
It saddens me everyday to see that the ABA “advocates” want to

make this a zero-sum game: either you’re an absolute ABA

supporter or you “swim with the dolphins.” It should be extremely

frightening to society at large to hear parents call their children

useless, or to think that ABA and institutions are the only options

for autistic people. It is even sadder when a Globe and Mail

reporter doesn’t do her research to either get her facts right, or to

get the very important other side of the story from autistic people

and the many parents like me who just wants my son to go to

school and be allowed to receive the accommodations he requires –

whatever they may be at different points throughout his life.
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More Positive Autism

I'm about to go away for a few days and may not post to my blog. I

find I'm at a loss for words these days, which is a sure sign I need

to retreat, be alone, collect my thoughts.

In the meantime, for Toronto viewers, I've posted a little more

"positive autism," and I hope that people will figure out that no

matter what level of "functioning" we can surely all learn from

each other. It's like what Jonathan Lerman says, a man who at ten

was still completely mute, who is learning to speak more and more

today, going on nineteen years of age: "There's no such word as

can't." And you don't have to be a Nobel Laureate either!

Vernon Smith, Nobel Prize Winner & Autistic,
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Young Blogger Asks Age Old Question



To cure or not to cure, that is the question. This is a post

by a 20 year old David, who decided to take a year off college to

persue this project in his blog titled Growing Up With a

Disability.He is recording both personal stories and stories of

others with disabilities. Here is an excerpt from his post, which is

applicable to autism:

My first interviewee, “Ashley,” discussed her perspective on a

cure for her learning disability. Ashley said she would only accept

a cure if it were on her terms. What society calls rigidity and

stubbornness, Ashley calls discipline and focus. From her

challenges, Ashley has learned patience and perseverance. She

feels aspects of her learning disability have helped her become

skilled at math, science, martial arts, and fitness. Ashley wonders

if a one-size-fits-all cure of her learning disability could rid her of

some of her very best qualities.

Many people who have made valuable contributions in society

are thought to have had learning disabilities. Would Leonardo da

Vinci, Pablo Picasso, Albert Einstein, and Winston Churchill have

wished there had been a cure? What about Jay Leno and Robin

Williams? Would these and other people with learning disabilities

share the same concerns about a cure as Ashley? Would the

unique talents and gifts of these scientific and creative individuals

be lost if their disabilities were cured?

I wonder how Franklin Delano Roosevelt would have been a

different leader had he not had the perspective and skills learned

from dealing with polio. How would Stevie Wonder and Ray

Charles be different musicians if they were sighted? How would

Beethoven's 9th Symphony be different if he had not lost his

hearing?

These are interesting questions to think about. We, as a society,

are quick to point out the negatives of a person's disability; with

a little effort, strengths can be seen too. Disability is a natural

part of human diversity and should be respected and treasured.

Thanks, David!
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The New Member of Our Family

    

Meet Kiki, our new

puppy...born

today...the breeder

just sent us a photo

of her. Finally,

Henry has bitten

the bullet and

allowed us to get

one for Adam. As an only-child myself, I am ecstactic for Adam. I

grew up with three dogs (at different points of my life) in my

grandparent's home. I took care of them whole summers, saw

them every weekend. While I know I will have a new "baby" to

take care for the next thirteen years, I cannot be happier.

This makes me think of all that Adam has given me, including the

courage to get a dog of our own. I think now of the lines my recent

favourite children's book, You Are My I Love You, by Maryann

Cusimano:

"I am your favorite book

you are my new lines

I am your night-light

you are my starshine

I am your lullaby

you are my peekaboo

I am your goodnight kiss

you are my I love you."
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We Are All People First

A Credo For Suppport (Spoken Version)

An Excerpt of a story written by a father of a Down's Syndrome

girl:

[at the birth of their child]"The masked pediatrician finished his

sentence. Abruptly, he turned and left the room. Two nurses

began to sob. I looked at Jonna. She looked at me.

Thus began our wrenching, happy, challenging, humanizing,

angry, crusading, broadening, rejoicing, proud adventure in

parenting a child with a developmental disability. Over the past

then years, we have learned that there is very little wrong with

our daughter. but a great deal wrong with the culture into which

she was born.

As for so many other families of children with disabilities, our

first experience was in 'medical' enviornment. It took us a while

to realize that the 'medical' environment thinks about children

with disabilities using a 'medical' model -- a model that teaches

parents to think of their child as sick. Subtle and not-so-subtle

messages tell parents to do everything they can to make their

child more 'normal.'

Several years ago, on the advice of a medical professional, we

went to see a specialist who dealt with issues of growth. We

were concerned that Elenor was too small, and we wanted to

know what we could do to make her taller. In other words we

wanted to subject her to growth hormones in an effort to make

her look more 'normal.'

What we learned was that she is in the fiftieth percentile for girls

her age with Down Syndrome. How much more normal could

she be?" --From The Perfect Daughter, by Michael T. Baily, from

anthology: You Will Dream New Dreams: Inspiring Personal

Stories by Parents of Children with Disabilities.

Autism has been around for hundreds of years. Only since 1943,

and then again, not until 1980, did we pay attention to this "new"

diagnosis, which is really just a better awareness. Luckily, as more



children and adults become identified, we CAN produce better

opportunities that understand the learning potential and abilities

of every autistic person. Horrifically, society and parents who

continue to insist their children are terribly ill, can continue to

propulgate the fate that was once bestowed upon people with

disabilities in the past: stigma, segregation and stereotyping and

worse.

   PHOTO   PHOTO

FROM THE

DISABILITY

MUSEUM:

CHRISTMAS IN

PURGATORY.

If Dr.Wendy

Roberts, the very

person some of you

stake your cures on

says, "we will never find a cure for autism," then we should listen.

There is no cure for many differences of the human condition. We

must cure society of it's naivite and help our children get the

supports and opportunities they deserve. We must invest in

learning to understand autism even better than we do today, and

we must consider how much society can drive science to appease

our desperation.
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What Preys on Personhoods

The press incite panic

Pejorative parlance professes improper pedigrees

and peadiatric pandemic of percentages and preseverations

propogates parental paralysis of proper analysis

and instead posits piteous epidemics

that prey on personhoods.



This from The Cornell Daily Sun (thanks, Steve)on the press and

science:

Every few years, a press release touts a breakthrough in autism

research or treatment. The list of these discredited causes or

treatments of autism includes secretin infusion, the MMR

vaccine, chelation therapy and facilitated communication. Each

of them has given parents false hope, or worse, false guilt. The

researchers behind these press releases suffer from the most

ethical of motivations: they sincerely believe that their

conclusions are sound, they perceive a prejudice of the scientific

establishment against these conclusions, and they sense an

urgency to communicate their findings to the broadest possible

audience of scholars and, more significantly, parents, so as to

prevent autism’s ongoing tragedy. This well-motivated urgency

often results in circumvention of peer review, the careful process

by which scientific findings are vetted and judged worthy of

presentation to the broader community. Despite its many faults

and delays, peer review remains essential to maintaining public

trust in science. Read FULL ARTICLE HERE

Matthew Belmonte is an assistant professor at the Department of

Human Development at Cornell University. He can be contacted at

mkb4@cornell.edu. Guest Room appears periodically.

Morton Ann Gernsbacher from her article REACHING FOR

RELEVANCE:

As we all know, times have changed. Psychological scientists feel

the crunch of funding cuts, the burden of congressional

accountability, the threat of prioritizing applied over basic

research. Therefore, psychological scientists are now reaching

for relevance — often, it appears, to the point of gratuity.

Nowhere is this more apparent than in recent press releases

issued to promote publication of basic scientific research.

Consider the following three examples.

Admittedly, I have a dog in this fight – a dog that could well be

apparent through all my presidential columns. I am mother to an

incredibly wonderful, light-of-my-life, engaging and eccentric

autistic son. I am actively involved in several federally funded

projects empirically investigating various aspects of autism. I



also believe strongly that whenever we, as researchers, write

about autistics or Jews or women, we must be cognizant that we

are discussing and describing members of our society.

Indeed, I submit that whenever we write for the public, we must

be more not less circumspect. We can’t depend on stereotype, a

Hollywood movie, or a casual conversation with a colleague to

provide us with knowledge of the phenotypes that NIH cares

about. Instead, we must research the implication of our findings

with the same rigor that we research our basic phenomena.

Relevance is a prized commodity these days, but let’s not buy

relevance at the cost of scientific inaccuracy and societal stigma.

Here is some of the effects of the stereotyping and stigma that

arises from so-called "FACT SHEETS" released by some parents,

research news released by press, and unproven and even non

peer-reviewed studies by some scientists:

Being an Unperson

And then there is a new blog by a mother, Autism Voice. Ms.

Sinclair says this:

In either case, society is telling us how we should feel- happy or

unhappy. But in reality, no one else can dictate your feelings,

unless you allow it. You truly decide how you feel from moment

to moment. You decide if you're going to buy someone else's idea

about how you should feel. And yes, you can decide to be happy

or unhappy, despite what everyone has told you. You can decide

to be happy now, without waiting till your child is recovered. I'm

not talking about denial, where you're pushing down feelings and

pretending they're not there. I'm actually talking about making

the decision to be truly happy.

That doesn't mean that you give up on hoping and trying for

more. If you can hope and work for your child's best outcome

without making your happiness dependent upon it, and if you

fully accept your child as he is now, even with his autism, then

your child will feel that acceptance and positive expectation, and

will respond by believing in himself.



I don't need to write today. It's been said. When will it sink in?
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Joy of Autism Event Opening Photos

As promised, here are a few of the photos from October 5th

opening at Lonsdale Gallery of The Joy of Autism: Redefining

Abiltiy and Quality of Life. I have yet to get you good installation

shots.

    

Larry Bissonnette

among incoming

crowd.

    

Jonathan and Alan

Lerman and Estee

Klar-Wolfond

    

Crowd begins to fill

The Lonsdale

Gallery.



    

More Guests.

    

Guests.

    

Master of Ceremonies: CTV

News' Ken Shaw.

    

President of TAAProject Board,

Dr. Nehama Baum.



    

Crowd.

    

Crowd.

    

Guests listening to

my speech --

notice only my

mother is smiling.

:)

    

Of course,

Jonathan is smiling

too -- just before

he yelled, "SELF

ESTEEM!"



    

Larry "speaks" to

the crowd. You do

not see the screen

upon which his

words could also be

viewed as they

were written.

    

Martine Stonehouse speaks. An

autistic board member "in

waiting."

    

Michael Moon speaks. He is also

an autistic member of the

TAAProject Board.



    

Brian Henson speaks. Brian is

also an autistic member of the

TAAProject Board.

    

Ellen Yack, TAAProject Board

Member.

    

Brian among some

of his photos.
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The Plastic Pumpkin and the Candy Factory



    

This is my Alphabet Boy.

    

Adam handing out some candy

to a little devil.

    

The mezmorizing

plastic pumpkin!
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Halloween Update

Someone suggested that Halloween is an attempt to normalize an

autistic child. I agree and don't agree. If you expect your child to



be something they don't want to be, then obviously that isn't right.

If the expectation is to enjoy each other, to do one's own version of

a something, to make "our own Halloween" -- an adapted version,

and the child seems to enjoy it, (and as parents and educators we

have to constantly evaluate our interpretations of what we even

think our children enjoy because it can also be an imposed state),

then we can use the opportunity to build an experience. It can be a

valuable learning experience for everyone.

Adam enjoyed painting faces on pumpkins -- especially the

triangle eyes. He particularly enjoyed these mini pumpkins on

sticks and we painted a face on one that he's been carrying around

for three days now. He loved his alphabet costume (the alphabet

part anyway) as he tried to pluck the letters off his shirt. He

enjoyed a couple of little kids coming to our door, and he greeted

them with a big smile. He certainly loved his lollipop and then a

stroll down the street to watch the rotating ghosts in blown up

plastic pumpkins and strobe lights at some of the houses.

It was our Halloween and if Adam didn't want to participate at all,

that would be fine. I always think a little sharing is what's

important here -- a non autistic mom and her autistic son sharing,

compromising. It's what Morton Ann Gernsbacher calls

"Reciprocity." He comes out for a walk to view the lights, and I

enjoy what he takes in, watch his face and try to learn from him as

well. It was an opportunity to do something together.

I don't need him to go door to door for candy. It's just not the

point. The point was how we shared the sewing of the letters on his

shirt, how we called it a costume, and that he learned about this

silly night called Halloween when kids get candy. I like to expose

Adam to lots of things. He decides in the end what he likes and

doesn't like. It is not normalization. It is just sharing, learning and

compromising. The best part for us was not the actual eve, but the

night before, when we made something together.
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My Avenger



Tonight is Halloween. When Adam was two, his grandmother

made him a little bunny costume and we went out trick-o-treating.

Those were the days when Adam was learning “open door,” and

during the crisp Halloween eve, he thought that every door that

opened obliged him to walk through.

“No, Adam, you take the candy, see?”

He would reply with a whine. He just didn’t understand why he

couldn’t visit every house that opened their doors to him. Candy

was also something he hadn’t yet discovered.

The second year, I decided not to make a big deal out of

Halloween. He would wear the bottom part of his bunny suit from

the previous year, and answer the door to hand out candy. This

was a hit. Adam was beginning to learn how to give and take, and

he took delight in the children coming to our door in their

costumes, and placing his tiny hands full of candy into their pillow

cases. Later, it was a pleasant enough evening to walk over to our

friends place to experience the “receiving” of candy, but at age

three, he still wasn’t that keen.

This year, at age four, I am building on what I’ve learned. Adam is

not yet that excited about Halloween. Instead of making him

Spider Man or some character we both don’t really know, I sat

down yesterday and stitched letters and numbers to old clothes.

He will be ALPHABET BOY. My hyperlexic little guy was

delighted. He watched me stitch the letters to his clothes with

great focus.

“This is the needle and this is the thread.”

“Thread,” he’d repeat, watching me holding it tautly in the air.

“This is your costume.”

“Costume.”

“You wear a costume on Halloween.”

“Halloween.”

“You get candy on Halloween.”



“Candy,” he perked. Since last year, he has learned all to well the

pleasures of candy.

I bought some pumpkins and we drew faces on them. We wrote a

little story of how he will get into his alphabet costume and give

out candy to the children at our door.

It was really nice to do this for Adam. It was wonderful for me to

see him watching me sew the letters on his clothes and be a little

interested in Halloween – or at least his mother’s sewing.

As I sit in the rocking chair I once nursed him in, stitching letters

and numbers, feeling matronly once again, I consider with a great

warmth inside that this is as good as it gets. -- this bond, this love,

this peace. Adam may not be the man who leaps tall buildings, but

he is my super hero, my avenger, my…Alphabet Boy.
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Amanda Speaks

Reply to Autism Speaks and GRASP Articles of

Understanding

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 10/29/2006 04:57:00 PM
0 CO M M ENTS  LINKS TO  THIS PO ST

S A TU RD A Y ,  OCTOB E R  2 8 ,  2 0 0 6

 

Sadness and Joy

Last night, The Autism Acceptance Project drew closer to its end

with a concert by Michael Moon. People were “sad” they said,

because the month-long events are drawing to a close.

There is some sadness in me too. One thing I came to learn: when

there is a safe environment for autistic people to come out, they

do. I met more autistic people here in Toronto than I knew before.



I felt last night that we had a mini Autreat going on and at the end

of Michael’s concert he had us all singing Alleluia. I’m not a

religions person, nor was this sung in a religious context, but surely

this is what it was all about: Thank God we are all here, together,

and we believe in each other. Humanity oozed in the room.

Difference was transcended. We were all equal with the music. As

the battles are fought outside, much needed peace swathed us

inside.

I have two potential new autistic board members – one who is non

verbal and uses a keyboard. It’s all about accommodation and how

people can participate and not about how they cannot.

As the year continues, we will continue our talks with government;

we will get autistic people into the schools as we plan our series of

talks on the inside – familiarizing students and teachers with

autism from the source.

As well, I will be talking at a few conferences across Canada next

year.

We have a growing membership and our website will soon change

to keep people up-to-date on the news and our efforts to increase

opportunities and better education and services for all autistic

people and their families.

Next fall, we are focusing a lot on education and science in autism.

We have been asked to produce a magazine as well…TAAProject is

hardly over even though the event is drawing to a close.

Thanks to all who participated in the event this year – coming a

little closer to promoting a healthy dialogue about autism, even

among the fury, perhaps coming closer to viewing autistic people,

well, just human. Thanks to all the parents who brought their older

autistic kids out (21 and above) who really want vocational

opportunities for them. While TAAProject can’t do everything all

at once, we understand the need to integrate everyone.

I was thinking about the Combat Autism Bill today, the name

which is very unsettling for me, as a mother. I squirm at the

thought of my son asking me about why he has to be combatted

when there are real issues to contend with, like bullying in the

school yard, isolation from being different. Real issues that we



COULD transcend if we promoted tolerance and educated others

about how to accept autism. I was thinking how we need to form a

group of scientists without stigma, how we must reword our

scientific questions: Research FOR Autism and the like. Lord

knows we don’t want to combat our kids who are intrinsically

autistic. We want to help them, enable them.

I wanted a perfect ending... Now, I've learned, the hard

way,

that some poems don't rhyme, and some stories don't

have a clear beginning,

middle, and end. Life is about not knowing, having to

change,

taking the moment, and making the best of it, without

knowing

what's going to happen next. Delicious ambiguity.

--Gilda Radner
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What We Gain

Valuable Autism

Thanks Dinah and Ralph and all those who have contributed to

research in autistic ability.
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Building Bridges

If you believe the impossible, the incredible
can come true.



As the Joy of Autism: Redefining Ability and Quality of Life draws

to a close on November 5th, it is far from over.

The experience, as a parent, has been incredible, if not speckled

with very few vitriolic comments from some parents. Most

comments are filled with similar determination of parents seeking

acceptance for their children.

Nonetheless, The Joy of Autism concept rose to the surface some

of the angry divides that still impede the progress of all our

children – through the belief that autistic people do not know

themselves, or have no right to discuss autism if they are verbal,

or have written communication abilities. It is a divide that

continues to puzzle me as I believe that by working together with

autistic people, we could do so much more for our children.

Instead, by putting autistic voices first, some parents even go so

far as putting their children so far down, “my child can’t do

anything.” Having met many autistic adults over the course of the

last two years, I haven’t met any disabled individual, autistic or

not, severe or not, who can’t do anything. People can always do

something and it is this something that continues to drive this

discussion about just what a quality of life is – for people with

disabilities and their families.In this blog post, I've searched for

some messages that we can learn from other disabled

communities:

Disability awareness

In an Articles of Understanding, between GRASP and Autism

Speaks, Alison Singer, Senior Vice President of Autism Speaks

states that perhaps Aspergers Syndrome should not be classified

as ASD. She states, “…the differeing abilities of persons with

Asperger Syndrome are nothing like my daughter’s autism. When

we at Autism Speaks use the word cure, we are most often focused

on the people at the lower end of the spectrum.”

This is the most misunderstood aspect of autism and perhaps the

spectrum idea has to be further clarified and less generalized.

Every parent who will contest my use of JOY with autism will use

that argument saying that my son is high-functioning and theirs is



“much more severe." The whole concept of high functioning and

low functioning has muddied the autism waters. As my son grows,

I know he is intelligent. However, at nearly five years of age and

with many approaches, he still does not speak. He is quasi verbal.

He still flaps his hands when he’s excited (a beautiful sight as it is

an expression of extreme happiness for him). He still has motor

difficulties. This from a child who was diagnosed “early” – at

eighteen months of age (a note to all those on the "early

intervention" bandwagon). Yet, he still learns and he will continue

to learn throughout his lifetime.

In order to clarify understanding, autism, as Jim Sinclair adeptly

put it at the Joy of Autism lecture series, is a dissonance of

skills. While one person may be verbal, they may still possess

autistic behaviours. Another, who may be non verbal, may have

less autistic behaviours. Or consider the person who has learned to

"behave" like others, but is still autistic. It is so difficult to

categorize autism into shelves of intelligence with high and low

functioning distinctions. Amanda Baggs is a perfect example of a

woman whose intelligence is so laser-focussed, I have to admit she

makes me think twice about my own preconceptions and beliefs

almost daily. She needs daily assistance and is completely non

verbal, using a keyboard to type. For more information on

Amanda, go to Getting The Truth Out. In the same city lives Larry

Bissonnette, who is in the exhibition part of Joy of Autism:

Redefining Ability and Quality of Life. People who don’t bother to

come to visit the show, have assumed he is “high-functioning.” But

that means nothing. Larry can’t talk, and he uses a device to

speak, through typing. He still draws lines in the air with his

fingers and repeats words. He is aware of his repetitive speech and

the way he looks to others, despite the fact that some may think

he is incapable of deep thought. Yet, he is. He is a philosopher as

well as an artist. And there are more. Consider those f who were

taught to use a typing device, like Andrew Bloomfield here in

Ontario who submitted a poem for Autspoken -- despite his

“silence,” he shows that autistics do "speak." What they say has a

lot to do with how we view our children, how we view autism, and

how we value human life.

Segregation of high and low functioning autistic people is

problematic. We should not allow this categorization to decide

which human life has greater value, simply because one person

may be more obviously in need of assistance. The argument to



cure low-functioning autistics because they cannot do as much as a

high-functioning autistics is an obvious categorization of human

worth. Who gets to decide? Perhaps one’s “severe” is another’s

“moderate”? For the parent who says their child “can’t do

anything,” they need some exposure to many more autistic adults

– of all areas of skill "dissonance." When we marry people with

people, sometimes the fear just slips away. This is why it makes no

sense to exclude every autistic person in discussions about autism.

Here is the catastrophe of the zero-sum game that a cure implies:

either seek to cure your child or do nothing. Autism isn't a zero-

sum game. We also know that parents who accept their autistic

children don't sit idle and do nothing for their children. We still

educate, use various therapies that do not seek to normalize the

autistic person but enable them. We still sometimes require

medications for anxiety, epilepsy, depression, for instance. Yet, we

must be careful with medications too – anti psychotic medications

are again being prescribed for autism, reminiscent of what

happened to many autistics when they were once institutionalized.

Autistics will tell you up front what those medications did to them,

and we need to hear it again. If people just allowed others to be

autistic, recognize strengths and abilities in all people, no matter

how severely disabled, we could enable every individual to

contribute to society to the best of our ability.

We need to set up facilitated places of business to employ disabled

people -- non disabled and disabled people working together. We

need more employment outreach services that can place those in

companies who can be placed. We need creative opportunities for

those who need more accomodations. No one should be left behind.

Every community should include each member of our society.

Instead of throwing money at a cure, the corporate community

could contribute to the real values of community, and could

enable and empower people. Let's say you still hope for a cure?

What if it takes another fifty years or more? That's an entire

lifetime for our children. Switching our hyper focus from cures to

enablement -- education, vocational training, social skills training,

inclusion, and more -- could actually create the real hope parents

are after.

Michael John Carley, Executive Director of GRASP also wrote an

Articles of Understanding.:



“If the autism spectrum runs from A to Z; and if Albert Einstein is

an A, and that non verbal individual a Z (using ability to succeed

in the world as our spectrum), then where is the

Autism/Asperger cutoff? Is the line in the sand drawn at M or at

N?

Although GRASP does not have non verbal folks participating in

our support groups, the problem for is is that, in addition to the

M’s and the N’s, we see plenty of G’s and T’s along the

functionality spectrum. And we see no dividing mark. We see a

gradient. We see a gradual progression of abiltities and

challenges that flow into each other quite naturally. Also, if there

was a dividing line between M and N, what if N was able to

improve enough to cross over to M? Again the diagnosis can’t

change, but the affected individuals almost always do, and often

quite dramatically.”

We can't sensationalize autism and present it like cancer. It isn’t a

terminal condition and it is not completely debilitating. The door

doesn’t shut at age six. Autistic people continue to learn

throughout their lifetime. What you see at age five, twelve,

eighteen, is not the same autistic person you will see at thirty, and

fifty. While some autistic people will require more daily assistance

than others, it is their right to obtain it while also having the right

to focus on their areas of interest – to improve their quality of life.

If an autistic person isn’t toilet trained – move on, says Camille

Clark in an autism podcast this past summer. Perhaps it will

happen or never happen, but the point is that there are always

other skills that an autistic person has that can be nurtured so that

they feel competent and valuable to society and to themselves.

How can we move beyond the divides and accomodate the

disability to utlize the ability for the benefit of us all?

Autistic people are not vegetables. Despite the way they may

manifest a behaviour, or not, they are aware of what goes on

around them. It frightens me when parents believe that there is

“nothing” there. It frightens me when I hear parents caging their

children in their bedrooms at night “to keep them safe.” Treat an

autistic person like an animal, you will get an animal in return. It is

the parent’s responsibility to keep them safe, but to also protect

the dignity of their child. If an autistic child may wander, get an

alarm system, put hidden inside locks on the doors, but don’t cage

him in.



If a parent is depressed or overwrought, get help. There should be

more supports set up for understanding autism as well as respite

for parents who still need to take care of themselves and feel safe

to express their feelings with these challenges. Go to a support

group with autistic people in it. Autistic people are very

understanding if you are open.

But don’t divide autistic people, and don’t divide us as parents. We

have so much to share and learn from each other, from autistic

people who have taught me more about autism and how to parent

my son than any scientist or clinician. It is called humanity. Look it

in the eye. Don’t boycott it so that the autistic person becomes

further dehumanized by society. Don’t as a parent, continue to use

pejorative language regarding your child who does understand

how you feel and what you say about them. Don’t wish me or

anyone else “an autistic child,” as a curse. (Someone did this to

me once, which I had to laugh, since they did not know I had an

autistic child. It was also very perverse to talk about autistic

people in this regard).

If you are fighting to cure your child, know that it may be futile.

We have been trying to “cure” autism for forty-odd years. Well-

regarded scientists everywhere are stating that they don’t think

autism “will ever be cured.” Yet it continues to be central to this

debate when we must begin focussing on the real issues at hand:

how do we get our kids educated, included, accepted, and

integrated into society as best we can? How do we do this by

respecting them as autistic people, without trying to change their

very being?

Many scientists are making their livelihood on trying to bring a

cure, to no avail. People will accuse me of not wanting to cure

Adam. But as I said in an earlier post, to answer that question

quickly is scarrier than the question itself. What about answering

the questions that arise from the very possibility like who gets to

decide? What do we have to lose? Who would we lose if there were

no more autism in the world? Can we separate finding a means for

a non verbal person to become verbal versus curing the autism?

Can we keep the autism abilities while curing the disabilities?

These are questions that can leave our heads spinning, but spin

they must.



Some autism charities use the fear tactic to get you to give more

money to find a cure for autism. Some families use “life-saving

cure,” language to get the government to offer more money for

specific services. It is wrong to use incorrect facts and fear tactics

to market for money to cure autism without regard for how the

autistic person feels about it, and at the prospect that many well-

respected scientists will admit that a cure is still improbable.

Do autistics need help? Yes, they do, but not this way. Not at the

expense of their personhood and dignity. Not with pity parties

dressed in diamonds. They need real help, real acceptance. They

need us to learn and roll up our sleeves.

I had to chuckle the other day. A couple of people got angry at the

Joy of Autism title, but it is not a foreign concept even for life-

threatening diseases. The Toronto Sun last weekend had an article

called “The Gift of Cancer.” Ellen Schwartz, whose young boy has

Canavan’s disease and is not expected to live very long, wrote

about the joy of having a boy with Canavan’s disease. Joy and Gift

is often associated with adversity. Often, in the face of dire

circumstances and the unexpected, we have found more purpose

and joy in life by appreciating it all the more. Disabled communities

“celebrate disability.” So what this tells us that we are at a very

young stage in understanding autism, that the debates that occur

today, were the same that occurred with the deaf community, with

the homosexual community (the latter were thought to be

severely mentally ill). I will continue to celebrate and cherish

autism because of all the autistic people that I know. I will

celebrate autistic people as I learn to accept what is and what can

be achieved faced with such adversity. By looking to other disabled

communities, I feel we can inform ourselves about our

preconceptions about what disability is and how we tend to regard

it. Ask yourself, what can we learn from people with other

disabilties?

Wonder

By believing in autistic people, we can obtain the services and

education that is their civil right. By complaining about autistic

people as being “a burden on society,” and more, we cease to

acquire services and accommodations and dangerously head

towards a sophisticated eugenics model that begins to assume that



no autistic should exist because they are vegetables and “are

unhappy,” and are an economic burden.

As a parent of a moderately autistic child, I take issue with anyone

who will market autism in a negative way in order to obtain

money, or parents and organizations that exclude autistics from a

dialogue where everyone has to benefit from each other. I take

issue with scientific bias. I take issue with every single press

release being reported in the media to the point that parents are

on this frenzied ride to “cure” their child’s autism:

Let’s take a look at the last month alone:

Last month older dads caused autism

Then, about a week later, high cholesterol did.

Then, about two weeks later, excessive TV watching caused

autism

Get the picture? I could go on. Scientists need to take more

responsibility for what they are reporting, as reports cause frenzy.

The public needs to understand that some scientists also possess

prejudice against autistics. If they don’t believe that autistic people

are people first, then what direction do you think the science is

headed? Parents have to really stay abreast of who is behind the

science, and get off the recovery train that leads to nowhere, that

only lessens a family’s quality of life by the sheer exhaustion of this

never-ending "recovery" journey.

It’s a real struggle to get an autistic child an education. It is a real

struggle to go into public and have to explain autism to just about

everyone who wants to know. It’s a real pain when someone comes

up to me and says “Your child is autistic? Oh, I’m sorry.” It takes a

lot of guts to stand up and say “What for?” Most of us are still very

naïve about disability with its assumptions that disabled people are

“unfortunate,” and less human and entitled than the non disabled

person.

I am proud of my autistic son. I am proud of his joy, his efforts to

learn amidst those who have already tried to pathologize him and

his tenacity. As his mother, I am quick to sift people out. It has

become easy to see who really believes in Adam, who just loves

him for who he is, and who can see his potential. If this is autism,

yes it is a challenge, but not the autism as much as the stigma of



autism. I love being Adam’s mother and what he and autism have

taught me. Adam is a joy, and he humbles me with a his pure

child-like wisdom that the only thing that's really important in life

is happiness. Perhaps it is innocence still unscathed. I look ahead to

his teens and beyond. I see the bumpy road ahead. It is there but I

won’t complain. We'll keep moving forward. I will always be proud

of my autistic son, Adam.

From Ellen's book -- an excerpt by Emily Perl Kingsley:

The stewardness comes in and says, "Welcome to Holland."

"Holland?!?" you say. "What do you mean Holland? I signed up

for Italy! I'm supposed to be in Italy! All my life I've dreamed of

going to Italy."

But there's been a change to the flight plan. They've landed in

Holland and there you must stay. So you must go out and buy

new guide books. And you must learn a whole new language.

And you will meet a whole new group of people you would never

have met.

But...if you spend your life mourning for the fact that you didn't

get to Italy, you may never be free to enjoy the very special, the

very lovely things...about Holland.

Imagine...
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Autism isn't the Opposite of Normal

This one is for Carol Motts of CFRB Radio who suggested that all

parents of autistic children should make them as "normal" as

possible, as if it is a parental duty, and for anyone who carelessly

suggests that "Autism is a Living Nightmare." I can't imagine that

any autistic person would have felt safe to participate in that



phone-in discussion and as I tried to make my point on CFRB the

other day about sharing, respect and value, the MOTTS hung up

the phone on me. I was raising those points because The Motts

were discussiong "good behaviour" of students in a precedeing

program. Carol began to pontificate that the show of respect was

marked by a student saying "please," "thank you," and delivering

"eye-contact." I thought these were some good points to go on in

discussing how to respect autism in the absence of those

capabilities. (Note: I was also told that this wasn't going to be a

phone-in and I was the only person being interviewed about The

Joy of Autism: Redefining Abiltiy and Quality of Life event).

My next post will be about the responsibility of the media to

recognize the polemic discussion of autism without creating more

and more divides. It will be about the need to create safe

envrionments and healthy dialogue where autistic people can

participate with parents, as well as how parents can express the

challenges of severe autism without making an autism spectacle

that the media feeds upon, and at the peril of all our children.

When The Moon Come Up

Euthanasia Blues
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CJN article

Art, lecture project part of Autism Awareness Month. Click HERE

to view.
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Autistic People "Speak"



The following is a quote from Mike Stanton:

Autistic People are human beings with human rights that are not

predicated upon whether or not they or their parents are seeking

to normalize their condition and trying to eradicate all traces of

their autism. These rights include the provision of accommodations

that are necessary to maximize their ability to benefit from

participation in society.

Listen to Autistic People "speak" HERE Jim Sinclair, one of

the autistics interviewed here, will speak at the Al Green

Theatre in Toronto at the Bloor Jewish Community

Centre at Bloor and Spadina at 7 p.m.

There should be no question that autistic people, whether

keyboarding or speaking, have a right to participate in all

discussions concerning them at every level. They can help us

understand the issues at stake, how to understand autism, how to

accomodate and educate our children. We have nothing but to

benefit in every way from them -- for our children, our families

and our society.

Listen.
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Redefining Disability

I like the way this article Redefines Disability that we can all easily

supplant to autism. While a disability should be a passport to

services, it should not dictate the way you are treated and

regarded by your friends and family.

Read on: Redefining Disability: Revolutionary Common Sense by

Kathie Snow.
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Accepting Autism

I copied this from a scanned copy of the paper today. The

paragraphs are a little off in reformatting here.

COUNTERPOINT -- Today in The National Post

Accepting autism

Estee and HENRY WOLFOND

The article in last Saturday's Post headlined Redefining Autism

grossly mischaracterized the mission of The Autism Acceptance

Project and misrepresented

the role that we take in raising our autistic son. The premise that

acceptance

of our son's autistic condition equates to acquiescence or denial is

totally

misleading. Autism is a challenge. Our son works many hours with

us,with speech language therapists, with occupational herapists

and with his school teachers to learn and thrive in the world. We

do everything we can to ensure him the brightest future possible-

a future that will include autism.

Autism is a disability that needs to be accepted and accommodated

in society

in the same way that ramps are provided for the wheelchair-

bound and braille

is put on signs for the blind. We view it as a human rights issue.

The focus of

The Autism Acceptance Project is promoting the objectives of

gaining deeper

scientific understanding of autism and exploring methodologies to

enhance

autistic potential through reciprocal education of both the autistic

and nonautistic

populations. It is imperative that autistic individuals participate in

this dialogue. We advocate that more funding be applied to

research the inherent

strengths and weaknesses of autistic people. Services and

government financial support should be provided to accommodate

autistic people. All policies must respect the dignity and

intelligence of the autistic individual and their special needs.



While the title of The Autism Acceptance Project's exhibit and

conference,

"The Joy of Autism: may be provocative,it is organizations that

attack autism as a

disease to be beaten, the ones that focus on the "misery of autism"

(Autism

Speaks, Defeat Autism Now, etc.), that undermine the

opportunities for autistic

children to lead happy, productive lives. The message that war

must be waged on

autism leads to prejudice against autistics. Despite their peculiar

behaviour,

autistic people have intelligence, sensitivity and many other

empirically documented

strengths. So long as we persist with the view that normalizing our

children

is the ultimate goal, autistic people will continuously face stigma

and discrimination. Misery proponents lead parents to believe that

autism is attacking our children and needs to be eradicated.

Parents are channeled in to a therapy that aimsto normalize

behaviour - to make their children "inistinguishable from their

neurotypical peers." There is no accommodation for a parent who

accepts that

his child may at times behave autistically, but who still wants to

focus on developing inherent intellectual strengths.

If there is anything that could ravage our son Adam of which we

are most fearful, it is this attitude that he is somehow diseased,

insufficient or incomplete. As we evolve, let us all find a common

language that supports parents and families so that our autistic

children can be the best autistic children they can be. We work to

achieve every possibility for our son. Adam works very hard to

reciprocate, to become part of this world that judges him so

harshly. To witness such an affectionate, charming child be viewed

by society as less than human - in fact, "not human at all" - that is

the tragedy.

National Post

estee@taaproject.com

I Estee and Henry Wolfond are

founders of The Autism Acceptance

Project.
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A Human Rights Crisis

After The National Post article, I have mixed emotions.

Adam brings me great joy. Adam is autistic and that it's okay TO

BE AUTISTIC. Autism is entwined with many abilities as well as

challenges. I am resolute that we MUST as a society begin to pay

equal respect to autistic people who do not see their lives as a

tragedy, or that THEY are not like US, as such, inflicted with a

disease. Indeed, this idea is imposed upon autistic people by non-

autistic people, and continues to marginalize and stigmatize the

many autistic children AND adults living in Canada today. I am

resolute that I have a responsibility to defend my son's right to

accurate science about autism and that he not be assumed or

deemed a "burden on society." If we said that about our blind and

deaf communities, that would be discriminatory. Yet, it is

sanctioned in autism. I am resolute that we must continue our

arduous work at the level of human rights and science, to

understand autism in the face of such pejorative use of language

and interpretation of autism and its respective "behaviours,"

viewed from an abstract notion of what "normal" may or may not

be.

I read the first lines of the article: "Four year old Adam Wolfond

is comforted by shadows. Jumping on his backyard trampoline,

with his arms at his side and his face turned to the sun, he

wiggles his hands furiously so that, in the lower periphery of his

vision, he sees the sunlight flicker through his tiny fingers...his

shadow play is properly [bold mine] called self-stimulatory

behaviour [bold mine], like his habit of spinning around and

around and strangely never losing his balance."

I was immediately struck by this interpretation of autistic

behaviour. Again, looking at him from a non-autistic perspective,

and without knowledge of what autism is, or asking the question of

what that behaviour means for an autistic person (the article did

not interview many autistic adults in the room at Lonsdale Gallery

last Thursday night), there was a language use that lacks a



fundamental rigorous and respectful investigation of the autistic

perspective. This lack spotlights a false-belief that autistics don't

understand themselves or their own behaviour, or are even aware

of it, or that they understand how they are viewed by non-

autistics. Indeed, if you speak to any autistic invidividual (even the

"low-functioning" one who may use a computer to communicate),

one begins to garner an appreciation for the line formation of ice on

the ground that may twinkle in the sunlight. The behaviour of the

autistic person entranced by such a vision, may to us non-autistics

who may not appreciate the intricacies of such grand designs, be

interpreted as "weird" or "abnormal." Indeed, many an assessor,

who viewed my son at the time of diagnosis, often wears these

prejudiced glasses -- the outsider "interpreting" behaviour that

s/he does not understand -- and hardly does the work TO

UNDERSTAND. As a result, you will get such a skewed,

unempathetic, unknoweledgable, nay biased, interpretation of

what autism is for the non-autistic person, thus, a comparison

between what is and isn't "normal."

And then of course, Dr. Wendy Robert's, confusing "conclusion"

that while she feels autism is "on the continuum of normal," she

"would [still] be injecting." And of course the notorious comment

used by most genetic researchers to justify prenatal testing for

autism: "many parents have been beaten black and blue by their

autistic children," as if the diseased, sick, [their implication, not

mine] child is at fault for this and ALL AUTISM MUST BE

ERADICATED -- strikingly reminiscent of a FINAL SOLUTION.

It sounds like other genetics researchers, whose funding depends

on such flagrant statements, and like Dr. Jospeh Buxbaum, whose

parental supporters "will never be an Albert Einstein." I've stated

many times in past posts, that the most frightening thing for me is

the rash and quick conclusion that a cure for autism is required,

without understanding autism in the least or for any consideration

of the ethics involved with regards to implication and consequence.

No consideration is paid to the damage this may be doing to

autistic people, living and thriving in our communities today.

Michelle Dawson said correctly in her CBC Quriks and Quarks

interview: "even if it helps one person, it may do an equal or

greater amount of harm." Does ANYONE consider the harm such

talk inflicts upon the autistic person??

