest author essays for her book. The attempt, by
Murray, Lawson and myself, is to identify this preying upon parental worries, not demonizing parents. Yet all of
us have to step back and take a close look at what we are putting at risk and why. Further, Dove’s defense of
parents instead of the autistic people who are much more vulnerable is sadly typical in our age. It is this
stereotype we are challenging and we need to point out the irony of critiquing the view of the autistic person
who implores a different view.

Yes, all parents agonize over their decisions. Where is the mechanism by which quackery is separated from
scientific proof? As a parent, I can relate to the agony of putting my child on ANY medication (and this is NOT
related to his autism but to his overall well being and health). The non acceptance of autism as a way of being,
which is precisely Wendy Lawson’s point, has driven many parents to put their children on hundreds of
unproven remedies at the same time.

The question is not hostility, Professor Dove. It is a question of having a critical mind precisely when emotions
are the driving force behind the autism “hysteria.” For any parent or autistic person willing to engage in this
discussion, we are in turn called “hostile?” Have you witnessed the hostility by non autistic parents against
autistic individuals who are trying to be seen and heard?

I can tell you as a parent and a friend to many autistic individuals, there is a great deal of agony, indeed. The
agony is in pushing them to recover from autism, not recover from stomach pain. Whether the two are linked, no
one can really say. The evidence is still very anecdotal. Clearly, that pain should be remedied, but not at the risk
of administering hundreds of medicines simultaneously in order that our children can act more “normal.”

I gather being critical is less important than putting our children’s health and safety at unnecessary risk. As for
Adam, I couldn’t bear seeing him in pain. Of course I would seek counsel from his doctor and endeavour to
remedy his pain. It would be no different if I had a non autistic child. The point is autistic children are being put
at much higher risk precisely BECAUSE they are autistic.
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To Get To The Other Side

Filed Under (To Get To The Other Side, Writing) by Estee on 21-10-2009
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Some of you may or may not have noticed another title under The Joy of Autism. Unfortunately, it’s not looking
right (it’ll be corrected soon), but it is the title of my second blog. I am keeping The Joy of Autism, but I’m also
planning on spreading my writing wings and goals over the next year.

Chicken coming soon.
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Interviews from educational leaders who share ideas on how to make
inclusion work

Filed Under (Inclusion, The Joy Of Autism) by Estee on 19-10-2009

We all know the many obstacles to a truly inclusive classroom. First, many educators don’t really understand
how to make it all work. There is no understanding of “universal design.” (please cut and paste this link into
your browser for a read on Universal Design: http://snow.utoronto.ca/index.php?
option=com_content&task=view&id=409&Itemid=380).

While many schools and communities may be unable to argue with the idea of inclusion, and some have begun
to include people with disabilities into the classroom, most have not been able to foster an accepting an
accommodating environment that would make the classroom truly inclusive.

Well, if we learn to do by doing, we can also learn from others who do. At www.inclusiveeducation.ca, we hear
from parents and principals who are making the concept of inclusion a daily practice. This website “features
interviews with educational leaders who share their ideas about what it takes to make inclusion work. These
interviews are interesting for themselves – but when you look at them all they provide a valuable source of ideas
from many school leaders.”
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The Alligator King And His Seventh Son

Filed Under (Adam, Autism and Intelligence, Communication, Joy) by Estee on 14-10-
2009

Adam had a more verbal day today. I guess that’s normal lingo for a family with an autistic child who has real
trouble with verbal communication. One his “more verbal” days, he can get out phrases and sometimes full
sentences. He can take his teacher to the closet, grab his lunch bag, put on his velcro shoes and proclaim “go
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home!” twenty minutes before dismissal. He can come home and reach for his toy alligator from the shelf and
then find a smooth concave shell and say to me “crown it.” When I acknowledge that he’s pretending it’s the
Alligator King from Sesame Street (yes he can watch the video about 500 times a day if we let him), Adam is
very pleased. He crowns his pretend alligator a few times and moves its mouth as if he’s trying to help the toy
talk. I pause to wonder what Adam thinks as he manipulates the mouth with no sound.

