
However, even autistic individuals who are profoundly disabled

eventually gain the ability to communicate effectively, and to

learn, and to reason about their behaviour and about effective

ways to exercise control over their environment, their unique

individual aspects of autism that go beyond the physiology of

autism and the source of the profound intrinsic disabilities will

come to light. These aspects of autism involve how they think,

how they feel, how they express their sensory preferences and

aesthetic sensibilities, and how they experience the world around

them. Those aspects of individuality must be accorded the same

degree of respect and the same validity of meaning as they

would be in a non autistic individual rather than be written off,

as they all too often are, as the meaningless products of a

monolithically bad affliction."

Based on these extremes -- the disabling factors and atypical

individuality, Phil says, they are more so disabling because society

devalues the atypical aspects and fails to accommodate the

disabling ones.

That my friends, is what we are working towards -- a place where

the group we seek to "help," we listen to. We do not get offended

when we are corrected by the group. We are the parents. We have

a duty to listen because one day, our children may be the same

people correcting others tomorrow.

In closing, about assumptions, I post the article written by Ann

MacDonald a few days ago in the Seattle Post Intelligencer:

By ANNE MCDONALD

GUEST COLUMNIST

Three years ago, a 6-year-old Seattle girl called Ashley, who had

severe disabilities, was, at her parents' request, given a medical

treatment called "growth attenuation" to prevent her growing.

She had her uterus removed, had surgery on her breasts so they

would not develop and was given hormone treatment. She is

now known by the nickname her parents gave her -- Pillow

Angel.

The case of Ashley hit the media in January after publication of

an article in a medical journal about her treatment. It

reappeared in the news recently because of the admission by



Children's Hospital and Regional Medical Center that the

procedures its doctors had performed to stop Ashley from

growing and reaching sexual maturity violated state law. In

Canada (as in Australia), a child can be sterilized only with the

consent of a court.

At the time of the initial publicity about growth attenuation,

Ashley's parents wrote on their blog: "In our opinion only

parents of special needs children are in a position to fully relate

to this topic. Unless you are living the experience, you are

speculating and you have no clue what it is like to be the

bedridden child or their caregivers."

I did live the experience. I lived it not as a parent or caregiver

but as a bed-ridden growth-attenuated child. My life story is the

reverse of Ashley's.

Like Ashley, I, too, have a static encephalopathy. Mine was

caused by brain damage at the time of my breech birth. Like

Ashley, I can't walk, talk, feed or care for myself. My motor skills

are those of a 3-month-old. When I was 3, a doctor assessed me

as severely retarded (that is, as having an IQ of less than 35) and

I was admitted to a state institution called St. Nicholas Hospital

in Melbourne, Australia. As the hospital didn't provide me with a

wheelchair, I lay in bed or on the floor for most of the next 14

years. At the age of 12, I was relabeled as profoundly retarded

(IQ less than 20) because I still hadn't learned to walk or talk.

Like Ashley, I have experienced growth attenuation. I may be

the only person on Earth who can say, "Been there. Done that.

Didn't like it. Preferred to grow."

Unlike Ashley, my growth was "attenuated" not by medical

intervention but by medical neglect. My growth stopped because

I was starved. St. Nicholas offered little food and little time to eat

it -- each staff member had 10 children with severe disabilities to

feed in an hour. That was the roster set by the state and

accepted by the medical profession. Consequently my growth

stopped shortly after admission. When I turned 18, I weighed

only 35 pounds. I hadn't developed breasts or menstruated. I

was 42 inches tall.

My life changed when I was offered a means of communication.



At the age of 16, I was taught to spell by pointing to letters on an

alphabet board. Two years later, I used spelling to instruct the

lawyers who fought the habeas corpus action that enabled me to

leave the institution in which I'd lived for 14 years.

In the ultimate Catch-22, the hospital doctors told the Supreme

Court that my small stature was evidence of my profound mental

retardation. I've learned the hard way that not everything

doctors say should be taken at face value.

After I left the institution, an X-ray showed that I had a bone age

of about 6, a growth delay almost unheard of in an 18-year-old

in the developed world.

I was not only tiny but lacked any secondary sexual

characteristics (a significant difference from people with

naturally small stature). I was a legal adult, but I couldn't see

over a bar, much less convince anyone to serve me a drink. I

didn't see small stature as desirable.

My new doctors said that presumably I had the growth potential

of a 6-year-old, so my new caregivers and I worked on

increasing my size. My contribution was to eat everything I was

offered. It worked. I started growing immediately, reaching a

final height of 5 feet and weight of 120 pounds. That is, I grew 18

inches after the age of 18. Along the way I lost my milk teeth and

reached puberty.

At the age of 19, I attended school for the first time, eventually

graduating from university with majors in philosophy of science

and fine arts. "Annie's Coming Out," the book about my

experiences that I wrote with my teacher, was made into a

movie (Best Film, Australian Film Institute Awards, 1984.)

Unlike Ashley, I'm now an ordinary height and weight -- but I

don't get left out, nonetheless. Though I still can't walk, talk or

feed myself, I'm an enthusiastic traveler. My size has never got in

the way, though my hip flask of Bundy rum often causes alarm at

airport security. I love New York for its galleries, its shops and

its theaters; hearing Placido Domingo at the Met was one of the

highlights of my life. Interestingly, Ashley is also reported as

enjoying opera

-- maybe it goes with the turf.