It's time to say ENOUGH IS ENOUGH.



While my Adam may never be an Albert Einstein, I refuse to

impose an assumption that he is incapable of being one, or at least,

the best ADAM he can be. To believe that our children are

incapable to fulfill their potential as autistic people, is to believe

that Stephen Hawking is not possible. I refuse to state that just

because he is autistic, he is an incapable vegetable. Simply, it is just

not the case. It strikes me as sensationalist of these scientists to

continuously use such depreciative examples of situations or

children -- whose circumstances may be so complex -- to just

write it all off as the predicament of ALL AUTISM, for the

purposes of aggrandizing their research. As we still do not

understand what autism is, it strikes me as horrific for a

researcher to proclaim in the national press, that she "would be

injecting" a cure for autism. Just like that. It strikes me as

terrifying that such researchers exist, who do not at all pay

attention to what harm they are doing to the very people -- the

autistic adults and children -- who hear from such espoused

autism "experts" that they feel autism is something terrible that

needs to be cured. Just like that. It angers me to think of the lack

of consideration they pay to the likes of my son Adam, who will be

utterly offended and effected by such "expert" views of him.

Indeed the laziness of society to accept such "expert" advice on

autism also frightens me. If we believe all of those epidemic

statistics that are currently espoused by our so-called "respected"

autism organizations, we will all be autistic in about twenty years

time. I can assure you, I will never take my son to the likes of such

"experts," who espouse so-called "facts" about autism -- either

disproved or out-dated. We know we do not have an epidemic on

our hands, as refuted by the science, and it's time we stop saying

so for the purposes of raising money.

I will invest in understanding autism.

I sat back the past several days, and considered the effects of all

this on Adam. I would now like to quote a response I typically get

from parents, which was written in the letters to the editor in the

National Post today: "With all due respect for Ms. Klar-Wolfond,

her son is only four years old. It is presumptuous for her to think

that she can speak on behalf of of parents of children with autism

before she has watched her son endure the ravages of puberty

and the challenges as he becomes more self aware."

Perhaps it was this comment that struck me as I take a view to



Adam's future.

It seems odd that such parents believe, in their whole hearts, that

autism is attacking our children, like cancer, and needs to be

eradicated. And yet, the science proves that there is no epidemic;

that autism has existed for generations; that there has been no

increase in autism; and by all accounts from science and autistic

people, autism IS a different species of human, as noted in the

recent words of Dr. Laurent Mottron, and appreciated by Leo

Kanner as far back as 1943. If there is anything that could ravage

my son Adam, of which I am most fearful, it is this attitude that he

is somehow diseased, insufficient, not normal or incomplete. I, like

many parents, work to achieve every possibility for my son. Adam,

works very hard to reciprocate, to become part of this world that

judges him so harshly. That, above all else, is heartbreaking. To

witness such an affectionate, charming child, otherwise viewed by

society has less than human, in fact, "not human at all..." that is the

tragedy.

If there is anything I feel I need to do more than ever,is protect

Adam and to endow him with the confidence to stand up against all

of these pejorative comments about him as an autistic person. I am

baffled at how parents find it justifiable to comment on every

negative, or challenging trait of their child, without at all doing the

work and research into understanding what autism is. One day,

when their child becomes more "aware" of themselves, they will

understand their parent's disappointing view of them. I know

Adam, at four, is already aware that he is different and this speaks

to me as a crisis to contend with -- not a crisis of autism, but a

crisis of inaccurate stereotyping of autistic people. Not a

crisis of an autism epidemic, but a crisis of prejudice and lack

of understanding. Indeed, an epidemic of laziness and

sanctioned discrimination. Autistic children and adults are

suffering, but as they say, not from their autism, but from society

and parents who do not accept them and spotlight EVERY

challenge, EVERY negative as the sole purpose to get rid of autism.

I am always struck by the dignity and grace with which autistic

people continuously handle such attitudes and perjorative

language, and I choose to stand with them -- because my son

Adam is one of "them."

Our society is full of inaccurate science to which parents pay no

attention. Society shoves the evidence aside because in autism, it



doesn't matter. Instead, inaccurate information is espousesd by

our leading autism organizations who say that autism is a crisis, an

epidemic and our children are a "tragedy" and will be a "burden on

society." They choose to ignore the science that states

overwhelmingly that we neither have an autism epidemic on our

hands or that "ABA IS THE ONLY LIFE-SAVING WAY TO CURE

AUTISM." We now know from every control and random study,

that ABA does not help the child to become independent adults

BECAUSE of it. In fact, ABA may have done a great deal of

damage. We know that so-called early intervention candidates as

young as two had to be removed from these so-called "effective"

therapies. Ivar Lovaas himself said "ABA is not a cure for autism

...it is only an educational method." So let's not then overstate

things. If you want to extract methodologies, recognize them as

such. Do not hyperbolize a therapy as a life-saving cure. Further,

understand the formerly aversive nature of ABA. I see changes in

the therapists today, recognizing and extracting from many

different methodologies that help autistic children. But do not state

that it is "evidence-based." We are, still at this point since we do

not fully understand autism, extrapolating.

Here is a parent who actually reveals the so-called "effectiveness"

of ABA:

"Because of that, he was able to get started early in his life on an

effective behavioural treatment therapy, called Applied

Behavioural Analysis. He has been benefiting greatly from it ever

since....

I see no joy in watching my child repeatedly bash his fist to his

face or in cleaning up feces-smeared carpets and walls at 3 a.m.

My wife and I will continue to do everything in our power to

stop autism from ravaging our lives and, more importantly, the

life of our much-loved son, Michael."

With all due respect to their child, I do not equate the benefits of

ABA in this statement. We know that autism is forever. It is not

life-threatening like cancer. ABA will not eradicate autism. Various

methods to teach autistic children, if taught with respect and

understand of autism itself, can help the autistic person be the

"best" autistic person they can be.

The fact is, ABA is not a proven therapy for autism, despite what



parents say and it's time people stop ravaging our children for the

sake of trying to prove it. Further, the science just does not

support it. Yet, we continue to espouse it as absolute -- in

government fact sheets, among autism organizations. As Dawson

says, "Don't autistic children deserve better than assumption and

speculation?" The least we can do is invest in understanding

autism, and respect our children.

All children need to be understood and accepted by their parents,

not constantly reminded what a disappointment they are, and how

much grief and financial burden they have caused their parents.

All children deserve to be respected and provided every

opportunity in life, and be regarded as whole people instead of

broken ones.

While I do not want to alienate parents (even though some

continue to alienate the autistic in these discussion about them), I

do mean to suggest that it is obvious some have spent more time

mourning over the "ravages" of autism rather than meeting the

hundreds of autistic adults living in the Province of Ontario, and

learning from them. There is more time spent grieving over the

child who is alive and who needs us as parents to believe in them. I

believe that if we can build that bridge by providing more forums

for autistic people to speak, to participate on our scientific research

teams, to teach in our schools, to sit on the boards of autism

organizations, we will better understand the enormous challenges

as well as the fundamental value of autistic people in our society.

Parents also need to be supported in understanding the many

aspects of autism. No one is denying that autism can be a

challenge, that perhaps some autistic people who can't speak, may

wish to, for instance. I am also baffled that parents do not find

intrinsic joy in their children, no matter what the disability.

Autistic people have much to teach us. My son has taught me so

much already, even, at four. He has guided me to many autistic

people in North America who have taught me more about autism

than any non-autisitc "expert." But I guess if you feel that autistic

people don't even understand themselves, you might continue to

alienate autistics from the very discussions concerning them. This

does not happen in any other disabled community today. Yet, it's

sanctioned in autism.

It bewilders me that parents do not share the same goal for their



children whom they love. It strikes me as odd that they do not

want them, really, to be the best people they can be, but instead,

have committed to hopelessness, placing all of their time on

ineffable cures. It seems to me, that our children need all of our

strength and commitment AS PARENTS to BELIEVE in them. But

you won't believe this if you constantly believe that your child has

a disease like cancer. And we do KNOW from the science, that no

external cause has been identified with autism to suggest that it is

like cancer. Overwhelmingly, autistics say that despite their many

challenges, they still would not cure their autism. This sounds

familiar, as the blind describe their blindness as a way of being.

Something that becomes part of them. Do we define blind people

as diseased? No. We define them as handicapped in a world where

the majority SEES. Yet, we know that the blind have many

abilities and strengths without sight as a result of the brain's ability

to adapt.

Instead, these are the questions I ask myself with every action I

take as we grow with autism:

Doesn't Adam deserve to be understood?

Doesn't he deserve to be treated with respect?

Doesn't he deserve to be protected against pejorative comments

that destroy personhood?

Doesn't he deserve to be regarded as a whole person instead of an

impaired one?

Doesn't he deserve to be included in discussion about him as an

autistic person?

Doesn't he deserve the right to a good education?

Doesn't he deserve the right to be accomodated with services that

is proven by peer-reviewed science?

Doesn't he deserve the same quality of life that we all have?

Doesn't he deserve to be respected by me, as his parent; to treat

him as a delightful and equally entitled individual?

Doesn't he deserve the right to be legally protected against

discrimination on every level of science, education, employment,

accomodation and services?

I think he does. It doesn't mean denying autism. It does not mean

that I am in denial. It means that I accept autism. I accept the

challenges, and indeed we all have our own, as families, as

individuals. I respect the challenges that all parent's cite. They are

real. They should be supported, but not at the exclusion of autistic



people and inaccurate facts. Also, we must all acknowledge that

opinions may differ. One person's tragedy is another person's

challenge. We can meet life head-on, viewing the cup half-full, or

choose to live with it half-empty.

Yet, I strongly disagree with regarding autistic people as incapable

of understanding themselves, and at the exclusion of an autistic

person's right to accurate science, and with the complete and utter

disregard for how words effect them. We must consider autistic

people as whole people, with the right to speak for themselves and

participate in these discussions.

Acceptance also means I disagree with spotlighting the challenges

of our children for the sole purpose of being right in the face of

incorrect facts about autism that are glaring today. This is why I

will not discuss many things about Adam -- and many people

make a lot of assumptions about him and our family. It's a weak

argument -- whose better or worse off, who is higher and lower

functioning, whose child is most self-injurous, who has more

money to "treat" autism. These arguments achieve nothing, reveal

nothing. I've met many parents with little who do not complain as

much, who face the same struggles, and who have come up with

creative, accepting environments for their children. And you know

what? It's still all autism.

The strategy of creating a disease model in autism is not even

working. On the one hand, while we broaden our knowledge about

autism, we are also increasing fear, and this is resulting in the

exclusion of autistic children in many of our schools. We need more

services and education -- not to remediate autism, but to teach the

autistic person in a way that befits them. We need to respect and

accomodate autistic people as much as we accomodate the blind

with Braille.

Above all, we need as parents, professionals, society and autistic

people, to find a common language, perhaps only forced upon us by

the evidence, to support parents and accomodate the autistic

members of our society. I believe we can do it.

With all my heart and soul, I believe in Adam, and his basic human

entitlements. I believe that by the time he reaches puberty, he

needs to know that he is loved and accepted by me, his mother. He

has taught me all of these lessons. All thanks to his world, his



wonder and his innocence.
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Is It Artism or Autism?

Instead of using the speech he prepared for opening night below,

Larry typed in his words on his computer, on the spot. Here is the

prepared speech he was thinking of using, but didn't. It asks the

perennial question: Is it Artism or Autism?

Larry Bissonnette asks the question, am I artist potentially

because of mental and neurological traits of autism or possibly

am I an artist because of obvious natural talent?

All it comes around to is awesome perspective that an artist can

get on world's sights, sounds, and smells. Wearing an old shirt

and grabbing a paintbrush is like letting go of closed in feelings

and applying lavish amounts of attention on pure creative

impulses.

Sawing wood for frames also lets relatively simple task of hands

working with tools assume status of artistic worth because

paintings are represented by their images and the lifegiving

frames around them.

I waltz into Toronto enjoying lots of international travel so I

hope it's the same crossing borders experience for all of you."

Larry Bissonnette's work is on display at The Lonsdale

Gallery at 410 Spadina Road, Toronto.
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Larry Bissonnette Speaks



Hi Estee,

Larry and I had some time between flights on our way home on

Friday and we had a chance to look over the TAAP magazine

and read your story about your visits to see Larry and Jonathan.

We have been to many events together and I could tell he really

enjoyed this one. He wrote some words to you:

“Kinship with people either classically autistic or

mildly lit up by less obsessive peculiarities of autism is

really wonderful. Looking at my artwork presented

with such elegance let me proudly get goosebumps in

my heart. Most liked doing speech on loud microphone.

Maybe will FC speech and read it out loud in the future.

Thank you again.”

-------------------------------------------------------------------

----------------

Let there be more autistic voices that rise, more forums in which

they can be heard, no matter what the medium. You can view

Larry's work at The Lonsdale Gallery at 410 Spadina

Road, Wednesdays-Sundays 12-5 p.m. It is part of the

Joy of Autism: Redefining Abiltiy and Quality of Life

EVENT
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CBC Quirks and Quarks

Listen to interview with Michelle Dawson and Laurent Mottron

here: CBC RADIO ONE "Rethinking Autism."

Michelle Dawson, Dr. Mottron and Dr. Gernsbacher can

be seen at the Al Green Theatre, Bloor Jewish

Community Centre (at Bloor and Spadina) on Tuesday,

October 10th, at 7 p.m. Tickets are also available at the



door.
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And The Last Word On Autism Goes To...

People without autism are more often than not, given last word on

autism. The problem with the article, is that it doesn't interview

one autistic person living in Canada today. I am glad that autism is

finally being discussed -- that the concept of neurodiversity has

been given some attention.

Today, you can read the front page story in The National Post

here.

Here was my reponse today to the editor and the writer:

Dear Mr. Brean and Editor of The National Post:

While I thank you for doing the article on Redefining

Autism, and understand the need to “balance” the

argument by garnering many opinions from parents and

professionals, I must point out that it remains

imbalanced because it lacks one fundamental group:

autistic people.

You did not interview any of the autistic people at the

show at Lonsdale Gallery on Thursday night. Larry

Bissonnette, considered “low functioning” has said by

using his keyboard, “people who think your disability is

an illness need to be cured of their ignorant attitudes.”

You did not call the many autistic individuals living in

Canada today, or our leading researchers in autistic

cognitive ability – Laurent Mottron and Michelle

Dawson (also an autistic person).

The Autism Acceptance Project’s purpose and The Joy of

Autism: Redefining Ability and Quality of Life event is

unabashed by this article because it once again shows

that the media does not put the voices of autistic people

front and centre of issues regarding them. Instead, we



continue to get skewed views from non-autistic people

and autism academics (also many autistics are part of

this academia), about ideas of normalcy. This does

nothing more than continue to stigmatize autistic

people as aberrant in a way that degrades them and

misunderstands them. Don’t you think it might be a good

idea to ask an autistic adult what those behaviours

mean for them? When you interpret the “boy jumping on

his trampoline so that he can see the sunlight flicker

through his hands,” one always has to consider that you

may not understand what that boy sees – because you

are not autistic. Your observations would have been

much more fascinating had you contacted an autistic

person who could have given you yet another perspective

– the autistic perspective.

It was interesting that you did not talk to the many

disabled members in the audience as well at Lonsdale

Gallery on Thursday night. We had a remarkable

attendance of people from many disabled communities

– the idea of representing disability with the voices of

the disabled is nothing new, and it was certainly not

started by me. We had a few unexpected autistic guests

as well. I’m sure they will be once again be effected by a

de-humanizing, nay medicalized, portrayal of autism.

As ususal, people without autism are always given the

last word.

I guess I should have mentioned that Adam gets speech therapy,

occupational therapy, one to one therapy every single day, and

that acceptance does not mean ignoring these things.

All of you (and I hope many responses come from autistics

themselves), can respond to the writer and the editor by emailing

to these addresses:

jbrean@nationalpost.com

letters@nationalpost.com

Also, today, Saturday, Laurent Mottron and Michelle Dawson can

be heard on CBC Radio One 99.1 at 12:00 NOON.
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The Launch

The Launch of The Joy of Autism: Redefining Ability and Quality

of Life last night was a dream.

Five autistic guests who spoke at the microphone, and a gallery full

of people, willing to accept. Parents thankful and aware of our need

to accept the joy our children bring us, despite the challenges.

People untouched by autism approaching me who said “I didn’t

understand autism, and now I understand a little more.”

And then, as I finished my speech which had no mention of the

following words, Jonathan Lerman yelled: “SELF ESTEEM!”

Larry Bissonnette wrote on his computer: “Larry looks good on

Estee’s film.”

Brian Henson said “we are not all the same,” and gave reference to

how autistic people are stereotyped.

Martine Stonehouse talked about autistic ability despite the many

challenges she has face throughout her life, and her wish to be

appreciated for her ability.

Then Alan Lerman said, "The title Joy of Autism seemed

provocative. I read some of the comments on Estee's blog where

one parent said 'I'm tired of all the doom and gloom.' The Lerman

family is in that corner."

We were well attended by educators, autistic people, scientists,

parents and many people from other disabled communities.

I am grateful that my life has been touched by these incredible

people. And all because of one child who has given me more than I

could ever give back in return: my Adam.
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It's No Joke

A snigger for the chattering classes

BY SOPHIE COLES

(This article was passed around by Kevin Leitch. It is from The

Times, U.K.)

MY 11-YEAR-OLD son is funny and clever, kind and happy. He is

also autistic. He doesn’t compulsively collect bus tickets, nor does

he rock gently in the corner. But his condition will affect him for

the rest of his life.

And the most scary and unpredictable time is the approaching

teenage years when children learn about their condition and often

tip into depression or even suicide. I think about the possibility of

that every day, and what my husband and I can do to help him

through it. And it comes down to self-esteem. Simon has the brains

to have a fully independent place in the adult world — but only if

he feels he is worth something.

Soon we will have to explain to him what he is, why he is different,

why he needs support — and in a way that makes him believe in

himself. Simon has no idea yet that he is different — and so far, his

eccentricities appear to the children around him to be just that.

Years have already gone into helping him to cope in the world,

helping him to make friends and understand other people,

managing his social relationships.

We are now at the critical next stage. It starts with saying that we

are all different — certainly on the outside, and sometimes on the

inside too. So far, so good. But the next phase is to explain the

ways in which he is different. Finally, a name is put to it — autistic.

The theory is, in a year’s time he will understand why he thinks

and acts differently and, crucially, see it as something that, if not

positive, at least isn’t negative.

In the past few months, it has become fashionable among smart

metropolitans to use the term autistic as a catch-all to denigrate



any but the most socially adept men. And it’s always accompanied

by a snigger. It’s in the media, it’s at dinner parties, now it’s at a

party conference. Somehow it’s acceptable and clever — though

those same smart metropolitans would never refer to someone

physically maladroit as spastic.

My son cannot help who he is, what he was born with. The most I

can do is make him feel good about himself. But how can that ever

be possible if, when the time has come, he’s already heard the

term autism used by people who should know better as a cruel

joke. It is fodder for the playground bully. And it will eat away at

the self-esteem of any autistic child or teenager able enough to

understand that it is an insult.

The author is writing under a pseudonym
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Take Joy In Every Step

This morning I awoke to the same rhythm – get up and right to

the computer and keep working before the opening of The Joy of

Autism: Redefining Ability and Quality of Life. We open

with the exhibition on October 5th.

Over an extra-large cup of coffee with milk and too much sugar,

Adam quietly ate his eggs – he prefers them sunny side up with

salt. I cut them – the task of poking them with the fork still a little

too difficult for him. Max, his older half-brother, came downstairs

and Adam’s face lit up. He grabbed a ball and persistently tried to

engage Max to play with him.

Now, for those people reading this who don’t know much about

autism, this was a pretty huge thing. Two years ago – a year ago,

even – Adam would not engage anyone in play. If he saw a group

of kids, he would head in the opposite direction. Today, he was

persistent, laughing, throwing the ball to Max, kicking it. “Play!” he

said a couple of times, in between expectant jumps, and giggles –

and Max got a lot of hugs in-between.



This afternoon, the children in his JK class began playing with the

ball in a triangle formation. Adam looked on. He edged his way in.

And further in, still.

“Last year he was really tentative about joining in and this year I

really see he’s trying to play with the others,” said his head-

teacher, in that sweet, sing-songy preschool voice that I know will

end all too soon as Adam gets older.

So I know that my patience is important with Adam. We never

forced him to play with others. We tried facilitated groups, we

practiced, but we never forced him. We just exposed him. I

certainly worried. But the moment I stopped letting worry rule

our lives, was the moment that life began to happen.

How can I not feel joyful for him? How can a parent not feel joy in

every baby step? Is this not the purpose of our lives?

When my grandfather died in 1984 from a severe allergic reaction,

I was devastated. I was his only grandchild and we had a very

close relationship. In one week, his body caved in on itself. I

entered intensive care, finishing my Grade Thirteen exams -- the

ones that get you into university or not -- to see his body shrivel in

upon itself. I told him I loved him. He couldn't say it back, but I

knew it was on his lips as it was one of the rare times his body

moved after I'd said it. When he died I chose for his epitaph:

The purpose of life is life itself. (Goethe)

This is the only life we have, folks. Take the joy.
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Understanding Autism

This article is from Action Network in the UK. Kev Leitch

was interviewed:

‘My daughter, Megan, was three when she was diagnosed with

autism. She was classified as ‘low functioning’ or ‘Kanner’s’



or‘classic’ autism. At the time we were devastated. We knew

nothing about autism and all of a sudden we had to become

experts and yet at first we seemed frozen in what we came to

recognise as grief.

There are five stages of grieving. We traversed them all. We went

through stage one quickly. Denial is a way of trying to stay in

blissful ignorance. But we quickly accepted that this wasn’t good

enough. It was real,it was happening.Anger was next. We lashed

out, trying to find something to blame. We settled on vaccines,

mainly as Megan did have an atypical reaction to her DTP. It was

easy to make that connection. And once we’d settled on vaccines

we went straight to stage three. Bargaining is an easy trap to fall

into once you agree to blame an external‘something’. Please God, if

you cure my daughter then I’ll never haveanother vaccine given to

her again. Take away her autism and I’ll convert to Christianity.

But nothing changes and it’s easy to fall into stage four. Depression

is the worst stage. You worry about money, about health, about

family and it never seems to stop eating at you. Every day. Every

look you get from your boss when you come in late. It all

contributes. And then, it lessens. You start to look at things afresh.

Or we did anyway.We took a deliberate decision to stop fighting

autism and learn about it from people who were like our daughter

– autistic. What we found amazed us.

One of the first pieces of writing I came across was that of Jim

Sinclair, an autistic man. He’d written an outstanding essay

entitled ‘Don’t Mourn For Us’. In this essay, Sinclair says: “Some

amount of grief is natural as parents adjust to the fact that an

event and a relationship they’ve been looking forward to isn’t

going to materialize.”

Grief

And then he goes on to say: “But this grief over a fantasized

normal child needs to be separated from the parents’ perceptions

of the child they do have: the autistic child who needs the support

of adult caretakers and who can form very meaningful

relationships with those caretakers if given the opportunity.

Continuing focus on the child’s autism as a source of grief is

damaging for both the parents and the child, and precludes the

development of an accepting and authentic relationship between

them.”



And it hit me that that’s exactly what I’d been doing. I’d spent so

long fighting and bargaining that I’d forgotten about the needs of

my little girl. From that point on, our outlook changed. We relaxed

and read as much as we could from autistic adults so we could try

and see the things that might matter to our daughter about her life

rather than what might matter to us about her life.

And we also started to look objectively and rigorously at the

science of autism. We found out how wrong we were about

vaccines for example and I discovered a whole subsection of

quackery on the internet made up of people claiming to be doctors

offering bizarre, untested therapies for hundreds, sometimes

thousands of pounds.

As Megan grew and we became more and more relaxed, she

became more and more relaxed too. Soon she was exhibiting learnt

skills such as using a computer fluently. She did this as we become

increasingly prepared to come into her world. If she was rocking in

front of the TV, so would we. If she was singing at the top of her

voice in Sainsbury’s then so did we. Suddenly, we weren’t fighting;

we were sharing and living as a family. I eventually discovered

that this approach had a name and a concept: Neurodiversity. This

is the idea that autistic people do not need a cure but

do deserve respect and recognition for who they are.

This is not the same as doing nothing. Megan still undergoes

speech and language therapy for example but it means not

‘fighting autism’, rather accepting it and working with your autistic

child in a way that they get the most out of. It’s essentially

meeting your child halfway.

Megan at age six is not the same child as Megan at age three. She’s

more confident, happier, more settled and progression is marked.

Thankfully, we were able to listen to her in a way she felt

comfortable with.’

Kevin Leitch’s company Left Brain/Right Brain is

about two things – autism and web design.

Sometimes the two combine but mostly they’re

distinct. Here in his own words Kevin, as father

of autistic daughter Megan, candidly reveals his

belief that autism is not a life sentence,



worse than death or an epidemic.

  Megan is now a confident little girl.

Thanks, Kev.
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Connie Said It!!

Let's give her more airwaves. Thanks to Autism Diva who put her

on the blog. I'm borrowing for our Toronto audience once they

click from the TAAProject website to here.

Point to be taken: Nothing about autistics, without

autistics:

AFTER VIEWING EACH VIDEO, CLICK THE BACK

BUTTON TO REACH THE REST OF THE VIDEOS IN THIS

POST.

VIEW CONNIE ON VIDEO BY CLICKING HERE

Also watch The Empowerment Conference VIDEO CLIPS FROM

FINLAND HERE

Watch Kev's VIDEO "POISON" HERE for those who don't

empower, but take all fact and spirit away....

And then his spirit soaring video BEAUTIFUL AUTISM (an

inspiration for The Autism Acceptance Project Video)

and Dinah's positive and boundless energy with the PosAutive

project

and Janet and VIDEO ON ALEX's RUN ACROSS PEI.

More fact than fiction, joy is a choice, it is boundless, it is....human.
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A law cannot guarantee what a culture will not
give

That quote in the title is from Make Them Go Away: Clint

Eastwood, Christopher Reeve and the Case Against

Disability Rights. I often wonder if legislation is just a prelude to

a forced change in the direction society needs to think about the

disabled. But it is true that the law can only take us so far, and if

society won't give our children equal access, it will always be

difficult for our children.

Adam did his first Sportball program in a loud, echoic gym today.

At first, he seemed a little frightened of the noise. His shadow let

him run around a little, until he felt comfortable in the setting. We

want him to enjoy Sportball, not find it unpleasant. He ran into her

arms and began laughing. He watched his peers. He felt the

materials. Then, he picked up the hockey stick and made a score.

The coach said he is going to call me tonight. I have to say that this

is the only thing that puts a pit in my stomach -- when a teacher or

coach says they have to "call" me. I'm hoping that my paranoia is

unfounded. I hope he won't tell me to take Adam out of his

program.

You see, Adam needs to learn this way until he becomes

comfortable in this new and loud environment. He needs to be able

to adjust to his setting, run around a bit, get used to things,

observe his peers, and then eventually, he can do it. He was the

only kid to sit in the coaches' lap at the end of the program today.

One thing Adam has down pat: affection.

I want him to stay in that program. I could see he got used to it

and that despite the bumpy beginning, enjoyed it in the end.

But the coach, or any teacher for that matter, may have his way of

doing things that doesn't include Adam and kids like him. Rules

might be too rigid. My joy is in Adam's success - because I

understand that his success comes from a place where he has to

work so much harder than others. But my sorrow lies always in

other's non acceptance.



I heard that we have to earn joy in this world. It doesn't always

land in our lap just like that. When it does, it is golden, like Adam.

But mostly, joy is what we make of things. I will await the call, and

do what we all have to do: advocate for Adam so that he is

accepted in the program (if they are so willing and open-hearted),

and empower his teachers with information about Adam's learning

style and success today... Make the teacher proud!
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If You Could Make Your Autistic Child
"Normal", Would You?

We as parents of autistic children have so much to learn from

other disabled "communities." I am considering showing this film,

The Sound and The Fury at The Joy of Autism: Redefining

Ability and Quality of Life event this October with a follow-up

discussion.

The film is over the debate about implants to make deaf people

hear. We see the debate concerning isseus of identity, community

and how those in the hearing community view the deaf and how

deaf people feel with these views. I'm not going to say much else

here, other than this film is important to watch in the context of

the autism debate: to cure, to normalize or to accept autism, and

what acceptance means for each of us. I look forward to your

comments.

CLICK HERE TO WATCH CLIPS FROM THE SOUND AND THE

FURY
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You're Not Me!

“You’re not meee…you’re not meee,” says Adam in a sort of boyish



voice, with a staccato emphasis on not, and a raspy, melodic,

somewhat forceful, me.

I chuckle at his wisdom. “That’s right Adam -- I’m not you!” I’m

not sure where he got this phrase – I certainly don’t use it. It sort

of reminds me of my step-daughter’s four-year-old willfulness

when she said, “You’re not the boss of me!” Is this Adam’s version

of self-assertion? Self-definition? Self-awareness?

Sometimes we think our autistic kids adopt phrases and don’t

quite know the meaning of them – at least not immediately. This

might be the case, but he always has a sense as to where those

phrases should go.

“Adam come here.”

“You’re not meee.”

“Adam, it’s time to brush your teeth.”

“You’re not meeee.”

It baffles me. He doesn’t look at me intentionally as he says it –

not like my step-daughter Maddie used to, with crossed eyes, and

hands on her hips, just short a stuck-out tongue. Her posture

hollared, “Defiance!” Instead, Adam just says it automatically. It

sounds more rote. But I can’t assume it has no meaning. No, not

my willful little guy. He does share some of the same genes as his

half-sister, after all.

After I brush his teeth, I turn on a video before bed that is visually

stimulating. I haven’t put this one on for a while now – computer

generated dancing shapes to Mozart’s Eine Kleine Nachtmusic. His

hands go above his head as he makes a type of pirouette. His feet

are moving quickly – rat a tat tat – to the music and he does a

little turn. His cherub cheeks are jiggling with each step.

“Hey Adam, you’re dancing!” I say delightedly.

“You’re not meee,” he exclaims.
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What do we mean by Inclusive Education?
Some Comments from Others

Excerpt from “Parental Models Go To School,” from An

Unexpected Joy:

How you think you should behave as a parent and how you think

your child should be taught come of the same deep place inside.

Schooling is a very emotional topic. We all know stories of

horrible things going on in classrooms, and there is much

righteous fodder for the educational reform movement. But rigid

thinking about a school’s structure erupts from the same dark

source as rigid thinking about a successful family.

It gets even more emotional when you throw in disability. With

the abandonment of the developmentally disabled by the medial

system, the societal responsibility has been shifted to the school

systems. A lot of good has come of this. Speical services can most

conveniently and effectively be served up in this setting. What an

experienced special education teacher or occupational therapist

or autism specialist has to say about a problem is much more

likely to be helpful than what your physician has to say. There is

no disputing the advantages to our kids from the ADA and the

development of services and accessibility that has resulted from

this legislation.

I am always shocked when I run into resentment toward special

needs kids and the amount of money spent on their education. I

am not aware of people resenting speech rehab services for their

elderly stroke relatives or post-closed head injury rehab for

young adults after their skiing, diving or auto accidents. The

public is quite naïve about medical insurance. Many people in my

state are so used to extraordinary coverage that they think of

their insurance cards like a charge card, with the bill going to

someone else. The notion of insurance money being a pooled,

collective resource is lost on them.

A more visible form of pooled money is the public-school dollar.

This is probably because of the election of local school boards

and public voting on school millage issues. Parents feel they have



more control over this money and are therefore more vigilant

stewards. So they resent the extra dollars it takes to educate

disabled kids. They see it a smoney not being spent on their kids.

They are unaware of the shift of this responsibility out of the

medical dollar – which they view unrealistically – into the more

visible public-school dollar. The idea that these dependent

individuals will otherwise end up on welfare, another pooled

money pot, is lost on many of them. Basically, the biggest bang

for the buck is the money spent on schooling these kids. It will

result in less money being spent from other pots.

The passage of the ADA resulted from years of persistent,

effective lobbying by disabled individuals and their families. Part

of that early activist movement was the radical notion of

inclusion. The concept of least restrictive environment was

introduced and determined to be an important goal in meeting

the needs of special education students.

This was good. It brought many problems out of the closet. All

kids benefit enormously from effective inclusion programs. Both

the special-needs hvcild and the typical child benefit, as they do

from anything that increases healthy diversity in the classroom.

…Ineffective inclusion programs are another matter altogether.

When they’re bad, everyone loses. But in too many schools, the

trend is to push everyone into the mainstream. When that

happens, an individual assessment of the child’s needs isn’t

considered, and inclusion is hyped as a goal for all special-needs

children.

Nic didn’t benefit from inclusion. The worst year of his school

career was the year he spent in the mainstream classroom. And

this was with the cards stacked in his favor. He had a marvelous

teacher, whom he knew from his PPT (pre-primary impaired)

classroom. He had a loving and experience parapro. The parents

of the other kids in his class bent over backward to include him.

It was simply too much for Nic. There was too much noise,

activity, and visual stimulation. All that enrichment was right for

the regular kids, but it was toxic for him.

I have two concerns about mainstreaming. The first is what I

call malicious mainstreaming. Parents who are still in denial

about their child’s prognosis commit this. They insist on

mainstreaming because they mistake the process of role



modeling provided by the other students for a normalizing

process. When a year goes by and there is no change in their

child, they think the teacher has done something wrong or

someone is to blame.

My other concern has to do with the basic nature of humans. My

son has known he was different from the get-go. He has

communicated this to me in many ways, most of them

nonverbal. When you put a child who is profoundly different in

with a bunch of fully equipped kids, everyone knows what’s

going on. If the children have been brought up well, they are

polite and practice acts of inclusion as they are able to. Many are

very kind. If they have not been brought up well, they can be

cruel. Neither of these is an ideal environment because both

preclude the development of a real peer group.

…I believe a critical mass of time spent with real peers allows

true friendships to grow. This is as good as it gets. We found this

in Nic’s contained classroom.

A good teacher uses these real relationships to teach. Renee,

Nic’s current teacher, is the gold standard in my book. My son

knows about “showing heart” and “giving zingers” because these

behaviours are illustrated and discussed in his classroom every

day. Renee is able to make these principles concrete.

The continuity we have been blessed with has allowed a real

classroom culture to develop. This in turn benefits the younger

kids who come into the room. For my son to be a role model for

a sever-year-old is huge. He sees himself as competent and feels

pride. This is true growth. It helps interrupt the cycle of constant

dependence that so mnay of these kids suffer from. When they’re

around the regular kids, they are never fast enough or smart

enough or acceptable enough. This is an exhausting way to live.

If we didn’t have a contained classroom, I don’t believe these

trusting relationships could have developed.

The children in Nic’s class are remarkable. They show pure and

simple tolerance of diversity. They are sib-like with each other,

which means they can be joyful with each other and then turn

around and give each other a hard time. The kids gloves are off,

and they’re on as even a playing field as they’ll ever get. This is a

much more balanced environment for them to grow in.



Mainstreaming cannot provide this kind of intimacy.

…One of the specialists we saw was a woman who has studied

the educational needs of autistic people for more than twenty

years. She gave me a wonderful gift. AS we were going over the

summary of the recommendations they were making, which was

all in educational and pscychological language I didn’t

understand, she paused. She looked up, right at me, and said

“Basically, people with autism never stop learning. I’ve seen

people learn to read at eighteen. I’ve seen people learn to live

independently early in their thiries. They aren’t restricted by

these developmental stages like regular learners seem to be.”

She opened a door for us. She gave Nic a future. I don’t even

know if it’s accurate, but the notion that Nic will continue to

grow and benefit from enrichment changed the way the horizon

looks to us. It feels a lot different than the smaller and smaller

world we envisioned for him at the worst grip of our fear.”

(From An Unexpected Joy by Mary Sharp, M.D., pp 102-108.

Here in Toronto, the gap is too wide. It’s either an “autism school”

that provides ABA, or trying to get Adam into the mainstream,

with accommodation. Sometimes I feel the most flexible teachers

and administrators will help us get through. But ultimately, it is

the real acceptance of diversity that will change the education

paradigm. Other times, I worry that if we don’t do inclusion well

enough, autistic kids will still lose.

Most autistic adults hated mainstream schools because they were

never accommodated. The goal here is not normalization, the goal

is education. The best-ever for autistic kids, that not just manage

behaviours, but educates to their fullest potential. Further, we

have to consider what disabled children have to offer non disabled

ones. Learning goes two ways. These can be done within existing

schools or privately, but we have much work to do to define that

large gap that currently exists between segregating the disabled,

inclusion and the right education. That is why a continued drive

towards acceptance is urgent.

Consider the world wide movements and actual practice of

inclusion around the world:

Inclusive education - a worldwide movement



From Centre for Studies on Inclusive Education, United

Kingdom

by Sharon Rustemier

Inclusive education is gaining ground. Throughout the world,

teachers and others involved in education are working to develop

positive educational experiences that all children and young people

can enjoy and benefit from, together. For disabled children and

those experiencing difficulties in learning, this means inclusion in

mainstream schools and classrooms alongside their non-disabled

peers. For all children - and adults - it means a more enriching and

rewarding educational experience.

Internationally, the drive towards inclusion is fuelled by a number

of initiatives and treaties, including the UN Convention on the

Rights of the Child (1989), the UN Standard Rules on the

Equalisation of Opportunities for Persons with Disabilities (1993)

and the UNESCO Salamanca Statement (1994). Together, these

documents recognise the human right of all children to education

which is inclusive. 193 countries have signed the Convention on the

Rights of the Child, with Somalia being the most recent in May

2002. All but two countries (Somalia and the United States) have

also agreed to be bound by the Convention by ratifying it.

Some countries have made significant advances towards

promoting inclusive education in their national legislation.

Examples include Canada, Cyprus, Denmark, Iceland, India,

Luxembourg, Malta, the Netherlands, Norway, South Africa,

Spain, Sweden, Uganda, the United Kingdom and the United

States. Italian law has supported inclusive education since the

1970s.

As the 1999 report by the Organisation for Economic Co-operation

and Development (OECD), Inclusive Education at Work: Students

with Disabilities in Mainstream Schools, states: 'The rights of

students with disabilities to be educated in their local mainstream

school is becoming more and more accepted in most countries, and

many reforms are being put in place to achieve this goal. Further,

there is no reason to segregate disabled students in public

education systems. Instead, education systems need to be

reconsidered to meet the needs of all students.

From rhetoric to reality



This drive towards inclusion is not only rhetoric. Rather, the

reality of inclusive education is transforming the lives of millions of

children - and teachers - in countries across the world. According

to the OECD report, there is a decline in the proportion of students

in 'special' schools in most countries. CSIE's Index for Inclusion,

which helps ordinary schools break down barriers to learning and

participation, is being taken up in a range of countries around the

world (see page 16).

Diversity in the mainstream is increasing in many countries. The

vast majority of disabled children and young people in Iceland

attend their local schools. In Italy, more than 99.9% of all children

in the state sector are educated in ordinary schools. In the

province of New Brunswick, in Canada, there are no 'special'

schools - all children are educated in local mainstream schools.

A national study on inclusion in the United States in 1995, carried

out by the National Center on Educational Restructuring and

Inclusion, reported a huge growth in inclusive education for

students with all levels of disability. A report from the Ontario

School District in Oregon stated: 'The only criteria for a student to

attend any of our six elementary schools, our middle school or our

high school is they must be breathing.'

In Uganda, the human rights of disabled people are enshrined in

the Constitution and sign language is recognised as an official

language. Deaf children now attend their local schools, with

appropriate support to enable them to learn. One observer noted:

'Instead of sitting silently and unnoticed in their classrooms, they

now have sign language interpreters provided.'