I imagine all the things he wants to say to me on tougher communication days, and how frustrating it must feel. I
imagine all the questions he has to ask his parents regarding their recent separation that cannot yet ask, though I
am clever enough to know that he thinks them and I have to behave as if to answer them all for my behaviour
sets the tone for everything. I have seen and known enough to witness that he can follow every instruction and
he understands more than he can express. In the movie Awakenings, Dr. Sayer asks the mother how she knows
what her catatonic son is saying. She replies, “You’re not a mother. A mother knows.” It is true in my home as
well. For seven years every sound, every move, every expression and I just know. Sometimes I have to be
careful to listen because I actually may be paying more attention to all those other subtle behaviours instead of
that speech he tries so hard to get out. I suppose my actions also speak louder than words as they model for
Adam and they may have become just as important as facund explanations. Perhaps if we were observed
carefully as a unit, others would see this daily orchestration that we have come to take for granted as much as
those who speak take what they say for granted. In our house, the saying “actions speak louder than words,”
cannot more more true.

Adam also has many abilities in helping out mom and dad, for he loves us both so much. I think it’s just one of
his very precious gifts to us, and that he gives to others (although mom and dad are in that exclusive category). I
know that Adam is a wonderful, loving boy who will give this gift to many during his life and I know he will
bestow the new people in his life with that blessing. I guess, in a very special way, he is a lot like the king’s
seventh son. In my opinion, he deserves my crown, and I hope he won’t mind the dents.
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You know when you’re happy when….

Filed Under (Acceptance, Activism, Joy) by Estee on 13-10-2009

There are a few good lines mulling about out there. I particularly like “you know when you’re happy when you
are no longer looking for happiness.”  Ever notice that when you’re happy, you didn’t really notice at all? It was
sort of, well, effortless?

In this autism world, or any matter of the human spirit, we are really involved with the meaning of things and
what will bring us joy and happiness.  Every time we write our lists and ponder our life’s purpose, we can feel
overwhelmed. While I’m certainly for lists, I think they are simply like little messages we have to write, put out
there and then tuck in the wall. Once the intent is made, then leave it, move on and begin the work. While
intention is how we wish to live our lives everything else can happen. And it will.

As I’m re-reading Viktor Frankl’s Man’s Search for Meaning this week, I’m reminded of some very important
things. First, is that like the name of this blog and it’s consecutive mantra about “struggle,” I suppose I was also
brought up with the idea that struggle will always be a part of my life and that happiness happens when we
aren’t paying attention. It can even happen during the most catastrophic of circumstances. Frankl had cited
Nietzsche’s ideas that we all have to have a “why” in life to get us through. He said if we have a “why” then we
will certainly have a “how.” For those in the concentration camps during the Holocaust, Frankl of course
ponders the meaning of life during one of times most horrible of human travesties.

Frankl understands life’s inherent blessings among tragedy. He sees goodness in the group that has done him
harm: “Human kindness can be found in all groups, even those which as a whole it would be easy to condemn.
The boundaries between groups overlapped and we must not try to simplify matters by saying that these men
were angels and those were devils.” He refers specifically to the Germans and notes that groupings of “good”
and “bad,” does not fully explain or accept the expanse of humanity. For when one condemns one group, they
are also denying that they are also capable of the same atrocity, for we are all made equal. Once we are able to
understand that we all carry the same capabilities of good and evil within us, we can become compassionate.
The modern saying is “for every finger we point, there are three pointing back.”

Perhaps it would serve us all well to practice a little reflection when we debate the “rights” and “wrongs” in
autism politics. It would serve us well in every aspect of our lives. Some of us in this world hold on so firmly to
our beliefs that we don’t see many other realities.

Musician John Mayer writes:

Belief is a beautiful armor
But makes for the heaviest sword
Like punching under water
You never can hit who you’re trying for

Some need the exhibition
And some have to know they tried
It’s the chemical weapon
For the war that’s raging on inside
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Everyone believes
From emptiness to everything
Everyone believes
And no one’s going quietly

There’s a lot of autism “belief” out there and it’s important to have science to assist us in proving many things.
Also, it’s important to know. To know that my son, without proof, is a worthy, valuable, lovely human being
who has made contributions in ways he is too young to understand.  It sometimes disturbs me that as much as
science is important to prove harmful beliefs incorrect, it is similarly exhausting to have to prove one’s value
through scientific or any other means.