Many otherwise reasonable people think that growth

attenuation was an appropriate treatment for Ashley. In an Op-

Ed piece in The New York Times, for example, moral philosopher

Peter Singer wrote: " ... there is the issue of treating Ashley with

dignity. ... But why should dignity always go together with

species membership, no matter what the characteristics of the

individual may be? ... Lofty talk about human dignity should not

stand in the way of children like her getting the treatment that is

best both for them and their families."

Ironically, I'm a friend of Peter's, and I've discussed ethics and

disability with him previously. Despite this, he obviously didn't

call me to mind when he wrote about Ashley.

This may be because Ashley is described as having static

encephalopathy, a rather uncommon name for a rather common

condition. Static encephalopathy just means "brain damage

which isn't going to get worse." It's occasionally used as a

euphemism for brain damage caused by maternal intoxication,

but the most common form of the condition is cerebral palsy

unrelated to maternal intoxication. Ashley and I both have

cerebral palsy. Ashley's doctors may have used the term static

encephalopathy to avoid the outcry that would have followed if

people realized that it was being suggested that girls with

cerebral palsy should have surgery to stunt their growth and

prevent puberty.

When Singer wrote that, "Ashley is 9, but her mental age has

never progressed beyond that of a 3-month-old. She cannot

walk, talk, hold a toy or change her position in bed. Her parents

are not sure she recognizes them. She is expected to have a

normal lifespan, but her mental condition will never improve," he

has accepted the doctors' eyeball assessment of Ashley without

asking the obvious questions. What was their assessment based

on? Has Ashley ever been offered a way of showing that she

knows more than a 3-month-old baby? Only someone like me

who has lain in a cot year after year hoping that someone would

give her a chance can know the horror of being treated as if you

were totally without conscious thought.

Given that Ashley's surgery is irreversible, I can only offer

sympathy to her and her parents. For her sake, I hope she does



not understand what has happened to her; but I'm afraid she

probably does. As one who knows what it's like to be infantilized

because I was the size of a 4-year-old at age 18, I don't

recommend it.

My ongoing concern is the readiness with which Ashley's

parents, doctors and most commentators assumed they could

make an accurate estimation of the understanding of a child

without speech who has severely restricted movement. Any

assessment of intelligence that relies on speech and motor skills

cannot conceivably be accurate because the child doesn't have

any of the skills required to undertake testing. To equate

intelligence with motor skills is as absurd as equating it with

height.

The only possible way to find out how much a child who cannot

talk actually understands is to develop an alternative means of

communication for that child. An entire new discipline of non-

speech communication has developed since I was born in 1961,

and there are now literally hundreds of non-speech

communication strategies available. Once communication is

established, education and assessment can follow, in the usual

way.

No child should be presumed to be profoundly retarded because

she can't talk. All children who can't talk should be given access

to communication therapy before any judgments are made about

their intelligence.

Ashley's condemned to be a Peter Pan and never grow, but it's

not too late for her to learn to communicate. It's profoundly

unethical to leave her on that pillow without making every effort

to give her a voice of her own.

Anne McDonald is a writer and activist for the disabled
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Autism in Canada: Our Brave New World?



I am disturbed every time I pick up a copy of an autism society

magazine and read the comments by our "leading" autism

researchers. I've just got to be honest here. I want to work with

others in order that we create better opportunities and a world of

respect and acceptance for autistic people, and I know this post

may seem undiplomatic. But it's got to be said. We have to up the

ante in our Canadian efforts to understand autism.

As the founder of The Autism Acceptance Project, I receive emails

from parents who find The Toronto District School Board,

unaccepting -- not accommodating autistic children on

playgrounds and not providing family-appointed shadows (right

now, an EA is ascribed to a child). Shadows are simple solutions --

if the family feels comfortable and has a good personal rapport.

Shadows can be a child's best advocate. They can ensure our

children's safety from abuse where many of our children are non

verbal. Many of our kids are academically strong and should be in

safe schools -- this does not mean segregated ones. It means

schools that appreciate the special need of the child and that value

diversity and inclusion. What we have is a drive to conformity -- as

school teachers cannot handle the numbers of students in the

classroom, or may lack an enthusiasm for teaching under crowded

conditions.

And I don't hear anyone fighting for our kids. I hear a lot about

ABA -- a goal to make the child conform and dangerously

perceived by politicians to be a quick fix to make children normal

so they don't have to support or pay for them later. Yet, people

with disabilities can and do contribute to society and sometimes

needs support well into adulthood. These issues never get

addressed in the same fashion.

I hear about finding the location of the gene(s) for autism and

preventing it. What is disturbing is this trend to ignore the culture

of autistic people, and a failure to recognize the real issues facing

our disabled population and how they feel they should be provided

access and what would be helpful to them -- as they see it.