In the district of Douentza, in Mali, West Africa - one of the

'poorest' areas of the world - villagers worked together with

outside agencies to set up a much needed local school, which

disabled boys and girls attend together with every other child. One

of the teachers said: 'To begin with we had the commitment to

include disabled children, but we did not really believe that they

could be in school. Now we have seen for ourselves, and we have

moved from commitment to conviction.'

These are but a few of many examples.

No room for complacency



Despite these significant advances, however, large numbers of

disabled children and young people throughout the world -

including in the United Kingdom - continue to be subjected to

negative, deficit-based language and exclusion from good quality

mainstream education.

Some countries - such as Italy, Uganda and Norway - clearly see

inclusion as meaning all children and young people learning

together in mainstream provision. But all retain a dual system of

'special' and ordinary education.

The existence of legislation supporting inclusive education does not

necessarily mean that inclusion is happening in the everyday lives

of children and young people. For example, there is a strong

Government commitment to the philosophy and goals of inclusion

in India, but this is not yet fully reflected in practice. German

national policy and legislation support inclusive education but high

proportions of students are placed in 'special' schools. The

Norwegian policy of not providing 'special' schools is undermined

by the practice of parents sending their children to 'alternative

centres'. In Denmark, a pioneering country in terms of inclusive

education, the number of children placed in 'special' classes has

been markedly rising.

Not about money

It is not simply a question of funding. It is a common assertion that

'full' inclusion - all children and young people learning together,

including all disabled children - would be too expensive. Yet the

example from Mali demonstrates that inclusion can happen

whatever resources are available.

International work by both the World Bank and OECD has shown

that it is far more expensive to operate dual systems of ordinary

and 'special' education than it is to operate a single inclusive

system. In Reykjavik, Iceland, local authority staff calculated that

the cost of educating a child requiring the most intensive support

in a mainstream school was no greater than the average cost of

sending students to 'special' schools.

The real problem lies with the historical investment in separate,

segregated systems of 'special' schools, the lack of political will to



make inclusive education available to all, and the uncertainties of

some parents that inclusion will benefit their children. But

throughout the world, people are seeing the benefits of inclusion

for themselves. Everywhere, those who have experienced

inclusive education - including providers and disabled and non-

disabled students - are convinced that inclusion is the way

forward.

From strength to strength

These experiences must be built on. The urgent task is to change

hearts and minds, encouraging openness to the values and aims of

inclusive education and a commitment to the human rights of all

children and young people. Non-government organisations and

individuals must also continue to lobby Governments, and raise

awareness among teachers and parents of the advantages of

inclusion. People directly involved in inclusive education need to

share their knowledge and experiences with those just starting

out.

Progress needs to happen on all fronts, from Governments passing

legislation and formulating policy to people in schools working

inclusively with real students. As one school director in Swaziland

said: 'I had thought the problem of integration of children with

difficulties was difficult to solve, and a problem of the state. But all

my conversations have now confirmed my opinion that someone

had to start, to break the mould, and fight against the isolation of

children with special needs.'

Exchanging information about examples of good practice in the

restructuring of mainstream schools in the UK and overseas is an

essential step towards ending discrimination in education. In

persisting with these efforts to secure a worldwide move from

ordinary and 'special' education to inclusive education, we can

press on towards the goal of making inclusion an everyday reality

for all children and young people.

INCLUSION from University Of Western Ontario’s

Centre for Inclusive Education

Dr. Jacqueline Specht

You learn to talk by talking

You learn to read by reading

You learn to write by writing



You learn to include by including

Bunch, 1999 p.9

What does inclusive education mean in Canadian

society?

Prior to the 1970s, it was very rare to see children with

exceptionalities educated in their home schools along with their

siblings and neighbours. Typically, they were bussed to schools

that had separate classrooms where children with special needs

were grouped together for learning. In the 1970s, a movement

began to bring children with special needs into the regular

classrooms. These children may still have been bussed from other

areas, but for certain times in the day, they were "mainstreamed".

While the term mainstreaming seemed to imply that children were

placed in the regular classroom, this was not really the case.

Children with special needs were considered more like visitors to

the class rather than full members of the classroom.

Why is inclusive education important?

Inclusion assumes that children with special needs are part of the

regular stream and should be treated as such. Inclusion is based on

Wolfensberger's principle of normalization (i.e., all persons

regardless of ability should live and learn in environments as close

to normal as possible). The basic idea behind normalization is that

people with special needs should be viewed in the ways in which

they are the same as other people rather than in the ways in which

they are different. School can be seen as a microcosm of the larger

society. As Canadian society has moved toward a more inclusive

view of all individuals, so too have schools moved toward inclusion.

What are the controversies?

Inclusion is not without its controversies. As the movement has

evolved, the distinction between regular education and special

education has become blurred. More and more regular classroom

teachers have been expected to program for the children with

special needs. This has caused a lot of problems because many of

the teachers have not been trained in special education. Even

current teacher education programs do not provide a significant

amount of instruction in special education. Another issue of

concern relates to the education of the children without special



needs. Some parents of these children feel that their children's

education has been weakened due to inclusion. Research has

shown that this is not the case. The educational attainment of

children in classes where there are children with special needs is

not significantly less than in classes without children with special

needs. One may even argue that children in inclusive

classrooms learn more as they begin to understand and

accept diversity.

What are the characteristics of an inclusive school?

All children can succeed in an inclusive environment. Research

tells us that effective inclusive schools have the following

characteristics:

Supportive Environment

A school's culture and climate refer to the school's atmosphere,

values, and policies. These lead to particular expectations and

behaviors on the part of staff members and students. An effective

school is one that has high expectations for its staff members and

students, provides caring support for students and staff, and

provides opportunities for their participation in the classroom and

broader school setting. Feelings of acceptance are promoted by a

welcoming school atmosphere and a school culture that accepts

different kinds of behaviors in the classroom and does not make

assumptions about children's abilities.

Positive Relationships

Teachers encourage the development of relationships through

their decisions about where to seat children in the class. More

formal actions include exposing children to role models and setting

up buddy relationships. Many strategies can be used to promote

the social inclusion of all children.

Feelings of Competence

Children need to believe that they are competent at something and

that others believe that they can succeed. Children can develop a

strong self-concept in many different areas. Children can feel

competent in areas related to their social, athletic, moral, and



creative abilities and qualities, as well as their ability to learn. By

understanding their areas of strength, children come to value

themselves and develop a strong sense of self-worth or self-

esteem.

Opportunities to Participate

All children require opportunities to participate in activities that

allow them to understand societal expectations. They can then

acquire the physical and social competencies needed to function in

their school, home, and larger community. As well, they gain an

understanding of their strengths and their interrelationships with

others. When children are valued, listened to, encouraged,

understood, and believed in; they will be successful.
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It's Not Always About What We Can Do For
Autism, But What Autistic People Can Do For
Us

"If you take him out of this school, you might as well take his life

away from him." Line from the Movie "Radio."

Many of you might have already seen this inspirational movie with

Cuba Gooding Jr. and Ed Harris, but I only recently saw it. It goes

to show that sometimes, Hollywood does some good, and sends a

message loud and clear to a wider audience: if we accept, so much

can be accomplished. This movie is based on a true story.

If you haven't watched the movie, watch it. Here's the trailer you

can view: CLICK HERE.

Adam with his autism, has given me more than I may ever give

back in return.

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 9/08/2006 11:16:00 AM  4
CO M M ENTS  LINKS TO  THIS PO ST



F R ID A Y ,  S E P TE M B E R  0 1 ,  2 0 0 6

 

Larry Bissonnette, Jonathan Lerman and the
Profound Joy of Autism

I have rewritten this post from an earlier one.

abil•i•ty

1 a : the quality or state of being able; esp : physical, mental, or

legal power to perform

b : competence in doing : SKILL

2 : natural aptitude or acquired proficiency

_

©1997, 1996 Zane Publishing, Inc. All rights reserved.

It is this notion of ability versus disability that has come to mind

after meeting with Larry Bissonnette and Jonathan Lerman in

Burlington, Vermont and then Vestal, New York. I visited Larry

and Jonathan in order to curate their artwork for the exhibition

and upcoming event in October: The Joy of Autism:

Redefining Ability and Quality of Life.

I climb the narrow stairs of a barn-like structure housing other

workshops. It is hot and sticky; the air is thick with dust. Larry

watches me approach and I smile excitedly. He leans in to me with

his forearm, and returns the smile -- his version of a handshake.

I am so happy to meet him in person, finally -- an admirer of his

awesome insight and poetic way of describing things. After reading

about a person for so long, they become a kind of celebrity – I feel

so familiar in his presence, yet am a complete stranger to him. It is

an invasion of sorts, being here, meeting him, looking through the

hundreds of paintings so neatly organized in his studio. This is

Larry’s private space, both his inner and outer worlds.

I am tentative and try to be delicate and gracious within his space.

There is a cameraman with me. Larry, I’m told, likes to be on

camera, but we are all quiet, introducing ourselves slowly, meeting

his assistants, letting the minutes determine what is to be said, and

how much.

Larry is standing near the door, drawing arcane lines with his

finger through the air, like the conductor of an orchestra. “Baby



blue door,” he interjects, as I wander around the room, pointing to

the door next to him. “Baby blue door.”

“Does that have a meaning?” I ask Pascal Crevedi-Cheng, Larry’s

Facilitated Communication assistant since 1992.

“They are repetitious phrases, a breakdown in communication.

They don’t have any specific meaning,” he tells me. I think about

the times when my own son Adam, now four, is scripting -- when

he places a phrase into a space or a moment, how it can make

sense even though it is repetitive, like he is enraptured with the

sound and the melody of the words.

I ask Larry “What is happening for you when you loop your

language – when you say Baby Blue Door, for instance. Does it

have meaning for you?”

Larry looks at me, and I can tell he acknowledges every word,

leaning in and listening closely. “Ah!” he says, and promptly begins

to type on a portable laptop that Pascal pulls out for him. “Pale

imitation of real feelings,” he writes.

At the studio, and after the introductions, I begin to feel

comfortable enough to look through Larry’s work. He is watching

me, arms folded, smiling. I ask him if it’s okay to look, even though

this is what I came here to do. Craig, the cameraman turns the

camera on, the dialogues at this first meeting among the artifacts

of Larry, of autism, and this attempt to promote awareness about

autism ability.

After two hours, I pick the work for the show, we grab lunch and

return to the Howard Centre, a few miles away from Larry’s

studio, where the interview continues. We are next to the

University and Burlington still bustles with summer students.

Larry is listening to us talk while we eat, and I ask him what his

favorite food is.

“Macdonald’s cheese burgers,” he says, and I chuckle. He shines a

big smile and Ryley, my assistant grabs two coupons for

Macdonald’s burgers from her purse and hands them over. Larry

reaches for them hastily.

“Do you have a girlfriend?” I ask him. Larry cowers and blushes. I



joke around. “Ah!” I say. “I made you blush!”He grins.

The laptop computer comes out again, the camera is ready. Larry

is using a computer program called Write Out Loud, which says

the words and sentences he writes. Pascal's index finger and

thumb squeezes his shoulder gently to remind Larry to keep his

fingers moving along the keyboard. I have not yet asked him a

question and he begins to type,“Least little force of my typing isn’t

making sense. Estée ask me your awesome questions.” He is a

gracious man.

I have seen many symbols in his work – houses, cars, and crosses.

So I ask “What do cars mean for you?”

“Problem knowledge of goings on with interpreting images as

symbols is Larry doesn’t paint ever vesting deliberate symbols.

It’s all intuition.” I understand intuition.

It amazes me that popular science has purported so many myths

about autism to the point that the public doesn’t believe that

empathy, emotion, imagination and intuition are a major part of an

autistic person’s life. Larry is one of the many autistic adults I’ve

met and spoken with over the past two years of travelling who

refute many of these ideas – “the shell of a person that is autistic.”

We have learned that autism is very much a part of the person.

We have learned, through the research of Dr. Laurent Mottron

and Michelle Dawson from University of Montreal and Dr. Morton

Ann Gernsbacher from University of Wisconsin-Madison, for

instance, that there are cognitive abilities in autism that seem

recondite but valuable, and using the metaphor of Camille Clark in

a recent Autism Podcast, may be akin to "learning upside-down."

“How can you begin to know how to teach an autistic child unless

you understand how we learn?” says Michelle to me in a lengthy

telephone conversation. Her research with Dr. Mottron is helping

us understand this. “It is untrue that autistics need to learn how to

learn,” she laughs. “We learn!” I can see that of my son, how he

acquires reading skills, among many things, on his own. It may not

take the shape I’m used to, but I know he is learning.

“Whose to say that our senses are disintegrated?” she scoffs. This

is the premise for sensory integration theories, but Michelle and

Laurent both make the point that there is no disintegration, just a



difference. I feel that Adam’s sensory system is so precise, attune

and very intact if not overly astute to the point of intuitive.

Michelle helps me think about how boxed in I feel with popular

theories that have been interpreted as absolute truths about

autism. She doesn’t say this to me, but what she does say is more

congruous to my experiences with Adam than any one else’s words

or theories of autism as a set of deficits and inabilities.

She suggests that there is a false-belief that once we know the

cause of autism, we’ll understand everything. Instead of jumping

from causation to behaviour as a means to supposedly

"understanding autism," we are finally looking at cognition and

abilities – one might say, the meat and potatoes of it all.

Larry is what you call classic autistic. So I ask him outright, “Do

you want to be cured of your autism?”

“People who think your disability is a sickness need to be cured of

their ignorant attitudes.” I smile, he smiles, we high-five. We have

a moment of understanding and his sense of humor becomes so

apparent.

“What do you want people to know about you?” I ask.

“Larry loves McDonalds like people once they stop dieting and

only when work that I spend my time on is seen as personally

motivated and not derived from autism will I be satisfied.”

I tell him that people will be interested in his art for itself, and

because of his autism. His art and the titles he ascribes to them,

are inseparable. Larry is like a poet, revealing profound truth

about his experiences in institutions and his views about life in a

mere phrase.

“Yes,” he continues, knowing how people will view him, most

likely, better than I.

Ralph Savarese, a professor of English at Grinnell College in Iowa

and a father of an adopted autistic son, wrote to me about Larry’s

language:

“There’s something profoundly relational (analogical) in the way

that non-speaking people with autism communicate. Perhaps



being forced to map the world visually encouraged an over-

reliance on metonymy (or the principle of relational contiguity);

whatever the case, their way of communicating and the ethics it

implies (not individualism but community, connection) seems a

lovely rejoinder to much that is sadly neuro-typical. In a footnote

about Larry, I suggest that he seems to produce spontaneously

the wonderful analogical dislocations of the great modernist

poets.”

“What do you want parents to know about their autistic children?”

“I am in life until the total realization about the power of

communication happens so parent occupied with over-coming

problems of disability needs to focus on abilities that are not easily

seen.”

So on the note of ability, I have to ask, “What is your greatest

strength?”

“Am slacker by nature. Am the personification of practice makes

perfect.”

Perfect. Indeed he is.

“You are a wonderful writer,” I tell him. He smiles. “Would you

ever write a book?”

“Yes,” he says enthusiastically and begins to type, “not pictured in

People magazine yet maybe publishing a book would put in on

People’s reporter’s plain but cool list.”

Larry is tired. I’ve been with him for four hours, looking through

work, talking on film which is being made into a video for The

Autism Acceptance Project. He shakes his tired hand from typing

– a long and deliberate task for him as he types slowly with one

finger. And we have a plane to catch. Larry will come to Toronto in

October and speak to others at the gallery on October 5th, which

will be open to the public.

--

We fly to Vestal, New York. It is raining again like the last time I

was here. This time, Jonathan will be with Alan, his father. I



haven’t seen him since last December. They greet us and Jonathan

looks as excited as he did when I picked them up for the opening of

his exhibition at Lonsdale Gallery last year -- he is almost

breathless.

I bring him a book from the gallery – illustrations by an artist – a

book-long comic strip. Jonathan seems to enjoy it as he reads it in

the car on the way to his studio – a building attached to a church

which is owned by Joe, his art-teacher who has known Jonathan

since he was seven years old. It is an old musty building and we

are lead to the basement where a series of studios, including a clay

one, are housed. Jonathan has his own studio way around the

corner and at the end of the long narrow hall.

“I want to start a sculpture,” he declares. Joe was hoping he would

draw or finish the one in front of him. Osama Bin Laden stares at

us in the doorway. Jonathan’s room and the clay studio are filled

with other political figures too. Today, he wants to do George Bush.

Again, the camera sets up and he begins scultping. “There’s no

such word as can’t,” he declares, molding Bush’s nose.

I enter the adjacent room flipping through hundreds of Jonathan’s

incredible drawings. I pick drawings from Jonathan’s various

stages of interest – people he knows, rock musicians, busy collages

of faces -- while talking with Joe and Alan, intermittently.

“How often does Jonathan come here?” I ask Joe.

“He’s here almost every day.”

“No wonder the prolific work,” I comment.

Joe works with other students in his after-school arts program. He

has been helping Jonathan for over ten years, making suggestions,

exposing Jonathan to different mediums. I am impressed how

Jonathan’s sculpture is becoming more sophisticated, and the

speed at which he works.

“One day I finally got Jon to do a self-portrait in clay,” Joe says

while I’m flipping through artwork. “He has done so many heads,

and there hasn’t been a problem with any of them when they’ve

been fired. But the day he does his own head, it blows up in the

kiln.” I pause. We stare at each other at the apparent irony. “Isn’t



that bizarre? Not one other head blows apart except for

Jonathan’s.”

Later, I see that head proudly sitting on the window ledge of his

drawing studio. It is not blown apart as much as it is fractured.

The outer skull on the left side has fallen off but sits deliberately

next to the remaining head. The inner clay is still round and clean,

like looking through the skull to the brain-intact. It reminds me of

not so much an incomplete or fractured brain as much as an

invasion of one – man’s curiousity to find out what makes us tick.

It is getting late – nearly eight o’clock in the evening and we’ve

been going non-stop since nine in the morning. We’ve been with

Jon for about three hours. He is getting hungry and tired, the

bright camera light becoming too much for him to bear. He is

showing signs of agitation and begins to cry.

“I’m tired. I want to go home.” Alan goes in to soothe him.

Jonathan wants to hug his father and there is a sweetness that

surrounds them like a cocoon. We all watch in the crowded studio,

feeling invasive, and this is not the first time I’ve witnessed the

tenderness between them -- Alan is completely devoted to his son.

Alan is a sad to see his son upset, his tall frame enveloping Jon,

comforting him. I want to tie this up. I want Jonathan to be with

his father and go eat.

While wrapping up, Joe goes to calm Jonathan while Alan takes

photos of the works I’ve picked for exhibition. I show Joe the

picture I’ve used in The Joy of Autism ads and ask him where the

piece is. Nobody knows. There are still so many works still to be

exhibited, catalogued. I think, Jonathan’s work is his artifact and

must never be lost. To distract Jonathan for a few more minutes,

Joe asks if he can replicate that drawing. Jonathan does. He is

calmer.

We are back in the car, Alan’s Magellan is talking us back to the

airport in the otherwise quiet SUV.

“What do you want to eat?” Alan asks Jon, trying to let him know

that dinner is coming soon.

“Italian.” We are all salivating in the back at the talk of food. It’s

been a long day and we too are hungry.



“I want Fettuccine Alfredo,” says Jon. I have noticed a remarkable

increase in Jonathan’s language compared to a few months ago.

Alan holds Jonathan’s hand to keep him relaxed. Jonathan is

rocking his body a little, like he’s holding on to himself. It is clear

that Alan is his steady source of calm.

“Jonathan has been talking of going to college,” Alan says, taking a

deep breath, turning his head to talk to me a little more. I am

thinking it’s entirely possible, if not probable. Jonathan is

surrounded by the love of his parents, and after meeting Larry,

will likely manage his anxiety at some point. Jonathan has a

girlfriend, just went to his high-school prom in a limo.

We run out and say a quick goodbye; Jonathan shakes everyone’s

hands and runs back to the car.

“Go feed him!” I laugh, and Alan runs after him.

I am delighted to see Jonathan, hoping that food and going home

will ease his stress. I think of what Larry might have been like at

Jonathan’s age, when his sister took him out of the instiution he

talks sourly about today. I think of Barbara Moran, the autistic

woman, age fifty-five from Topeka, Kansas, who wrote to me of

how her sensitivity to noise has made it virtually impossible for

her to be around people, and how she says that being on

medications and being institutionalized made “her autism worse.” I

think about ability, about the title The Joy of Autism, about

sadness and struggle, but how every autistic person I’ve met and

spoken with enjoys being as they are despite their challenges,

which even to me some days, is difficult to comprehend. I think

about the responsibility of talking about the provocative title The

Joy of Autism amidst all of these challenges – how some parents

might call their children a joy, but “not the autism.” Yet, every

parent of an autistic child knows that our beautiful children

demand from us a commitment to joy. Joy is struggle’s

antithesis. We can not experience one without the other.

I hope that the positive messages from autistic people who face

these many challenges, will reign. I think about how we define

ability and how we must search for uniqueness, potential and

dignity in every individual – how we must find our little ounces of

joy in the many moments of our lives.



The Joy of Autism: Redefining Ability and Qualtiy of

Life, October 5-November 5, 2006. A lecture series at the

Miles Nadal Bloor JCC and concerts and exhibitions and

presentations at Lonsdale Gallery, Toronto all by

autistic people, parents and researchers in support of

acceptance.

For more information contact

http://www.taaproject.com/

Or 416-487-3600

Click Here for VIDEO
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Another Kind of Video

Click here to view The Autism Acceptance Project Video
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The Perils of Representation and
Communication

The exhibition of autistic artists at The Lonsdale Gallery in

Toronto as part of The Autism Acceptance Project will begin in a

month. The exhibition serves many purposes:

1. To demystify many myths about autism, as art is

communication and speaks for itself;

2. To celebrate autistic artists and people instead of instilling fear

and doom;

Is this putting art on a pedestal thereby seeking to sensationalize

autism? If we sensationalize autism, or the work of autistic artists

in a spotlighted way, are we at risk of perpetuating another myth:



autism and genius?

Last year, Jonathan Lerman was portrayed by certain media

people as a “genius.” It bothered me on the one hand – Jonathan,

this wonderful young man, understood and perhaps accepted by

others only for his “genius.” While I was ecstatic that Jonathan was

reviewed and revered, I felt that something was taken away from

his personhood in the process. There are hazards in representing

others, and communicating about autism. I recognize these perils

and not only take responsibility for them, but also keep aspiring to

communicate in a way that continues to achieve understanding

and respect. Communication is an art – it is difficult for most of us

at the best of times. However, with the divide as huge as it

currently is, that is, between parents, society and autistic people, I

consider the goal an important challenge.

Some people say discourse is a process. Others believe that

acceptance is not a discourse. In my post The Learning Curve of

Acceptance I said that acceptance is a process, as unfortunate as

that is, and that as we learn about autism, listen to autistic people,

our assimilation of knowledge about autism takes time, mostly

because there is so much assumption and inaccurate information

about autism. I think many of us have realized that acceptance

doesn’t exist to the full extent that we need it to, and

communicating about autism is ambiguous, paradoxical and

difficult in the midst of the doom messages that are popular. The

work of Michelle Dawson, Jim Sinclair, Amanda Baggs, Kathleen

Seidel and others has been integral to intelligently understanding

autism and the issues that abound when non-autistics begin

discussing autistic people.

How we present the work of autistic artists is important as is

discussing their work. Do we regard the work of autistic artists

with awe because they are autistic, or do we regard the work for

itself? When we consider the work in the latter context, we can

then regard the person behind the work with respect. There

seems to be some confusion in granting respect and equality to

autistic people. Equality simply means that despite race, creed or

disability we all deserve to be regarded equally while

acknowledging challenges and differences.

The work involved in creating something is arduous. To believe

that it comes just from some autistic stream of consciousness –



that it just flows because of the autism -- is part true and untrue.

There is always the work, the hours spent creating and perfecting

it. I consider the hours that Jonathan spends at his art studio and

the hundreds of paintings awaiting my attention at Larry’s. Their

work is prolific. Jonathan’s work appears lucid, full of emotion.

Larry’s, on the surface, looks more like folk art. What makes

Larry’s work fascinating and important are the titles he ascribes

his work, as important as the work itself and as inseparable as

Siamese twins. His titles read like metaphors, poems. I am in awe

of his use of language that rings with profound meaning. While the

way in which he writes may come in part from autism, it is also

indigenous to Larry. He has the ability to describe the world like a

poet who can pinpoint the complexity of truth in a mere phrase.

In this respect, Larry and Jonathan have worked to SEE. Seeing,

observing, understanding, assimilating in a way that touches us in

a mere moment – the toilsome work of perceiving and

understanding the world and manifesting that in a work of art, or

literature, or poetry for that matter – this is a process that

demands the artist to actively participate in the world.

Kamram Nazeer, an autistic policy advisor at Whitehall and writer,

addresses our banal understanding of genius in his book Send in

the Idiots. He notes that when we designate an autistic artist or

writer a “genius,” we are taking away their dignity because we are

in essence saying that there is no effort behind the work. When we

believe this, we have once again diminished not only the work, but

also the person behind it:

GENIUS:

“The term obscures; it provides an area of grace. The problem

with the term `genius,’ however, is that we do not only use it for

the purposes of bereavement. We use it commonly. And we use

words and attitudes that are similar in effect.”

The work by autistic people deserves the “full and proper rigor to

the life of the ordinary, though very clever, subject but not to the

life of the genius…. If the task of criticism is to somehow explain,

or make guesses, or lead interesting speculations as to how

works come to be or how they do what they do, the use of the

term `genius’ must be eschewed. It reveals nothing, it gives no

insight into the creative process; by using it, we get no further.”



Genius has to work hard too. Our conception of privileges of

genius is a false one.

Genius has to engage with tradition.

Perhaps the greatest achievement and finest use of the term

`genius’ is that it makes us feel safe. By using it to identify a

group of individuals who are different from us, and we refuse to

engage with how it is that these individuals do what they do. We

accept that their achievements do not depend on anything but

the special quality of genius itself.

Genius doesn’t rely on us.

Genius just is. Hence, the overall effect is that we completely rid

ourselves of any responsibility for progress. We don’t have to

understand what they do. We don’t have to aspire to do it

ourselves. In return, we give geniuses certain special privileges.

We cannot hold them to ordinary standards of behavior, for

example. And in the end, we are able to remove ourselves from

the great game. This is incredibly liberating. We can now enjoy

our private lives. We need never feel anxious about our

“contribution.” (excerpts from pages 79-88)

Genius is creative activity with hard work. It is true for all of us.

Are these works of genius at The Lonsdale Gallery? Maybe yes for

some, and no for others. But let us not put these artists on

pedestals because of their autism. Let us regard the work for itself,

and then we can also come to understand the person behind the

work. If art is also communication, let us actively seek out what it

is trying to communicate. Art, like all communication, is a two-way

process.

The TAAProject video which will be released this week, is set to

celebrate autistic people and to provide a positive view among

society-at-large so that we can begin shifting paradigms. It is not

perfect. I consider the video a work in progress, reflecting how

views are in the midst of changing. It is a beginning for the general

public to have access to something different about autism. The

next video will begin to address the complexity of our beliefs about

autism, even those beliefs that suggest that autism is a special

ability. It is and isn’t any of this. Autism just is.



How do we explain autism to the general public, if not one step at a

time? This is our very first step. I believe it is for the better.
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Autism Podcast

Thanks so much to Autism Diva and Autism Podcast for this

wonderful show. I hope all of our Toronto readers will listen:

click on this: Autism Podcast

I am in Haliburton, sitting in an Internet Cafe while listening to

this. Across from me sits "The Rails End Gallery" with a sign that

reads: ART IS TRIUMPH OVER CHAOS.

The autistic artists who will be exhibited certainly are triumphant,

showing an ability to take the abstract and make it into an

interpreted, cohesive whole. Hopefully, with every word and deed,

the same can occur for views about autism. Thanks again, Diva!
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The Pill to Cure The Autism Divide

I’ve received positive and negative responses to The Autism

Acceptance Project’s title “The Joy of Autism.” As expected, not

everyone sees the joy in autism, at least not immediately. Many

find autism a challenge and the joy of autism, elusive.

Yet, there is a tie that binds all parents, those of us who want

services, education, and opportunities for our children. There is

little difference between the devotion many of us feel towards our

children, the daily commitment toward them in ensuring their



success.

The difference lies in our attitude towards our autistic children. Is

success defined within the frame of “normal,” or is it defined

individually, without preconceptions? The idea of normal baffles

me. In trying to define normal, I only come up with more

absurdities.

When we believe that something is extrinsic of us, then we can

blame something outside of ourselves, our children. For some

parents of autistic children, it might be easier, although there is no

scientific evidence to prove this, to believe that autism is a mask

that shields the true child within, or that autism is a disease akin to

cancer, waiting for a cure. To acknowledge that autism is as much

a part of the child as congenital blindness or deafness, may be akin

to telling a parent that their autistic child is dead. To acknowledge

autism as part of the child may seem hopeless, but this project is

here to show others that it is not. The devastation a parent might

feel in light of these ideas, that their child will “never” do

something that was expected, can be crippling, and may even lead

to hatred, some of which will be directed towards this project that

wishes only to preserve the dignity and opportunity for not only

our autistic children, but also for adults who are speaking up.

These adults are saying “autism is part of who I am.”

As a parent who has gone through the very same experiences of

other parents, who has seen the devastating messages and videos,

I asked myself, “how is all of this going to help my son Adam or my

family? How will this effect his self-esteem, and the challenges of

being accepted into the mainstream community? Ralph Savarese,

a professor from Grinnell College, who has written a memoir titled

Reasonable People: A Memoir of Autism and Adoption,

stated,

“As a father of an Autist, I can tell you that feeling good about

oneself is a big problem with autism. What do you say to an

eleven-year-old who so understands the world’s intolerance of

difference when he starts announcing on his computer at night,

`freak is ready for bed’? Like other people with disabilities, some

with autism have found that identity politics offer a vehicle for

fighting discrimination and improving self-esteem. It locates the

problem with difference where it should be: outside the self, in a

world of ignorance and fear.” (p.13)



In other words, placing judgment of others outside of ourselves, is

an important way to preserve self-esteem. This is why The Joy of

Autism event is hosting the work and presentations of autistic

people.

Judgment was the first negative experience we faced when going

through the diagnostic and early intervention process. There are

people who judged Adam from the outset, peering at him as a

pathology. They became more focused on what he couldn’t do

rather than what he could do. I wouldn’t say those are good

teachers. A good teacher is one who can see the child for who they

are, to find a entry point, to teach where a child’s interest lies, to

understand the challenges and address them without using them

to define the child. One seasoned teacher told me last night, “I

became a good teacher when I realized that the content of what I

was teaching wasn’t important, it was the child who was

important.” Read that sentence carefully and find the profound

wisdom in it.

Michael Moon, who seems in many ways non autistic today on the

exterior, claims that he was very challenged as a young autistic

child, and continues to find challenges as an adult despite his

higher functioning. As a teenager he suffered chronic fatigue

syndrome from trying to “fit in,” not yet understanding that he

was autistic. “When I found out I was autistic, it was a relief,” he

said. “I knew I fit in somewhere.” He says that at the age of

twenty, when he found out about his diagnosis, the world shifted,

and he was more able to become part of it.

“School didn’t help me,” he said. “Schools were more interested in

how you followed rules rather than teaching.”

Brian Henson, an Asperger’s adult from Brantford, Ontario also

relays similar pain from his school years. “Teachers only wanted

me to read the text book. I couldn’t ask questions. When I wanted

to explore something, they told me to just read the text or I would

get an F.”

“We’re only teaching your child how to respond,” said Jim

Partington to me over the phone, a few days before I considered

flying him to Toronto. Adam was only two years old. He was not

relating to us well, and consistently ran back and forth. I thought,



that teaching Adam to respond was not the means to an end. I

wanted to teach him how to relate to me, and to be happy. We

succeeded with lots of play. Adam is extremely intelligent, showing

his knowledge in variant ways, one being the computer. He can do

all of the skills suited to his age, and then some. He has more

difficulty responding in a typical way. While we teach him now that

he is older, happy and with respect for him (not using

normalization of him as a goal – semantics are important here), I

feel that we are building bridges between his world and ours.

When Adam was at camp, his head counselor asked his shadow,

“what is it?” in terms of his limited speech, to which his shadow

wisely replied, “he’s a child.” What difference would it have made

for this young person to know that he was autistic? Would it have

furthered her understanding of Adam as a whole child, or simply

categorized him as an incapable one? I continue to ask the

question: does the autism label help or hinder? If it serves to

support autistic people and have them regarded as whole people as

well, then I can support its use. If it is used to paint a horrific,

disease-identity, where an autistic person is refused by teachers,

therapists, and others, then it is wrong.

Paula Kluth, Ph.D., formerly from Syracuse University, and an

expert in inclusive education and US legislation cites a quote by an

autistic person:

“All my life I was enrolled in classes for the profoundly retarded.

The pain of that isolation, I can’t describe. Some classes consisted

of putting together flashlights together and then they would be

taken apart for the next day’s project. I never spoke or made eye

contact. I hummed and self-stimulated. No wonder they though I

was hopeless. I was always treated well but my intellectual needs

were never addressed because nobody knew I had any intellect at

all. Sad to say, many like me remain in that same hellish situation.”

(Kluth, You’re Going to Love this Kid: Teaching Students

with Autism in the Classroom, p.23)

If there is any social injustice in the world that does a disservice to

autistic children, it is those organizations and individuals who

continue to paint autism as a horrible way of living and being.

These are the same organizations that could help with what is: the

reality that there are autistic people living in the world, who need

education, and that there are families who need to feel inspired



and empowered, not constantly pounded with the message that

their child is insufficient. This is the disease mind-set that is

negatively effecting so many people. If autistic people suffer, it is

not from their autism. It is from society who judges them.

Jim Sinclair acknowledges the process of parental grief stating

basically, that although it is understandable, it is not right to take

one’s grief out on the child. He offers some advice, being an autistic

person himself:

“After you’ve started letting go, come back and look at your

autistic child again, and say to yourself: “This is not my child that I

expected and planned for. This is an alien child who landed in my

life by accident. I don’t know who this child is or what it will

become. But I know it’s a child, stranded in an alien world, without

parents of its own kind to care for it. It needs someone to care for

it, to teach it, to interpret and to advocate for it. And because this

alien child happened to drop into my life, that job is mine if I want

it. If that prospect excites you, then come join us, in strength and

determination, in hope and in joy. The adventure of a lifetime is

ahead of you.” (from his essay, Don’t Mourn for Us)

I have to say that the turning point for me was when I began to

read the books and essays written by autistic people and autistic

artists who have found a language outside the written word: Lucy

Blackthorn, Richard Attfield, Donna Williams, and so many others.

Some of who can’t talk, and who have dealt with challenges, and

society’s stigmatization of them for a lifetime. This stigma effects

the entire disabled community, who despite their disability, want

to be accepted and want the same things as you and I. The vast

majority believe that disability means incapable. The idea that

there is actually a sentient being behind the exterior of disability is

intolerable to many, but precisely the opposite is true and must be

dealt with head-on.

Over the past three years, and especially the past year, I have

made an effort to travel to meet many autistic adults all over

North America – some with “severe” autism, “Kanner’s Autism,”

Asperger’s Syndrome. I have met adults who were mainstreamed

into schools when schools didn’t know the word autism to the

extent we do today. I have met others who were institutionalized

in the 1950’s when it was considered shameful for families to have

children with any disability. Some of these people, now adults in



their late fifties and early sixties, said they were put on psychotic

drugs and were treated poorly. One woman I met from just

outside of Toronto was diagnosed with “Kanner’s Autism” has

worked for thirty years since leaving a psychiatric hospital. As a

child, she was placed in a facility for children with emotional

disturbances. She managed to get married, drive, work and live

her life as we all do.

Barbara Moran, from Topeka, Kansas (I am careful whose names I

will use – I have received permission from some but not others as

of yet), stated that she too was institutionalized. She says "just

think of all children who were autistic placed in institutions back

then, who we never hear from." Now in her fifties, she is

extremely sensitive to noise and cannot work. She says she could

have done better if she was accepted and allowed to go to regular

school “where I could have been desensitized,” she notes. She says

that the drugs she was placed on nullified her, and she hated being

on them.

Larry Bissonnette, who uses a keyboard to communicate full

sentences said to me “people who think your disability is an illness

need to be cured of their ignorant attitudes.” Larry was also

institutionalized until his sister saw how he was treated. She pulled

him out and now lives with her, making art, traveling around the

world on occasion. I met him and experienced his humour, his

human-ness. Despite the challenges in communication, he is

profoundly intelligent. It breaks my heart to receive emails from

parents who cannot find the daily joy in their children, in these

people who can teach us everything about autism.

Science has not yet provided any answers about autism, only more

questions. Some science is unveiling the abilities innate to autism,

thankfully, as it garners respect for a human condition, creating

the needed bridge between so-called “different worlds,” to reveal

that our worlds are not that far apart. As a parent who has sought

answers from a variety of autistic adults, after hearing them tell

me of their experiences, what worked for them and what didn’t,

and the overriding message of each of them wanting to enjoy life,

to be tolerated, understood and accepted by society, I had to ask

myself what the point was in attempting to “normalize” Adam. For

to do so would have meant that I did not value him as he was, or

was unhappy with him.



No, autism is a challenge for the rest of us because we only see

through one lens. We have to ask ourselves – is it the only lens? Is

it the only way to look at autism? What of the autistic perspective?

Is there a right way to be and a wrong way to be?

I’ve met parents who have revealed to me that “of all my children,

my autistic child brings me the most joy.” This comes from two

families I have encountered personally. Many others write about

it: Paul Collins, Susan Senator, Valerie Paradiz, are some. It is

something I strongly relate to, as Adam is my first and only child,

my life, my reason for being, my utmost joy. Reframing my

expectations of him has brought me daily surprises. I no longer

expect myself in my pencil skirt and hat sitting at his Harvard

graduation, but I also can’t say it won’t happen, or that I might not

be sitting at his high-school graduation beaming at his success. As

parents, we all know that the milestones our children do achieve

give us monumental joy.

My husband likes to play devil’s advocate. I like that because I

never think that there is one conclusion. Autism has revealed that

to be human is living in paradox. He asks me, “So what if there was

a pill to cure Adam? How are you gonna answer that?”

I can’t say that is an easy question to answer. Do I want Adam to

suffer the stigmatization that a judgmental society will bring upon

him? No, of course I don’t. I’m not sure if a pill could ever cure

external judgment of him or of me for that matter.

Is autism curable? There isn’t one scientist that has proclaimed

that it can be. In fact, the landscape of autism is so diverse, that

one magic pill might not do the trick for everyone.

And if there was a pill? I just don’t know. To answer that question

quickly is scarier than the question itself. Autistic people say that

autism is a challenge, but still, they don’t want to be cured. Oliver

Sacks once noted that we need to appreciate diversity in all its

forms and called the brain “remarkable [in its] plasticity, its

capacity for the most striking adaptations” as the “creative

potential” of disease itself. People who have been medicated to the

hilt, nullified of their experiences with neurobiological disorders,

have suffered a marked decline of their creative abilities. I have to

listen to this. We all do. If there was that pill, I would want Adam

to decide, but even that answer is much too simple.



So do I deal with the reality of what is? Absolutely.

So now, I will reveal some of the responses, calling The Autism

Acceptance Project “a political fringe,” to which I do not sigh, but

perhaps acknowledge because eventually, a fringe becomes a

mainstream. At least I hope that tolerance and acceptance will

become mainstream. This project is about celebrating human

dignity, potential and seeks to perpetuate respect so that we can

ask for a variety of services and education to governments and

teachers who just might see the individual potential of an autistic

person. Waiting for a cure will not help us obtain services, support,

vocational training. Governments will simply wait for those cures

as a cost-saving measure.

Jonathan Lerman in Vestal, New York, is experiencing something

akin to an team that enables his self-determination and

empowerment, with support. It is a government-funded program.