In this world of human difference, belief, disability I would like to take a moment to defer to Frankl who says,

” What [is] needed [is] a fundamental change in our attitude toward life. We had to learn ourselves, and,
furthermore, we had to teach the despairing men, that it did not really matter what we expected from life, but
rather what life expected from us. We needed to stop asking about the meaning of life, and instead think of
ourselves as those were were being questioned by life — daily and hourly. Our answer must consist, not in talk
and meditation, but in right action and in right conduct. Life ultimately means taking the responsibility to find
the right answer to its problems and to fulfill the tasks which it constantly sets for each individual… and each
differs from man to man….When a man finds it his destiny to suffer, he will have to accept his suffering as his
task.” (Simon and Schuster edition, 1963, pp. 122-23).

And so perhaps it is not really worth our time to discuss what makes us happy and brings us joy as much as it is
to accept the responsibilities and events that enter our lives, and move on with them with an open and willing
heart. Hmm, just that simple thought makes me happy.
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Follow Thy Heart

Filed Under (Uncategorized) by Estee on 11-10-2009

I’m sure I’m not the only one on a weekend checking in with so many old friends on Facebook. And I’ve made
new ones too through my work in autism and writing. And so I feel a bit of like a divorced cliche — I’m
checking in with my past to re-discover who I am. Please don’t blame me — it’s kind of like my marathon
running these days — no matter what we do when we get divorced, pretty much everything we do becomes a
cliche. Heck, we just can’t help ourselves! I just prefer to go at it with a bit of humour, but also a positive
outlook. There is a reason why we have to run marathons and cross new finish lines.

Don’t get me wrong, all this talk on grieving and looking back, you’d think I was still sad or something.  I’m not
other than what’s beyond the usual healing process. I’m simply moving on, very philosophical and looking at
where I’ve been and thinking of where I’m going, now, with my little guy.  These posts since I’ve archived the
older Joy of Autism blog (see side margin) are much about growth and moving on. It’s why I’ll be starting a
second blog in this site soon — so I can keep the focus on autism for those of you who just want to read about
that, and then another blog which is just more of what I love to do, which is to write about pretty much
everything.
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Facebook has been a great tool for advancing The Autism Acceptance Project (I’m also working on changing
this site), and keeping in touch. I’ve actually had a real-life, face-to-face conversation with some of my old
friends who have reconnected with me through Facebook. Imagine that? Coming out from behind the screen!

As long as the tool enables communication but also connection beyond the screen, I like it, but I admit to
“checking in” with people on Facebook and Twitter just to feel connected.  My blackberry just went down today,
and I can imagine how many messages I am missing!! I’m not connected!  A girlfriend actually CALLED me
yesterday (remember that old fashioned telephone thing?) instead of emailing me, ON PURPOSE. Some of us
are recognizing that it’s pretty important to hear that other voice on the end of the line.  But for every complaint,
there is a blessing. Mine is reconnecting with old friends where the phonebook became out-of-date and
Canada411 couldn’t find them for their changed names.

One of my high school girlfriends sent me these today ON FACEBOOK…more photos of the Estee-gone-by…
as Hodel from Fiddler on The Roof (might that have been a prediction of Catholic girl turning into stubborn
Jewish girl?) and Ethel Tofflemeyer in The Music Man. These were classic high school days where I spent
nearly all my days rehearsing and performing. It was my real passion back in the day and where the enduring
friendships were made.  And I look at that really young girl and realize that she was whole back then and she
didn’t know it. She knew what she wanted and she went for it, even though she thought she wanted more. Before
boyfriends and husbands, she did what she really wanted to do.

And today, it is the girl I admire the most and the fondest of all my memories, with the exception of Adam’s
birth.  The girl who makes me remember what’s really important for her.  When I look at Adam, and even many
adults, I also remember just how precious a young heart is. It also reminds me to encourage Adam to follow his
own heart. There is a reason, I suppose, for having memories.

As Hodel in Fiddler on the Roof -- the train
station scene where a stubborn daughter leaves
her loving father to do what she has to do. She
has to break with tradition!
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Lisa, my friend who sent me this ol' pics front
and centre. I'm on left in The Music Man.

Michel, an old band-mate front and centre. I am
in background on right.
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“It’s a fine balance.”

Filed Under (Activism, Celebrity Advocacy) by Estee on 30-09-2009

Recently, John Travolta admitted his recently deceased son Jett was autistic:

Travolta recounted in last week’s testimony how he tried to revive Jett, 16, who had fallen after a seizure in a
family vacation home on Grand Bahama island.

The actor also publicly acknowledged — for what is believed to be the first time — that Jett had autism. News of
the testimony sparked an ambivalent reaction from the autism community.