I am reading Autism Society of Ontario's Spring 2007 edition of

Autism Matters. There are too few interviews of autistic people

and how they feel about the policies being made by non autistic

people. The magazine also contains an article titled "Unraveling

the Mystery" on the research of Peter Szatmari and Stephen



Scherer. Now, Autism Society of Ontario wants to be a "non

partisan organization." I was asked to speak at their recent

"acceptance" conference because of that position. Yet as I consider

the politics of autism and this so-called non partisanship, there is

something very missing -- the largesse of opinion and articles by

autistic people, the absence of which makes the magazine,

partisan. I am asking ASO and like organizations to raise these

issues, as they are the prevailing issues in autism today. It should

defend the rights of autistic people first and posit those issues in a

dignified way. While we as parents have a voice, it must stand

alongside the population to which our children belong. Not

everyone will agree, but we should never discount the opinions of

autistic people just because it doesn't serve our cause, feels

uncomfortable or because someone tells us we've got it wrong.

Rather, we might be asking ourselves the question, what might we

learn and what can we do better for our children by including

autistic people now.

Also missing is the dialogue about the research and how autistic

people interpret it. Here is a quote from the article I found

particularly "partisan" and disturbing:

"Glutamate increases neuronal activity and plays an important

role in wiring up the brain during early development. It provides

further proof that autism is caused by faulty wiring in the brain,

and pinpoints this pivotal neurotransmitter system as a prime

suspect."

"Prime suspect?" Are genes criminal? Proof of "faulty wiring?"

Have our Canadian scientists read this article? More importantly,

if they have, do they even care? Will my speech at the ASO be a

drop in the pond of prevailing ignorance and drowned out by a non

autistic faction who does not want to address these issues at all?

Or can we work together to merge help with respect -- to

encourage autistic people to participate without the threat of

"being treated?" or being considered too "articulate" via computer

or otherwise to "be autistic?" Can we provide safe environments

for autistic people to participate without being chastised (many of

them today are unfortunately attacked by some parents).

Let's take a look at the ultimate goal of research as found in the

CAIRN newsletter:



"Preliminary findings have zeroed in on Chromosome 7 as one hot

spot for continued research. But while results are promising, there

remains much work to be done. Researchers hope eventually to

enable clinicians to biologically diagnose autism, allowing children

to be diagnosed earlier than ever and leading to more effective

treatments and better outcomes for them and their families.

Knowing what causes autism may even allow us, one day, to

prevent it."

Without paying any attention whatsoever to how autistic people

feel about "being prevented," instead of helping and respecting

them, do we march towards our Brave New World? I risk writing

anything because to speak about this is like taking away a right

and a freedom to choose. While I can't say I want to stop

"progress" (right, like I even could), I want to BEGIN discussions

that include autistic people here in my backyard and I hope others

will do the same. I want to be heard as one of the many parents

who actually wants to see my child respected and not stigmatized

by faulty rhetoric and biased science. I want Adam to feel at home

anywhere and possibly relate to others who have similar

experiences.

Consider the startling difference from Szatmari's team in

approaching genetics research for the purposes of understanding

autism by Dr. Laurent Mottron et al:

"There are no available convincing data that autism with vs.

without overt peaks of ability, with vs. without overt speech or

overall autism vs. Asperger Syndrome, differs at a genetic level.

Even language abilities cannot be used to distinguish autism from

Asperger Syndrome, as written language experts are as

representative of autism as oral language experts are

representative of Aspergers."

Perhaps, having read the latter, we can consider what science can

do in helping autistic people contribute to society as autistic people.

Can you help with sensory issues and anxiety whilst keeping

personhood intact or does genetics research seek to throw the

baby out with the bathwater?

The Autism Acceptance Project hears from more parents every

day who are disgruntled with this. This is not about preventing, it



is about celebrating and accommodating. It is not about

determining what is "faulty" any more than I can say that being

freckled is faulty. I hope to make it a little more obvious of the

subjectivity of science -- that it can exist.

If a researcher tells me "I've seen families who have been beaten

black and blue by their children," (a quote by Wendy Roberts in

the National Post article "Redefining Autism") to justify the

prevention of autistic people from being born, er, okay...genetic

research, I want to visit that family to see what's really happening

there. Many times, parents need a lot of support to understand

their children and to live with what is instead of expecting what

will never be. By doing so, we can appreciate what is possible and

what is achieved. Many times, I've seen single parents with

autistic children become very frustrated because there is already a

lot of stress and the child not only feels that stress, and enacts it,

but may also be under pressure to do things that they cannot

instead of working with strengths to achieve what can be. The

latter isn't about becoming normal, it is about becoming the best

we can become. And it's about our attitude.

Ask any member of the disabled community and I think they'd

agree. It's not about becoming like someone else, it's about being

yourself without others telling you what you should be.

"Disability inspiration is a form of propaganda that glosses over

oppression while simultaneously reassuring normals about the

superiority of their ways." John B. Kelly found in Amanda Bagg's

bag of quotes. Let us also be careful of sentimentalizing disability.
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Donna Williams

Those of you who have read my blog for a long time know that I

used to quote Donna Williams a lot. I have to thank her because

she was really the first autie I ever read who began to change my

perceptions about autism. Not only that, she is a marvellous writer

and as you will see here, an artist. Enjoy this video made by her. I

like the picture of her as a baby twirling a twig. Looks just like my



Adam:
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Redefining Society's Response to Disability

I wonder if most

people don't get it. I

don't believe that all

parents with autistic

children get it. I know

this is an unpopular

way to speak these

days in autism. I'm

supposed to feel

compassion about how

hard it is and all. I'm

supposed to talk about the financial burden on everyone. Autism

Speaks drives the agenda for how we think and talk about autism

these days so much so that I'm afraid to use the word to describe

Adam in public places. I prefer to say he has trouble talking.