I cannot attest to how it is working, but the concept is interesting

and might be considered. Jonathan basically states what he wants

to do, and his team of people that support him, including his

parents, ensure that his wishes and goals are realized. I believe

that teenagers should continue to be supported with their peers,

with self-image, that adults should receive vocational training,

placement and support. I believe that inclusive education is a right,

and that special education is also a right. Autistic people need

access to a variety of approaches and educational opportunities.

Above all, autistic people need self-determination.

How do the following statements encourage or hinder these

needed services? To paint autism as a horrific disease waiting for a

cure? Or an ability, a way of being, that deserves respect and

opportunity to reach its potential? I am not revealing these

responses out of disrespect for those who wrote them, or to create

more divisions, but rather, as an opportunity for us to see the

difference between empowerment/disempowerment in hopes that

some may choose to find the same kind of joy and inspiration that

my son has brought to our family.

Response #1:

I have to say; shocked is a mild word for my reaction.



As a parent of a child with autism, I applaud any effort to help the

world understand this mysterious condition and the enormous

strain it puts on those it afflicts and their families. However, to de-

stigmatize autism with a sugar coating does this challenge a major

disservice. Many of us actively advocate for those suffering with

autism and accurate public education is critical. Making autism

seem like “a happy place” doesn’t help our cause.

Response #2

While I am sure we all appreciate the benefits that accrue to

children who are involved in artistic self-expression (and I am

particularly sympathetic to this as a professional musician), this is

an issue quite separate from the matter in hand - which is the

choice of or tacit approval of the title "The Joy of Autism". This will

not produce controversy, it will elicit fury. Parents who are trying

to access funds and services, who are managing children with

trying behaviours and who are fighting for educational equality do

not want to have to deal with its implications.

What is next? Happy and Leukemic? Cancer is Cool? Incest is just

another kind of love? I really hope you will not only appreciate the

full horror of this gaffe, but do something public to acknowledge it!

The good the event is certain to achieve will doubtless be diluted

by the negative reaction from the autism community.

Response #3 (I apologize for the awkward spacing as

this was taken from an email to me from Kevin Leitch of

Autism Hub):

As parent to an autistic child considered to be 'classically' autistic

(other terminology includes low functioning/Kanners) one of the

most

troubling aspects of the international autism community (by which

I

mean the self appointed organizations of largely non-autistic

people)

as oppose to the autistic community (by which I mean the

organizations

comprised of a mixture of autistic and non-autistic people, or solely

autistic people) is the way in which a lot of people are opposed to



any attempt to present a non-tragic face to autism.

There is no denial that raising a child who has special needs is

difficult but it worries me that people want to compare an attempt

to

look at a less negative aspect of autism to incest and cancer.

It seems to me that there is a large element of pre-judging

occurring

here. Both in terms of what the event itself is and in terms of what

autism 'must be' for all people.

To me it is not only possible, but *vital* to separate the issues

concerned. Yes, a battle for services is important but it is of equal

importance to see that autistic people of any and all ages are as

capable and as entitled to joy as anybody else. I don't see this

event

as an attempt to sugarcoat anything or to misrepresent anyone. If

it

was I would not want to be associated with it.

Recently in the US, the organization Autism Speaks released a

short

film entitled 'Autism Every Day'. During the course of this film the

only side of autism that was presented was an unremittingly

negative

one. Children were badgered into meltdowns and situations, by the

admission of the Director, were manipulated to show autism in the

worst possible light. One segment showed a mother telling how she

considered killing herself and her autistic daughter to escape the

misery of autism. She related this incident whilst her daughter was

in

the room with her.

Consider the differences between this film and the Joy of Autism

event. The film was made for an organization called Autism Speaks

-

the organization wishes to push themselves as the voice of autism,

that they are they authority on the subject. This event is organized

by an organization called The Autism Acceptance Project -

referring to

a project to promote acceptance.



The film is entitled 'Autism Every Day'. The filmmakers wish to

present the idea that the unremittingly negative subject matter is

the

sole reality of 'autism every day'. By contrast TAAP's Joy of

Autism,

by its very title, indicates focusing on one aspect of autism. It

doesn't seek to eliminate the negative, merely to accentuate the

positive.

I can't see anything wrong with that aim. It puzzles me that

anyone can.

-----

If I want a cure for anything, it would be for these divides: misery

versus joy; normal versus abnormal; acceptance versus

intolerance for autism itself.
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Joy of Autism Event

You can now

download the

brochure for more

information.
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Hope is Vested in Humanity



I've been looking for a photograph for the piece that will be

published next year. It is a piece about Adam, autism, family life. I

called it "The Perfect Child." I like this photograph. It was taken in

the throes of worry, when Adam was newly diagnosed; when

clinicians and psychologists consumed us in their leather couches,

saying um hum, and scratching their pens against lined paper,

peering at Adam from behind dark rimmed glasses. I remember

feeling angry at them. How dare they view my first and only

beautiful child as a pathology? I remember hiring and firing so

many therapists and clinicians who came into our home -- our door

might as well been revolving.

This photo brings me back to this time when I was worried, angry,

confused. It reminds me of all the terrifying things I saw, the films

of autistic people screaming, being tugged by therapists. Yes, there

are many movies like those.

Soon, The Autism Acceptance Project will release its video. It was

made to give people dignity, others hope. In a world where there is

little, where people put all their stakes in cures, pills and

perfection, we need to remind ourselves that in the end, hope is

not vested in cures, it is vested in humanity.
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Toddlers in Black

I picked up Adam at camp today when his head counselor

announced, “Tomorrow is Olympic Day. The teddies [his group

name] have to come wearing black.”

The mothers stood bewildered.

“Black? My child doesn’t own anything in black,” one said in

disgust.

Another just rolled her eyes.

“Who makes these decisions?” asked another “Why don’t you

know anything about children?” I don’t think anyone in the group

owns a black anything. Not at this age.

Instead of colourful toddlers strolling about the camp tomorrow,

they will be dressed in dark black under the sun. I can picture it

now, a line up of toddlers marching to their event, these dark

shadows, perhaps in black sunglasses -- a set of oblivious spy kids,

cranky under the raging heat of the sun. It’s a rather morbid scene

in my head. These red-faced and sweaty toddlers, following in a



row like walking a funeral march. Not at all a sight I would expect,

these bundles of joy who should be dressed in every colour of the

rainbow, but not in black.

“Perhaps we can just cut out black circles and tape them to their

backs,” suggested Adam’s shadow.

“Sure,” I said. “It’s better than dressing in black. Now they’ll all

look like a bunch of walking targets.”
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Just Breathe

I just finished a piece for publication next fall by Key Porter Books,

edited by Cori Howard – a woman’ s anthology: Between

Interruptions: Mothers Write About Guilt, Anxiety,

Amibition and More. I guess my piece classifies for the “more”

part.

My hands hurt like I’ve got arthritis, yet my compulsion is to come

downstairs and write some more before we leave for the cottage

again – a rented one, an exercise in determining how much we

enjoy, or not, the weekend schlep into cottage country.

TAAProject is going well. The video is almost complete, the

magazine, the Autspoken submissions, the exhibition I have

curated and am still organizing. Adam still goes to camp but I enjoy

spending these weekends alone with him, relaxed for a change.

The water has a way of just letting you take a deep breath.

Like many cities, Toronto is hot in the summer. The heat rises

with the smog. The trees and the water of cottage country calls our

bodies to just say ahhhh.

There isn’t a moment when I don’t think about our busy-ness, and

how it effects our children. Our work, their programs, driving,

driving, driving in between. At the cottage, we have nothing to do.

We can only be. Adam always seems to talk more when we are up

at the cottage with Henry and I. No therapist can bottle that and



sell it.

There is a part of me thinking, why the heck am I going up there

with the October event around the corner? My pain in my hands

remind me that I've been busy. I’ve been writing, and working all

the time, so much correspondence now by emails. Many of us

share the same quandary – the compulsion to keep working.

Perhaps we do not spend enough time observing and being with

those we love. We value output instead of input.

The trees will speak to me, the water will beckon and refresh me,

and Adam, Henry and I will just breathe.
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Gossamer Dreams

I've been to the cottage. I've gathered with about fifteen other

mothers, drinking wine, making exquisite food, and playing games

in the darkness of the cabin, while moths beat their wings

chaotically against the windows, the light lulling them like sirens.

We don't let them in.

Our children are at home and the games reveal us -- unravel our

everyday mother-armour, our hard practical sides to the soft

sticky stuff that composes our mucky lives. I don't reveal to much

too soon. When I do, I am always disappointed. I talk about Adam,

of course. I talk about how wonderful he is, how I've come to

appreciate what he brings to me, how he expands me in every

way.

She happens to be a speech-language-pathologist, and as I talk my



joyful talk, a look of subtle skepticism crosses her face. I've seen

that look before. The kind where I feel like I have to talk wiser,

faster, smarter. I've seen it in the eyes of Adam's psychometrist,

when Adam was first diagnosed, eyes peering at me from behind

dark-rimmed glasses like I was a mother in denial of her doomed

child. I've seen it in the developmental pediatricians' eyes when

she looks at me as if I don't know what I'm talking about. It is a

subtle look, even if unintended,a glance like a drop of poison that

could seep in slowly, killing everything.

"I don't admit to know anything about autism," she says. "But

unfortunately, the majority rules." She is talking about how we

interact. How we are judged and what we have to do to "fit in."

The majority rules.

I can't respond. I have to absorb what she says for a while because

I don't want her to think I agree. Thankfully, she is called away

while I stay on the lounge chair -- the wind picks up and it's just

me and the lapping waves swelling near my feet.

It hits me as the group of women gather on the porch and I stay

back with my books and writing notebooks gathered around me,

my silence swathing me like silk against the drone of voices in the

distant background.

A majority is a perception. That "normal" is just a version of

ourselves -- what is normal must be like us. It is a narrow-minded

way to look at the world that is comprised of so many different

kinds of people. A majority is comprised of tribes and they form

larger communities that simmer in melting pots. What is the

majority today always shifts the next -- the gay and black

communities being poignant examples of a world made better with

the acceptance of difference.

I am in town and I buy a magazine to zone out, Town and

Country, and find an article about autism, just when I want to

think about other things. It is not a good article, but one featuring

Autism Speaks, the tragedy of autism, the stories reminiscent of

the Autism Every Day video -- of desperate parents pulling on

their children's hair..."hard" because they "have to." There it reads

in the glamourous gloss of a high-society magazine, directed at an

audience that will give their money to any heart-felt cause. It's not



that it isn't heart-felt to them, but it is nevertheless destroying the

spirit of many autistic people and infuriating me as my own friends

will approach me about that "devastating article" with perhaps a

pitiful glance at my beautiful son. Adam deserves so much better

than this.

The hors d'oeuvres come out on the picnic table as chilled wine is

being poured. Perhaps I'm not the "majority" in this crowd who

are talking about the many people I don't know, and the ability to

talk without end. I enjoy listening. I seem to be welcomed enough

for it. I prefer to sit alone next to the trees whispering their sweet

messages, the expanse of water soothing away the noise of the

city. But the voices call me to partake, to play games, to reveal, to

share, to learn, perhaps to burn but to always, always start again.

-----

I am a moth and she my candled flame

By her flickering light I guide the journey

By her guttering glow I view it all

And painted by her light, the world is glorious

And to her I am drawn

I am a moth and she my doom

Fluttering towards her I am flying

Deeper into her pool of joyous light

Ever closer to her killing flame

And by the heat of her presence

I ignite

Gossamer wings burn and seemingly evaporate

Incandescent pain lances throughout my self

I drop to the earth burned and battered

But miraculously alive

And I rail at my foolish ways

I could fly, and where did I go?

To pain, to anguish, to her

I wait to die

But I do not end upon the days next dawning

And upon my burned and scarred back

Are several strange nodules forming

Wings regrowing and a second chance

And by the evenings' cool embrace



flight have I again attained

And as I launch into the dimness

I see a soft light

Its her, her light undiminished for having consumed me

And I approach again

And…

As the next day rises, my new wings just forming

My again burned body rests now

A strange sight I see

Its her I somehow know, but different in form

In the light of day I see her for what she truly is.

Not a candle's flame, but a moth in her own right

And upon her burned back grow

A new set of wings…

© Daniel Wolf Roemele
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If You Hate the Roots

You can't hate

the roots of the

tree and not

hate the tree --

Malcom X

No one had a

greater impact on

the cultural

consciousness of African-Americans during the second half of the

20th century than Malcolm X. More than anyone else he

revolutionized the black mind, transforming docile Negroes and



self-effacing colored people into proud blacks and self-confident

African-Americans. Civil rights activists became Black Power

militants and declared, "It's nation time." Preachers and religious

scholars created a black theology and proclaimed God as

liberator and Jesus Christ as black. College and university

students demanded and won black studies. Poets, playwrights,

musicians, painters and other artists created a new black

aesthetics and ardently proclaimed that "black is beautiful."

No area of the African-American community escaped Malcolm's

influence. The mainstream black leaders who dismissed him as a

rabble-rouser today embrace his cultural philosophy and urge

blacks to love themselves first before they even think about

loving others. No one loved blacks more than Malcolm nor

taught us more about ourselves. Before Malcolm most blacks

wanted nothing to do with Africa. But he taught us that "you

can't hate the roots of the tree and not hate the tree; you can't

hate your origin and not end up hating yourself; you can't hate

Africa and not hate yourself." A simple, profound truth; one that

blacks needed (and still need) to hear. And no one said it as

effectively as Malcolm X. (By James M. Cone)

As I referred to in The Learning Curve of Acceptance, there are

different voices in the autism advocacy movement. I think Malcom

X's statement about roots sums it up for the autism rights

movement as well. In this X equals Y statement, you "hate" your

child if you hate autism. I know many parents are really struggling

with this concept. Many parents struggle with the disconnect

between autism as illness, and autism as a way of being. Parents

struggle with figuring out autism, and coming to accepting it. I

empathize with their struggle. But I also empathize with autistic

people who feel the same way as many blacks did. Just like the

black rights movement, there are mainstream activists and

militant ones. Yet, what strikes me most is the reverbant voices of

the Malcom X's of the world, and just how potent their messages

are, even they are hard pills to swallow.

As I said before, parents aren't always at fault. Yet, parents and

organizations have to be responsible in how we talk about and

present autism. Further, this negative talk effects the way autistic

people may view themselves. We are fed bad information by

media sources. These messages do not talk about the joy of autism,

only the struggle.



Let the voices rise. Let time pass and tell us, we are different, but

so very much the same.
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An Example of Insensitivty

Yesterday, Adam had a play-date with a non-autistic friend from

camp. Adam is enjoying camp. In the morning he watches and

waits for the bus, and as it approaches, he jumps happily up and

down, “There’s the bus! There’s the bus!” There is a wonderful

melodic tone to his speech and the repetition, and I love to make

songs out of the things he says and jump around with him.

He has made another best friend, it seems at camp, “M,” – a little

three-and-a-half-year- old girl who has motor planning difficulty,

making language challenging at the moment. Adam and M sit

beside each other during every circle. M won’t go in the pool unless

she is with Adam. M began tickling Adam and he giggled and

tickled her back until they were entrenched in their own private

giggle-fest. She touched Adam’s nose, and he touched hers, she

touched his head, and he touched hers. This was the report I

received from his counselors.

Adam is in a “regular” camp with a “shadow,” who stands back as

Adam becomes independent. Adam needs little assistance now

from her and during the school year -- we faded the shadow back

to one day a week. It’s just that at camp, the teenage counselors do

not know how to teach appropriately to any of the three and four

year olds, and I’ve discovered that his shadow’s positive advocacy

of Adam and all of his abilities, and meaning of toddler-speak in

general, is teaching the counselors how to actually interact with

him, and the others, in a positive way. I don’t think I expected

Adam to enjoy camp this much. He has formed attachments with

one counselor and his swim instructor, and of course, little “M.”

I could have been angry with the camp. Yesterday, the head

counselor, also a “teacher,” came out and said that Adam was

“crying for most of the day and she didn’t know why.” I felt



singled-out and that the look on her face was that he was crying

because he was autistc, a sweeping feeling that crossed me, and all

the parents stared at me. When Adam’s shadow explained what

had happened -- Adam had apparently bitten his tongue and was

upset about it -- I marched back up to the “teacher” to say also in

front of the lineup of parents, “Did you know that Adam bit his

tongue which is why he was crying?” She indicated that she hadn’t

been paying attention. “You shouldn’t made a statement that gets

me worried without investigating the cause,” I said politely, but

firmly.

The mother of “J”, who has the non-autistic child who came to play

late yesterday afternoon initiated a discussion that her son “hates

camp,” and that that same “teacher” did the same to her in the

lineup of parents. The mother also felt stigmatized.

So, it isn’t an argument of prejudice against an autistic person,

although I might have interpreted it that way. It was sheer

insensitivity and lack of professionalism on the part of that head

counselor. I have discovered that she knows little of this age-group

of kids, doesn’t know appropriate activities for them, and is so

busy being “head” that she doesn’t have time to interact with the

kids.

In the meantime, my shadow is in there with a group of teenage

counselors teaching them what kids want and need, autistic or not,

it sounds much the same to me. Looking at all kids positively, with

respect and dignity as little people with reasons and needs seems

to be sorely lacking here, and perhaps is the problem with some

teachers and institutions in the first place.

Assuming prejudice may be too easy. Accusing people of prejudice

may even be deconstructive. We have to look at the context, teach

the ignorant (ignorant as unknowing and insensitive), and act

positively to achieve the goal of teaching and raising the self-

esteem in all children.
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The Learning Curve of Acceptance

The Joy of Autism: Redefining Ability and Quality of Life

is an event that will take place during the month of October and

organized by The Autism Acceptance Project. The event is

organized around a group exhibition of international autistic

artists, Larry Bissonnette and Jonathan Lerman, and Toronto

artists, Michael Moon and students from the MukiBaum

Treatment Centres. In addition, lectures around the issues of

autistic ability and what constitutes quality of life will be explored

by scientists vested in research focused on autism ability,

clinicians, autistic people, and parent authors – the latter who will

relay their journeys to acceptance of autism.

The exhibition not only seeks to confront popular and

misconstrued ideas regarding what it means to be autistic, but

also, will ask “what is art?” The elite art world is replete with

categories and genres. As such, it has classified the work of autistic

artists as “Outsider Art,” “Naïve Art,” “Art Brut,” or “Raw Art.” In

fact, the terms are referred to as self-taught art, not belonging to,

or informed by, another genre. Tom Sherman of Canadian Art

Magazine, states that the obligation of artists is “to find the

differences they need to distinguish themselves in an era when

similarities rule…The artist has a role to play in our society and

that role is to remind people of the value of difference.” He was not

specifically talking about art executed by differently-abled people.

He was discussing art in the context of a society that “craves

conformity and order.” He also makes the “what is art?” question a

little more difficult when he states, “There are artists, and there

are artists. Creating the appearance of art is easier than making

art.” How does the art of self-taught artists who achieve

Sherman’s obligation of reminding people of the value of difference

– intentionally or innately – fit in? Is this the sole premise –

intention to make art – upon which art is rendered valid? What

about compulsion? This will be investigated in the exhibition as

well as seeking to understand differently-abled people in the name

of de-stigmatization, and acceptance through understanding art as

human artifact. The event doesn’t seek to draw conclusions, but to

raise more questions.

Through art and a lecture series, we can try to define acceptance.

Acceptance doesn’t mean acquiescence. It doesn’t mean that we do

not foster skills in our children that increase competency and rest



on our laurels as parents. On the contrary to passivity, acceptance

is a very active process. It means accepting autism as a way of

being, and not conducting therapies that seek to “normalize” an

autistic person. This is the fundamental difference in the politicized

autism discourse – to conduct therapies in order to “normalize”

the autistic person, or to teach and impart skills.

Acceptance means accepting the abilities that can enable an

autistic person to succeed in the world as an autistic person. It

means seeking ways to educate an autistic person and to help each

child fulfill his or her potential. It means creating inclusive

opportunities in schools and in the workplace that actively adapts

education to meet the learning needs of the child. It means

supporting autistic people in areas that they want and need extra

support. Many of the autistic adults who have written to me and

who I know personally -- who cannot live without assistance --

state that they would not cure their autism despite the challenges

that autism, or being different, brings. As a society, we have to

listen carefully to these messages and what it means when we

study causation and advocate for cures.

The term acceptance is co-opted by many organizations that

continue to purport therapies that seek to normalize the autistic

person as the final goal. Many organizations still state that autism

is an illness and a condition to be cured. This is not acceptance or

part of the autism rights movement. As a society, we must

continue to be rigorous in what messages get mixed in with

acceptance. We must stay aware as to which organizations are lead

largely by non-autistic people, who may be presenting autistics as

token figures rather than as active participants. Some autistic

people have referenced treatment of autistics akin to how the

Canadian native community has been treated – with decisions

being made for them by non-native Canadians. As the founder of a

new autism organization, a non autistic person myself, I’ve had

some recent share of scrutiny regarding board and advisory

members and the way TAAProject presents itself in addition to the

speakers it invites to participate. As it is still a new organization,

the board will continue to grow and it will actively seek autistic

members, speakers, contributors, advisors, audiences and artists.

It is important to acknowledge that acceptance is also a learning

curve. I feel that the learning should never end for all of us. As a

mother of an autistic son, I feel that working together – both



autistics and non-autistics - is an effective way to change the

stigma attached to all “disabled” people. After all, if we believe that

we as humans are to all be accepted and supported for our

differences, and we wish to create an inclusive and diverse world,

we have to debate this, learn to cooperate, and build the important

bridges.

That said, it is also important to disagree with the aim to find areas

that we can all find in common, with our differences. It is not fine

for one part of the population to consider autistic people ill, a

tragedy or to impose cures that they do not want. There are also

autistic people who disagree among each other about “treatments”

and education, about the nature of autism, about challenges. The

community is as diverse as any other. Some are militant in their

advocacy approach; others are more genteel and persuasive. It’s

all communication style, and all of these voices are part of the

discourse.

Therefore, there are many autistics who are representatives of the

autism community, a community that will forever remain as

diverse as the world-at-large. The autism discourse is privy to a

variety of perspectives about what it means to be autistic. So long

as we respect one’s right to exist as they are, is there not value in

many different contributions to the autism community? All of us

must take an active role in the process and acceptance of

autism/autistic people through the means I am attempting to

describe here.

Will science conclude the ever-lasting question about the cause of

autism? Can science completely level the equality field? Can it also

destroy it? Or can it simply help us understand autism in a way

that ironically, society might be finding out for itself through

ethical questions. Are we paying enough attention to the ethical

issues in the context of science? In the end, even in science, there

are no absolutes. Only more questions.

Many arguments are made in the name of “autism acceptance.” It

may look and sound like acceptance, but that doesn’t mean that it

is autism acceptance. For this reason, rigor is required by all of us.

Are large organizations that espouse a cure for autism, who still

continue to taut autism as an epidemic, who present scientists

without a credible background, being real or honest when they in

turn say they “accept” autistic people? If organizations do not



enter this active and sometimes exhaustive process, do they have

a right to advocate for acceptance? Conversely, can we consider

the adaptation of the term the first seeds to a conversion of real

acceptance? Further, is it the honest intention of some of these

large organizations to really achieve it? Can autistic people have an

affect on this process? So, the inherent complications in using the

word should be evident. If we advocate simply for acceptance

without accepting criticism, are we honest advocates? Are we

going to stumble and make mistakes? Most likely. But let us take

responsibility for them and own up to our words and deeds and act

to change our aims. It won’t happen overnight. It can happen over

time.

Conversely, both non-autistics and autistics must be careful in how

we regard each other as human beings. That must be the platform

upon which autism rights and acceptance must be debated. Let us

not engage in character assassinations that will not change minds.

We must presume human decency in all people as much as we

need to presume competence in autistic people. When actions,

words, or intentions do not express that decency, then we have a

right to speak up.

Perhaps idealistically, I desire a de-segregation of the autism

arguments which create greater divides among humans. I will

continue to hope for common ground. At the same time the divides

are paradoxically important and inevitable. The pendulum swings

from one extreme to another, and proverbially speaking,

acceptance and de-stigmatization will hopefully enter into

mainstream consciousness. I am also against discrediting all

parents as “wrongdoers” as it turns away those who are ready to

accept the autism rights movement, and the learning process,

without acknowledging the different points they may be along the

path to acceptance (presuming human decency). Parents who

engage in behavioural therapies may not yet fully understand that

autism is not a behaviour and behaviour does not define a person.

That said, autistic people must understand that there are many

parts of many teaching methodologies that work, maintaining the

focus on imparting skills, not in correcting or normalizing

behaviour.

So, the messages are politicized, and many parents who are

struggling with acceptance, also need to be accepted, morally

supported, and must continue to find ways to teach their children.



We do not wish to drive these parents away with

misunderstandings. Parents are the anchors in an autistic child’s

life as they are in any child’s. We want to empower parents with

strength, information, choices and opportunities for their children.

The Autism Acceptance Project acknowledges the difficulties of the

autism rights movement and the philosophical divides. It does

however; believe that the divides are inevitable and important.

Research is important. This ethical discussion among all of us is

critical right now. TAAProject believes that it is important for

many voices to be heard so that the bridges to rigorous acceptance

– not token acceptance – can finally be built. It above all believes

in equality of all individuals and that all of us, no matter how

different, deserve to be regarded as able individuals, with the right

to be educated and to contribute to society. Governments and

educational institutions need to take responsibility to support

children and families, and to provide inclusive opportunities for all

autistic and “disabled” people. We must also acknowledge

specialized schools where inclusion is not possible at various points

in a person’s development. There is an opportunity to foster

tolerance in all future generations – start now and start young. All

autistic people deserve no less, and autistic families deserve

support.

In experiencing this difficult process by organizing The Autism

Acceptance Project, I still believe in the Joy of Autism because I

believe that there is good in humanity, and that acceptance,

support, and understanding can be achieved. As a parent and a

curator of art, I studied the works of autistic artists. I came to

understand the one thing knew innately about my son and about

autism itself: that what the “experts” were saying about what

autism was, wasn’t necessarily true. That innately, I knew that my

son was capable and indeed a gift. There is ability, there is

brilliance, there is depth, there is emotion, there is grace, there is

humour, there is sensitivity, there is love, and there is incredible

perception and understanding in many autistic people. Autistic

people are not the sum of their behaviours. Behaviour is a

communication, it is part of perception. The exterior often fails the

interior world of most of us. For most people, autistic and non-

autistic, effective communication is very tricky.

Most of what I have come to know as autism, I have learned from

my beautiful son Adam. Then, through the art that stands alone --



with or without autism -- I wanted to show the rest of the Toronto

community what exists and what is possible.

This event celebrates autism and autistic people. It is a living,

breathing, thinking event that is growing alongside us all.

For more information see http://www.taaproject.com/
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Separation Anxiety... For Whom?

Remember my weekend post on separation anxiety? Well, it's me,

not Adam who has it bad.

Today was the first day of camp. The first day of getting on a

school bus without mom. We previewed camp yesterday and last

week. I drew pictures of a school bus, bought him a toy bus and

spoke about busses ad nauseum.

The school bus was late, being the first day I guess this is normal.

Adam was clingy. I was getting nervous, even though I TRY to

hide it, but it seems that Adam picks up on all of my hidden

emotions.

Four busses went by. They were not HIS bus. It was like a big

tease. I was getting more agitated.

Making the School Bus connection a few minutes before camp. Making the School Bus connection a few minutes before camp. 

But then the bus came, I scurried Adam in to the bus and his camp

shadow followed.



Getting on the School Bus for the very first time. Getting on the School Bus for the very first time. 

Before I knew it, Adam was sitting on the bus, looking out the

window, wondering why I wasn't coming. His eyes showed initial

signs of distress. Then, the bus took off and I saw Adam's neck

bend to watch me out of one eye for as long as he could.

My eyes teared as I walked into the house, as I laughed while I

cried. I called Morgan on her cell.

"How's he doing?"

"Oh, he's fine. His friends are telling him about when they started

at camp. He's having a ball."

The camp just called. My heart dropped as I thought I would have

to pick him up early -- that something has happened.

"We're just calling to say that Adam is having a great first day at

camp."

Ha. Go figure. It's always the parent who is the mess. This parent,

anyway.
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The Circle of 4 -- with a postscript

Henry is away with Max in Italy setting him up for film school.

Again, I am alone this Canada long weekend, and for yet another

week. Against what could otherwise be a very empty house with



cold stone floors, I hear the pitter patter of Adam’s feet following

me ardently.

Adam, just at the end of his school year, decided to begin his

separation anxiety phase. Wherever I go, he will follow like my

shadow – to the kitchen, up the stairs, to my office…to the

bathroom. He is my loyal little lover-boy, enamoured with me, it

seems. If I am ill and in bed for two hours, he will sit dutifully

beside me. But if I go to get something upstairs and leave him

behind for a minute, there is bedlam – whimpers turn to tears

which turn to inconsolable wails.

He will no longer go to his long-time playmate/nanny, Flor – the

very same woman who consoled him under the fluttering leaves of

our hundred-year-old maple tree which seemed to covet them

both when he couldn’t stop crying; the same woman who tried

alongside me to put him to bed, which often took up to three

hours; the very mate who taught him how to climb his first

climbing wall just when I thought he might be so motor-

challenged, and it might take him much longer.

Yet, Adam will go to Grandma and easily abandon me. But he will

run away at the sight of Flor’s face. Flor, a single, forty-something

Pilipino woman, a Jehovah’s Witness, who it seems, has devoted

her entire life to praying to God and to the raising of Henry’s five

children. She is in tears, “I love him so much,” she said to me

yesterday as I tried to console her. “He doesn’t like me anymore.”

Flor is a child-spirit in a woman’s body --jolly and playful. She does

not yield to tears often.

It used to be after five minutes of leaving the house, Adam would

be okay with Flor and happily resume playing under the covers,

“peek-a-boo,” or greedily keep requesting a “sqeeeish” from her

under a pillow.

So, the problem-solver I like to peg myself out to be, I have Flor

and one of Adam’s tutors working together with him. I am also

scheduling more time for Flor to be with him. She needs to re-

bond, reconnect. They both need to find their mutual playful sides

again. They really are best friends.

At four, mommy is the centre of the universe, I’ve discovered.

With no other children as a point of reference, I have to recall my



own four-year-old memories – being terrified when my mother

got out of the cab before me in fear that the driver would skid off

with me cowering in the backseat. My mother recalls the many

stories of her own exhaustion tempered by her love for me as I

followed her, as well, to every bathroom visit. I remember my

mother’s devotion, her friendly, sweet voice and the many nights

we spent alone together when my father was off on business trips.

Yet, how thrilled was I to see him every time he came home with a

little something just for me! At four, my dad was fun, full of smiles

and caved in when I begged to be taken to a drive-in movie, even

though he knew without fail, I would fall asleep in the back. It

wasn’t as if he didn’t make me feel secure. It was just that my

mom was always there.

I come from a short-line of only children and do not know my

father’s biological parents because he was adopted. He was taken

away from a family and put into a German one at the beginning of

WW2. He was part of a long list of children who were stolen from

families in Poland and Sweden for their Aryan features. German

families adopted them – and it is for certain that my “adopted”

grandmother couldn’t have any children herself. By the time he

was fifteen and living in Canada, my father left his “parents”

because he felt he didn’t belong to them, and because of what the

Germans did. Fifteen. A boy with an unknown background, with no

place to call home. At eighteen, he joined the Canadian navy and

got himself educated. He did end up resuming a complicated

relationship with his adopted parents, for the rest of their lives.

Much of those mysteries and complications, I have inherited to

mull over, investigate and discover, perhaps, the meaning of it all.

Being separated from one’s roots, now that I have my own child,

another “only” child, and married to a man whose roots are firmly

planted, perhaps has made separation, togetherness, loneliness

and the temporary nature of all relationships, so much more

apparent. Perhaps being an only-child instilled this innate sense of

independence and impermanence. In many ways, it is quite

liberating. One learns how to create family with all the people in

one's life. On other days, there is a shadow of existential starkness

to it all.

As an only child, I wasn’t spoiled. In fact, my dad was tough on me,

I know now because of his knowing about one's need to be

resilient, and to create one's own happiness. My mother was



attached to me. In fact, I think my parents were very “attached”

to me, and my leaving was tough on them. I married to leave the

nest right after university, and that marriage didn’t last long. My

mother got sick right at the same time, and I attribute a lot of it to

her separation anxiety. I understand it now, especially these days

when I am tired and want to complain about how much energy

Adam can take out of me. I think of when he will be in his twenties,

ready to leave me for his own greener pastures. I think of how

autism has pulled us so closely together, how our destinies are

entwined, and perhaps how much more involved I may be in his

life when he gets a little older, although I have no doubts that he

will be that proverbial “success.” We can never predict the shape

of our lives, but can figure it out a little, by the time we reach our

forties. Adam certainly has taken a large lump of the clay of my life

and given it great form. It's simple for me to say that I don't know

what I'd do without him.

So now, at four, when he is trekking behind me with the putter of

little feet on our limestone floors, I have to smile. He will get used

to Flor again quickly, I imagine. All things recounted and

considered, his phases are pretty short-lived. Weaning him took 3

½ years, and now it seems like a million years ago. He has just

turned four. He is about to go on a school bus to a half-day camp

on Tuesday. I hear him crying in the background – he is looking

for mommy as he learns to cope with separation.

I imagine I will have many sleepless nights when Adam decides it

is time for him to leave home, Henry is away, and I am again, that

only child.

POSTSCRIPT: The bonding time worked a great deal. I walked

in the hot sticky afternoon, leaving Adam to bond with Flor.

Perhaps the quiet streets abandoned by Canada Day cottage-

goers has made me think about solitude. There is no work to be

done, no store to distract myself with errands.

Adam saw me later and made a fuss. I told Flor to "take charge"

and give him a bath. It took only five minutes for him to calm

down. She came to say goodnight to Adam and he did not run,

did not cry, but smiled. "Ah," she said with her usual giggle.

"We've made up!" Now my four-year-old Adam and I have two

days by ourselves in quiet Toronto to enjoy some Canada Day

Weekend hoopla, some time which will be spent with Grandma



and Grandpa too -- our tight little circle of four.
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My Visits with Larry Bissonnette and Jonathan
Lerman

abil•i•ty

1 a : the quality or state of being able; esp : physical, mental, or

legal power to perform

b : competence in doing : SKILL

2 : natural aptitude or acquired proficiency

_

©1997, 1996 Zane Publishing, Inc. All rights reserved.

It is this notion of ability versus disability that has come to mind

after meeting with Larry Bissonnette and Jonathan Lerman

yesterday in Burlington, Vermont and then Vestal, New York.

I entered Larry’s studio where he was waiting for me – his head

cocked a little to one side, as if he was watching me and my camera

crew from a better eye. I was so happy to meet him in person,

finally, an admirer of his awesome insight and poetic way to

describe things. After reading about a person for so long, they

become a kind of celebrity – I feel so familiar in his presence, yet

am a complete stranger to him. It is an invasion of sorts, being

here, meeting him, looking through the hundreds of paintings so

neatly organized in his studio. This is Larry’s private space, both

his inner and outer worlds.

I climb the narrow stairs of a barn-like structure housing other

workshops. It is hot and sticky; the air is thick with dust. As he

watched me approach me, I smiled with delight – he leaned in with

his forearm, and returned the smile -- his version of a handshake.

I am tentative and try to be delicate and gracious within his space.

There is a cameraman with me – Larry likes to be on camera, but

we are all quiet, introducing ourselves, meeting Larry’s assistants,

letting the minutes determine what is to be said, and how much.



I receive some direction on how the works of art are stored and I

ask permission to go through them, Larry standing near the door,

drawing arcane lines with his finger through the air, almost like the

conductor of an orchestra. “Baby blue door,” he says pointing to

the door next to him. “Baby blue door.”

“Does that have a meaning?” I ask Pascal Crevedi-Cheng, Larry’s

Facilitated Communication assistant since 1991.

“They are repetitious phrases, a breakdown in communication.

They don’t have any specific meaning,” he tells me. I think about

the times when my own Adam is scripting, when he puts a phrase

into a space or a moment, how it can make sense and then

repetitive, like he is enraptured with the sound and the melody of

words.

I ask Larry “What is happening for you when you loop your

language – when you say Baby Blue Door, for instance. Does it

have meaning for you?”

Larry looks at me, and I can tell he acknowledges every word.

“Ah!” he says and promptly begins typing, Pascal's index finger

and thumb squeezing his shoulder to remind him to keep typing.

“Pale imitation of real feelings,” he writes.

At the studio, and after the introductions, I begin to feel

comfortable enough to look through Larry’s work. He is watching

me. I ask him if it’s okay to look here and there. Craig, the

cameraman turns the camera on watching me, watching Larry, the

dialogues that happen at this first meeting among the artifacts of

Larry’s mind.

I pick the work for the show, we grab lunch and return to the office

where the interview continues. Larry is listening to us talk while

we eat, and I ask him what his favorite food is.

“Macdonald’s cheese burgers,” he says, and I chuckle. He shines a

big smile and Ryley, my assistant grabs two coupons she happens

to have with her for Macdonald’s burgers. Larry reaches for them

with delight.



“Do you have a girlfriend?” I ask him.

Larry cowers and blushes. I joke around. “Ah!” I say. “I made you

blush!”

He grins.

The laptop computer comes out, the camera is ready. Larry is

using a computer program called Write Out Loud, which says the

words and sentences he writes. I have not yet asked him a

question and he begins to type:

“Least little force of my typing isn’t making sense. Estée ask me

your awesome questions.” He is a gracious man.

I have seen many symbols in his work – houses, cars, and crosses.

So I ask “What do cars mean for you?”

“Problem knowledge of goings on with interpreting images as

symbols is Larry doesn’t paint ever vesting deliberate symbols.

It’s all intuition.”

I leave the art. I understand intuition.

Larry is what you call classic autistic. So I ask him outright, “Do

you want to be cured of your autism?”

“People who think your disability is a sickness need to be cured of

their ignorant attitudes.”

I smile, he smiles, we high-five. We have a moment of

understanding and his sense of humor becomes so apparent.

“What do you want people to know about you?” I ask.

“Larry loves McDonalds like people once they stop dieting and

only when work that I spend my time on is seen as personally

motivated and not derived from autism will I be satisfied.”

I tell him that people will be interested in his art as it is and

because of his autism. I am clear and he acknowledges this. “Yes,”

he says.



“What do you want parents to know about their autistic children?”

“I am in life until the total realization about the power of

communication happens so parent occupied with over-coming

problems of disability needs to focus on abilities that are not easily

seen.”

So on the note of ability, I have to ask, “What is your greatest

strength?”

“Am slacker by nature. Am the personification of practice makes

perfect.”

Perfect. Indeed he is.

“You are a wonderful writer, I tell him.” He smiles. “Would you

ever write a book?”

“Yes,” he says enthusiastically and begins to type, “not pictured in

People magazine yet maybe publishing a book would put in on

People’s reporter’s plain but cool list.”

Larry is tired. We’ve been with him for four hours, looking through

work, talking on film which is being made into a video for The

Autism Acceptance Project. He shakes his tired hand from typing

– a long and deliberate task. And we have a plane to catch. Larry

will come to Toronto in October and speak to others at the gallery

on October 5th. It’s a conversation I would love to continue with

this delightful, warm man.

--

We fly to Vestal, New York. It is raining again like the last time I

was here. This time, Jonathan will be with Alan, his father. I

haven’t seen him since last December. They greet us, Jonathan

looks as excited as he did when I picked them up for the opening of

his exhibition at Lonsdale, and he is almost breathless.