“I ran downstairs with my wife to help my son,” Travolta said Sept. 24, according to The Associated Press. In
his testimony, he said he and his wife Kelly Preston were awakened by a nanny around 10:15 a.m. Jan. 2, 2009,
the day of Jett’s death. Travolta said when he went downstairs, another caretaker was doing chest compressions
and he began administering breathing help.

The actor testified that his son Jett was autistic and suffered seizures every five to 10 days. He said the seizures
would last 45 seconds to a minute and Jett typically slept for 12 hours after each one. “He was autistic. He
suffered from a seizure disorder,” Travolta told the jury when asked about his son’s condition.

Looking at pictures of Mr. Travolta, I feel for the family deeply. Perhaps because of my own recent strain of
going through divorce and watching Adam go along with us, maybe it has sparked some deeply painful feelings
for me. Thinking of Adam’s future, as we must do when we go through a divorce even more so than ever, and
we have to consider all the possibilities of epilepsy as well.
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Going through all of this and reading stories about the Travolta family (I could not imagine having to go through
this in the public eye) I have compassion for them and all the families who are not in the public eye — ABA,
RDI, I really don’t care.

I care about the rights of our children. I care about not denigrating them by saying they are “less than” or “a fate
worse than cancer,” because political exaggerated political sound-bites (even if there is an snippet of truth about
the struggle) does not benefit anyone or any cause. We all must deal with the daily care, the worries, the strain
on the family as well as on autistic people as a community. And I still believe that society does not yet have a
healthy view of disability or autism and that needs real work and evolution. But I have compassion. I have
compassion for those parents who are in depression because of autism. I used to be a more vocal activist (that
may not change but may change it’s form), but the school of hard knocks has made me realize that my way of
coping with Adam and non acceptance (of me as well as of Adam), was with activism. As I’ve reflected over the
past year, activism for many people (like me) is a way of coping with crisis that might otherwise have sent me
into a place where I might not have been able to function. My nature was also a part of activism — I was not
about to give up on a child that, despite some hardships, is still pure joy to me. Some activism is harsh and
negative, on both sides of the political spectrum. It leaves us with less energy rather than more. In real life, when
we have a strong opinion, we will be met with opponents. There is a healthy way to debate and an unhealthy
one. There are rules of engagement as there are in war, when the going gets really tough. Using children for the
sake of angling is not okay. I prefer to read the blogs and writings of parent and autism activists who can see
both sides of the experience.

I say this with the recent report on the Travolta family because I want to support what they have gone through
and know the kind of love they must have had for Jett and the pain of the loss of him, in the midst of what I
imagine to be an oncoming political agenda to use the family in a most difficult time, rather than a simple
compassion (not pity) for them. I just do not think the time is right.

Joy Behar and others on The View talked about why John Travolta did not come out earlier about his son’s
autism. About a couple of years ago, I too came out rather harshly on Mr. Travolta in my older Joy of Autism
blog for not “coming out.” But Joy, I think said it right. It’s up to the family. It would be my hope (and is
obviously my decision as Adam’s mother) that more parents will understand that to advocate for inclusion and
acceptance means we have to “come out.” But Joy is also right by noting that the labeling aspect can limit our
children to meaningless sound-bites, where popular representations and culture whittle down our children’s
individuality and abilities as well as real challenges.

As far as Adam and I are concerned, we walk the fine line everyday. As his mother, it is my job and choice to
advocate for him to attend any program that I believe he would enjoy, excel, or where he has a right to be with
his community and to learn. He is different and it is not appropriate for people to put the onus on Adam to “be
like” other children. Rather, the onus is on us to quiet our expectations, and live with everything Adam can do
and offer and to pick up quietly and patiently on what he can do in order to nurture him.

So “its a fine balance,” as Joy said, between revealing and not revealing. But I’ve laid my bets on revealing for
the sake of a better, more accepting world. And as I learn about autism acceptance more everyday, I also am
beginning to learn how to accept myself, my evolution as an autism mom, a person with strengths and
limitations, and an autism activist. More on that later.
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The Joy of Autism:
because finding joy doesn't come without struggle; 
because the point is to find it; 
because if an autistic person calls autism their way of being, not an illness, then it is; 
because every human has value and is a joy; 
because despite inhumane acts, I believe in humanity; 
but most of all, because of my son Adam.
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