Because if I say autism, people will look dire, talk about his

mutated proteins or that he watches too much tv, and presume

things about him. The stats come out and it's the same old party-

line.

I don't like parties much. Not the ones where I have to conform,

where I feel uncomfortable being me. I'm getting too old not to be

me. And it's not really like me not to get in there and want to

answer people's questions about autism. I really do like honest

questions. I must admit, however, that there are some days that I

just don't think it's worth it in certain situations. With Autism

Speaks the new "Goliath" and autistic people a small David (but we

all know how it turns out), autistics represent such a small

community, and it is difficult to be heard with such, as irony goes,

NOISE.



But you see, it's not that I don't have empathy or compassion. It's

just that I try to direct it wisely. A good place to start searching

where to direct "help" in autism is by turning to the disability

community-at-large and disability studies departments at

universities world-wide. Let's take a look at my home-town

university Ryerson's website to read the following paragraph on

the School of Disability Studies project:

"More traditional approaches to disability focus on ways

to rehabilitiate or `fix' people with disabilities. In

Disability Studies, we focus on society's definition and

response to disability."

The school talks about social models of disability rather than the

medical model and this is where we need to go. Autism Speaks and

like organizations do not go there. The Autism Acceptance Project

does. It did when it sought to "redefine autism" with "The Joy of

Autism: Redefining Ability and Quality of Life" event last October.

Autistic people are always going there. But not many people are

listening because they are being drowned out.

Many parents (we have five hundred members now at TAAProject

in less than a year), seem to believe this is important.

Why? It is so because many people (we know many of them) will

try and make the rights of autistic people seem ridiculous because,

as they will too often tell you in fact sheets and press releases, that

living with autism is really horrible. They will make the

"acceptance movement" or "autism rights movement" seem like it

is non existent and made up by a faction of non autistic parents or,

as we hear much too often, by autistics who are not really autistic

because they can think and type on a computer. They sound

convincing. They talk about going bankrupt because they have to

do a therapy to make their kids not autistic anymore for to not do

that therapy will send them all into the autistic "abyss."

Autistics will argue they are going bankrupt because they have

chosen to try and turn their kids into something they are not

instead of fighting for inclusion and an empathetic society where

our kids receive a good education, no matter what the disability.

Our parent advocates here in Canada will frighten others that to

not pay for this therapy -- autistic kids will have to live in

institutions, they say -- instead of working towards a society that



has just and decent living arrangements for those who will need

extra assistance, and focussing on what individuals can contribute.

We need to fight for a quality of life in many different types of

living situations, that people with disabilities have a right to

beyond daily care.

Our parent autism advocates ignore a vast array of academia,

advocacy by the people who are disabled, and history. David

Revielle writes in Abilities Magazine that disabled individuals have

been part of changing the way we view "madness." He was part of

the group that developed the documentary film Working Like

Crazy in 1999. (See this link here for National Film Board link.) He

teaches a course at Ryerson called "A History of Madness" with

Jim Ward. He says in his article: "Jim and I are walking a trail

blazed by Geoffrey Reaume. Following the publication of his book,

Remeberance of Patients Past: Patient Life at the Toronto Hospital

for the Insane 1870-1940, Dr. Reaume taught "Mad People's

History."

Reville talks about the courses' increased popularity and how the

agenda has evolved to changing the subject of disabiltiy -- to the

social response. They bring in psychiatric survivors creating

community by addresing their needs for employment and a decent

income.

We have these resources in autism, but few people are listening.

Autistics.org has posted many important articles. Michelle Dawson

writes in her blog Autism Crisis and No Autistics Allowed. Joel

writes in his blog, NT's Are Weird. And of course, Amanda Baggs,

who is consistently accused of not being autistic. And there are

many more autistic individuals who belong to self-advocacy

organizations. The list is longer than I am providing here of autistic

people who write books, blogs, do artwork or participate in these

groups in some fashion. I do not hear of one autism society

anywhere who acknowledges any of them.

It strikes me everytime that people write their bias on the page

with pride. From hating something to pretending to advocate on

behalf of others because "they can't speak for themsevles,"

prejudice against the disabled is intolerably tolerated.

I would recommend that any doubtful person turn to the many

disability studies departments at their universities -- the hub



where change really happens. Or, you can attend the talk Doing

Disability At Work: A Symposium on July 5, 2007 which

discusses how disabled people fare as learners in mainstream

workplaces. Contact Ryerson for more information.

Labels: disability rights, disability studies
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Happy Autistic Pride Day

Autistic Pride Day is celebrated on June 18

each year. It is a day of celebration of

people on the Autistic spectrum.

Many families around the world celebrate in a simple way, but

there are also numerous public events. There are also gatherings

of autistics so that many can communicate together in real time via

their computers.

Autistic Pride day is an initiative by Aspies For Freedom. This

autism rights group aims to educate the general public with such

initiatives to end ignorance of the issues involved within the

autistic community.

We are proud in the Wolfond household of our son, Adam. We are

overjoyed to celebrate this community and everyone's diversity

any day.
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The Implosion at Autism Speaks

We all know the recent debacle between Katie Wright and her

parents. Not only do I present on negative portrayals of autism for

the purposes of raising money, but now we have to ask another

question about responsibility.