I bring him a book from the gallery – illustrations by an artist – a

book-long comic strip. Jonathan seems to enjoy it as he reads it in

the car on the way to his studio – a building attached to a church

which is owned by Joe, his art-teacher/mentor who has known

Jonathan since he was seven years old. It is an old musty building



and we are lead to the basement where a series of studios,

including a clay one, are housed. Jonathan has his own studio way

around the corner of the long narrow hall, at the very end.

“I want to start a sculpture,” he declares. Joe was hoping he would

draw or finish the one in front of him. Jonathan’s room and the

clay studio are filled with political figures. Today, he wants to do

George Bush. Again, the camera gets set up and I enter the

adjacent room flipping through hundreds of Jonathan’s incredible

drawings. I pick drawings from Jonathan’s various stages of

interest while talking with Joe and Alan, intermittently.

“How often does Jonathan come here?” I ask Joe.

“He’s here almost every day.”

“No wonder the prolific work,” I comment.

Joe works with other students in his after-school arts program. He

has been helping Jonathan for over ten years, making suggestions,

exposing Jonathan to different media. I am impressed how

Jonathan’s sculpture is becoming more sophisticated, and the

speed at which he works. There is a head of Bin Laden sitting on

the table, scatterings of other heads throughout the building.

“One day I finally got Jon to do a self-portrait in clay,” Joe says to

me while I’m flipping through artwork. “He has done so many

heads, and there hasn’t been a problem with any of them when

they’ve been fired. But the day he does his own head, it blows up

in the kiln.”

I pause. There is irony in this story, but Joe says it, not I.

“Isn’t that bizarre? Not one other head blows apart except for

Jonathan’s.”

Later, I see that head as it is proudly sitting on the window ledge

of his basement studio. It is not blown apart as much as it is

fractured. The outer skull on the left side has fallen off but sits

askew next to the remaining head. The inner clay is still round and

clean, like looking through the skull to the brain-intact. It reminds

me of not so much an incomplete or fractured brain as much as an

invasion of one – man’s curiousity to find out the basic functioning



– the neurology of mankind.

It is getting late – nearly eight o’clock in the evening and we’ve

been going non-stop since nine in the morning. We’ve been with

Jon for about three hours. He is getting hungry and tired, the

bright camera light is becoming too much for him to bear. He is

showing signs of agitation and begins to cry.

“I’m tired. I want to go home.” Alan goes in to soothe him. Father

and son are bonded. Jonathan wants to hug his father and there is

a sweetness that surrounds them like a cocoon. We all watch. This

is not the first time I’ve witnessed the tenderness between them,

Alan’s complete devotion to his son. I can tell Alan is a little sad to

see his son upset. I can tell, I think, because I understand the

sensitivity of a parent towards their child.

I want to tie this up. I want Jonathan to be with his father and go

eat.

While wrapping up, Joe goes to calm Jonathan while Alan takes

photos of the works I’ve picked for exhibition. I show Joe the

picture I’ve used in the Joy of Autism ads and ask him where the

piece is. Nobody knows. There are still so many works still to be

exhibited, catalogued. Jonathan’s work is his artifact and must

never be lost.

To distract Jonathan for a few more minutes, Joe asks if he can

replicate that drawing. Jonathan does. He is calmer.

We head to the car to return to the airport. We are returning to

Toronto.

“What do you want to eat?” asks Alan to Jon.

“Italian.”

We are all salivating in the back at the talk of food. It’s been a long

day and we too are hungry.

“I want Fettuccine Alfredo,” says Jon.

Alan holds Jonathan’s hand to keep him calm. Jonathan is indeed

experiencing some anxiety issues. It is clear that Alan is a steady



source of calm.

“Jonathan has been talking of going to college,” Alan says earlier. I

am thinking it’s entirely possible, if not probable. Jonathan is

surrounded by the love of his parents, and after meeting Larry,

will likely manage his anxiety at some point. Jonathan has a

girlfriend, just went to his high-school prom in a limo, and I’ve

noticed a language burst since I last saw him.

We say a quick goodbye; Jonathan shakes everyone’s hands and

runs back to the car.

“Go feed him!” I laugh and Alan runs after him.

I am delighted to see Jonathan too, but indeed saddened by his

sadness, hoping that food and going home will ease his stress. I

think of what Larry might have been like at Jonathan’s age. I think

of Barbara Moran, the autistic woman, age fifty-five from Topeka,

Kansas, who wrote to me of how her sensitivity to noise has made

it virtually impossible for her to be around people, and how she

says that being on medications and being institutionalized made

“her autism worse.” I think about ability, about the title Joy of

Autism, about sadness and struggle, but how every autistic person

I’ve met and spoken with enjoys being as they are despite their

challenges, which even to me some days, is difficult to

comprehend. I think about the responsibility of talking about the

provocative title Joy of Autism amidst all of these challenges – how

some parents might call their children a joy, but “not the autism.”

Yet, I hope that the positive messages from autistic people who

face these many challenges, will reign. I think about how we define

ability and how we must search for it in every individual – and

how we must find our little ounces of joy in the many moments of

our lives.
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AutSpoken

The Autism Acceptance Project is accepting submissions from

autistic people from all over the world. A mechanism will be set up



on AutSpoken within The Autism Acceptance Project website

(under construction).

This project was inspired by an autistic woman, from Topeka,

Kansas, Barbara Moran, who sent in her life story and some

photographs which will be exhibited at Lonsdale Gallery. She

submitted photographs and tiny drawings that give meaning to her

story.

Submissions can be of poems, or short stories, or your personal

story about autism in mailable or email-able format. Please do not

send any artwork, unless they are your drawings or photos fitting

an 8 1/2 X 11 inch page, and are specific to your writing.

"Winning" entries (simply meaning we only have so much room to

print and/or exhibit your work) will be rewarded a token fee of

$50.00 (CDN) and will be displayed at The Lonsdale Gallery in

Toronto during the month of October 2006. All entries will remain

the property of The Autism Acceptance Project unless you specify

that you want the work returned to you. The Autism Acceptance

Project will keep your work on it's website in the AutSpoken

section. It may also reproduce your writing in gallery materials.

Please include a return address and telephone number in your

package.

Mail to:

The Autism Acceptance Project

P.O. Box 23030

Toronto, Ontario

CANADA

M5N 3A8

or email at estee@taaproject.com
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Happy Autistic Pride Day



For more information:

http://www.aspiesforfreedom.org/autisticprideday/
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In Search of a Democratic Education

How often do we hear that teachers or principals of schools cannot

make changes in the classroom “just for one student?” Education

has been on my mind a lot lately. As I struggle to find a school, not

an “autism school,” but just a great school for Adam, I am floored

by the static, undemocratic set up of schools today. Endemic to this

autism trend: autism as a disruptive behaviour instead of a

perceptual and cognitive difference that effects behaviour – much

like the deaf community and their perceived “aberrant” behaviour

thirty and more years ago, Adam and other autistic kids like him

are getting unjustifiably turned away.

If a school is interested in him, it seems to be with trepidation –

Adam must fit into the school’s culture, completely forgetting that

at least of Canadian culture, it is one of purported tolerance and

multiculturalism. Adapting programs seems to be rather difficult –

some schools try to define “adaptive” within an already rigid

curricula and format. Of course, other than nursery school and

soon Junior Kindergarten at the lovely inclusive Play and Learn in

Toronto run by Nancy Searle and Karen Ward of Bloorview

MacMillan, I find little truly inclusive philosophy or practice akin

to Nancy’s. Nancy will speak about the system currently set up

where parents can advocate and get the needs met for their

children in Canada in October in Toronto. I urge parents to mark

in on their calendars.

I am studying successful models in education for autistic people.

Both inclusive and autism-specific models. I’m trying to be very

selective in what we choose for the Resource Page in The Autism

Acceptance Project website, but when I find interesting school

models, like the Creative Growth Project in Nottingham – where

even mathematics is taught through art and sensory explorations

– believe me I’ll find out more and put it on this blog.



Michelle Dawson has made an important point with me as well:

“how can you know how to educate,” she said to me in a phone

conversation, “if you don’t understand the cognitive ability in

autism?” It is a rhetorical question that we all better think about.

This is why this research by people such as Michelle, Laurent

Mottron and Morton Ann Gernsbacher are vitally important in

this process.

As we learn about ability in autism, we are learning how to teach.

Of course, I hope I need not have to re-mention that if we look at

autism as deficit, we won’t be teaching successfully. Just in case, I

said it again.

Paula Kluth mentions democracy in the classroom and that has got

me thinking just how little it exists in all of our schools and

teaching methodologies today. Democracy means turning the

teaching, the curriculum design over to the students. It means

using students as teachers, and teachers as guides. It also means

that students can teach teachers. Kluth begins to define the

rigorous exercise of inclusive education:

“In a study conducted by Udvari-Solner and Keyes,

administrators who were identified as leaders of inclusive

education claimed that they needed to have courage to

“relentlessly pose the difficult, the contrary, the controversial, and

the seemingly unanswerable questions.” (p. 24 Kluth). “In

addition, these principals and central office administrators stressed

the importance of expressing their own personal values.” (ibid).

Kluth quotes principal Sue Abplanalp about openness and honesty

in forming an inclusive school community:

“I guess the most important thing I can do is to be an advocate by

voicing my opinion, modeling, and letting teachers know about best

practices, by continuing to ask the same question when I’m not

sure about what to do: is this in the best interest of the child.” I

have a desire to be an advocate, for equality, regardless of age,

disability, race, religion, sexual orientation, ability, gender and

anything else I forgot. It’s part of my vision for justice.” (Kluth, p.

25)

Dawson, however, states that opinion in autism is not enough. Her



quest, because of this fractionalized autism community of autism

“interpreters” [my word] – parents, educators, politicians, is to

unveil cognitive ability in autism through accurate science.

Accuracy, in terms of semantic representation of this community,

by people who have defined themselves, as well as in science –

much of which out there is inaccurate, supported by special

interests, and not peer-reviewed – is of utmost importance when

understanding autistic people.

In terms of education, as a mother, I believe that the democratic

process is the missing link. Democracy means accepting everyone.

It means adapting curricula. It also means, that when all children

stay together when they’re young, they will understand and

support one another in adulthood. Fostering a tolerant society

begins early.

Also, the term “therapy” is dangerous. It implies remediation and

is a popular psychological and clinical term. It does not necessarily

honour the different perceptual learning that autistic people not

only view often as a challenge, but more often than not, their

strength. And what our we doing? Quashing the very strength that

defines our autistic children? I do one-to-one instruction with

Adam. I call it instruction, tutoring, education. I no longer refer to

him as an “inappropriate behavior” and do not spend the hours

teaching him how to “behave appropriately.” I used to be

uncomfortable with that idea, torn between old-world ABA

thinking and my current practices. I am so comfortable with this

today as Adam continues to learn and grow.

Nearly three years now and I’ve finally learned, with the help of

many autistic adults who I continue to interview and befriend, that

teaching Adam, like many autistic kids, has been a paradox for

ME. It is a daily quest to strike a balance between boundary

making, and following his obsessions and passions. It is a quest to

put myself in check, to be his parent, to teach him, but to also learn

about him, respect his learning style and to find the ways in which

he learns. It is a quest to not just turn his unique way of accessing

language to “make it functional,” but to find a way that is

functional for him. In a way, it is a meeting of his world and my

world, the world-at-large, and to live together within it.

Through this autism paradox, I have learned the delight of life

itself – the delight of having to think, to find, to never accept the



black and the white, and to never accept the status quo. It is an

effort for sure, but it is one that is expansive and most definitely

worthwhile.

Congratulations!! You’ve given birth to an awesome autistic child.

Do you know how lucky you are?
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Living Library

Harpers recently wrote a little snippet about a Living Library to

destigmatize people. Here's a short hotlist of people who are often

stereotyped. It's a good exercise to think what comes to mind

when you read this list:

African American

Environmentalist

Feminist

Gay

Disabled

Asian

Jewish

Autistic

Would you like to add to the list in the comments section?

The Living Library is a concept by which members of these groups

come in to talk about themselves. I was thinking that The Autism

Acceptance Project is very much like a Living Library -- with

autistic people coming to talk about themselves and the issues that

surround autism. I love the concept and hope others will consider

doing something similar in their own towns.

The Autism Acceptance Project -- Exhibition is Free.

Tickets for lectures on sale now.
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Bear With Us

Tickets have gone on sale for the Joy of Autism: Redefining Ability

and Quality of Life lectures today (click on side). Thanks for your

patience on the website which we are still fixing and loading.

I hope many of you will attend this forum for critical thinking

about autism.
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The Purpose of Life

"Cultivate more joy by arranging your life so that more

joy will be likely."

--Georgia Witkin, American Professor of Psychiatry

What causes us to be human? Genes? Spirit? The ability to ask

“why?” Human beings tend to define themselves in social, spiritual

and biological terms. So no, it ain’t all in the genes.

There are many who are intent on finding the cause and cure for

autism. They don’t need my energy, money or help. A cause may

be found, even if only because man’s ego is at stake if he doesn’t.

He will find an answer, even if it is wrong. It is the desire to ask,

and to answer the “why?” A desire for order, mechanisms,

understanding, and control, even if the mind itself is to forever

remain, in all its complexities, an eternal puzzle, perhaps rigged to

remain elusive to man. So, a cure may one day be purported, even

though the many autistic adults I talk to say they don’t care about

the cure for autism – that they wouldn’t take that little “pill.” Like

life, this is their challenge. They also say that it is their strength,

even those who would be classified as more “severe.”

If people with autism can speak for themselves, if they say they

don’t want to be cured, we have to listen. If they are denied the

right to speak for themselves or advocate or direct research by big



organizations that fund research, then they are denied their basic

human rights. For those who can’t advocate for themselves, we

still have to listen to the autistic community to guide us in our

actions and decisions that effect the well-being and quality of life

which extends way beyond mere physical care.

Goethe said Goethe said 

“Der Zweck des lebens ist das lebens

selbst.” (The purpose of life is life

itself). Life is in the living, the

challenge, and the choices we make.

So in keeping,

Autism is not

A tragedy

An illness

An epidemic

Autism is

A way of being

A different perspective

A sensory difference

With strengths, abilities, intelligence and something to offer

society.

I say that “something” is humanity. What is our responsibility to

humanity, and in this context, to those who are autistic?
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The Autism Acceptance Project

Backgrounder

The Autism Acceptance Project

Tapping into Human Potential and Dignity

§ The Autism Acceptance Project: Tapping into Human Potential

and Dignity is a not-for-profit organization working toward

achieving acceptance and tolerance of autism in society.



§ The Autism Acceptance Project was founded by Estée Klar-

Wolfond, writer and curator. Estée’s young son Adam was

diagnosed with autism at 20 months of age.

§ Through a series of annual events and exhibitions that support

positive views about autism, the organization seeks to support

parents and people with autism by advocating for educational

support and a variety of services that enable identity, dignity and

quality of life for both adults and children who are autistic.

§ Celebrating its second year, The Joy of Autism: Redefining

Ability and Quality of Life is a gallery exhibition of international

artists with autism at the Lonsdale Gallery from October 5 until

November 5, 2006 and a lecture series by renowned academics,

researchers and individuals with autism held on October 10th,

11th, 12th and 16th at the Al Greene Theatre at the Miles Nadal,

Bloor JCC.

§ There are many autism fundraising organizations who solicit

funds for autism cures. The autism community (autistic people) is

dissatisfied and offended by such organizations touting autism as a

tragic epidemic and illness. They believe that the relationship

between illness and being autistic is a misnomer misleading the

public and the media. By waiting for a cure, autistic people

continue to be marginalized. The educational system, while

improved since the seventies, still remains unprepared for the

increasing number of autistic children.

§ The Autism Acceptance Project will present dialogues and

exhibitions to understand autism further and debate the

humanitarian issues surrounding it. With out the over-riding moral

obligation to treat every human being with value, respect and

dignity, we cannot establish acceptance, tolerance and support

within society.

§ The Autism Acceptance Project will expand its mandate to not

only present annual lectures, exhibitions and concerts that bridge

understanding, but also to assist schools and educators with

programs that address each individual’s learning needs.

http://www.taaproject.com/
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On Memory and Forgetting

Hillel of Greater

Toronto brought

Elie Wiesel two

days ago. I had the

privilege of

meeting him

personally, and

listening to him

talk at University

of Toronto's

Convocation Hall, a

day before Oprah aired her visit with him to the Auschwitz death

and labour camps.

The confluence of my recent meetings, travel to Jerusalem to

witness many beliefs divided by walls, how co-existence is possible

if tended and policed, and how violent fanaticism is the one of the

most inhuman of human traits -- merging with the incorporation of

The Autism Acceptance Project and its event this October called

The Joy of Autism: Redefining Ability and Quality of Life,

against this background of recent events: the abhorrent Autism

Speaks video, and the murder of three year-old autistic girl Katie

McCarron. All of this resounds deeply within me and should within

us all.

Dr. Wiesel questioned this complicated time. "How is it that

Auschwitz didn't rid our society anti-Semitism for good" he asked

rhetorically. We all say, "never again." Most of us vow to stand up

for the impoverished, the oppressed. Yet today, like then, when

injustice rises up, people can't seem to bring themselves out of

their silence. Lessons of propaganda - what it is and what it means

- goes unnoticed and sadly endorsed by others. There is still a

population that continues to support fanatical messages without



understanding what marketing, positioning means. "Good"

propaganda must always contain elements of truth -- it sways you

emotionally and in a one-sided way. I do not share the opinions of

these mothers (who were edited, by the way -- we did not get to

hear their complete sentences), and many of you do not share the

same views as myself. Yet, the cause, the purpose of the video is to

raise money for a cure. The motive is clear. I wish everything was

at least as transparent, even if in this incredibly naive way.

Autism Speaks did wrong. NAAR and Autism Speaks continue to

do wrong because they continue to exclude the autistic population

from its mandate and research. This is why, as former corporate

chair of NAAR Toronto, I withdrew my support and sponsorship.

Any organization that uses language against the desires of a

culture, race, or type of people who have identified themselves as a

culture, is immoral. We have learned to be careful about semantics

where race and religion are concerned. Why is there so much

problem in understanding the inhumanitarian treatment against

the autistic? At the utter agony of this population who struggle to

be accepted, and to avoid negative labeling, these organizations

continue to do so anyway. Many Europeans deemed the Jews

subhuman, undeserving of fair treatment. Many people today do

not feel that autistic people understand themselves and

purposefully exclude them from autism "dialogue," decisions about

research, and continue to take away their right to choose and

decide for themselves. Some mothers will claim they would rather

be dead than living with autism, while their autistic child plays in

the background, alive, but otherwise treated like furniture. Their

words about their children are selfish -- how it affects them -- and

they describe and talk about their children as objects rather than

humans. Other parents abuse, neglect and even murder their

autistic children because they believe their lives are too difficult

living with it. The lists are long in Ontario of autistic children who

are abused to get into Mukibaum. "Autism Every Day" is rampant

with parents pulling and tugging on their children (a set of

behaviours rather than people) amidst quickly edited excerpts. It

is a dark video inciting little hope. It disempowers parents so

maybe, just maybe, they feel life is no longer worth living with

autism. Afterall, the premise of the video is that life is too hard

with autism. It has actually enabled others to excuse the murder

of Katie because of this premise. I call on Autism Speaks to retract

the video and apologize for its offensive marketing of pity. It has

done not only a disservice to the autism community, but ironically,



to its very own cause. I'm sure many are suspect of this

undignified attempt to market autism.

While neighbours stood silently during the Jewish genocide, there

are parallels to many injustices today. How is it we can remain

asleep? How is it that one of you may be thinking that the

comparison between the Holocaust and Autism Marketing is

extreme? Germany was financially suffering. Hitler found a whole

race to blame for it. Then, that race ceased to be viewed as human.

Then, that race was murdered because Germany thought they

would be better off without not only the Jews, but Gypsies, the

disabled, the "feeble-minded."

We must stay awake to past lessons in every community of race,

ability or religion. We must continue to open ourselves to

discussion and debate and accept many views. We must learn to

respect a type of people, an autistic people, and listen and

acknowledge the messages they give to the rest of us, even if we

don't always agree or fail to understand completely. The Autism

Acceptance Project hopes to empower both parents and those

who are autistic through balanced views, with the over-arching

belief that all humans have value, deserving respect, support and

dignity. You don't have to agree with every one, but you have to

accept those who have the same respect and tolerance for you and

for others. Any marketing, message, or research that is underway

or disseminated must be done with this value in mind. With all of

life's lessons in current and past human atrocities, this is our moral

obligation.

But the problems of humanity and its inhumanity continue. Dr.

Wiesel said this, and he wondered if we were, as humans, all of

God's great mistake. And yet, he believes in humanity. In my

byline for The Joy of Autism above, I borrowed one of Wiesel's

lines: "Despite inhumane acts, I believe in humanity." This value

must be our guide.

"We Jews," he said in his quiet voice, "sing. We sing when we're

happy, we sing when we're sad." Life if filled with injustice from

which we have an opportunity to grow and learn. There is joy and

value in all human life. May all parents find this joy, no matter how

hard the struggle; may we continue to raise our voices and words

against the wrongdoings of NAAR and Autism Speaks and of those

whose special interests are doing harm to those who are autistic.



We have the tendency to rest on our laurels and forget. May we be

nudged to remember. May a life never live, or end, in vain.
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Da Code, Da Belief, Da Danger

My recent trip to

Israel on a United

Jewish Federation

Prime Minister’s

mission was too

short. A mere nine

days, cut short

because I didn’t

want to leave

Adam for the

entire twelve, was

filled with

snapshots, images

etched in my

memory forever.

I think everyone should go to Israel and start in Jerusalem. I

landed at the King David hotel, opened my French doors to

overlook the walls of the Old City – a mere square mile inhabited

by 35,000 Muslims, Jews, Christians and Armenians literally on

top of one another.



The Old City The Old City 

I started at the Dead Sea – a visit to the Masada where 965

Jewish settlers felt it was more important to die for one’s freedom

than to surrender to the Romans. Then to Qumeran – the home of

the Dead Sea Scrolls – where this cultish sect of Jews maintained

the very Jewish traditions that are kept, more or less, today. The

fine invisible thread of a people, in fact of all people, and this

seabed of belief, lies here in the dry hot dessert.

After floating in the Dead Sea, I slept the rift in time away. The

following day I went to the Old City, walking through slippery lime

stone streets to the Church of the Holy Sepulchre and touched the

ground where Christ was crucified. I walked about the Church,

now divided into spaces owned by various Christian sects, walls

built to illustrate regions of ownership within a formerly gothic

style church – its flow entirely disrupted. The Greek Orthodox

community owns most of the church now, but the keys to all the

holiest Christian sites are held by a Muslim family – considered

non-partisan enough to keep an equality and peace among the

divided sects of Christians.

I walked through the Muslim market, to the Cardo (the Jewish

market) and in one day, I visited Christ’s tomb and then prayed at

the Western Wall. High above that is the Dome of the Rock -- the

holiest place for the Muslims as it is thought to be where

Mohammed ascended to heaven. That very evening, upon

returning to the Kotel (wall) for Shabbat, watching the most

religious (Hassidim) of Jews dancing and praying at the wall, I

heard Church bells and Muslim prayers over speakerphone under

the full moon -- a collision of smells and sounds in the cool evening

air. If one listened carefully, the murmurings of history, the

prayers -- the sentiments of faith could be heard.

I was here at a more peaceful time in Israel, knowing how

dissention and violence can errupt at any moment, but for now,

kept at bay by the seam line and the many police stationed around

the the old Temple, where Palestinians sometimes throw stones at

the Jews praying below. Coffee shops and restaurants are now

guarded by security, so when I walk past the Hillel Cafe that was

bombed just a short time ago, now rebuilt and filled with

customers again, I can rest, a little, knowing that there are now

people on the lookout for suspicious characters strapped with



bombs.

I rode past the site near Gilo where a bus filled with children going

to school was bombed -- the man thought to have spent the night

in a neighbouring Arab home.

Jerusalem to me manifests human paradox – to co-exist and yet

remain divided by this great ideological divide called belief.

Religions claim ownership to holy sites, and other sites are deemed

holy by those who want to believe (there is more than one burial

site for Mary, for instance). People interpret scripture, and it too

has been re-written. On the eve of the Da Vinci Code’s movie

release and the idea of the quest for one truth, we must always

remember that according to mankind, there is always more than

one. Belief is the engine behind such quests and the etchings left by

man the multiple truths of many beliefs. Israel epitomizes cultural

and religious tolerance despite the violence. The violence

epitomizes the dangerousness of belief -- the warbled footings of a

human construct.

I have caught up with the news of the past days and the video

distributed by Autism Speaks, "Autism Every Day." It is a

repulsive video, a type of religious zeal taking away the dignity of a

child, of many people with autism and example of how belief can

ruthlessly expend human life, or the dignity of it. What is

understandable is the "loss" in the sense that we all have to

reframe our expectations in life. What is not, is the positioning of

the video, the parents who choose to view people with autism as a

loss. We can all choose to view and act positively or negatively in

life. We all face the same challenges. I felt sorry for all the kids who

had to hear their parents talk about them in that manner on the

video. A child does live up to their parent's expectations. These

parents have very low ones.

Marketing "religion" as this video does, is unforgiveable -- this

shameless act of marketing pity to make a buck requires a vigilant

response from all of us. As innocent and heart-felt as this video

may seem, and in because I'm talking about Israel I will say it

here: a visit to Yad Vashem (Holocaust Memorial) made me

remember how inoccuous belief appeared on the surface of all

European citizenry. It was a belief that the Jewish people were at

fault for lowering their economic status, and were subhuman. In

the case of these parents, there is no excuse to talk about one's



child in the way they have here, or to mention that the only reason

you didn't drive off the Washington Bridge (in front of your child)

is because of your other neurotypical child waiting for you at home.

The positioning of this video is classic propoganda.

In the fractionalized community of autism believers, this religious

phenomenon of belief is no different. The complexity of human

functioning is like the cracking of a code. Some scientists and

autism organizations continue to perpetuate the idea of a

“mystery” that requires de-coding. New codes are cracked about

genetics and neurology and sects are created. And, as we come

closer to "knowing," we begin to have an enormous responsibility

to protect and covet all human life.

I prefer to believe that all life is incredibly awesome. At the end of

all these paths, do I really need to know what causes autism? Does

it really make a difference to know why Adam does the things he

does? Or is it our exploitive curiousity? To what end do we study

autism to the extent that we do? To help? At whose request -- the

mother who might take the life of her autistic child becuase her life

is too "hard?"

With knowledge, may be all beget wisdom.
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Oops, try again.

“What is Buddy Bear reading?” Adam points the mouse to the

right answer. “A book. Buddy Bear is reading a book. Good job.” In

the time it took me to fly and return home from Israel, Adam has

“mastered” (sorry for the autism teaching jargon – some of this

never leaves one’s repertoire after so many years of hearing

it…yet another reason why semantics are so incredibly important).

If Adam is learning a new concept in the Buddy Bear programs like

“categories,” and clicks the mouse in trial and error to find the

right answer, the child-narrator says “Oops, try again.” He does,

he gets it. Even if rotely, Adam is building his own bridges to

understanding the meaning of language. It is up to us, and his

environment to put together the rest.



Adam figured out a mouse program that I couldn’t. He learned in a

week to pick the “different” icons in order to move forward in the

game, how to maneuver the mouse, how to exit the program.

Various instructors have had a hard time in some instances getting

Adam to pick “the one that’s different” in an “array” of whatever.

An instructor will sit with Adam and say the words “pick

different,” “find the one that’ different.” Adam may or may not

respond. Maybe it depends upon his mood. Sometimes he’s just

not understanding what the expectation is if it’s a new task. I

mean, I am over exaggerating a little – he’s great at matching, but

it seems more so if there are NO SPOKEN WORDS.

It has been a hard time since I got back from Israel. We arrived

early in the morning the day before yesterday. Adam heard us

come in and sat at the top of the gated staircase and smiled when

he saw me. For the rest of the day, he clung like it was life or death

– a natural response since his mommy was away for nine days.

Perhaps it was a mistake to take him to school and drop him off

there. He was miserable because mommy came back and then was

gone again. For me, it’s a push to keep life as regular as possible. I

am very happy that he is responding in this way. All I am is a little

jet-lagged.

We go to shabbos dinner at my mother-in-law’s yesterday and

Adam doesn’t want to stay very long. They’re home is tall and a

little cavernous – typical of newly built homes. The floors are hard

marble and reflect sound all over the house from top to bottom.

For Adam, when he’s not in the mood for crowds, it’s a dose of

misery – the children’s voices pinging all over the house making it

difficult to hear oneself think. Adam flicks his hands, he cries, he’s

heading out the door without me. He is very stressed out and

when he is, I know the rest of the family is thinking THIS IS

AUTISM. Adam’s lack of words, his anxiety and it becomes

difficult for others to see what lives and breathes within him. He

goes up to the computer and he flies. My little four year old is

becoming a whiz – packing in loads of information I can hardly

imagine and I keep having to find new computer programs now. (If

any of you have any suggestions, send them my way).

A friend and fellow mother at school arrives with dewy eyes to

pick up her son yesterday. We lean against the hallway wall, and

she confides in me.



“You know what it’s like, Estée. I’m having one of those weeks

when I’m realizing what acceptance means. I mean, our lives have

changed forever. Is this how we have to live the rest of it? What if

[our son] can’t work? Who will take care of him? I just read that

only seven percent of autistic people get jobs.” Her eyes begin to

well some more.

“I don’t listen to those statistics anymore.” I say strongly, trying to

inspire hope, partly frustrated by them. “I’ve heard them all too.

I’ve been frightened by them. That’s why we as parents have to

keep advocating for school supports, for our children. You don’t

expect a person who has difficulty walking up stairs do so without

a banister, do you? Why do we expect that of our children? If

Adam doesn’t get to university until a little later, who cares?

Whose timeline are we on anyway?”

Adam begins to tantrum. He wants to get out of my in-laws house.

The noise level rising, he managed to still get through dinner and a

little swim. He is right at the door and I decide that I’ve made him

wait long enough. I haven’t had much time to say hello to anyone,

talk about my recent trip to Israel, and I am tired and can’t win

this “battle.” I drive home, really frustrated, and like many other

times, wanting also to cry. I open the door and Adam begins to grin

from ear to ear. This is what he wanted. He just wanted to be

home. It may or may not be his autism. It may or may not have

been the noise level. It may have just been a need to have mommy

all to himself in our quiet place – a bath, a snuggle and time to

ourselves.

Like good ‘ol Buddy Bear, life is full of trial and error. Last night

was just a little “Oops, try again.” And we do – we try and try

again and somehow we just figure it out.
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Ode to Joy

If I could only live a hundred years

because of you



and when considering this world,

only because of you

Adam fell asleep tonight, his little head on my heart. Tomorrow

night he will not sleep there. I will not be putting him down to

sleep. I will be missing him enroute to Israel.

A friend from Israel was over this evening – he worked with

“severe” autistic children in his past. He took one look at Adam

and kept saying “no, look at him, he’s fine,” his bright eyes glowing

within brown Egyptian skin, his thick Hebrew accent melodic with

broad hands gesticulating. Of course I know that Adam is “fine.” I

accepted the good intentions with which language often betrays

and let him continue. This friend relayed a story of an orthodox

man he knew who had nine children, one of them autistic. This

man told our friend that the one with autism gave him the most

joy of all of them.

I understood instantly, I think. I believe it’s all about expectations.

When you have a child with whom you don’t know what to expect,

then everything can become a joy. Expectations, and failed ones,

imprison us. A vicious cycle, I consider, ensues. Yet, even more

than that, at least for me, Adam makes me appreciate life so much

more than I ever have. Adam: each and every pain and triumph,

his innocence, his brilliance, his happiness and yes, even those

frustrations that he learns to overcome he is red hot life throbbing

through my raison d’etre.

Frida Kahlo once said that she never wanted to live life after the

one she had lived – there was so much pain in hers. I also see the

agony of life often (is it that artist’s “angst” or a way of seeing?). It

is Adam that has given worth, this life, my life, everything. I know

there are many Adams in this world. We all need to take

moments, to see, to give us this sense of joy and value in every

human life.

Adam breathes life for us all to consider and all to bear.

ARUNDHATI ROY:

NOT ONLY IS ANOTHER WORLD POSSIBLE, HE IS ON

HIS WAY. I CAN HEAR HIM BREATHING.
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Coming Home

Sorry, readers. I’ve been busy organizing the October event: The

Joy of Autism: Redefining Ability and Quality of Life,

which is coming along nicely. You’ll be able to access a website by

the end of May.

I’m also getting ready to go to Israel without my sweet Adam. It’s

like he KNOWS. I likely eminate the “I’m anxious” vibe, or

something sentimental. He looks into my eyes, gives me a kiss,

snuggles against me. There is never a moment when I travel that I

do not miss his sweet cherub cheeks beginning now to draw down.

The week has been full of smiles. The sun is shining everyday and

it’s like summer here in T.O. – three weeks too early and making

me a little nervous that we’re going to have a summer like

Phoenix.

Adam has been talking in full sentences now and then, which I like

to report after recent anxiety issues. If he gets frustrated, the

words are still difficult. Some sentences are slurred, some are

perfect. Even his slurs are becoming clearer, and I have to

attribute that to maturity, since he’s had no SLP for a few months

now. He is doing well in school so much so that his teacher has said

that he no longer needs a facilitator -- he approaches teachers and

friends more without one. I attend school fifteen minutes early

every day to spy on him. I watch him playing alongside other

children and while he still needs a little extra assistance and

reminding, all I see is a really happy child. Maybe he's a little

happier since we purchased a twelve foot trampoline for our

backyard last weekend. It's like his own personal paradise.

So, I cherish these peaceful times when things seem to be steady.

It wasn’t like that before. From the time Adam was conceived, I

purchased every developmental book out there – I had to know

how he was growing, week to week. When he was born, I

referenced the same developmental books, making sure he was



doing all those things on time. It wasn’t until his first birthday, and

after little Adam began reading letters and numbers at eleven

months, that we noticed he wasn’t very interested in people --

preferring to watch Maria sing to The Sound of Music as the

barrage of invited guests tried to couchi-coo him.

Now, he is very interested in people. He is very social, for Adam.

He smiles all the time. He wants to play with others -- I would say

he prefers to play with people than to play alone. There is a real

joy that I feel in him -- well worth the worry, work and the wait.

Beyond that our joy has come from my acceptance of him as he is.

It was an acceptance (and learning) that all of those timelines

didn’t matter, and were in fact, detrimental to his individual

development. It was an acceptance that our lifestyle had to be

adapted, that Adam needs more time, more support. Regarded for

who he is, we have achieved happiness wrapped in all the

everyday challenges and realities. Today, instead of that "tragedy"

we once thought of called autism, "masking" our son, or worse

"stealing" him, today Adam is a smart, charming, wonderful little

boy with the same potential belonging to any other child -- whose

future I look forward to instead of brood about.

We are travelling without Adam, as you likely gathered. We've

travelled without him before, but I don't travel as much as I used

to. I can't stand being away for too long. Last year, returning home

after a week in France, Adam heard my voice from the bathroom,

smiled from ear to ear, and lunged into my arms. It was one of my

happiest moments. It is true that the best part of going away is

coming home. Maybe it's the same with autism. The diagnosis is

the flight away, the worry is the journey in a foreign place, and

your child, my sweet Adam, is home.
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The Irony of Outsider Art

Soon to be on the web: The Joy of Autism: Redefining

Human Ability and Quality of Life. Exhibitions October

5-November 5, Lonsdale Gallery, Toronto featuring:



Jonathan Lerman

Larry Bissonnette

Donna Williams

Michael Moon and

MukiBaum Centre for Complex Disabilities Students

and Lectures at the Al Greene Theatre, Toronto October

10-17 featuring (confirmed):

Michelle Dawson

Laurent Mottron

Nehama Baum

Ellen Yack

Susan Senator

Valerie Paradiz

Other tentative speakers and events yet to be

announced.

---

The purpose of this event is to bring a different view about autism

to the public. There are many parents out there getting their

messages from the media. The media makes autism a "mystery,"

"a puzzle," an "epidemic" of such wide-spread proportions, that

parents feel hopeless and worse, transmit this message in the way

they feel about their children. Instead of receiving support for

education, we pay for expensive services and "therapies," and wait

for cures that will never come (at least for the autism part, not the

subset of "symptoms")because autism, as stated by those

classified as autistic, is not a disease, it is a way of being.

Quality of life issues will be discussed at length. By adapting,

viewing autism from this angle of competence and ability,

requiring support in the schools and in places of employment, our

individual and familial QOL can be enhanced significantly.

In discussing the art, as I did when I organized the Jonathan

Lerman exhibit last December, I try to avoid sensationalizing it at

all costs. It is not "good art" because it was created by an autistic

artist so we coo at it. An autistic artist is not a savant just because

s/he can create art. At a cost to humanity at large, classifications

have hindered as well as helped us. It is much like receiving that



autism label -- a frame of reference that later means nothing.

Labels can serve to guide us in how to support people, and hinder

us by giving us a kind of "permission" to judge the person on their

label alone. For me, labels, classifications are my expanding and

contracting universe, this constant push-pull between regarding

Adam for who he is, and helping me to understand that what

makes him different is okay, something positive -- not an

abnormality. As humans, we construct and deconstruct all the

time. This process is important.

Someone alerted me about the sensationalizizng aspect of art of by

artists with autism. As there will be, in art-historical terms (or

construction let us say), "levels" of art in the sense that some

work, like writing, is more fluid and natural, others a little more

"contrived," it is vital to note that all of the work is important.

Some people, like Jonathan Lerman, whose talent comes naturally,

we would view for the art itself -- it doesn't matter that he is

autistic. But we are fascinated that he is because this knowledge

can also open up a window to understanding that he, despite his

limited language ability, or his different "behaviours," sees the

world acutely. Other work, like the work from the MukiBaum

Centre, where art is used in more "therapeutic" ways, allows

people to self-actualize, communicate, relax and more. If we view a

piece by a schizophrenic artist, who draws their hallucinations,

then we can validate that person and those hallucinations -- a

better view than to call a person "crazy." It respects a

fundamental difference between "their" world and "ours," perhaps

building bridges to understanding that we are, artists, musicians or

not, all quite similar despite our differences.

I don't like exhibiting work just because it is "done by so and so."

In the art world, there is as much work as I don't like as much as I

do, but it is a part of an art-historical discourse, and many who are

not in the art world think it's all elitest bologne, but it's not, it is, it

is all of it. People have been trying to answer the "what is art?"

question, at least since the "modern" movement began in the

1800's.

So, here I am coming from two backgrounds now (art historical

and parent trying to change the perspective of autism in the sense

of questioning and looking at human diversity as a strength as

opposed to a weakness thereby attributing hierarchical value to

human beings), trying to bring the discourse to the fore through



art -- NOT by sensationalizing it, but by being critical of the work

itself as well as by ensuring that a form of communication is being

valued here. As an art historian, we as a society regard the art as

much as we do the person making the art. This is a fact. We are

curious about the maker, their frame of reference. So, even though

we often want the work to stand for itself, we as humans must

know the author. Is that a bad thing? I don't think so.

I've always said that the challenge is to avoid the sensational -- did

Jonathan receive media attention because he was a great artist,

because he is autistic? Both? And when bringing attention to the

artist and the art, on the other hand, do we not begin to pay

attention to ability and begin to view others as competent, whole?

There is still value in this (and I know we have, as a blogging

community, debated this on a similar topic with Hollywood and

basketball -- which is both dissimilar and similar).

Here are some good quotes I considered ellaborating for my

exhibition essay. We live in a world where the current classification

of this art is "outsider." I agree that in an ideal world, all art will be

"insider," but that is not the nature of the art world -- to

declassify.

Here are the quotes. I am thinking of calling my exhibition essay,

as I did this post, The Irony of Outsider Art:

Lyle Rexer, Alexander Marra, and others argue that this raw art,

or Outsider Art, art by the untrained, is on the demise as cures,

drugs and therapies have dulled the senses and "different" minds:

"The insane were, in the beginning of the 20th century, sadly

locked away in asylums and treated with electric shocks and

other horrible detrimental "treatments." Ironically though, they

were also given loads of pencils, paints and other materials to

occupy them, in hopes that this would keep them from violent

behavior. With all the time on their hands, being locked up 24-7 -

- away from reality, the outside world, they found refuge in their

art, where a newly created world of their own devise, had found

a place to manifest itself. With this society of the insane dispersed

and obliterated by drugs and more "humane" treatments, the

society of the insane may have ultimately found its demise, at the

hand of those who had once appreciated and cultivated it."

(Alexander Marra, Outsider Art: The Art of the Insane).



Lyle Rexer, an Outsider Art-historian also notes the same cynism

of a culture that has barraged it's differently-abled citizens with

drugs and therapies:

"Within and beyond institutional settings, the expanding

armamentarium of drugs to manage psychiatric conditions

appears to have diminished the output and intensity of artistic

production. As a result, some theorists insist that the time of art

brut is long since over. Given the complex circumstances of

creativity... any alteration of the significant conditions of inner

experience could make the form-giving impulse disappear. Art

making requires reservoirs of energy and concentration as well

as an inner tension and irresolution that powerful therapies can

devitalize or suppress. Nevertheless, the impulse to form is so

bound up with conditions such as schizophrenia and autism that

art-making -- art brut, true outsider art - will not disappear until

the sources of these conditions, not merely their unacceptable

behaviors, are eradicated." (Rexer pp.167-68)

There is some irony in the possible end to Outsider Art and its

seasonable acceptance among society and the art establishment at

such exhibitions as the annual Outsider Art Fair in New York --

increasingly frequented by collectors and museum curators. It

suggests a downward trend and a homogenization, and raises

ethical issues about cures, therapies and human difference overall.
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Outsider Art and the Value of Human
Difference



Letter from Van

Gogh to Theo, 3

September

1888"...suffering

as I am, I cannot

do without

something greater

than myself, something which is my life -- the power to

create….And if, deprived of the physical power, one tries to

create thoughts instead of children, one is still very much part of

humanity. And in my pictures I want to say something consoling,

as music does. I want to paint men and women with a touch of

the eternal, whose symbol was once the halo, which we try to

convey by the very radiance and vibrancy of our coloring."

There was a time when people who were “mentally ill” were

institutionalized -- as Van Gogh was – confined to desolate, sterile

places likely made so because the people who lived within them

were considered unworthy and barren.

Within the most putrid and lifeless places, the human mind has

transcended barriers. Be it a prison for the criminal, or the cell for

the so-called “insane,” many pieces of political manifesto, literary

works, and visual art have been created. Now take the idea of

prison to the human mind, or better said, the confines of physical

or neurological impairment, or mental state --works of art can

express lucid manifestations of those inner workings otherwise

mysterious to an outside onlooker. To the person who creates art,

the process is a breaking away, a freedom from those confines,

either real or imagined. As Van Gogh alluded, art is like birthing an

aspect of ourselves in order to become part of a larger whole. In

the case of those with complex disabilities, art production is as

much of a freedom to be, as it is a by-product of the Self. Many

differently-abled individuals have found solace and esteem

through art making. As Van Gogh said, art not only makes one a

part of humanity, but it calls for the world’s interaction with both

the art and the artist. For the disabled members of our

community, many who have complex disabilities (a series of

diagnosis’), art is enablement and a validation.



A Brief History of Outsider Art

People have been fascinated with “insane art” since the dawn of

psychology as a legitimate field of study. Even Plato and

Renaissance artists saw a connection between creativity and

insanity, and the idea lay dormant until it resurfaced in the 19th

century. As Freud was making breakthroughs as to the inner

workings of the mind, in particular, the development of the

conscious and subconscious, we have paid some credence to the

inner workings of the “insane” mind in a romanticized fashion. As

with the rise of modern, abstract art, which left conservative,

academic styles behind, the personal style and psyche found its

way into public acceptability.

The art of the insane garnered attention in the 1920’s when Dr.

Walter Morgenthaler published his book, Ein Geisteskranker als

Künstler (A Psychiatric Patient as Artist) on Adolf Wölfi, his

psychotic mental patient. Wölfi took up drawing spontaneously and

the activity seemed to calm him. An itinerant Swiss farm laborer,

Wölfi was institutionalized in Bern when he began to molest young

girls and erupt in violent fits of anger. He was prone to

hallucinations. Yet, after some years of confinement, he began to

draw with no training in the disciplines that came to enter his

work: art, music, geography, theology, and science. His vast

oeuvre – an epic forty-five volumes in which he narrates his own

imaginary life story, 25000 pages, 1600 illustrations and 1500

collages “is an attempt to describe his alternative scheme of the

universe and represents, the locus classicus of schizophrenic art.”

(Rexer, How to Look at Outsider Art, p. 55)

“While the causes of schizophrenia are most likely developmental

and physiological, its effects are psychic and behavioral. At least

since the eighteenth century, the display of its symptoms has

been considered unacceptable by Western society, and those

suffering from it have been cordoned off as much as possible into

psychiatric and criminal institutions. Schizophrenic art has

generally come to us from such institutions, most recently

through art therapy programs. In the past, this artistic

production was usually destroyed as a symptom of disease or

even as a contributing factor.” (Rexer, p.57).

Of course, this treatment of the work as refuse is akin to how our



society once regarded our differently-abled members. It is a clear

indication of how we value humanity. Thankfully, the work of

Outsiders is gaining respect and notoriety within public spheres,

and the art market.

The French artist, Jean Dubuffet was particularly taken with the

Bildnerei der Geisteskranken and began his collection of such art

which he called Art Brut, or Raw Art. In 1848 he created the

Compagnie de l’Art Brut along with André Breton. The collection

came to be known as the Collection de l’Art Brut. It is now

permanently housed in Lausanne.

Dubuffet characterized l’Art Brut as “those works created from

solitude and from pure and authentic creative impulses – where

the worries of competition, acclaim and social promotion do not

interfere – are, because of these very facts, more precious than

the productions of professions. After a certain familiarity with

these flourishings of an exalted feverishness, live so fully and so

intensely by their authors, we cannot avoid the feeling that in

relation to these works, cultural art in its entirety appears to be

the game of a futile society, a fallacious parade.” (from Dubuffet’s,

Place á l’incivisme, Make Way for Incivism. Art and Text no.27

December 1987-Feb. 1988, p. 36).

Redefining Human Value

Dubuffet argued that society has asphyxiated genuine expression.

The power of art, the heated core of one’s inner universe, cannot

be filtered by “culture,” which has managed to assimilate every

new development into an intellectual art discourse. Outsider Art-

making then, quite the opposite of that executed by art

“professionals,” becomes a shift from inscribing the “social codes of

language…to action itself…desperate attempts to order the

elements of personality.” (Rexer, p.57). Larry Bissonnette, an

autistic artist who lives in Burlington, Vermont, finds solace in

making art. It is a chance to fluidly express the world as he sees it,

without correction. Fully aware that what he is making is art, it is

clear that his motivation is the expression itself. This is how he

describes one of his pieces:

“Larry leads an existence which promotes passion for colorfully

patterned, open to attractions in environment like smokestacks.



Past life of institutionalized person lets in novel ideas. Outsiders

to this life can’t go out and obtain it. It’s significant that my

artistic styles let me express personal perspectives of autistic but

intelligent old Vermonter.” (Larry Bissonnette on his own work

from Douglas Biklen’s Art and the Myth of the Person Alone, p.

177.)

Clearly, Larry is intelligent. Yet, based on his movements, his

outward appearance, acceptance by society is a little more difficult.

Larry’s art is the way he can bridge this difficulty, not only to

affirm his views and intelligence, but to also bridge preconceived

notions about human difference.

Modern art has embraced individuals with mental illness and

difference to a degree, and the “modern artist” has come to be

equated, stereotypically, with some kind of angst. Mark Rothko,

Egon Schiele, Diane Arbus, Vincent Van Gogh, Jackson Pollock, and

Edward Munch are some who are notoriously associated with their

psychiatric conditions. Perhaps because of artists like these, we

have come closer to viewing art by individuals with differences as

significant for the sheer humanity of it, if not just out of fascination.

Possibly, the work serves to break down the invisible barriers that

society has built to create an Us and a Them – the “normal”

versus the “disabled.”

In contrast, Freud believed that art was evidence of a person’s

failure to achieve maturity -- that a fully integrated personality

was one that effectively reconciled internal and external demands.

Art, for Freud, sublimated unresolved infantile conflicts and wishes

into acceptable substitute forms of gratification. All art for Freud

was considered pathological or deviant. Beginning in the 19th

century, insane art was not only observed, it was promoted. While

Freudians swarmed the art to learn about the abnormal mind,

artists watched as therapists encouraged art as a way to relinquish

stressors and also as a materialistic insight into the strange

workings of their disturbed minds, in hopes of finding a cure.”

(From Alexander Marra, Outsider Art: The Art of the Insane)

Perhaps this approach is a cause of the sensationalist view towards

Outsider Art and artists – a gazing from the outside in without

engaging or accepting the variety of human functioning, much like

a human safely viewing a Gorilla in a cage.

Outsider Art is anything but outside. It can be viewed, if we



choose, as effortlessly as looking at human-kind heterogeneously,

as “Insider Art,” and as a need for human expression beyond

confines and definitions, even those of the art market which seeks

to establish a value between “good” art and “bad.” Art is for most,

a means to self-actualize and is, as humans are, priceless. Art can

de-stigmatize and demystify the labels that otherwise encumber

so many members of our society.

Over time, we have come to learn that unlike Freud’s view of

absence instead of presence of mind, Outsider Art has indicated

intelligence and an internal universe that need not be feared. Art,

or other modes of individual expression (it has been said that the

computer is for the autistic what sign language is to the deaf) is an

equalizer of humans, showing desire, a need for acceptance,

awareness, and a means to self-advocate.

Donna WilliamsDonna Williams

Some people use

art to understand

themselves, others

to communicate

when no other

source of

communication is

as effective --

(Donna Williams,

Larry Bissonnette,

Jonathan Lerman).

These artists, as an

example, are able

to communicate that they are self-aware, intelligent and share

their ideas on their autism and society at large. One might say that

they help to bridge an understanding “between worlds” –

“normal” versus “autistic.” For others still, we will never quite

know if they had any idea that there was an audience for their

prolific work. (Adolf Wölfi, Henry Darger).



Henry DargerHenry Darger

The fact may be

true that for some

artists, the

audience isn’t of

high importance

and does not influence production. For other differently-abled

artists, outside acceptance is an affirmation that can transition an

individual from hopeless to hopeful – an assertion that we can be

valued for the work we do. Oliver Sacks calls it enablement of

identity. All we need to cultivate is a society that will support that

enablement. Art Against Stigma enablement. Art Against Stigma 

is the first world-

wide program that

puts forth the

artwork by people

with difference so

that

marginalization of

this population can

desist, and fear can

dissolve.

JonathanJonathan

Lerman

In terms of

enabling self-

awareness and

identity,

expressive means

to communicate

can also be a form

of self-healing, regulation and an engagement in the process of

esteem building. “I paint, therefore I am,” is an assertion that as

humans, all of our lives have significance and mark-making is part

of being human, an urge as primitive as man’s first mark in the

cave.



The beauty of Outsider Art, or art therapy for the differently-

abled, is this “free-flow” approach, allowing spontaneous thoughts

and action to collide. Jonathan Lerman began drawing suddenly at

the age of ten. Allowed to draw freely, Jonathan’s fluid

communication method is through charcoal and paper. Once

instructed, Lerman’s work begins to look more contrived. This

ability to self-teach, to be self-motivated, is in part, the awesome

nature of his work. Unobstructed, Jonathan’s vision is not only

articulate, it is profound.

Today, Michael Fitzgerald, author of The Genesis of Artistic

Creativity: Aspergers Syndrome and the Arts, and others are

beginning to acknowledge the fine line between genius, creativity

and other mental “conditions.” Many gifts are associated with

autism, however, to the point of being stereotyped. Yet, Seneca

stated that “no great genius has ever existed without some touch

of madness.” Shakespeare noted in a Midsummer Night’s Dream

that “the lunatic and the lover, and the poet/Are of imagination all

compact.” Temple Grandin once said that “it is likely that genius is

an abnormality.” (Fitzgerald, p.14). Fitzgerald attempts to define

genius into something discovered or executed in a way that

fundamentally changes society. He notes that “genius” can occur in

a neurotypical or in a disabled person, but within the confines of

that paradigm. He believes that a person of “lower IQ” is incapable

of genius, thereby providing a very narrow definition and

understanding of test performance in people with differing

abilities.

In contrast, Paul Collins, author of Not Even Wrong: Adventures

in Autism says:

“A genius must assiduously ignore others in order to be guided by

his own curiousity, by a desire to make sense of the world. And

can’t the same be said of the light bulb painter? There is no way

to know what an immense concentration and radically altered

perspective will alight upon. To someone with great focus, the

fascination is the point.” (p.214)

Recently, we hear more often of an acknowledgement of ability

within so-called “disability.” We discuss genius burrowed within

the most disturbed behavior. More importantly, we are learning to

value people of all abilities, or differing ones, perhaps highly

unusual ones. In so doing, we must not to contradict ourselves by



sensationalizing artists and then institutionalizing them as

unintelligent, ignorant individuals – “idiot savants” -- requiring

mere daily care as an acceptable means to one’s quality of life. We

cannot put people on pedestals and then seek to cure them for

their abnormality. We must instead alert ourselves to what so-

called “outsiders” seek to teach us about the beauty of humanity,

and necessity of preserving human difference.

"The only man who behaved sensibly was my tailor; he took my

measurement anew every time he saw me, while all the rest

went on with their old measurements and expected them to fit

me." --George Bernard Shaw

This essay was written for INspire, summer issue.
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My Talismans

I’ve been wondering what every one says to their God (or

themselves if they see fit) what they think about their lives, their

lives with their children? What do you really say (or think)? Do

you wish your lives were different? How many of you are satisfied

with the way things are? When the going gets tough, do wish it

could be easier?

Why is their so much irony in everything?

Adam lashed out at me yesterday for the first real time. He has

experienced frustration in the past, some “obsessive interests,” for

sure. Yesterday, in the midst of excitement and then going to the

potty, he just lunged at me and pulled my hair. I put him on the

soft bed and said no. I said no about three times. He rolled around

and cried, but looked at me the entire time. I sat on the bed and

held him, telling him to calm down. He did after a while, but

certainly, the “upset” stuck, and remembering it just set him off a

little again – on and off for about an hour.

Again, this morning while making eggs, he grew impatient and

grabbed my new and adored love handles (hey, I just started



training again). There was clear frustration on his face – all tensed

up and red. I told him that I couldn’t cook them any faster, and

held him as we counted to ten with some deep breathing. I’m

hoping that maybe he will start counting to ten on his own one day,

to help him self-regulate.

With the parallel experience of some profound advances in Adam,

and some unbelievable skills, I am finding that his emotions don’t

follow suit. My thoughts on the matter are this: I want to show

him that I care, that I understand (or at least think I do) his

frustrations, while teaching that aggression isn’t acceptable and by

giving him tools to enable his success with all kinds of skills,

including communication. If we can provide him with tools to be

successful -- and I define success in an indigenous way, not always

contingent on outside definitions, then perhaps I am filling a gap

for him. I like to call it building bridges (a title of a book by O.T.

Ellen Yack), that allows us to travel between both our worlds,

sometimes allowing us to meet in the middle.

But for now, he is becoming so frustrated. He is having difficulty

with unstructured time, which occurs at the end of the day. He

wants so badly to communicate – he is typing every day on the

computer – the animals he sees on the videos is one thing he does

on it and together we are learning about the seasons on the

computer as well as labelling actions. When I acknowledge what he

writes with a song or some script, he is so delighted that I “get it.”

In some ways, I hope that he understands his power and that I do

“get it,” even if I feel clumsy in how I help in through this phase of

his life. Perhaps that's how we all feel as parents -- clumsy,

uncertain and in need of support that not pities us at the expense

of our children, but that educates us to at least feel we are helping

them the best way we can -- to morally support us, and accept us

as the blubbering dimwits we sometimes are. In terms of

parenting, for me, the goal is to understand Adam during the chaos

of a tantrum, or the obsessive wandering up and down the stairs.

During these so-called "obsessive" episodes, is he Gutstein's

confused child, or Tito's child in need of gravitational pull? Indeed,

the most terrible feeling of all for a parent, is the feeling of

helplessness. There are times, in autism, when a parent feels such

a disconnect between making a child happy, teaching a child

through the tougher phases of life, discipline which tends to get

wrapped up in the terms "weakness" and "deficit." The tendency

is to look at the latter without remembering that our little ones



need guidance just like any other child, but delivered differently.

So what do I ask the God I am still not certain exists, but seem to

question a lot? I ask a lot of why questions, but most often I ask

him how do I be the best parent for Adam? What should I do?

How do I do it? (Please don't write ABA in the comments section --

I'm for finding effective ways to educate and teach and ABA is a

term that means many different things to different people).

Life’s questions seem to all boil down to Adam’s joy, his

contentment, his ability to do the things he wants. It feels that so

much is riding upon my shoulders and it is those days I need to

take a deep breath and count to ten myself. Practise what you

preach, right? It seems that Adam’s life is built on the decisions I

make today, and in the autism world, those decisions can feel

heavy. Trial, error, thought, personal research, and time seem to

be my most effective talismans. With every hurdle, there is a joy.

With every sunset there is a dawn.
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Donor Fatigue Versus Food for Thought

I have been very involved in fundraising in my life, as I’ve

mentioned in a few posts thus far. When I approached individuals

and organizations for money, I sometimes received a sigh of

fatigue. “Donor fatigue,” as one put it. It gets me thinking today at

how charitable organizations are cottage industries turned big

business – many, when investigating the percentage of

administrative costs from funds raised, go to salaries. In Canada, a

“responsible organization” should have no more than twenty

percent of its raised revenue go towards these costs.

Nonetheless, charitable organizations are popping up everywhere

like business, all vying for your donor dollar. There are many

“good” causes out there in my opinion, but the responsibility to sift

through the mire of organizations and their motives has become

much more complicated. Sheer altruism, wanting to be a “good”

person, is naïve, and the donor has to now engage in due diligence

or truly believe in the supported cause.



I consider this as I am setting up the Canadian Autism Acceptance

Network. I don’t plan on doing any aggressive fundraising – I just

need enough to cover expenses for speakers and exhibitions. I do

not plan to take a salary. The purpose is solely to bring information

that is not yet available in Toronto -- information that demystifies

autism, or at least brings a countering view to the ones presented

by the high-priced, higher-salaried orgs out there. I want to

continue to bring exhibitions so that people with autism can have a

venue and be paid for their work. I want to show, and not always

tell, through the work of autistic people – without sensationalizing

them, but through regarding and respecting their work. It’s rather

like presenting Art Against Stigma. As a parent, I do not see any

other presentation, lecture or exhibition that offers an array of

literary, academic and creative individuals as will be offered this

October.

Tickets will be sold to the lectures to help cover expenses. Media is

supporting some promotion. Speakers are being confirmed and I

hope to give you the line-up in the next two weeks. I hope some

readers will consider coming to Toronto to support this. This is

about creating new paradigms, and making new viewpoints

available to the public. I believe controversy is healthy and

important. Please bring some to Toronto. I'm not about to espouse

a cause to grab a dollar. This is about getting fed with information -

- food for thought.

A website is being built with more information about the lineup

and event and will be available soon.
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The Blog and Human Equality



This post has been

written for

Successful Blog and

Outstanding

Bloggers.

Autism is classified

as a

neurodevelopmental disorder that manifests itself in markedly

abnormal social interaction, communication ability, patterns of

interests, and patterns of behaviour. Most notably, autism can

make it very challenging for a person to converse in real-time,

which can make face-to-face conversations and debates difficult.

Currently, in autism discourse, there are two distinct arguments

occurring online between those who feel autism is an illness that

must be cured – conducted largely by those without autism -- and

then those who are autistic and their allies, who believe that

autism is a way of being and that autistics have a right to be

respected and supported within society – an issue that deserves

the same regard as race, colour or creed.

Thankfully, the blog is an equalizer of humans, serving the autism

community well at this point in time. It is a universe, a “sphere”

without rules, without barriers – faceless, sometimes nameless. It

transcends some physical and attitudinal barriers and in this

realm, one cannot judge another based on appearance or so-called

levels of “functioning.”

In years past, self-advocacy by autistic persons could not be as

prevalent as it is today. If it was, people with autism would have to

be edited and published – by and large not a bad thing. Letters

have been written, but without the dialogue and the breadth of

interaction the blog invites. With current media “hype” over

autism, people with autism take offense and can advocate in public,

through the blog. In fact, the blog is a powerful medium for the

autistic person because, as mentioned earlier, communication

difficulties that arise from delayed processing make real-time



dialogue difficult for many, impossible for even more. With allowed

time and space to communicate, the autistic person can self-

advocate more effectively online. I direct you to Part Processing,

Whose Planet is it Anyway?, Ballastexistenz, and Michelle

Dawson’s website “No Autistics Allowed,”to name only a few (the

rest you can view on the right side-bar).

In an email exchange with Michelle Dawson, she told me that it

takes “extra time” to write emails. “Zilari” of Part Processing

makes a number of comments on her processing time with

colleagues at work:

“This is the main reason I prefer reading to listening. I like huge

blocks of text I can sift through and find the relevance in. I like

how text stays firm within time and does not melt away like

sound. I like how reading does not demand every 30 seconds

that one speaks to the text aloud and says, "Yes, I'm getting it,

carry on!…"

It takes different brain functionings to type, read and write than to

speak – some have pointed to Broca’s area and Wernicke’s area

(the left frontal cortex and the posterior part of the temporal lobe)

that have effected aphasia in some. It is widely known that

“written language is often much more convenient for processing

large amounts of linguistic data.” Verbal communicaton may be the

sine qua non of childhood development measures, and of

pragmatic communication (socialization) in this society, but with

the advent of the blog, many barriers for the autistic person just

mentioned have been destroyed, thus allowing others to discuss

issues with each other – not only between those with autism, but

with another population that didn’t have day to day access to this

population. Parents like myself can listen to autistic adults which

can then guide interactions with our own autistic children. Autistic

people, judged all too often for their exterior “behaviours” or

functional impairments, or romanticized because of their literary,

artistic or other exemplary work, can be viewed as intelligent,

“regular” beings deserving and desiring a quality of life beyond

cures, therapy or daily physical care. This even-playing field

enables people with autism to discuss what autism is, thereby

demystifying the so-called “disorder.”

When writing, an autistic person can experience inertia. Blogs

enable time to pass without further handicapping the autistic



person to communicate when the will to do so is fluid:

“Some people find it difficult or impossible to summon certain

ways of thinking on demand. For example, some people have a

lot of trouble getting into an "essay-writing mode" - they'll get

out the assignment, open up the word processor... and then sit

there blank, unable to figure out how to begin. For another

example, some people get easily caught in a given emotional

state - frustration, say - and are unable to get out of it on their

own... Lucy Blackman writes, in her excellent autobiography

Lucy's Story: Autism and Other Adventures, that she has trouble

getting her thoughts into the stream which effects what she

actually does, unless she's had time to type it out before hand.”

(From Theory to Praxis)

Blogging and email communication are invisible, fluid highways to

change the face of rights and acceptance of autistic people as

thinking, vital human beings and further, raises issues about how

we treat disabled members of society as a whole. Michelle Dawson,

banned from Autism Society of Ontario’s listserv , and Jim Sinclair

who writes the article Don’t Mourn for Us, among many others,

have created a dialogue on such an equal footing that so-called

altruist seems assaulted and on the defence, remaining stubbornly

rooted in some false-belief that the autistics are wrong about

themselves -- that autism is a tragedy despite what the autism

community (people with autism) say. As I noted in a post titled

The Economy of Pity: “altruism exists largely for oneself, not

others.” People are unaware of the pity they disperse and the

autistic community doesn’t want that pity. Pity suggests that there

is one who is superior over another. Society is forced to contend

with the likes of Dawson because of her ability to write, for

example, and her arguments about autism research and treatment

in society. Society, in turn, brushes her aside only to spotlight the

discrimination even more. Other people with autism and their

allies, are able to discuss news events and issues about autism and

rally behind the likes of Dawson and the acceptance movement,

thereby taking the revolution off the streets and into the

information superhighway.

So, the autism discourse has become political – with demands for

basic supports, respect, tolerance and inclusion to a society who

largely hears from mainstream media that autism must be cured,



therefore assuming that autistic people have a lower quality of life

because of their autism, and who see autistic people as inferior

beings. Cures seem to come from camps wishing cost-effectualize

the human race, inauspiciously reminiscent of the former eugenics

movement in America. People with autism and parents like myself,

are frustrated and outraged with the messages that mainstream

media is purporting.

Bob Wright, Chairman of NBC, and his wife Susan, decided to take

the hyped “epidemic” message and run campaigns over the media

because of their recently diagnosed grandchild. This family, who

personally believe that vaccines have caused the autism , are

personally funding, and fundraising, for research to find out if

thimerosal, the claimed offending preservative, is the cause of

increased autism diagnosis’. They began a charity called Autism

Speaks and have coupled with The National Alliance for Autism

Research (NAAR) in rallying for greater funding on this basis, even

though the science has already disproven that vaccinations have

been the culprit, or the cause of autism. Kevin Leitch, web

designer of Autism Hub that has brought "the best of autism

blogs" together, exposes Lenny Schafer's opposing views about

mercury in vaccines. Many autism bloggers committed to

uncovering rigourous, peer-reviewed science, dedicate their time

to disproving these claimants, who unfortunately, have a large

portion of the public ear, not to mention access to deeper pockets.

These bloggers: Kathleen Seidel, Autism Diva, Kevin Leitch,

Bartholomew Cubbins, Michelle Dawson, and many others, have

spent countess hours on legal and scientific matters that are now

shaping mainstream messages and court cases – the latter from

parents suing based on thimerosal in vaccines.

The call for altruism to corporations and high-ranking political

figures like Alan Greenspan and Laura Bush, are so misguided – as

the funding and the goal is being disputed by autistics and is

nonetheless disregarded, furthering ghettoizing the autistic

population. This shows the special interests of the media and the

lack of objectivity, just when the public turns to the media first for

some kind of truth. It is the highest abuse of the media, and

bloggers are largely motivated by conspiracies, special interests,

and abuse within trusted institutions in general. As a former

corporate chair of NAAR, I was shocked at the organizations'

apparent disregard for autistic persons and their message when I

suggested that people with autism should be directing the research



and the public messages – not researchers and parents. This

obvious disregard is a slap in the face to the autistic population.

The blogging movement is thankfully more democratic showing a

widespread public dissatisfaction with the media, politics, and

many charitable organizations. David Kline, who writes in Toward

a More Political Democracy – an excerpt from the book Blog

with Dan Burnstein says, “Any serious discussion on political

blogging of course, must begin with an examination of how it has

reshaped the way in which Americans get their political news and

discuss the political controversies of the day. Because on that

score, at least, political blogs really have become, in the words of

Time magazine, `a genuine alternative to mainsteam news outlets,

a shadow media empire that is rivaling networks and newspapers

in power and influence.” (p.5)

In this “citizen-created medium,” people with autism and parents

can tell it like it really is. Blogs are devoid of editors and special

interest groups who control mass messages about autism --

messages crafted by those who are not autistic. Some autism

groups have garnered their energies as in Aspies for Freedom,

using a critical mass of autistic people to ensure the message of

acceptance of diversity is spread. Kline further states that, “This is

not the first time citizens have created their own media…During

the Renaissance, for example, `commonplace books’ helped

educate citizens cope with the information overload of the newly

emerged printing era…these commonplace books reflected

personal experience and conscience of their authors.” (from Blog!

P. 245).

Recent changes in the thimerosal argument by bloggers and the

Schafer letter will hopefully kill the myth that vaccines cause

autism, showing the power of online discourse. “The results are in.

Without blogs, there wouldn’t have been a Drudge Report to help

speech the impeachment of a sitting President. Trent Lott,

hounded by bloggers for a racist remark originally ignored by big

media, would still be Senate majority leader. Blogs played a critical

part in the downfall of Howell Raines, former executive editor of

the New York Times, in the Jayson Blair scandal.” (Blog! P.369)

I'm sure the autism community will soon be able to make the same

claim.

The quality of blogs will be scrutinized by their audience. Bloggers



will be subject to the same editorial scrutiny for fact and accuracy,

or will be quickly corrected. (In fact, I am expecting some

corrections and additions to this post). As autism has entered the

human rights stream, I witness a similar scrutiny to a court of law.

I am certain, in fact, that this online dialogue has influenced legal

arguments and will definitely change public consciounessness

about autism.

I’ve heard murmurings of the autistic person being unable to

participate in live video-feed discourse. Yet, for centuries, the

written word has been a powerful force to change the world. With

allies, both the keyboard and the spoken word will move toward

cultivating a tolerant society. The blog is not just a nice little

cathartic diary in the autism world. It is a major movement about

disability and humanity that can no longer be ignored -- no matter

how hard others try.
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Memories and Milestones

Please, reader -- let me indulge in some motherly memories today.

I took a reprieve from work and decided to organize a few photos.

Adam just turned four and I realized that spring cleaning also

meant organizing -- that milestones happen as quickly as the years

pass and I don't want to forget anything. Also, a few people with

children with autism have been asking me about Adam as a

younger child. It got me thinking about why I named this blog Joy

of Autism -- how Adam is a joy and autism is a part of who he is.

With Enya softly playing in the background, and my back door

open to sunshine and cool spring air, I began cutting and pasting --

with a few new "books" to last many lifetimes: the photo albumn.



  

"Lay your sleeping head, my love.

Human on my faithless arm;

  

Time and fevers burn away

Individual beauty from

Thoughtful children, and the grave

Proves the child ephemeral:

  

But in my arms till the break of day

Let the living creature lie,

Mortal, guilty, but to me,

The entirely beautiful...

  

...Let the winds of dawn that blow

Softly round your dreaming head



Such a day of sweetness show

Eye and knocking heart may bless,

Find the mortal world enough;

  

Noons of dryness see you fed

By the involuntary powers,

Nights of insult let you pass

Watched by every human love.

---Excerpt from W.H. Auden's "Lullaby"
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Rare Flowers

Quite a week…my first Passover Seder, Adam’s school party, his

fourth birthday party out in the yard, spring's first sunshine

blessings. I have many stories in my head and I haven’t had a

spare moment to write any of them down.

Adam's fourth birthday party Adam's fourth birthday party 

In the midst of my anxiety that everything be organized to

perfection, I decided to add a little worry over Adam’s academic

future. Family is hearing things about schools – autism schools.



Special needs schools. Here in Toronto, many of the LD (“learning

different/disabled”)schools do not accept children with autism –

“too disruptive,” one administrator commented once to me over

the phone. Some others have hummed and haa-ed, but have

“invited” me to send in a registration form with a hefty non-

refundable deposit. There is the day school that may still agree to

my plan to implement a supplementary IEP-type program. If this

doesn’t pan out, there is the home-schooling option – an option

says Businessweek’s Michelle Conlin, that a “many number of

affluent parents [are implementing as they think] they can do

better than any school.” (February 20, 2006)

Hand it to Bonnie Ventura, who commented on my post A

Weekend Thought to Change the World. She has been “in this” a

lot longer than I, and frequently directs me to an article already

written on one of my thoughts or “epiphanies” on autism,

acceptance or education. I specifically wish to direct everyone to

Thomas Armstrong’s paper “Special Education and the Concept of

Neurodiversity.” (See This Site for more ideas on education) As I

said in my previous post, if we look at the issue of educating those

with difference in the opposite direction, if we do not view people

with deficits, but instead regard their strengths, we could affect

education in a positive way. Despite the difficulties, still, in finding

a suitable educational match for Adam, I realized from Armstrong

that special education has come a very long way since the 1970’s.

He blames the system, not the special educators, who have to

“work within a system that requires that they treat their students

as disabled. As many a parent or teacher has pointed out to me:

how are they going to get special services in the first place unless

we get them labeled with a disorder?” So this current disability

discourse, this view, cannot set up people with differences for

success.

In Canada, parents who sue the public school system, or fight for

ABA services beyond the age of six, must fight within a system

that will continually suppress special needs, if not oppress them. I

once wrote last September, that I believed these ABA court cases

were hindering the education process and success of our kids. I

now will elaborate that these is more likely the case because the

system continues to frame and define people with autism as

disabled, unable to care for themselves, instead of providing

support and education throughout an autistic child’s academic

career. When we presume all people competent, with multiple



intelligences, with varying levels of ability on this tape measure

called life, we enable people to become contributing members of

society.

When Adam was diagnosed, the diagnosticians paid special

attention to keeping Adam at a particular ADOS score “so he

would be eligible for services.” I didn’t particularly know what that

entailed at the beginning of the process, and I soon abandoned

those government services. Current ABA programs offered by

Toronto Preschool Autism Service, are lacking at best. Young

people calling themselves “therapists” are setting up “behaviour

shops” endorsed by this government agency. Desperate parents

pay monthly fees for the agency supervisor, who meets with the

parent only once a month, and send in their therapists who the

parent has to pay additional hourly rates – thirty to fifty dollars an

hour. Other services, like Floortime, RDI, incidental play,

occupational therapy or speech language therapy, are not

approved by the government as services that can be subsidized,

even though they can benefit a child with autism. The agency here

in Ontario paid for some “Direct Funding” so that some programs

could be done in the child’s home. Such a program would have to

have a psychologist – another hefty fee – oversee the program.

This agency saw that they couldn’t control home-based programs,

so they are beginning to withdraw the Direct Funding option and

insist that families send their kids to their “approved centres,”

reminding me of the Bettelheim days when parents were

considered ineffective at parenting their autistic children, or

blamed for their autism. In Bettelheim’s day, children were

institutionalized.

When I look back and see how Adam is doing without this

government directed program, how Adam can receive the unique

one to one program at home that I have created with him, with the

help of my personal team, within an integrated nursery school that

works with my team as well, I can’t see how the government

model can work, because it still strives to homogenize autistic

education and training, when autistic people are all unique. The

cost of running a home-based program is still hefty, and I am

always afraid when the government wishes to become involved in

Adam’s programs. I do not think “the system” is set up for

independent training, or leaving Adam’s future in the parent’s

hands. Yet, this is what has benefitted Adam the most. My

involvement in his school will not be anything less.



In this example, I feel that Thomas Armstrong is right – that

moving beyond this discourse, these models and institutions for

autism would change our education system as a whole, and treat

every individual as, in his words, a beautiful and rare flower. He

posits reasons to reconsider to change our educational system:

“…Research has been coming out about newer disorders

affecting larger groups of people. Harvard psychiatrist John

Ratey, for example, has written about `shadow syndromes,’

which are milder forms of psychiatric disorders that afflict far

more people than are currently identified. Other researchers

have suggested that half of all individuals will experience mental

illness sometime during their lives. It seems to me that while I’ve

been attempting to focus on the positives in the lives of children

and adults with special needs, research and culture have been

moving in the opposite direction, finding more and more things

wrong with more and more people…Recently I’ve discovered a

new concept – neurodiversity – that I believe provides a means

of reversing and moving beyond this expanding disability

discourse. Neurodiversity is a term that was first used in the

Aspergers/autistic community by an Australian disability activist

named Judy Singer in that late 1990’s…This new term has great

appeal because it includes both the difficulties that neurodiverse

people face (including the lack of tolerance by others), as well as

the positive dimensions of their lives, something that is generally

missing in the disability discourse except in a token way…

Instead of wallowing in the current `disability discourse,’ both

regular and special educators have an opportunity to step `out

of the box’ and embrace an entirely new trend in thinking about

human diversity. Rather than putting kids into separate disability

categories and using outmoded tools and language to work with

these students, a perspective based on neurodiversity invites

educators to utilize tools and language from the ecology

movement as a key to helping kids succeed in the classroom. If

we apply the same kind of diversity model to children as we do

to the flora of the world, then we should be in much better shape

than we are now.

Consider the issue of inclusion in education. Regular classroom

teachers are far more likely to want a `rare and beautiful flower’

or `an interesting and strange orchid’ included in their classroom



than a `broken’ or `damaged’ child.”

In this model, in looking at our children requiring different

ecological thriving factors, we can reach the goal of addressing our

children’s need for optimal growth. This goal is in direct contrast to

trying to “cure,” “fix,” or “repair” “remediate” a child’s

disability,as Thomas notes. When I look at my four stepchildren, I

also see an apparent need to cultivate each child differently – by

imposing the same standard on each of them, they can become

depressed and stressed about their futures.

Toni Morrison recently said in a Brick interview with Maya Jaggi

that “the black people were the first modern people.” She views

slavery as “a reign of terror in which the victims were stripped of

the normal places for sustenance and had to invent and

reinvent…” in that sense they were modern, “not clinging to

tradition for the sake of it.”

I had to consider, as I’ve suggested in many previous posts, that

autistic people have a unique opportunity to change disability

discourse from hereforth – that this dialogue, these debates, this

struggle for acceptance, equality and education, makes the autistic

modern. The need to reinvent the system, to redefine ourselves as

human beings, is of utmost importance at this critical juncture – a

point where the media and certain organizations are loud and

brash in their calls to cure a type of people.

Last week, I attended a gala organized by my new friend – Dr.

Nehama Baum -- “The Possible Dream Gala,” for the MukiBaum

Centres. Tables were reserved for some of her students and I met

her son Muki, who is forty-six, with cerebral palsy and who is deaf,

for the first time. Others, with various differences, got up and

spoke, danced. My husband and I purchased a painting at live

auction – a collective effort by young children with complex

disabilities who were believed to be hopeless and incapable of

doing anything. For me, it is a symbol, a talisman, that everything

in life is possible if we believe in people. This painting sits in

Adam’s room where he does his one-to-one work. Forever, I will

tell him the story about these children and what can be achieved if

we work hard and believe in ourselves.

Yesterday was Adam’s fourth birthday party. I kept it small as I

usually do now – I avoid the loud play gym rentals with a class of



twenty children running about wildly. Adam has taught me how

simplicity is beauty. I put flowers on the table, a few toys outside,

a lovely set up of food and sweets. I hired a percussion troupe

which Adam enjoyed at the Sick Kids Enchanted Evening Gala last

week. He sat enamoured with the various instruments the

drummer pulled out.

Adam and the percussionist Adam and the percussionist 

Adam the musician Adam the musician 

I invited six kids and their siblings – four of whom are also autistic

– all different, rare and beautiful. The sprouting yellow daffodils

surrounded us, but these rare flowers stood out in all their glory.

They were a delight to behold.
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A Perfect 10

It was Adam’s fourth birthday today. He began the day early at

4:30 a.m. and despite the fact I just want to lie down and rest, the

day, the thoughts, moved on. Adam started his day by typing his

first and last name on the computer. I wrote that he was four

years old, that it was his birthday. We got dressed and sauntered

down the steps and moved in our usual way toward breakfast. I



gave him a magnetic calendar for his first present – he knows all

the months and I would like to use it functionally. I was excited to

give him a gift, trying to make a connection between the word

“birthday” and his day. He tore open the paper to my delight,

picked each month and recited it, in between a few bites of egg,

sunny-side-up. I rustled about the house as usual, getting ready

for school. We packed up our knapsack and chocolate cake for his

friends at snack time, and I bellowed “Adam school time, go get

your shoes.” He headed for the door, but insisted on bringing the

number 10 from the calendar. It was quite an issue – he wouldn’t

let go of that number 10. I didn’t want him to lose it – the calendar

wouldn’t be the same without it. I tried to trade him the number

10 from the calendar for a 10 of spades from a nearby deck of

cards. He liked that, took it, but still wouldn’t give me that other

10, holding it with all his might in his tiny fist. I told him that he

couldn’t take that 10 to school, and felt my temperature rising as

he yelled and protested. I told him we were going to school and he

could see that 10 when he came back home. Eventually,

reluctantly, I got the 10 and stashed it away before stuffing

ourselves into the car.