Today, in the New York Times, "Debates in Autism Strain A

Family and Its Charity" make the debate public. As it should be.

Every charity must be scrutinized for responsibility from its

public. The way money is spent, what the real directives are and

so forth. In the case of Autism Speaks, it has been apparent from

the time of its inception and their involvement with Diedre Imus,

that the family believes in environmental and mercury causation

and will continue its relentless search for these causes.

It's not that I'm against science. It's there to prove or disprove

theories. But I'm having a problem with how we focus on an issue

and where the money is being spent. I have a problem only

searching for genetic causes because it seems like a scientist's

masturbation. I mean, knowing the genetics of autism will do

nothing to really change my son's life. It will prevent autistic

babies from being born, and we know that 80-90% of Downs

Syndrome fetus' in Canada are currently aborted. We know we

have a high abortion rate for children with a cleft lip! Choosing life

and death is becoming a little too easy, perhaps. But will genetic

research help determine what medications are safe and life

enhancing for an autistic individual who has anxiety issues, or

other health issues? How can we ensure that autistic people live a

full life with autism?

Looking for environmental causes may be a prudent way to cross

it off the list of speculative assumptions, but it is creepily becoming

more consumerist than responsible. Believe me, I've got nothing

against protecting our environment. I've lived in Europe and

recycling and public transportation existed for years before it did

in North America. Yet, there is something eerie and kitsch when

"saving" the environment sells products and becomes the CAUSE

of everything.

We know that environment doesn't CAUSE Downs Syndrome or

deafness. Perhaps if we investigate this for autism, we ought to

start looking for every other disability out there too and I wonder

how many in those communities might start laughing. Yet, Autism

Speaks, after its gala with Toni Braxton and Bill Cosby, announced

that the money raised would be funneled to the search for

environmental causes. Apparently, the audience was aghast. They

did not approve of where their money would be spent. The

Wrignts get to dictate the agenda of a public 60 million dollar

charity. But that's not all, NAAR and Cure Autism Now are fighting



too.

I think a little bit of temperance on the vaccine and environmental

front needs to be applied here -- because if we don't we get to hear

things like this. And this deserves scrutiny:

"The boy did not respond to behavioural therapies [who really

does?] the Wrights said, leading to their daughter's desperate

search for anything that might help. 'When you have the sense of

hopelessness, and don't see results, you do things that other

people think is too risky.' Mr Wright said. 'The doctors say, 'Wait

for the science.' But you don't have time to wait for the science.'"

Todays quote in the New York Times. Brackets mine.

If I were to read into that quote knowing what I know now about

autism, is that hopelessness is an epidemic in the autism

community, leading parents to do some dangerous and desperate

things like Chelation therapy and behavioural therapies -- all for

the purposes of making the child not autistic anymore.

(Behaviourists might disagree, but you just can't make ABA more

palatable considering where it comes from). To the public, curing

autism sounds reasonable, for to be autistic or disabled is regarded

as one of the worst plights of human existence.

Instead of valuing and seeing the child who is right in front of us,

we fight autism and waste our days. We waste all the important

living and learning days of our children. The one thing I know for

sure, is when we stopped fighting and started living, Adam began

to change because he became happier. He is autistic and he can

learn. Yes, I have to do a little more and yes, are lives are not

exactly the same as families who do not live with a disability, but

it's okay. We have a good life because of our attitude. We LIVE

despite these debates.

Now back to responsibility. What of the autistic population who

never gets interviewed in articles about autism in the New York

Times? Why are they never interviewed about the very

organizations that seek to represent them, but don't? When I read

articles like the one today, there is something/someone so

painfully missing and it is those real voices of autism -- these

people who have to live with organizations like Autism Speaks that

tell the public that autistic people are "not really there," or

incapable of expressing their views or that if they are able, they



are not really autistic. The media ignores the fact that our autism

community is another community belonging to a larger disability

community -- the largest minority in the US today. Most people

living with disability are described as incapable or "having the

intelligence of a ___ year old." Is that right?

Yesterday, a relative said "did you hear about the study their

doing about protein mutations?" I held my breath. I should have

said,

"How would you feel if someone referred to you or your proteins

as a mutation?"

And I don't see any journalist talking about this. About social

responsibility. About helping to eliminate discrimination and bias.

About living happily with autism despite the ignorance.

Here's Action for Autism's take on the issue. as well as a more lucid

discussion about science and perception by Dr. Gernsbacher. I do

believe in doing science. But I believe we have to do it responsibly,

meaning that we acknowledge the personhood, humanity of

autistic people and as Dr. Gernsbacher so eloquently said, replace

the language used in scientific papers with humanisitc language to

represent autism. If we were to put ourselves in the place of

"mutated" language, we would be offended. What is the science

that is life enhancing for autistic people? What will we learn that

will help autistic contribute to society as autistic people?

[Postscript: When I say that Adam changed it does not mean that

he didn't "come out" of his autism. He was always a happy child. It

means that he became happier and less anxious when we didn't

subject him to therapies that sought to change him fundamentally

and when we focussed on letting him learn as opposed to

correcting him. As the years pass, my decisions in this regard are

confirmed. Adam has learned to also teach himself and I watch him

spell words now and use phonics to decode. He plays games with

me that he makes up. He does so many things. He does not always

say hello to people and needs time to be alone in crowds. But I

have learned never to underestimate him or to worry about the

way he does "behave." My biggest priority is teaching him how to

communicate in ways that he can. So for us, this means using the

computer.]
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More Literature ABA Advocates Prefer You Not
Read

Yesterday, I presented at another conference: Autism Society of

Ontario's "Building a Community of Acceptance." I am there to

show that there is another side to all of this debate, and what is

always most striking to me that people are not very aware of the

dialogues going on by autistic individuals -- for years. They are not

even aware that there is a disability rights movement. They are

not aware of the information available. We must not believe in fact

sheets point blank. We listen to some loud voices and the news,

and shy away. But the information MUST be available and it must

be read. So, for my readers anyway, I urge you to begin to read for

yourselves and make up your own minds. Today, I'm including two

other sources of information. The first is by Amanda Baggs,

written in 2004 below the synopsis I embedded into video:

"The people on the Internet are still there, and many of them are

still saying the same things. Here is what one of them said

recently:

'Without intensive intervention, many individuals diagnosed with

autism will eventually wind up in institutions, unable to even feed

or toilet themselves independently. To avoid providing this

intervention, all the while assuring the individual that we are

doing this in his/her own best interests, "respecting dignity and

individuality," strikes me as a bit hollow.'" Read the rest of her

article HERE titled Past, Present, Future.

And read this paper "A Tale of Two ABA studies."

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 6/16/2007 06:11:00 AM  2
CO M M ENTS  LINKS TO  THIS PO ST



F R ID A Y ,  JU N E  1 5 ,  2 0 0 7

 

A Resposne ABA Parents Don't Want You To
Hear

Ralph Savarese, author of Reasonable People: A Memoir of Autism

and Adoption, recently wrote this to our "autism advocate" in New

Brunswick, Harold Doherty. It was in response to this post about

Dr. Morton Ann Gernsbacher. Mr. Doherty decided not to print it.

I guess it doesn't "fit" his cause. This is a problem if ABA parents

will not listen to what autism really is, and of course, not listen to

autistic people at all. In fact, I remember talking with Brenda

Deskin who refused to read Donna William's books because she

said that "Donna Williams isn't really autistic." Government

officials and the public NEVER get an accurate view of autism from

these parents alone because they refuse to discuss, acknowledge

and listen.

Mr. Savarese wrote to Doherty:

I invite the father who insists on varying degrees of competence

in autistic people (and who clings to labels such as "high

functioning" and "low functioning) to review this new study on

mental retardation in autism.

Here's the link:

http://www.willamette.edu/dept/comm/reprint/edelson/

The study is VERY provocative because it underscores the

historical presumption of retardation in autism and the almost

complete lack of empirical data supporting such a claim. New

research by Laurent Mottron (Dawson's partner) has found, by

changing the testing vehicle, intelligence in even the most

apparently disabled. As the father of a boy with classical autism,I

can tell you how easy it is to be fooled by autistic behavior, to

extrapolate from it all sorts of things: retardation, a lack of

empathy, etc. By teaching our son how to be literate and how to

type on a computer,we have found a rich, complicated human

being all too eager to connect with us and others--a boy, in fact,

who is now a straight "A" student at our local middle school. If

you saw him, you'd say he was "low functioning," but he's not.

He could easily--with a computer--contribute to a scientific

study. If the science on mental retardation in autism is weak,



why not practice what progressive educators call the

"presumption of competence" or "the least dangerous

assumption"? Then, we might really find out who is incapable of

doing the things Professor Gernsbacher and Michelle Dawson

talk about. Hope is a dangerous thing, especially with all of the

quack cures out there trying to deceive desperate parents. But

hope seems justified--hope and lots of hard work: TEACH

LITERACY!--precisely because the science on autism has been so

bad historically.

Sincerely,

Ralph James Savarese, PhD

Grinnell College

Author (with my son) of Reasonable People: A Memoir of Autism

and

Adoption

Printed with permission from the author.
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Being an Unperson in Canada's Autism
Advocacy

May I direct people back to Amanda's insightful posts and videos

on "Being An Unperson" as parent advocates and Mr. Eugene

Levy march on without autistic people at all:

Labels: Autism Advocacy, Exclusion
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Autism: A Call for A National Funding Strategy

Today in the Globe and Mail, Brenda Deskin's son Michael, autistic,

is a cousin to Eugene Levy. Levy, who has, according to the article,

"only met Michael for the first time yesterday," decided that "this

is a good fight here." He is holding a press conference in Toronto

today to plea the government for ABA to be funded under

medicare. He says in the article, "it's breaking families -- the

emotional trauma and expense alone." Is this sounding tired and

familiar?

Dr. Wendy Roberts is in support of this ABA movement and is

quoted as saying "she has seen grandparents lost their homes and

spend $80,000 a year for treatment." Not sure where Dr. Roberts

stands these days since I had my last meeting with her. On the one

hand, she wants to celebrate autism with art shows, on the other,

she wants to treat autism with a treatment offensive to autistics.

This desire to please everyone isn't accomplishing a thing. What

we need FIRST AND FOREMOST to be just society, is to include

autistic people in this dialogue. There are so many and we have

them at TAAProject.