It’s hard to set boundaries with any child, not to mention one who

has autism. It was his birthday, and I wanted him to be happy, not

sad. I know he used to get stuck on numbers, but I also knew that

I just gave him a new toy and any child would be a little obsessed

with something new and not want to let it go.

On the drive, I opened the window for the cool spring breeze

against my reddened face, the route always the same -- the only

difference in the change of season, the winter that finally turned to

spring, the new brand gleaming convertibles on the road, the rising

gas price. I wanted to cry, I don’t know why for sure. The dull yet

calming repetition or our day? Our upset? I thought how if I called

someone to give me advice, perhaps they would treat Adam’s

protest as a “behavior,” that if I mentioned the incident, he would

be the targeted culprit and not the fact that I stupidly gave him a

gift at a rushed breakfast right before school. The “behaviour”

would be addressed with rigorous, unwarrented “procedures." At

the same time, as he continued to yelp in the car, on and off, I

wondered who was there to support me. No answer would suffice

this morning. As a parent, if you ask for help, you don’t always get

what you want. If you don’t ask for help, you feel alone. I often

don’t want to hear those answers that never quite fit the situation,



so I tend not to ask unless I'm in a more resilient mood. Often, if

you ask a simple question, you receive a deluge of unsolicited

parenting-of-autistic-child advice. Sometimes it’s just better to sit

with all your mixed up feelings until the answer comes to you.

Sometimes, it’s better to just be a temporarily confused parent --

feelings, guilt and all.

I have another birthday party for Adam on Saturday with four

other autistic boys and a couple of other friends from the class and

the neighbourhood, my first big Passover Seder to host tomorrow,

art installations, and lots of other things on my plate, like us all.

When Adam begins to protest, it’s usually when I’m too busy to be

as patient and attentive as I would like. When I’m too busy, it is a

sign to slow down and attend to Adam and the things that agitate

me.

Adam and autism certainly leave me with lots of questions,

problems to solve, people to manage, convince teachers and others

about ability, programs to coordinate and more. The questions can

be overwhelming at times, Adam’s will and protestations a little

frustrating. Yet, weighed within the context of life itself, Adam,

and our lives, are still a perfect 10.

(Oh.. and he loved his cake at school!)
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Week-End Thought that Could Change the
World

Let’s end the week with a thought:

If we base our teaching methods on human deficit, whose intention

are we serving?Conversely, if we teach based on a human’s ability,

what is possible?

In recent ramblings about how to teach an autistic child, I’ve come

to this conclusion. It is a shift in thinking, as it requires us to think

about human difference and disability in the opposite direction.



Autism and other people with varying degrees of disability all have

something. As human beings, we all have spirit. We all have inner

lives. We all have desires. To assume that even the most disabled

person does not have these feelings is to assume they are not

human at all. And we all know this is false.

A doctor asked a clinician I know the other day, “do autistic people

form attachments?” When she told me this, I gave my little laugh

of disgust. It is alarming how pervasive these thoughts are about

autistic children and adults.

I’ve been reading some research papers, which discredit Cohen’s

mind-blindness theories that have done a lot more harm than

good. Dr. Paul Mottron has discredited many notions about

cognitive delays in autism, and deficits in face-processing ability.

There is a lot to still discredit publicly. It is going to happen, I

assure you.

In the meantime, as I prepare for school meetings and think

constantly how best to teach my child the skills that he is good at,

which he will be able to excel in, which will bridge the easier to the

more difficult, I think about every human right to BE HUMAN

which means, to dream, to express, to belong and to choose.

Quality of life for people who are severely disabled means not just

providing for daily physical care, it means coveting the human

spirit and enabling it to express itself through whatever means

possible.

I ask you: think about what is possible this weekend. Think about

what is present in your child rather than what is missing. Think

about struggle as a rite of passage in life itself.

Only good can come of it.
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Planters of the Doubt Seeds

Anonymous is back on my site, selling ABA (see comments section



of yesterday's post). Anonymous, this one anyway, has no guts.

Anonymous wants to promote intensive ABA therapy at ANY

mention that a child with autism has had a bad day. It must be

because that that child isn't doing ABA. Anonymous called me

ignorant by dismissing ABA. I call anon ignorant in assuming that

from one post Adam needs intensive ABA, assuming that we've

never tried it. I also think it is ignorant not to acknowledge that

there are many modalities of teaching that work for children with

autism.

Hey, if it works for your child, do it, I say. I strongly disagree,

however, that a child who is an apple must be turned into an

orange. This is most often the premise under which ABA is used,

unfortunately. In short, that attitude and attempt to alter a

person, is a human rights violation.

I must also say that Adam is doing, despite some of our harder

days, amazingly well. I do not need to compare him to other

children to see how he is doing.I can look at Adam's world and see

it without this kind of context. If I had to compare, which is the

way people with autism are evaluated all to often, he goes to an

integrated school, he sits in circles, sings songs, participates in

groups, plays "functionally" -- he is beginning to do so many things

and I run the risk of belittling him if I ream off a list of what you

want to hear. If I had to look or compare with other children of the

same age, I witness the same wandering behaviours. At the age of

four, I see many other kids tantrumming. It is utterly ridculous to

assume that autism is always to blame. It is naive to put autism

under this kind of microscope. Some things will take a little longer

for Adam, maybe, likely -- it doesn't matter. I find it utterly

horrible for people to come on sites, and comment that one's child

would be "doing better if..." You don't know us. You don't see my

son. You, anonymous, are ignorant.

Parents who have not visited at least a hundred children with

autism, as I've done over the course of two and a half years, who

have tried "intensive" ABA therapy which didn't work for Adam,

who spends hours researching options, combing through both

rubbish and viable teaching ideas, might be subject to doubt with

people like these. Afterall, isn't it compelling to believe when one

says you haven't done something that it must be your fault?

This is the problem. People who are "selling," particularly the ones



who stay anonymous, seep into parental doubts. I know because I

was there. I know because the call of diets, DAN!, mercury

poisoning claims (don't you know that the "feeble minded" of the

1800's were also claimed to be contaminated by mercury?!! I

mean, must be something to cause the difference, right? Argh.).

C'mon anonymous. Have some guts. Come out of hiding.

---

Postscript:

On a lovelier note...in the middle of writing today, my friend -- the

one I wrote about in earlier posts -- came by. It was emotional. It

was EVERYTHING. You see, if you can be honest, things can

happen. Beautiful things. I do have a friend who really cares.

Without getting things out in the open, I may have never

otherwise known. Life is too short and we need to KNOW who

stands with us. Without friends, ones I can really talk with, this is

too difficult. I think it took a lot of courage for my friend to do what

she did and I really do have renewed faith in people.

Did I mention the sun is shining in Toronto today?
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Human Rights Violation In Sudbury

Here is a story from TalkSudbury.com. Another reason why we

have to keep advocating:

> Autism is classified as a neurodevelopmental

> disorder

> that manifests itself in markedly abnormal social

> interaction, communication ability, patterns of

> interests, and patterns of behavior.

>

> Shocked and disappointed was how we at

> TalkSudbury.com

> felt when one of our members sent us this TRUE story



> about the terrible treatment a local women who is

> also

> Autistic received from local retailer, Black Cat

> Too!

>

> I am an autistic adult living in Sudbury, and use a

> wheelchair.

>

> Being autistic means that I have many sensory

> differences, as well as social skill difficulties.

> Thus, when I am out in public I wear headphones all

> the time, in order to deal with the busy world.

> Otherwise would not be able to leave the house at

> all.

>

> Friday March 17th, 2006 after a long workout at the

> YMCA, decided to go to "BlackCatToo" where I have

> gone

> for YEARS to get magazines. In fact it has been the

> only place I ever buy magazines (autistics are

> creatures of habit). I buy Adbusters, Shambhala Sun,

> and some Yoga magazines once a month and when can

> afford them.

>

> This time was actually also looking to see what kind

> of running/triathelon/marathon magazines they had,

> since am training for a marathon and during my

> training period, I have entered many local races to

> raise funds for several non-profit organizations

> locally. I will be pushing my wheelchair through

> four

> seperate 5KM courses between May 2006 and July 2006

> here in Sudbury to raise funds for our local

> charities..

>

> I did NOT touch any magazines, I had NO TIME to,

> before the 'problem' started.

>

> When went in there, turned to the left (where the

> budhist and yoga magazines are) and sat in my

> wheelchair listening to my walkman (which is what I

> ALWAYS do, in EVERY store that have gone in alone...

> am terrified of having the workers at stores talk to



> me, so the walkman drowns them out, and they

> eventually notice the walkman and realize am

> listening

> to music and leave me alone).

>

> Well, very soon after entering (within one minute)

> the

> man behind the counter was yelling the following

> words

> at me:

>

> "I said HELLO to you and I EXPECT my customers to

> SHOW

> PROPER SOCIAL POLITENESS and say HELLO back".

>

> I started to cry. I said I have my walkman on

> because

> i want to drown out the voices of people, because I

> am

> autistic. Talking to strangers sends me into a panic

> and then I need to leave the store.

>

> The man continued and said - well HERE in OUR STORE

> we

> EXPECT people to BE SOCIALLY POLITE and you have to

> say hello back.

>

> I said I am autistic and I have difficulty talking

> to

> strangers and that I fear this means I cannot shop

> here if I have to talk to strangers, all the while

> my

> anxiety increasing as I needed to try to explain

> this

> to the man behind the counter, with the hopes that

> if

> I was able to help him understand my disability, he

> would let me shop there.

>

> To which he replied:

>

> "FINE. GO BE AUTISTIC SOMEWHERE ELSE THEN!"

>



> this incident happened at exactly 11:30 AM Friday

> March 17th, 2006 at the Black Cat Too store.

>

> Now, I fear that I cannot get the magazines that I

> want, because to go to Chapters, I would need a

> seperate Handi-Transit ride booked just for that,

> and

> it would add $4 to the cost of my magazines. The

> Black

> Cat Too was easily accessible from the YMCA where I

> am

> allready 3 days a week.

>

> Furthermore, have always believed in supporting

> local

> independent shops, rather than the big 'box stores'

> like Chapters.

>

> This leaves me feeling very much like I could be

> making a complaint to the Human Rights Commission

> about the fact that the store will not serve

> autistics

> and tells us to "go be autistic somewhere else",

> (which IS a violation of the Human Rights Code under

> discrimination due to a disability).

>

> Now I realize that my magazine purchasing days are

> over, and am going to have to settle for reading

> things online only.

>

> Am very sad about this incident, considering I have

> been a loyal customer of Black Cat Too for a decade

> (since 1996) and this has never happened to me there

> before. I do not understand why they changed their

> policy and expect those of us with communication and

> sensory disabilities such as autism to 'go be

> autistic

> somewhere else' merely because we do not know how to

> be socially polite enough to talk to strangers.

>

> To learn more about Autism please go here and here.

>

> TalkSudbury has communicated to our member that we



> WILL BE purchasing subscriptions to her two

> favourite

> magazines. ON US! Greater Sudbury should rally

> behind

> this individual and voice your collective disgust

> with

> the way she has been treated in her own city.

> Absolutely SHAMEFUL!

>

>

>
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The Unsettled Path to Acceptance

This is a most unsettled state I’m in tonight. Adam is frustrated –

trying to talk, not being understood (he slurs his sentences). Also,

he’s turning four next week and I am finding a new desire for

independence – a desire to do everything on his own, pretty much.

He resists my care of him – brushing teeth, brushing hair, getting

ready for school. In some ways, he reminds me so much of my

youngest stepdaughter when she was four. I remember a lot of

whining, tantrums, and lots of hitting. While I remember her being

much more articulate than Adam, I do see similarities in

behaviour. So that should make me feel okay, right?

But it doesn’t. Adam is growing up, and I find myself nervous. I

want to teach him how to use the computer – he is already typing

his own words, but in the same way that he labels things. My team

of therapists suggest it is “too early” to teach Adam the computer

for communication purposes, and that baffles me. If Adam has a

skill that he’s inclined to use and benefit by, then why is it too

early just because the other kids aren’t doing it?

At school, Adam’s teacher notes that despite his words going down,

his skills are going up – again that time of acquisition, of processing

and for me, of waiting. I wrote before that I find these transitional

times difficult. Logically, I know that these periods are necessary,

but I wonder if I’ll ever stop worrying.



I find extracurricular programs so difficult to find, as the music

class I had enrolled him in became very “verbal,” entrenched in

pretend play. Long diatribes of being a pirate on a ship bored him,

and he eventually got up and wandered around the room. So many

“teachers” really don’t know a thing about autism. Adam is

expected to sit and respond.

There is a lot of talk about these ideas of acceptance and just

wanting one’s child to “function” in the world and “have all doors

open.” Today, I wanted to pack this all in, all this blogging, learning

about science, this struggle with friends, my lonliness in this

struggle as there seem to be no more friends out there who really

care about me, or want to understand what this is all about. No

parent thinks they will be engulfed in controversy about autism.

No parent has any idea that they will have to advocate for their

child every single day from schools, to the doctor’s office to a nice

little music class. No parent realizes that all privacy is lost with

therapists coming and going from the home every afternoon. No

parent has a clue that there are people who want to tell you how to

raise your autistic child at every turn – that they think they know

better. No parent banks on getting involved in autism so deeply in

order to improve their child’s future, that it becomes their new

career.

But I know of many.

No, acceptance is not easy, friends. It is not standing idle.

It is about recreation. It is about creating new friends, and new

communities who will teach and support us and our children. It is

about creating a new awareness what difference, autistic difference

means, and supporting it, and supporting success. It is about

investigating our notions of well-being and happiness.

If this is rebirth, I think I’m in labour.
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Because You're Worth It

I was at a function last week, honouring a CEO of a major Canadian

bank. Amidst a room full of businessmen and women, and

philanthropic leaders, the man was being honoured for his Words

And Deeds. I listened intently to his speech, waiting for something

I could cling to, some words that hit the heart of human rights

issues for all people. I wasn’t surprised that despite some of the

fine work by the man, the speech was a string of rhetoric meant

for an audience largely invested in commodities. This CEO spoke of

Canada as a tolerant and diverse nation. Tolerance, ethnic

diversity, struck a chord with me, and I waited for an

acknowledgement, a phrase that pooled human diversity and

disability together. In contrast, diversity and tolerance were

directly equated with global competition – the idea that we accept

diversity, ethnic diversity specifically, as long as we can give it

some economic value. Diversity, therefore, is acceptable only if it

can contribute to society in the market economy. The hierarchy of

tolerance, in my mind as I sipped a glass of sour conference centre

wine, struck me. When, I asked myself, did we begin to equate

tolerance, acceptance and diversity with global competition?

Where do people who are physically or neurologically diverse fit

into this economic universe? Where do people who cannot fit into

it, who cannot globally compete this way, stand in his view? This

CEO conveniently left out the disabled because within this

framework, they cannot exist. If you cannot compete in the global

marketplace, then you do not have value. But is this what he really

feels?

I prefer to believe that this CEO is not purposefully omitting the

disabled -- the issue is so much more complex and his speech

shows how the discussion cannot fit into current frameworks of

altruism and market economics (see Economy of Pity). I consider

that the current worldview about disability and the construct of

competition are incompatible. As we can see from previous posts,

the ability to compete, equated more often than not with physical

strength and uniform appearance, is similar to Karl Marx’s ideal of

the perfect worker. Those who are unaware or unaffected by

disability have an obscured notion about it, so there remains huge

need to address these very issues with our leaders.

This is commoditization of life. Commoditization of healthcare, of

just about every aspect of our current existence is based on



markets. Parenting is a billion dollar industry. Getting frustrated

with the endless frenetic calls to do something for our children, I

inadvertently picked up a mothering book the other day called, 12

Simple Secrets Real Moms Know: Getting Back to Basics and

Raising Happy Kids, by Michelle Borba, Ed.D. I don’t normally

pick up self-help or parenting books of this kind very often. Yet,

something in the title at this point of my journey in parenting

Adam, was compelling. I have spoken a lot about how marketing

calls us to do something for everything – how marketing leaves us

as if we’re missing out on something and that we are not good

enough as we are -- there is always something to "improve."

Parents of NT kids are unhappy, kids are unhappy. Why? We are

unhappy because we are learning that goods do not free us but

indebt us, that happiness is intrinsic instead of extrinsic. These

ideals have filtered to the autism community where society deems

that our children and our parenting of them are not good enough,

that if we buy someone’s intervention package, our children will

learn how to fit into society. Question is, are we really satisfied the

way we’re heading? Is learning to fit the right goal?

Consider these points of a generally exhausted society in the

context of well-being or Quality of Life (QOL) which I will use

interchangeably) taken from Borba’s book:

-Of the American moms surveyed, 70 per cent reported finding

motherhood “incredibly stressful” (Ladies Home Journal, 2000)

-Depression affects 30 per cent of mothers of young children

-One-third of parents in one survey said that if they were to do it

all over again, they would not start a family

-In the same survey, 53 percent admitted they felt significant

resentment in making sacrifices as a parent

-In a Texas survey, 909 women said they found taking care of

their kids about as much fun as cleaning their house, slightly less

pleasurable than cooking, and a whole lot less enjoyable than

watching TV

-Of the 1,306 moms in one survey, 95 percent said the

experienced guilt feelings associated with parenting, and almost

half said that the guild only increased as their kids grew older

-Two out of three adults say that parents are doing a worse job

than twenty years ago (p.29)

Why? The author who posits these statistics from various US

journals cites the following to blame for the frenzy:



-new knowledge about child development and how much nurture,

the way we behave, affects who they will become;

-parents wanting their children to excel so they enroll them in

umpteen programs;

-more entrepreneurs creating more to sell to kids, including

programs;

-more media on parenting and motherhood;

-financial pressures to meet all these consumptive needs;

-guilt that we’re working to hard and not spending time with the

kids and;

-parents wanting to be liked by their kids instead of saying no.

This idea does have a spillover effect once we receive that autism

diagnosis. Psychologists need to diagnose, we hire expensive

agencies and specialized schools to teach our kids, then hire

lawyers to fight expensive suits to get additional life-long funding

as a so-called “support” to autistic children, we buy books, travel

to conferences, fund research, buy ribbons and more. Autism is

now an industry unto itself with a lot of snake oil salesmen. Buyer

beware.

So, when discussing Quality of Life (QOL) for people with

disabilities and people with autism may be skewed because our

very own is compromised with the commoditization of own lives.

Ascribing value to life then, or to the very definition of QOL is

mostly an extrinsic, objective exercise based on market ideals.

Assessing QOL with objective models is not a sufficient way to

analyze the well being of people with autism. A subjective view of

QOL is required from the person with the disability. We may, as

RDI does, define quality of life as “to get married, have

relationships and have a job,” and prescribe interventions that

seek to change the person to fit these goals. However, those

definitions of QOL may not be the same from person to person, not

to mention for a person who is different. The issue with

commodity, therefore, is an external one which alienates those

with autism currently articulating what QOL means for them. If

we impose an objective value of QOL, under the umbrella of belief

that people with autism are incapable of understanding, or further,

somehow deceive themselves into thinking they are happy as they

are, then we are not accepting of people with autism. If we insist as

parents, researchers and teachers, that interventions are



necessary to help people with autism learn, instead of looking to

the environment as the source of handicap, then we are not

creating a tolerant or supportive society. Further, we are not

honouring the way in which autistic people can learn.

I strongly suggest, that as parents, we consider that we have to

reconceptualize our view of disability, and autism specifically, by

turning to those with autism first, for a start. I also suggest that

our goals should not focus on interventions to change the person

with autism, but rather, seek supports and changes in the

environment to support the person with autism. “The

extraordinary variety of ways in which people can flourish

suggests a comparable variation in the impact of abnormal

functioning, an impact that people with normal functioning, notably

health professionals, are notoriously poor a gauging,” says Anita

Silvers from San Francisco State University. “[She] contends that

the distorting effects of treating health as an indispensable

practical good will be greatly exacerbated by the growth of

predictive genetic testing in the coming generation, exposing

previously hidden health deficits in a large portion of the

population. Silver urges that health be viewed not as a good with

instrumental value for almost all forms of human flourishing, but

as an intrinsic good, on that, like art, will have radically different

values when assessed from different standpoints.” (From Quality

of Life and Human Difference, p.17)

If society views people with disability as a financial burden, then

society will not build the supports for the disabled, but instead will

seek to cure them. Further, educational supports for children with

autism will not be made in the schools or by society-at-large if

society is waiting for that cure. Organizations and some

researchers rather invest monies on cures and pills that can harm

people with autism as a long-term cost-saving measure. With this

current goal touted by many major autism charities, it takes the

burden of responsibility to change and to support autistic persons

off society. It also threatens to take away a support network of

fellow autistics from current ones, comparable, in argument, to

aborting all fetus’ of ethnic diversity, thereby robbing a future of

variant culture, mores and tradition, leaving those currently in

existence, alone. This, of course, is morally repugnant.

“Disability is not a condition or a property of an individual, but

rather, an interaction,” state David Wasserman, Jerome



Bickenbach and Robert Wachbroit in the book cited above.

Treating disability as a condition or property leads to

commoditization of life, and the medicalization of disability then

becomes a natural extension to this. In making a prenatal choice,

another arguable extention of this notion, I mentioned in The

Difficulty of Knowing, that genetics counselors and doctors do not

provide enough information regarding quality of life, because they

themselves lack a definition with any reference from families or

disabled persons who can help qualify it. Instead, I was pummeled

with a variety of genetic factoids about which I knew nothing. In a

matter of a week, I was expected to make a choice whether or not

to abort without knowing anything – just based on whether or not

I wanted to raise a child with a potential disability. In a society

that does not value this portion of our population to begin with,

where disability is assumed to be of lower quality of life, one can

understand why so many abortions may needlessly occur. My

feelings about this experience upon reflection is supported by Tom

Shakespeare who “finds that stereotypes, over-generalizations,

and dubious assumptions about the impact of impairments on

quality of life shape decisions about testing and termination. But he

believes the more important bias occurs at the institutional level,

and that the debate over prenatal testing tends to place too much

emphasis on individual decision-making. Just because of the

importance and difficulty of the choices that individuals must

make, society has strong obligations to ensure that those choices

are knowing and voluntary. In order to do so, it must provide

adequate accommodation and support for children with disabilities,

and balanced information about raising children with disabilities

for parents making decisions about whether to test or to

terminate. Reviewing the relevant social science literature,

Shakespeare concludes that society fails dismally in all three

areas.” (IBID pp.19-20.)

The authors of this book contend that the World Health

Organization (WHO), “belies its avowed commitment to equality in

several ways: by taking cost-effectiveness as its ultimate standard

for rating health systems, by ignoring inequalities among ethnic

and socioeconomic groups, and by assigning the extension of lives

with impairments lower priority based on a flawed methodology

for assessing the impairments, one that relies solely on the

judgments of health professionals.” (IBID, p.20)

When debating rights issues we first have to investigate this notion



further and make note of the very prejudices that endow our

current beliefs about disability and human difference. We need to

begin to spell out the basics of how people with autism wish to be

viewed and treated. We need to make corporations and leaders

aware of the complexity and the fact that all people may not

financially contribute, necessarily, to the global economy, and they

still have a right to be supported. Worth, value and contribution to

society can take many forms. Heck, the volunteers of the world

make no financial contribution, and when quantified, would make

for a trillion dollar industry (noted in Bruce Mau's exhibition). So

conversely, we all have value and we all have something to add.

The dialogue about quality of life – the objective and subjective

views cannot be answered quickly. A review, however, is essential

to understanding the complexity and the richness of those lives,

those which are disabled. We must do this because we are

all..."worth" it.
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Gone Golfing

My husband thought it would be a good zen-like experience for me

-- the worker-bee who never quits.

I may just go crazy, or maybe I'll have an epiphany through the

arch of my swing, or the simple sweet chirp of a bird. Who knows.

In the meantime, great dialogue happening over Open Arms post

(see previous entry), everyone...thanks. So much to ponder over

regarding support for parents in the mire of mixed messages and

misinformation.

I also want to make an autism blogger-oath -- someone pointed

out to me that Acceptance Therapy I spoke of in previous post is

also controversial. So, whenever I mention something that I have

not researched, I will say so, so that no-one suspects I am actually

promoting it. If I do promote something, I will research it.

Fore!
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Open Arms

Recently, I’ve been writing about how friends and family had

treated us, with good or innocent intentions, however thoughtless,

in an honest vein. I’ve been talking about acceptance to the point

where advocacy pools us all into two camps: the curabies versus

the neurodiversity types. Sounds like teams for a Harry Potter

quidditch match.

The term acceptance is being interpreted as a do-nothing

approach in a culture that needs to do something for just about

everything. Depressed? Take a pill. ADD, take another pill.

Epileptic? I’ll continue on that one in a moment. Pills are a matter

of choice. I do believe that there are people who really need them.

I also believe that we live in a culture that over-prescribes them.

I’ve listened and respect people’s choice to take them temporarily,

permanently, whatever. I ask you all, however, to consider the

bigger picture for a moment.

All parents (I say this loosely – there are parents who abuse their

children), want the best for their children. When confronted with

the term autism, there is little chance for a parent to trust

themselves and not be swathed in fear. There is an entire culture

and history out there that has helped construct that, so I

understand that it is extremely difficult for parents to steer away

from wanting to “help” their children.

When Adam was first diagnosed, I was confronted by one type of

“scientifically proven therapy.” I joined an organization that

funded research in support of a cure because I believed, at first,

that autism was an illness that masked my son’s true potential. At

least that was how autism was presented to Henry and I. Once we

enter the “stream of autism,” as parents, there is little choice to

believe these messages as sole choices in a culture that does not

accept acceptance for people who are different.

I hired therapists who viewed Adam as a pathology and that didn’t

feel right. After two months of being in “the autism stream,” I



decided that something was horribly wrong with this view. It took

a while to trust myself, after hundreds of hours of reading and

attending conferences. I really believed that the answer to Adam’s

autism, to his progress, was out there somewhere, extrinsic of me.

I believed that we needed to impose forty hours of therapy and

usurp our family life, and that the pay off would be an end to his

autism, or at least make him “indistinguishable from his peers.”

It wasn’t until I read books by people with autism that I began to

view autism differently. I agonized over all my choices and

prejudices about autism. In this world that also doesn’t support

parents very well, it is very difficult to stand on one’s own and not

listen to all the things other parents are doing and think you are

not doing the best for your child. A parent tends to worry about

what they’re not doing.

The odds are really stacked against parents. Our idea of “normal”

is an historical construct (see previous posts on this) beginning in

the mid-1800’s with Charles Darwin’s survival of the fittest

theories. Karl Marx supported ideas of the perfect man in outlining

ideal physical attributes of the worker, which was the basis for

socialism – an average. We began to construct hierarchies of

preferred traits as history continued with its evil side culminating

in the Holocaust. Today, these ideas carry over into a consumerist

culture, with a billion dollar industry invested in ideas of human

beauty and perfection, leaving us otherwise in debt and continually

miserable. We fight fat, we fight disease, fight ourselves, and what?

Fight disability? There is a lot of effort in fighting and it leaves

parents empty and exhausted, not to mention consigns our

children as innocent victims -- there is always an innocent victim

in a war. How do you think this has effected our quality of life?

Isn't it time -- and perhaps we are on many levels now -- to re-

define what quality of life is not only for us all, but for people with

disabilities?

The anonymous commenter of yesterday's post, who believes

autism is the evil taking away her son, feels that acceptance is

synonymous with doing nothing. She further makes a fundamental

mistake in believing, as a result of a culture that supports her in

this false-belief, that autism is the enemy. For the rest of their

days, her child will feel that there is an enemy within, and both of

them will be forever miserable. People will offer diets and pills, but

the autism will still be there.



False-beliefs need to be corrected, and parents who feel this fear

might just need our open arms. This is not an attack by any

means. It is a comment that there is a prevailing attitude that is

harmful to all people with disabilities. There is a marketing

machine of research and pharmaceuticals that need to take more

responsibility for their ethical mistakes.

This afternoon, I met with JoAnne Dahl fro Uppsala University

and Dr. Emanuel Shapiro a psychotherapist from New York who

has written books on relating to patients. JoAnne was giving a

presentation in Toronto today about,Acceptance and

Commitment Therapy (Stephen Hayes, Kelly G. Wilson, Kirk

Strosahel) and I received a call to go and speak to these two

scholars today. The idea (and I haven’t yet read the book), is that

when we have to understand our preconceptions in the way we

look and judge people, overcome them and accept others as they

are. Once we accept ourselves and others, we make a commitment

to support them. I learned from Joanne that some epileptic

seizures can be controlled without medication, that children often

have seizures because it is a way to avoid physical abuse, a way to

stay home with their parents, or a means to feel good. Through

acceptance, and working through the barriers to it, the seizures

can be controlled by the epileptic person. If this is true, it is an

interesting study about non-acceptance and frustation and

anxiety. Please note that I am not supporting this theory before

investigating it,but want to mention it as an interesting piece of

information that was given to me today, and we can all investigate

it further. I know little about epilepsy and in brief investigation,

have come across papers about techniques for self-control of

seizures. I invite others who know the science better, to comment.

I was asked at Adam’s school today by another parent who reads

this blog, “How do you do it? How do you just not listen to all the

diets and therapies out there?” Did I manage to look at things

differently in my art-history classes when we turned paintings

upside down to see what we otherwise couldn't right side up? Or

was it my philosopher-father who taught me that for every belief,

there is an equally compelling other that taught me to question

everything? Whatever the reason, this is not about keeping up

with the Jones’ anymore. I really care about my son’s wellbeing. I

read as much as I can, with whatever energy I can muster in

between playing with Adam, and lately, teaching him on the



computer – something he has lead me to. I have chosen to view his

so-called “behaviours,” as functional needs, his “obsessions,” as

interests, and remember how Dawn Prince-Hughes had to repeat

words of things so that she could absorb them, or how Zilari’s

father fostered her interests by feeding them even more. Adam’s

latest “obsession” with calendars has enabled him to type the

months out on the computer, and soon, I’m sure I can teach him

more about the calendar and how he can use it. If I had viewed all

of these obsessive interests as dysfunctional, or strange, I could

never nuture Adam's potential.

If I have to rely on the DSM IV, I would otherwise view all of this

“stereotypy” as dysfunctional because it seems foreign to me and

what other children do. Aggressive behaviour is always a function

of non-acceptance and often, frustration. When Adam becomes

angry with me, it is usually over something that he can’t do when

he really wants to – like writing when his hands are not mature

enough to hold a pen well. If I choose, as I’ve learned from

autistics like Dawn Prince-Hughes, Zilari or Donna Williams, to

understand Adam’s learning style, his perceptual differences, he

processing differences, and his sensory differences, and respect

them, I come to learn how unique he is and this stuff doesn’t seem

that odd at all anymore. Sometimes, we just have to go into

someone else’s world to understand them. I try and do this with

Adam every day and I believe it can be done in every world, one

that seems even more foreign than Adam's.

Acceptance is a commitment to your child. To love them forever,

to find joy in them, to believe that they have every ability to learn.

If we believe this, we can begin to build and provide the supports

they need to achieve. Without it, our children will forever be

subject to discrimination and closed doors. A pill won't open them,

I assure you. Autism is forever.

To walk in another man's shoes always leads us down the road of

compassion.

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 3/28/2006 06:37:00 PM
42 CO M M ENTS  LINKS TO  THIS PO ST

M ON D A Y ,  M A RCH  2 7 ,  2 0 0 6

 



Awakenings

Adversity’s sweet milk, philosophy.

William Shakespeare

Awakening is process. Some people stay asleep their entire lives.

Others have mini-awakenings and slip back into old habits and

ways of being, simply because thinking outside of boxes seems

impossible, and still others have major awakenings because of

what life thrusts upon them. Whatever the cause, whatever the

means, the point is to wake up.

This past week, I’ve had a series of conversations, with different

people I know well, who have raised questions in me on how to

advocate for autism, as it is most complex and challenges our

everyday notions of how we live and raise our children. It also

raises a personal issue in me about the meaning of friendship. A

while ago, I wrote about advocation as the Sledgehammer and the

Song, stating we need both styles in advocating for the rights of the

disabled. Back then, I was taking a softer stance, trying to be the

song, and others with autism challenged me in a positive way. My

awakening can be read right here on this blog, in black and white.

Awakening begins with an agitation that something is not good

enough, and the process of action takes a little longer to develop.

I’ve been gentle with friends who have hurt me with what seemed

like harmless comments. Afterall, there was a life before Adam,

and that kind of talk didn’t bother me then. Isn’t the onus on me to

maintain the friendship as is? I’ve had to think long and hard

about that one before writing about events that have shaped our

family journey with autism. By my 41st birthday last week, I

decided that life is too short and that honesty and writing my story

is an important process for me and for others. It is also important

to figure out who will continue to stand by me in these important

moments that have come to define, in large part, who I am. If I

continue to call people “friends,” and I give my time and my heart

to them, then I need to make sure they know for what I stand. I

like to think that if you are honest with someone, the truest

friendship can spring forth, if of course, the person wants to stand

with you, and we are all willing to listen to each other. I suppose if

I am honest with a friend about how I feel their comments and

behaviour have effected me, it means that I believe that that

friendship has a possibility to grow into something much more



profound. So too, I am open to hearing about all of my follies as

much as another lovely friend lifted up her arm in mock breast

examination mode and laughed, "Oh no! I've just found an

emergent ideology!" It was funny and while I wouldn't call these

ideas a cancer, I do claim they can often be more cumbersome

than my monthly PMS.

“Trouble is part of your life, and if you don’t share it,

you don’t give the person who loves you a chance to

love you enough,” said Dinah Shore. I like to think that autism

isn’t trouble, but it is a fundamental shift in the way I've come to

live.

Time has a lot to do with shaping opinion. It is doing a lot to slowly

change the attitudes of people towards disability. In a conversation

with a family member this past weekend, it left me considering the

reality that advocates and people with disabilities are facing.

At a party on Saturday night, I grabbed my crantini, enjoying the

people and approached a familiar face. She asked me what I was

up to, and to be safe, I said “a little bit of this, a little bit of that,”

shrugging it off as mindless party babble. I mean, I don't want

impose my "emerging ideologies" at every single social event. Even

I need a reprieve! But she probed me a little further, and asked if I

would be organizing another exhibition. She got me going about the

Canadian Autism Acceptance Network, the organization I am in

the process of establishing to organize lectures and events that will

change the message that autism does not necessarily need to be

cured, but rather, needs to be supported and accepted.

“Why wouldn’t you want to give Adam a pill to cure his autism?”

she looks at me as if I am a crazy, irresponsible parent.“To me that

seems ridiculous,” she scoffs, drink in one hand, her other hand

dismissing me with a quick flick in the air.

“It is not for me to decide. It is up to the person with autism,” I

say. “People with autism say they do not want to be cured, they

want to be accepted as they are.”

“Well what about the people who can’t decide? I think it is up to

the parents,” she sums up quickly. “The child should not be a

burden on the rest of the family.” I am not making this up, folks.



I am taking a couple of big swigs of my crantini and turn to Henry

who is signaling me to cool down, knowing how passionate I tend to

get. “Get me another would you?”

Her face is becoming ascetic, and she is on the attack. “It’s fine for

you, you have the means to help Adam,” accusing me of sufficient

resources, which translates into more respite, I suppose. “Consider

all those people who don’t have the money to help their children,”

assuming that they even need the kind of “help” she is inferring.

Of course I have to assume this family member possesses the

following presumptions: that I hand over Adam to others, and that

raising him is not an active process for me and, that other parents

who have less means are incapable of raising children who are not

“normal,” or more appropriately stated, challenged, without

listening to hundreds of countless stories from them and the daily

work they do. Like many of us who do not have to actively engage,

she is full of arm-chair opinions.

I slowly begin to draw my sword, as her words have wounded me

and I’m not one to cower. “That is why we need to fundamentally

change attitudes about difference, so we can get supports in

schools, in places of employment,” I try to say calmly, failing

miserably, as the pitch of my voice gets a little higher and more

intense.

“I don’t want my kids being held back by kids with special needs,”

she said to my face. I manage to compose myself enough to think

of a respectful response despite the kick in the stomach she just

gave me.

“That’s a problem,” and then I get nasty, “because my kid just

might be smarter than your kids,” ouch, really low blow. “I’m

sorry,” I backpaddle quickly. “It’s just a point, I’m not saying your

kids aren’t smart, but I believe it is a right, and is a necessity to

mix people of differences so that we can transcend that kind of

attitude.” My face is visibly red. She is saying, in essence, that

Adam needs a pill to be cured of his autism, that I am an

irresponsible parent for not wanting to cure him, and that people

with autism should be aborted. She further assumes, perhaps, that

like her, I am a couch philosopher, whose opinions come out of

nowhere, and I don’t spend countless hours researching and

thinking about this.



“I think people should be able to abort if they learn of disability or

autism,” she starts again. “I believe people should have a choice.

There are families who fall apart over these things.”

“I agree, there are some families who fall apart -- with these

things and many other things, and in our culture, it seems

ludicrous to not say that choice is a right. But I don’t think there is

enough information about what the choices are.” When I was

shuffled into a genetic counsellor’s office, they told me the stats,

but not anything about what quality of life I would have. I assume

also that most people out there fearfully believe that one’s quality

of life disappears after having a child with a difference. If I had

been told autism when I was pregnant, I wouldn’t have known

about the unique gifts and changes in my life that have resulted in

Adam, and sadly, he may not be with us today. At this point, I

would not change a thing accept the attitudes of people who will

effect his life.

At another party, a friend asked me “Okay, people who are high-

functioning say they don’t want to be cured, but what about those

who are low-functioning?” This is a friend who always asks me

frank questions, but I really want to correct her about the

functioning issue. While in reality she is right, there are people

with more and less handicaps in society, the issue has nothing to do

with one’s personhood or inner life or level of intelligence. If we are

going to define disability into spectrums, let us do so only in the

name of providing supports.

“Some `low-functioning’ people are actually not what you think

they are.” I am agitated with my own answer. It seems to be the

only way I can segue into the tougher issues of simple acceptance,

no matter what level of disability we're talking about. “If they find

another means to communicate, like typing, you will discover that

despite the challenges, they too do not want to be cured, but just

accepted and supported for who they are. Also, a lot of issues you

think are autism, aren’t autism. There are co-morbid issues like

epilepsy.” But I haven’t gotten to the crux of the matter, and I do

not know what it is like to be “severely” impaired, either. I only

read the materials by those who are, and meet them, to learn what

it might be like to be them.

In terms of advocating for autism, making way for the final point,



making autism more acceptable is how it manifests, and usually

peters out there. “Einstein had autism,” is not intended to make

Adam and people like him more acceptable to a society that has

difficulty thinking outside the box. It is to say that there is so much

human potential that remains untapped because people with

disabilities are not presumed competent – they are judged for how

they look, how they behave, and what they cannot do. If we

continue to do this, we may be getting rid of all the Stephen

Hawkings’ of the world. Likewise, those who are not like Hawking

have a right to be here and have a right to find ways to enable

their Identity and find personal fulfillment. I am a believer that

just because one is severely disabled, doesn't mean they do not

deserve to have a full life. Certainly, the onus is on the society-at-

large to ensure that they can have it. For the rest of us, the

assumption that they, the severely disabled, feel nothing but pain

or are unaware and therefore sub-human, is a terrible assumption

to make.