The article also starts with the line that autism "is no laughing

matter," relentlessly and unethically making comparisons of

autism to cancer. Hayley Mick, the reporter begins the article

thus:

"When Canadian comedian Eugene Levy things about autism he

pictures a scrawny kid. The kid is dwafed by other kids, who have

names like cancer and diabetes and are protected by weathy

foundations. And when they need treatment, those kids are swept

into the loving arms of Canada's health care system."

Adam...scrawny? Dwarfed? Afflicted with a disease akin to cancer?

? HOW DARE YOU IMPOSE YOUR SORRY "ADVOCACY" and

metaphors to paint a pathetic picture of my beautiful child! How

dare you create such a scary picture that it becomes increasingly

difficult for our children to be treated as children and not

someone's "client" or "project." And if they get included at all, it

seems like a miracle.

Once again, Deskin and her partners completely ignore what the



autistic community has to say -- namely autistics and the many

parents of adult autistic children who are tired and offended by her

constant referencing of autism as nightmare. If we are living a

nightmare, she is perpetuating it through a basic violation of

excluding autistics from her brand of autism advocacy.

She does not include any autistics -- at all. It is clear that she

thinks that they have no right to be in "her fight." She does this for

herself, not for autistic people.

She does not include other parents who do not want ABA for their

children as the sole choice of education for their children. Deskin is

trying to legislate what is right for others when we do not feel it is

right for us.

She ignores the fact that Lovaas, to which she lovingly aligns

herself in reference to ABA treatment, never apologized for his use

of aversives. She ignores how that infamous 47% "success rate"

was actually achieved. She is factless for her own convenience. For

quick references that will lead you to more reading, read:

http://autismcrisis.blogspot.com/ No Autistics Allowed and Dr.

Gernsbacher's paper: "Is One Style of Behavioural Treatment

`Scientifically Proven?'"

She ignores an immense disability rights movement, to which

autistics belong and the fact that the disability community in North

America makes up the largest minority group who are TELLING

US ALL what it is like to live with a disability, and what they need.

So, does she serve the greater community? Does she take into

account that we want our children to be included, to have lives

filled with joy, to not be confronted by stigma and stress that she

continues to perpetuate, to have access, to live in safe

environments, free from maltreatment that ABA has been at fault

for? There is no such thing as "good ABA and bad ABA." It is time

to stop using the term as a shorthand for a multitude of services,

and acknowledge that there is a toolbox out there with many

different tools that we dip into that is unique to each child. Above

all, we need to acknowledge that autistic people are people first.

They deserve help with our utmost respect -- not sensationalized

propoganda that draws on heartstrings and elicits pity.

Families deserve to be supported, they deserve to be empowered



to make their own choices for therapy and education. They

deserve access. We need a strategy that encompasses all of our

needs. And if Brenda Deskin wants her ABA therapy, let her have

it. Just don't make us have to take it. Let's build a tool box that we

construct by:

1) including autistic people in helping us understand and build

appropriate education and self-help skills programs by revealing

their early experiences;

2) build on what was successful for them;

3) build an anti-ableism strategy so that autistics and other

disabled individuals have access and acceptance;

4) include all parents to work alongside autistics to develop

generally accepted multi-model methods that honour each

individual's learning style (this could be OT, SLP, Play, and one-to-

one education/assistance as well as family appointed shadows

and/or service dogs, assistive technologies, vocational training,

autistic mentors, humane and supportive community living

environments, and more)

Overall, let us work together to state that YES, our kids deserve

more and we need to focus on our to support autistic people and

their families. Our kids are great and have lots of potential given

the patience of others and a change of attitude in terms of the fact

that disability is part of human experience.

In other words, we need to get away from this manner of

advocating -- that excludes the very people it seeks to "support" -

- and talk about what autistic people really want and need by

including them.

Deskin, et al -- are you ready for a reality check? It's not all about

you. Most of us are coming out of the dark ages. Will you decide to

stay there? If you do, please don't drag the public back into those

days where the disabled weren't treated as human at all. Having

said that, I do hope to include everyone in much healthier strategy

that includes autistic people in developing.

I'm sorry, Mr. Levy, that you have been dragged into this "living

nightmare" of Deskin's "advocacy." I'm certain had you really done

"your homework" beyond Deskin's propoganda, you would see

that many autistic people and families find this method of

"advocacy" and this one-size-fits-all approach, drenched in human



rights violations and exclusion of the very people they seek to

"support," is not the way we all want to go.

Labels: Autism Advocacy, Human Rights, Inclusion
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Is It Just Me?

Or is the summertime aware of being tired? Does it beckon our

being mindful of it?

The leaves flutter silver in the soft breeze -- I want a hammock to

watch them.

The warm breeze feels like silk against my arms -- I want to lie

and let it cover me.

I want to breathe the ease.

I want to take a break.

I want to dance under the stars.

I want to take lazy walks.

Adam hugs me and lies with me in the yard. We fall asleep. YES!

this is summer. It is sweeter when he lies with me, his head

leaning in the crook of my arm.

It's what it's all about. Taking time, sometimes -- taking care of

ourselves. Letting our children also experience this break from

having to "do" just like we do most of the year. It's a relief to stop

and see the life all around me. Hopefully we'll all be able to do some

of the same.