Yet another friend this past week read my blog and accused me of

self-pity, despite the posts “The Economy of Pity” and “Now

What?” I found that accusation a little surprising, actually. This is

not a move to seek vendetta for any previous comments that may

have hurt me. Instead, this is a dialogue that means so much to

me, my son and to others. The point is to have others consider

their embedded views and assumptions about disability. I

retaliated in an email stating that accusing me of self-pity is like

saying the Jews victimize themselves when they raise their own

human rights issues and anti-semitism, no different than women

complaining about their equal rights, and not so unfamiliar in the

example of African Americans fighting white oppression.

Most people would prefer to sit comfortably visiting exhibitions, to

view ability, savantism – the sensationalized view of the autistic so

that it is at least understandable, dare I say, palatable. They would

prefer to be inspired by my words of ability instead of suggesting

that we all have to look at ourselves, our collective history, and

how this effects our thinking and way of living. The latter requires

active engagement by people never wanting, or needing based on

circumstance, to actively engage. When another party, the Jews,

the blacks, the gays, impose their desires as a community who feel

entitled to the same respect and civil rights, and it touches us in

the sense that we will be effected in how we live our own lives,

where our money goes, and the semantics we use, many of us jolt



negatively. The former method of advocacy, the more passive

approach, is an easier one where one has to do nothing and the

onus is on the disabled to prove themselves worthy to co-exist in a

society dominated by so-called "normal" people.

There are inherent dangers purporting this kind of safe message

so we don’t offend others. Yet there are millions of people who are

differently-abled, who deal with prejudice and sereptitious, or

“unintended” discrimination and prejudice every single day.

So I’ve taken my “awakenings” public. I consider every single day

in whose name I do this -- if it will positively or negatively effect

Adam. I’ve come to the conclusion that an awakening is a call to

act. It is a moral obligation. Instead of confined within the walls of

academia, universities, we need take the issues to the street --the

reformed eugenics movement, medical genetics, bioethics, and the

idea of perfecting ourselves -- all of this needs to be considered in

how our endeavours in the name of consumerism and progress are

still aimed at perfecting the human race. (Joan Rothschild, The

Dream of the Perfect Child):

“By mid-twentieth century, eugenic discourse had shed its racist

rhetoric and supporting genetic justification, thanks in part of

evolutionary biologists and the realities of a post-Holocaust

world. The movement gained a new respectability and was

recast in positive terms, as seeking to improve the entire gene

pool and de-emphasizing the coercive measures central to the

old eugenics. A reformed eugenics rediscovered the role of the

environment, which was joined to biology to bring evolution

back into perfectibility discourse. But perfectibility discourse, as

redefined by the scientists and reformed eugeniscists, still sought

to use genetics to control procreation, now extended to control

cultural evolution. The new eugenic rhetoric, however, had little

connection to medical practise. It was not until medical genetics

developed as a clinical specialty in the late 1950’s, providing

physicians with new tools to identify and help prevent disease,

that the door opened to introduce eugenics into reproductive

practice. But, by the 1960’s, a new generation of doctors did not

have a eugenic agenda. The irony was that, just as even a

reformed eugenics lost its following, reproductive medical

practise gained the tools to mark and weed out the imperfect,

according to medically defined criteria.” (The Dream of the

Perfect Child, p.52).



Let me move to Orange Life, a magazine distributed by Canada’s

national newspaper, The Globe and Mail. The magazine is

about fashion and beauty and dedicates a few pages to un-cited

statistics, splattered artistically over its pages. I read the stats,

thinking about the ideas of late, and one in particular jumps out at

me: “1 in 10 would abort a child if they knew it had a genetic

tendency to be fat.” Then another, “80 to 90% of women dislike

the size and shape of their bodies.” “Canadians spend $5.3 billion

on cosmetics annually.” “Americans spent just under $12.5 billion

dollars on cosmetic procedures in 2004.” “Young girls have

indicated in surveys that they are more afraid of becoming fat than

they are of cancer, nuclear war or losing their parents.” This list

goes on, within these glossy magazine pages that spead out pages

of thin, lanky models with perfect skin anyway.

In 1947, The World Health Organization defined “health” as

coextensive with quality of life. Health was defined as “not merely

the absence of disease, but a state of complete physical, mental

and social well-being…. That definition which set no limits on the

scope of health policy or health care, was widely criticized and,

though it remains a piece of interagency political rhetoric, plays no

scientific role even at that WHO.” (From Quality of Life and

Human Difference, David Wasserman, Jerome Bicekenbach,

Robert Wachbroit). The authors argue that this definition assumes

that the lives of people with disabilities is of low-quality -- that the

treatment [by WHO] of the personal and social challenges of

people with disabilities and health problems creates a demeaning

impression of the impact of impairment. It is the basis for the

“pro-choice” movement, as people assume it is “cruel” to bring a

child with difference into the world, and that their quality of life is

significantly impaired. Ultimately, the source of genetic research

and identifying human genes is to reduce the cost of supports for

the disabled, in the environment, in the schools, in the workplace –

and therefore, to create a perfect, selected race.

I can’t tell you how many parents, friends, have said just as

matter-of-factly to me that they don’t see how children with

disabilities can be integrated with supports in schools with their

children. “It’s too expensive... it will require too many resources...

teachers can’t handle it,” are common arguments I hear. In fact, as

my family member said to me, most people believe that the

disabled will pull their own children down. Yet, not everyone will



say that out loud.

I argue that we will achieve a more compassionate race. I argue

that these ideas of success and achievement are limited, and

people need not fear people of difference. Fear is best killed by

familiaritiy, I always say. I argue that we all need to reconsider, as

parents and people with disabilities or not, what quality of life

really means and how we want to re-define it for future

generations.

Near the end of the party and my week of last, I thought of

drinking my worries,and all this adversity away. Then, I had a

conversation with a family friend who has a child with Cerebral

Palsy and it was like meeting with an old friend bathed in sunshine.

Once you have a child with a challenge or “handicap” (a handicap

means that the source of the problem is in the environment, not

the person. It means that if I have hurt my leg and it is a

requirement that I climb a staircase without a rail, I am

handicapped), there is an innate understanding between people,

who accept and love their children for who they are amidst a

society that doesn't. Not all parents do this, but there are many I

have met who do.

“How do people’s attitudes about disability affect you, has it

effected your friendships?” I ask her.

“You get used to it,” she says. “Some friends will stick with you,

others can’t handle it. You end up making new ones.”

“Hmmm,” I nod knowingly, cradling my last martini of the night.

“Last year P had a series of bladder infections because her

teachers didn’t take her to the bathroom. We had to ask them to

take her and now her infections are gone. They just assumed she

didn’t have to go, but she won’t make a sound or verbalize unless

you ask her. Advocacy becomes part of your everyday life.” She

purses her lips and smiles. There is a little bitterness in the

journey to acceptance as our intolerant society inflicts the

exhaustion.

“She has such a sense of humour, P,” said the mother, "She's

wonderful."



I am not just a parent with an opinion. I am a parent listening to

people with autism, listening to them to guide me in the process of

raising Adam, and in the very messages that need to be heard

about good and bad science, how to teach, how to parent a child

who feels and perceives differently from me, and who are defining

what quality of life means for them. I like to think I have an

informed and evolving opinion.

I ask all of my friends, even those with countering opinions, just to

come and listen. This is not an attack. We are all at different points

of awakening. It’s a process. There is a community of differently-

abled people who want their “label,” their handicap, their

disability, to be as commonplace as saying someone is black or

white. The only purpose of the label should be to acquire the

supports one needs to function and be accepted as just another

human being in this world.

“Are you Estée?” a woman with a warm face approaches me on the

dancefloor.

“Yes.”

“I just want you to know that your name came up in my book club

when we were reading A Curious Incident of the Dog in the

Nighttime and someone suggested that we read your blog.”

“Really?” I am dumbfounded and a little tipsy from the three

martinis I’ve downed with debates.

“I want you to know that I really enjoyed reading it. It is really

important what you are saying.”

Now that, my friends, is the reason for all of this. Cheers and good-

night.
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Keep Smiling

Today, Adam had dental surgery. He has soft teeth and bad



bacteria that tooth brushing, flossing and flouride treatments just

couldn't beat. We arrived, and experience a little from last year's

ear tube implants, I must say the hospital staff accomodated us

beautifully. A little bit of advocating for Adam's special needs really

went a long way....

Adam has gained, quite justifiably, an incredible fear of doctors and

their gadgets. Forget the dentist. He won't have anything to do

with him anymore. Last week's visit to his pediatrician resulted in

screaming, tearing out my hair, and yelling to the doctor "go away"

repetitively. All of these events lead us to decide that it was better

to give Adam general anaesthesia to get a lot of needed work done,

than to subject him to a series of dental appointements.

To prepare, I called the anaesthesiologist a week in advance. I

asked to be in the O.R., and that Adam be given a light sedative so

that he wouldn't panic once he had to have the mask. I asked that

I be in recovery before he awoke so that he wouldn't panic and

scream like the last time -- I don't know how he perceives things

when he wakes up. At first, when I advocated for Adam, there was

some hesitancy. I needed to tell the woman that Adam was autistic

and recently developed a severe fear of doctors. Subsequent

questions proceeded -- was he "high or low functioning?" she

asked nicely.

I said he was autistic and there was no such thing as high or low

functioning -- I felt that I needed to stay with the facts that I

knew: that he could talk a little but in a circumstance like this may

not talk at all, that he would scream if they tried to pin him down,

that he would resist everything and would need extra time, and

require sedative before anasthesia. I asked that the crew talk softy

to Adam and not raise their voices if Adam resisted. I mentioned

that Adam panicked the last time he was in the recovery room and

that it would be best if he could see my face when he awoke.

"It's scarry for all kids," she said.

"I'm sure it is, but we can't honestly say that we know how he

perceives the experience and if he is extra disoriented," I replied.

"I feel it is important to support him and make sure he gets the

accomodations he needs."

After half an hour of requesting, the very pleasant woman said she



would do everything she could and even came to the waiting rooms

to meet us today. I had a chance to recap all of these with the head

anaesthetist. All of our requests for Adam were honoured and

respected, and as a result, this surgery, which took two hours, was

much less traumatic than his last one. One might even say,

smooth.

Just before surgery Just before surgery 

In contrast, I saw another autistic older boy today. He was non

verbal but made noises. He kept "regarding" lego pieces, his body

hovered into a ball on the floor, after the pre-operative

examination -- he moaned in terror and the legos calmed him. He

tried to resist as they made him transition from this room to the

O.R. waiting room. There were more legos to regard when I saw

them there, but I wondered why the same accomodation wasn't

made for this child who could not advocate for himself? At one

point, his mother grabbed him aggressively by the arm and forced

him to put the legos away. I was shocked. These were the obvious

means by which he was soothing himself. She looked visibly

annoyed with him, but I couldn't tell if she was just scarred herself.

You know that feeling when you want to burst into tears, but

instead you literally swallow them? Well...

Later, that same boy came out earlier than Adam from surgery,

walking with his father, but moaning and making sounds like a

wounded animal. The distress was clear enough communication for

me. His moans became mixed with cries when they passed the

doorway, I could see the son try to burrow his head in his father's

chest. The father kept talking to him firmly, "shhhhh, shhhhh,"

moving his own body away from his desperate son's. Now, all of

these observations and judgements are mine, I know. But I never

felt so sad in my life for a child. There was a coldness there and I

simply couldn't relate.

Adam slept most of the day today and when he woke up, came to



and later laughed a little, I was shocked. All of his back teeth --

upper and lower -- are silver capped. He looks like that guy from

James Bond with all the silver sharp teeth!! I knew they were

capped afterward -- the dentist told me. He also had two "baby"

root canals. Apparently, his teeth are deteriorating quickly --

tightly jammed teeth and this lactobacillic bacteria that don't give

his little teeth much of a chance. Thankfully, his front teeth are still

white, but let me tell you, Adam's smile is very different when he

laughs. I thank God that these are just baby teeth and they will fall

out. The silver will likely dull with time and mastication. Yet, I

know his smile will keep on shining, even if a little brighter than

before.
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Now what?

Now that we are all beginning to understand the impact of pity,

and the interpretation of actions, what is the right thing to do? As a

parent, what is it I'm asking for? It is enough to point out the

erring ways of others, but what about the things that others can

do for me, or for other parents with autistic children? Here are

some things from my viewpoint, and I think other parents should

add to the list so that we make a wish-list for our friends who

otherwise don't know how, or feel the need to tippy-toe around the

issue of autism:

1. Ask a lot of tough questions about autism to the parent who is

dying to answer you. (Not every parent is the same, some are in

denial about their children's autism). Tough questions, the ones

that seem offensive, are actually not because you are asking them

with an open heart.

2. Don't pretend the autism isn't there. Some people feel that

dealing with something politely is to ignore it all together. This is

really tough on the parent of an autistic child. The autism is there,

our family lives are different.

3. Don't ignore the autistic child and play only with the other

children. There is nothing more relieving for me than to see others



just hang out with Adam, not just talk about him in front of him.

Even if the autistic child doesn't seem to be paying attention, the

need of the autistic child is your quiet voice, taking their lead, and

patience. And if all it is is sitting with the child, either watching

them or playing side to side, but not engaging, so be it. Some

autistic people explain that being autistic is like being a cat. They

like to circle for a long time, and when they feel comfortable with

you, they will pounce.

4. Don't talk "dumbspeak" to the child with autism. Don't talk

loudly as if they cannot hear you. Just talk slowly, and if they don't

respond, don't demand a response. A friend is not a therapist.

5. Autism is not a cold. Don't ask "is he better yet? or "is he

making any progress?" The inference is that he is not good enough

as he is. If you want to ask about school possibilities or what his

capabilities are, then just be frank and ask.

6. If a friend learns their child is autistic, talk a lot about it. Like

death, not all people who mourn need or want to be alone. Don't

fall silent. It made me feel as if something was terribly wrong and

that hurt a great deal and broke my trust to the extent that I

clammed up around that person all the more.

7. Don't ever say to a parent "you are so strong to do this," or "the

reason you have an autistic child is because God thought you were

special to handle it," or "I'm so proud of you for handling this,"

kind of gibberish. Having a child with autism doesn't mean we are

strong or special, it just is. Open, detailed talk is more important

than empty praise.

8. Understand that most parents with autistic children live and

breath this every day. It may be the only thing they can talk about

for a long time. Most people do not want to be distracted from the

autism. My distractions are books, travel, movies and academic

discussions and debates. But hey, that's just me.

9. Don't suggest that Adam go on the GF/CF diet because you

know someone with autism who improved. Don't assume that

becuase you know someone with autism, you know everything

there is to know. If you know one person with autism, you know

ONE person with autism. Every autistic person is different. If

you're going to go on about mercury poisoning, chelation therapy,



ABA, or tell me that you have a friend I should talk to to get more

information, take a deep breath and PAUSE. Every parent of an

autistic child likely knows more than the person or the therapy

you are suggesting and may be philosophically opposed to what

you are talking about. Better to ask a question about what a parent

thinks about the subject at hand than to suggest it might

"improve" the child.

10. Many parents, even the fighters, can become depressed.

Depression is not a weakness, actually, it can be a great sign of

strength. Many great inventors, composers, activists, writers and

artists, have been depressed. It often means that the person can

see a whole picture that others may not see. There is the

depression of the person who cannot see, and the depression of the

see-er. There is also joy in depression. The are entwined. What

parents with autistic children face everyday is a lot of bias and

discrimination in public places, in schools, even from doctors. We

are faced with people who believe that children "get" autism like a

disease and hear it in the media everyday. Parents can get

confused with so many differing messages about how to help with

hundreds or therapies and diets, myths about vaccine poisoning

and more. There is no one expert or piece of information that a

parent can rely on. Some parents are at a war of belief with each

other within the community of autism, whether or not autism can

be cured, or an autistic fetus should be aborted when the

opportunity presents itself in the future. Others, like myself,

believe that autism is a way of being and that these pervasive

attitudes are a human rights issue. When our children are denied

access to camps and schools, or supports within them, it is an issue

of rights...I could go on. Anger abounds and many of us may

sometimes come on too strong. Forgive us.

11. Understand that there is anger and then there is forgiveness. I

have been angry about that event with the friend, but also

acknowledge that to "err is human, to forgive is divine." Some

friends can grow past debates and disputes, others cannot. I have

made many friendships from disputes (you know who you are XX)

to find that many of us are exactly the same.

Ah, the point at last.

I want to be able to help some of my friends with the tough

questions, or who are just uncertain what to do with a parent who



is someone raising an autistic child. Some just know how to deal

with me intuitively, others seem to need a little more direction. I'm

curious if others have anything to add.
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Autism is a Netherworld

This is a story for parents and friends of parents with autistic

children. Something has happened between myself and a friend

that has spewed many bottled up emotions regarding Adam’s

autism. This is a friend, like many others in my life, who have

dolled out “empathy” regarding our lives with autism. Yet, the

problem with empathy is, what is the message? Is this person

empathetic because they feel something is wrong or missing from

our lives because of Adam’s autism? In fact, empathy from others,

leaves many parents of autistic children feeling isolated. Empathy

connotes that something is “wrong.” Pretending autism is not a

different life in and of itself, also doesn't cut it. Autism is a

netherworld. It is neither, in the words of Paul Collins, an ability or

a disability. It is a way of being, different than mine.

This story goes back to the weekend of November 28th, 2004, the

weekend we suspected that Adam was autistic. We weren’t sure

on a Friday that we should decline the previous dinner invitation

from our friends down the street. We explained what we had just

learned and why we were tentative. But these friends said

“nonsense,” and insisted we come despite the news. My eyes were

puffy, my heart pounding. The news, or discovery, just three hours

old. My girlfriend did not try to mask the tension and instead

embraced it, talking about the many learning differences of her

five kids and some information she gleaned from a paper she did in

school about autism many years before. Adam trotted back and

forth in their home, exploring rooms and hallways with a nanny

following behind – he was a mere nineteen months old. I will

remember every aspect of that day from three o’clock on, and how

relieving it was that these friends did not stare at Adam or try to

mask the issue with fake empathy.

That weekend was really tough. I cried too much, yelled too much.



There was too much advice from friends pouring in like a deluge,

and I wondered why I didn’t know about autism before. There was

too much information on the Internet, which we scoured the entire

weekend anyway. With this type of news, as with any crisis we are

confronted with in life, my instinct was “to beat this thing.”

Obviously, the early view was that Adam had something, and with

therapy and diets, we could overcome it. Since then, I've come to

learn that autism is not something you have, it is something you

are.

Sunday rolled around. We were invited to other friends but by this

time, I really wanted to cancel. We should have cancelled, but

Henry convinced me that it was good to get out, as Friday’s

experience was a positive one, and this would help get us out of the

tunnel of despair. We arrived at our friends' and a playpen was set

up for Adam. I placed him in and turned on his favourite Baby

Einstein videos. He jumped up and down reciting the alphabet and

counted to twenty. Then there was silence. These friends stared at

Adam for the longest time, sadness and fear crossing their faces as

if they were looking for the defect. Now, perhaps they were

thinking, everything was explained. I was enraged. I yelled at

them. How dare they stare. How dare they feel sorry for us!

“Oh Estée,” said this girlfriend laced with a bucketful of pity, as if

my anger represented my own fear and disappointment over

Adam. No, I was angry at their staring, at their new fear of him. I

pretended through dinner and cried all the way home. There is

nothing more isolating than friends who stare, who believe there is

an abnormal, who think it is kind to disperse pity on you. How do

you continue to have a fluid relationship with people you can’t be

honest with? To this day, I’ve wanted to tell these friends how

angry I am with them for not listening, which I interpret as not

really caring and I hope this story helps others who are friends of

autistic parents understand how pity can be interpreted. I've tried

to find the opportunity, but some people are just more open than

others to these issues, perhaps. There are lots of people with

"pity" who will pull out their wallets at the drop of a hat, who will

support any charitable endeavour for autism. It is something they

at least can understand. It is a tangible way to help. At least they

are doing something for this “horrible disorder,” right? Alturism,

however, exists largely for ones-self, not for the other. While I

searched early on for organizations to support Adam, like NAAR,

I've also come to learn how many people will not accept autism by



supporting this organization, thus viewing my son and people like

him, as an aberration, an illness that must be cured.

The expectations I’ve had with doctors over the years has been

fairly high. Since my girlfriend belongs to this profession, I

expected more.Yet, even with Adam’s doctors, I’ve always

expected that they will understand sensory defensiveness, and

take their time with Adam. To my dismay, I am always shocked

how they raise their voices like he’s dumb, actually making the

whole experience of a doctor visit more terrifying for him, and how

they expect Adam to behave the way they expect. I've had to

educate the "professionals," something I did not expect when I

was seeking support for our family.

Expectations. There are a whole lot out there about autism. There

are a whole lot from me towards the people I love, which sets the

bar perhaps a little too high. It is a problem because autism doesn't

fit any frame, so perhaps no one is right or wrong here. There are

many expectations I’ve had to reframe in my own life and the way

I look at Adam and the way I look at others. Knowing what I know

now, the daily explaining I have to do about autism, I expect

people who know me to listen and learn, not to feel sorry for me. I

expect them, as this is the most important thing in my life, to help

me disseminate positive messages about autism, as I am

confronted day in and day out with people who don’t understand,

who get their misguided messages from big organizations seeking

to cure autism, from television. I expect them to ask me questions

if they are confused. I like open, tough questions. I expect that,

because they love me, they will understand that my tears don’t

come from the fact that Adam has autism, but rather, from the

fact that even those closest to me, still don’t entirely get it, or that

I have to advocate for Adam every single day – and that can

actually be very exhausting. It is exhausting for messages to

largely fall on deaf ears, but it is utterly important to keep on

trying.

Failed expectations can leave one feeling angry. I am still angry to

a large degree because I haven’t been able to tell this person how I

have interpreted her pity, or that weekend episode. I am angry

that there is so much prejudice in society and I keep trying to dig

deeper so that people might see it for themselves, and how views

about normalacy and perfection are social constructs serving only

to marginalize people like Adam. Failed expectations, however, are



also cathartic and freeing. It means that there are no boundaries

and we can, if we choose, transcend all of this.

Don’t mourn for me. Don’t mourn for those with autism. Autism is

a world – a netherworld, a place filled with paradox. We need

understanding for autistic people as both different and the same;

we need acceptance of autistic people as intelligent, but also

handicapped in a world that thrives on language and other physical

and social functions; we need to provide schools that intellectually

challenge persons with autism while providing supports in the

environment for sensory needs and different styles of learning; we

need you to understand that autistic people see the world

differently and may behave differently, but are not to be viewed as

a set of behaviours or pathologies that should just “fit in” with the

rest of society; we need you to understand that people with autism

may appear disinterested but want to belong; we need you to

acknowledge that autistic people may want to belong but also need

time alone because processing the world is much more difficult; we

need you to understand that people with autism want to

contribute to society and the rest of us need to support education

and occupational opportunities to enable self-esteem and identity;

we need you to understand that as a family, the daily structure of

our lives is different from yours, but we still want to be included.

As a parent, I don't want you to tell me that I need to go out more,

no. I need you to support the work I am doing right now.

No dear friends, if I cry today on my birthday, it is because all

Adam and I seek is your unconditional love. It is the only birthday

present I want.
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The Archeology of Ideas, Writing and
Censorship



I'm a controversial

figure. My friends

either dislike me or

hate me.

--- Toni Morrison,

speech, Sarah

Lawrence College,

Bronxville, New

York,1978

Censorship is tough stuff. How much should one reveal or censor a

private conversation in non-fiction, or reveal the line of a furrow so

deep that my friends would recognize the person in fiction? I recall

a course I once took with writers David Bezmogis, John Metcalfe

and others talking about this very subject – about using friends

and family and people we know in writing, to which the final

conclusion was “don’t they know you’re a writer?” In other words,

every experience, every conversation, every aspect of a writer's

being and perspective is… “material.” I need not ask permission to

write and shape things as I see them. I have a right to see things

the way I do. I may wrap someone in another "identity," in the

context of an event or conversation to protect that person, but

even if I changed the colour of someone's shoes, s/he would know

about whom I was writing, even if others do not. The question

always on my mind is, if the intent is to further an argument, to

shape an argument bathed in descriptions of the experience, how

much does one have to reveal? How much truth is there in fiction,

how much fiction in the truth? John Metcalfe critiqued my draft

book about my experiences and noted that even in a piece of non-

fiction, the "artifact" is what's left. The craft of writing, the

descriptions of people all have a purpose in writing, in an

argument. In writing, both fiction and non, everything is shaped by

the perspective of the writer. Further, there is not one fiction

writer I've met so far, who does not "use" all the people in their

lives to shape their characters.

This blog is about discussing human diversity within the context of

acceptance. Once one begins to think about things, to go on the



archeological digs of "why" and "how" and "to what end," it is

natural to consider how one lives as a reflection of belief. Every

point I raise is something that is on my mind in this vein.

Somtimes I reflect on the origins of our current ideas, as innocuous

as they may seem, to question how pervasive our ideas of

perfection are within this context. Everyday conversations are

examples of ideologies, known or unknown. I can’t censor my

thoughts or my words and no one should try. Explorations into

how we feel, think, and what we do are essential in looking at the

complexity of autism.

I've had hundreds, if not thousands of episodes and conversations

yet to write about in the subject of autism, and hundreds of more

personal past "mistakes" in the way I've lived which juxtapose my

emergent ideologies. I've had friends who with the best of

intentions, have left me feeling utterly isolated in the way they

view autism and disability, the way they disperse "empathy", and

the way they look at and behave around Adam -- I intend to write

about these experiences in order to continue to promote

awareness and understanding. This is important stuff to write

about, the meat and potatoes of living with autism. Should I edit

the conversations? Censor the characteristics that shaped the

experience? The ones that evoked strong emotion in me as I write

about my experiences will likely remain on the page.

I may be wrong and I may be right in my evolving opinions, and

the importance is in the asking "what does this mean," and "what

is the origin of that idea?" Here are some other good quotes on

writing I thought some of you might enjoy:

David Ben Gurion:

Anyone who believes you can't change history has never tried to

write his memoirs.

Denise Levertov:

One of the obligations of the writer is to say or sing all that he or

she can, to deal with as much of the world as becomes possible

to him or her in language.

Jessamyn West:

Writing is a solitary occupation. Family, friends, and society are

the natural enemies of the writer. He must be alone,



uninterrupted, and slightly savage if he is to sustain and complete

an undertaking.

Ralph Waldo Emerson:

Put the argument into a concrete shape, into an image, some

hard phrase, round and solid as a ball, which they can see and

handle and carry home with them, and the cause is half won.

Margaret Chase Smith:

Moral cowardice that keeps us from speaking our minds is as

dangerous to this country as irresponsible talk. The right way is

not always the popular and easy way. Standing for right when it

is unpopular is a true test of moral character.

Martin Luther King, Jr.:

The ultimate measure of a man is not where he stands in

moments of comfort and convenience, but where he stands at

times of challenge and controversy.

As I learned from writer teachers and friends, the stuff of life, of

conversation, is material. I do, however, believe in respect. It is

difficult to draw the censorship lines in writing.

Epictetus:

First say to yourself what you would be; and then do

what you have to do.
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The Economy of Pity

My background is unique in discussing the economy of pity. I

began my circuitous career as a curator of art, later a director of a

large event, then a corporate fundraiser and marketer for two

major health charities. I also summized that art made me an

effective beggar of money (not many love to fund art, to my

chagrin). After Adam was diagnosed with autism and NAAR came

to Toronto, and coming from Jewish family entrenched in the

Hebrew ideal of tzedakah (helping those in need), it seemed

natural for me to raise money for the cause that was dear to my



heart: autism. At the NAAR Kick-Off Luncheon, I was asked to

speak about autism. I sat and waited for my turn as Corporate

Chair, becoming agitated already with what I was hearing. I was

listening to leaders talk about how they “lost” their child, how

devastating it was for them, poems elicting a tremendous amount

of pathos from the audience. In my speech I instead spoke about

research to help us understand our children with autism better. I

did not talk about cures – I spoke about awareness. It was my

hope that others would share the same optimism. I quoted Paul

Collins:

“Autists are described by others – and by themselves – as aliens

among humans. But there’s an irony to this, for precisely the

opposite is true. They are us, and to understand them is to begin

what it means to be human. Think of it: a disability is usually

defined in terms of what is missing. A child tugs at his or her

parents and whispers, “Where’s that man’s arm?” But autism is

an ability and a disability; it is as much about what is abundant

as what is missing, an overexpression of the very traits that

make our species unique. Other animals are social, but only

humans are capable of abstract logic. The autistic outhuman the

humans, and we can scarcely recognize the result.” -- Paul

Collins, Not Even Wrong.

I was approached afterward by educators and parents, who said

they thought my speech was the best. While I am a very good

speaker, I considered that my words about acceptance was the

source inspiration as opposed to those mothers weeping at the

“loss” of their children. It didn’t take long – a meeting with Glenn

Tringali, a phone call with Alycia Halladay, appealed for my

continued support to sit as Chair of NAAR. I remember sitting at

The Four Season’s Hotel with Mr. Tringali, saying that if I joined,

my mandate would be to raise awarness – the brand that I was

selling. I addressed a consideration when Dr. Buxbaum made a

quote about being able to prenatally test for autism, and to what

end. A snarky email later, addressed to me by Joseph Buxbaum,

and no return call from NAAR agreeing to my wish, I quickly

realized that NAAR’s marketing appeals are not acceptable, if in

fact inflexible. This is not to say I haven’t met scientific

researchers funded by NAAR who are themselves questioning the

marketing and the research, and in order to protect them I will not

reveal their names. Believe it or not, there are scientists out there

who have come to the same conclusion that I am revealing here.



Similar to the difficulty of pulling away from ABA to try other

methods of teaching Adam, leaving the gods of research initially

made me uneasy. Afterall, what might the research tell us? Who

was I, not scientific in the least, to question the gods? Once looking

carefully at the bulk of research, I realized that it will go on with or

without my support. It doesn’t need me. There are people who will

find the genes, who will sell the pills, who will abort the fetus. The

only thing I can keep doing, we can keep doing, is to keep talking.

Give speeches, make exhibitions, run media campaigns. Did you

know that eighty per cent of fetus’ with Down Syndrome are

aborted? Isn’t that number shocking? I think of little B running

down the hall of Adam’s integrated nursery school, a huge smile on

her face, living life to its fullest and wondering what is wrong with

my wiring that I’ve missed out her type of joy. Having children

who are “different” is an unexpected experience, a positive one,

and I keep trying to figure out how to impart a message of

experience to others who have never had the challenge, and ergo,

the ultimate benefit of one.

NAAR recently posted a book about accepting autism on their

website. While it’s an attempt, I still appeal to them to change

their fundamental error – to suggest that autism requires a cure at

the utter dismay and disagreement of those with autism. I’ve

asked NAAR to consider giving me an opportunity to voice these

concerns, to change their semantics, and to conduct research only

directed by autistic persons and to keep one ultimate goal in mind

– the acceptance of and quality of life for families with autism as

they are. Change, if it happens at all, will be slow. Now partnered

with Autism Speaks, NAAR has an annual budget in excess of $30

million, with CIBC World Markets in the US trying to raise more

“miracles,” and Home Depot is doing their part donating $25

million to the cause.

I certainly can’t offer a matching grant of that amount to get

NAAR to listen to me, but I am a parent who “can speak up for my

child,” and do so by listening to others with autism as well. I can’t

compete on the same playing field with cause-marketing thrusts to

make companies appeal, with their good intentions, to customers.

What I suggest companies are missing is a due-diligence. Do they

know what brand of pity they’re paying for? In War Against the

Weak, Edwin Black writes about the first three decades of the

20th century when American corporate philanthropy “combined

with prestigious academic fraud” created the pseudeoscience of



eugenics that “institutionalized race politics as national policy. The

goal: create a superior, white, Nordic race and obliterate the

viability of everyone else….How? By identifying so-called

`defective’ family trees and subjecting them to legislated

segregation and sterilization programs. The victims: poor people,

brown-haired white people, African Americans, immigrants,

Indians, Eastern European Jews, the infirm and really anyone

classified outside the superior genetic lines drawn up by American

raceologists.” We always have to ask ourselves what is the end to

this means of genetic research. Must we simply accept the good

with the bad in the name of progress?

War Against the Weak By Edwin Black discusses how American

corporate philanthropies launched a national campaign of ethnic

cleansing in the US. cleansing in the US. 

It seems to me, after having made hundreds of solicitations to

corporations myself over the years, that no one thinks twice about

the brand of pity they disperse. Pity is one and the same and it just

makes us plain good. There is little discrimination going on the

world about who is soliciting for what. So long as the message is

filled with a little bit of logos and a whole barrel of pathos, the

cause is whitewashed under the guise of “doing good.” It is a

problem with altruism, actually. This is how Nietzsche felt about

so-called `benevolence’:

Is it virtuous when a cell transforms into the function of a

stronger cell? It must do so. And is it wicked when the stronger

one assimilates the other? It must do so likewise: it is necessary,

for it has to have abundant indemnity and seeks to regenerate

itself. One has therefore to distinguish the instinct of submission

in benevolence, according as the stronger or the weaker feels

benevolent. Gladness and covetousness are united in the stronger

person, who wants to transform something to his function:



gladness and desire-to-be-coveted in the weaker person, who

would like to become a function. The former case is essentially

pity, a pleasant excitation of the instinct of appropriation at the

sight of the weak: it is to be remembered, however, that “strong”

and “weak” are relative conceptions.”

Therefore, the whole idea of charity segregates people into strong

and weak and forever keeps the “weaker” members of society at a

disadvantage, serving only to marginalize them. On the other

hand, where would the Stephen Hawkings of the world be without

the help, the selfless behaviour, of others? Love from his

caregivers was what kept him alive, and archeological digs have

revealed the remains of people who evidently lived for long periods

of time being crippled.

I will posit here, in this initial draft, that Autism is the one

“disability” that may change the course of philanthropic history,

that may be able to jolt citizens into giving with knowledge as well

as with heart. Autism is neither a race nor a disability, it is a way of

being. It may even be viewed as a course of human evolution, and

most illustrative of all human difference. On the surface, it appears

alien, and from within people with autism maintain huge capability

and intellect, often able to communicate themselves through

alternative means, if presumed competent, if given the chance,

much like Stephen Hawking. Organizations that seek to fund this

“difficult and mysterious disorder,” to "cure it," as a war waged

against the autistic population, instead of listening to them, may

become baffled at the ability of autism, despite its superficial

dysfunctions. It is finding itself at an intellectual and philosophical

divide with those they are seeking to cure. Parents are baffled, or

angry. Afterall, aren’t they just good people trying to help others?

Shouldn't parents who struggle day in and day out, whose

expectations have been taken from them, have pity bestowed

upon them?

I say no. I say that as difficult as it is for many families, who

experience a "spectrum" of challenges, this is life's test. "The best

thing about the future," said Abraham Lincoln, "is that it comes

one day at a time." We have time to reframe our expectations and

to find joy in autism.

Corporations, innocent and unknowing of this divide and the

abilities of those with autism are giving money – perhaps one day



to find themselves confronted with violations against human

rights. I don’t think they are prepared. People with influence

(those in control of the media), appear shiny and credible in the

eyes of fellow CEO’s. Logos – the rational appeal of statistics and

numbers manipulated for Pathos is the thrust of this economy.

The most “underfunded disorder,” “1:166 children affected,”

mixed with a little “epidemic” lingo is enough these days to

convince a CEO to give. On top of that some media profile, signage

and press releases for being a “responsible corporation” -- another

rational and economically sound reason to give.

Autism requires donors to do their research. It requires others to

talk to people with autism as the experts of it. It requires

philanthropists to fully understand the motives of charities asking

for money for the sake of a cure.

"Autism is finally speaking," says Suzanne Wright. "Now the world

will listen...Be loud, be brash, be emotional, be angry," added Bob

Wright.

"Don't accept it," Ms. Wright continues.

Yes, Mr. And Mrs. Wright. Autism is speaking. But not through

you.
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New Identity?

In the name of quasi-anonymity, of standing up by hanging low,

similar to registering for votes, but never talking about a stance

with colleagues and friends, I belligerently make a comment about

the need to hide ourselves in order to protect others. A reality

perhaps, but a shame indeed.



How's this one?  How's this one?  
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Anonymous Critics

I have an anonymous critic. It's not that worry about different

opinions. I have to wonder, however, about the validity of

anonymity online. It has raised a whole lot of issues in my mind

about debating on an even playing field.

I find this anonymity fascinating. I have to wonder who and why

this person wishes to state their opinion without revealing

themselves. Afterall, this a respectful dialogue. We fellow bloggers

respectfully disagree with one another. Thank heavens for

opinions, for the ability to learn from one another, and in the words

of a blogger with whom I had a heated debate once, someone I

came to admire, to have a opportunity to “stretch ourselves.”

Inflexible opinions are not healthy – the ability to empathize with

one another is our ultimate goal in the name of human rights.

I suspect this anonymous person has written me before,

expressing some opinions about me in the past (if it’s not you

anonymous, I’m sorry, but how can I know?). I asked the person,

who spoke of me as if they knew me personally to “come out of the

bushes of anonymity.”

Anonymity reminds me of the cowardice Nazi youth who slithered

into Jewish graveyards to desecrate them in Toronto two years

ago, to hide in the night to paint swastikas on the doors of Jewish

homes. The Internet is also a scary place. People don’t have to be



true or real. They can put on personae, lie about their identity. I

often wonder about this when I am blogging to personae instead of

"people" and I think it’s something we all ought to consider. If we

don’t set a precedent here, to reveal our identities in these

important discussions about human rights, then is there a point to

the Internet, to the Blog?

Consider another couple of quotes I pulled from the Internet:

"Looming as the new preferred method by those who seek to

diminish the quality of life of Jewish Australians is harrassment

through electronic mail. The Internet has made it easier for

individuals to be anonymous, reach large audiences adn operate

with very little expenditure..." From Sticks and Stones and Hate

Mail, Australia/Israel Jewish Affairs Council, 1999.

I think of Anthrax, and the surreptitious acts of terrorist

organizations that veil themselves in anonymity.

Here’s another comment on Internet communication:

"All the same, I believe that the most tragic outcome of promoting

sites like Keen.com is that it will only foster even more sterile and

untruthful interactions between human beings...If people mistrust

each other so much that they're afraid to reveal their email

addresses and phone numbers, why in the world are they

bothering to talk to each other in the first place?" From E

Commerce News Internet Anonymity Promotes Cyber Cowardice.

"To be one's self, and unafraid whether right or wrong, is more

admirable than the easy cowardice or surrender to conformity." --

Irving Wallace.

As Ghandi alluded, the point of sharing opinions is to see ourselves,

the err of our ways, to see others, and to better mankind:

"It is good to see ourselves as others see us. Try as we may, we

are never able to know ourselves fully as we are, especially the evil

side of us. This we can do only if we are not angry with our critics

but will take in good heart whatever they might have to say."

Still hope you, anonymous, will join us for all you are, in the

comments section.
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Don't Get Too Cheeky

Okay, you've all seen the inevitable materialize. Autistic basketball

player goes to Hollywood.Don't get too cheeky, don't get too

critical...we still need heros. I like the fact that he says that he is

just who he is. The last line in the article says it all, doesn't it?

If he didn't get this publicity, (and yes, there is a lot more to his

story than a two minute frame),the world might not be seeing the

positive, way of being, aspects of autism. A Hollywood story isn't

always that bad. The public really does have a TV attention span,

you know.
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What's in a Name?

Well, it's happening. I've begun incorporation for Canadian

Autism Acceptance Network -- C.A.A.N.

The organization will be the umbrella under which the exhibition

and lectures this October will be organized -- for the purposes of

raising awareness about the need for acceptance of autism.The

organization will not advocate for a cure. It will support research

only directed and requested by autistic persons. The primary goal

of the organization will be event and media driven. Participants in

this year's exhibition who are confirmed are:

Donna Williams

Michael Moon

Dr. Nehama Baum

MukiBaum Centre for Complex Disabilities

Jonathan Lerman

Caren and Alan Lerman