Happy Summer. (31 degrees celcius and sunny in Toronto)
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A Nice Transition

We have found a school that respects Adam. He is self-motivated,

interested in what others do. He cannot talk to his peers yet, but

he is respected by them. They say hello Adam in the morning, and

talk to him normally. His teacher noticed today that Adam was

interested in a math activity using beads. She said "Adam, it looks

like you are interested in this so let me show you." She showed

him how to do the activity, but today, Adam was interested in the

materials. She noticed this and allowed him to explore and then

simplified the activity so he had a starting point. She did not say

that Adam was doing it "wrong" or that it had to be done her way.

She was guiding him in what he wanted to do himself. Adam, since

he began this school in February, is eating foods I've never seen

him eat at home -- carrots and cucumbers being two of them. He

watches his friends and wants to try too.

Before Adam went into class, he was a little upset today. We sat on

the stair and I held his hand without saying anything, hoping that

my calm would calm him. It did. I did not push him into class. I did

not escape the situation thinking that I had to toughen him up by

pushing him into class. I waited to see what he wanted to do. Five

minutes later, he got up and walked into his classroom and

proceeded to have, apparently, a great day.

I tell this little story of our morning because Adam's shadow and I

were remembering the day when Adam was only twenty months

old: she came from an ABA background and we also had a verbal

behaviour goal of 80 mands a day. She with-held reinforcers like

temptations -- "the promise" as it is known in ABA-speak. I look

back at video footage of some of these sessions and cringe at

myself, my husband and everyone who was so patronizing and

demanding. As I watch Adam paint with a therapist, he is talking,

saying some words I can now understand, imitating, and doing

things really well. But back then, we didn't think it was good

enough at all and we pressured him for more. We thought that he

had to do things a certain way. He was just a baby.

Our shadow for Adam has been with us for nearly four years now.

She says she has learned so much along the way. I was reflecting

this past weekend at how she and Adam really understand one



another, and how he trusts her. They are like real buddies.

I do have some regrets but it was not that I did not do enough to

ameliorate his autism -- the regret I have is that I listened to too

many other voices and ignored the child who was in front of me,

doing beautiful things that I just did not recognize because he was

not "like other children."

It's a nice transition, this ability to SEE what's in front of us, not

lost in the sea of opinion.
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Everyday Kitsch -- it happens in autism too

Kitsch was a term used in late nineteenth to early twentieth

century Germany to define bad art – art that sentimentalized

everyday experience or “that appeals to beliefs and emotions

encouraging vanity, prejudices, or unjustified fears and dubious

successes.” Literally, kitsch “implies an artistic creation ‘that

makes use of refuse taken bodily from the rubbish dump.’”

(Catherine Lagg – From Kitsch: From Education to Public Policy).

We hear the term kitsch applied to the art of the Nazi era, if in fact

Hitler’s own pastoral art. Visiting my ancestral home (that is the

home of my grandparents who had adopted my father just before

the war from Poland or Sweden – we do not know exactly

wherefrom. Thus, I can here extract myself in a way from the

uncomfortable notion that I actually belonged or came from

German culture, while understanding it deeply), I was surrounded

by kitsch. Be it the pictures of the mountains hanging on their

walls, to even the typical smell of Kuchen coming out of the

kitchen, to the idiotic dirndl Oma made me wear on Easter

morning, I was personally inundated with kitsch, if not a living,

breathing example fetching coloured eggs and repeating Danke

Schoen too many times to appease the generousity bestowed on

me by a grandmother who needed constant praise.

Taking it further, Hitler destroyed or expelled any artists that

provoked the status quo. Perhaps this is when the term was best



known. As Dadaists challenged society, Hitler himself was

threatened. Only art that resurrected Greek mythologies or

pastoral settings that celebrated German “cultural” life, that is, the

Deutsches Volkes, was permitted in Hitler’s Germany. In fact, a

good German home hung the picture of the Furher himself.

Imagine eating dinner with a nice painting of Hitler watching over

you – iconoclized for your adoration.

Kitsch is kitsch because it is simple and predictable. Art, however,

is political. Almost always. It is so because, as Lagg so adeptly

describes: “artists build on and play with their audience’s sense of

history, culture and reality…art portrays relationships that exist

among individuals, groups an inanimate objects….Art invades a

person’s sense of self to literally play with their mind. Weaving

through a person’s consciousness, art occasionally teases,

reaffirms, jolts, disturbs, challenges, and pulls threads of deeply

held convictions and beliefs.”

Most importantly, as I reminisce about what art is and what its

purpose is, I reflect on the autism “debates” and consider that we

are all at risk of becoming kitsch in the autism world.

The easy use of symbolism says Lagg, “gives Kitsch immense

political utility. Kitsch can simultaneously provide psychological

comfort and reinforce a host of national mythologies. It has

immediacy that art must avoid.”

Autism organizations use many symbols and historic methods of

raising money (that old cure word comes to mind as a type of easy

access to heartstrings), that work extraordinarily well. One-liners

that are supposed to summarize and encapsulate this so-called

“struggle,” are kitsch and so too, I am wary that an organization

that promotes autism “acceptance” is similarly at risk.

Jargon like “mercury moms,” or “curebies,” is also becoming

dangerously close to generalizing categories that parents come to

refer to as “camps” in the autism arena. In any subject, where we

see a condensation of the “good guys” versus the “bad,” we are

creating a simple narrative rather than addressing its real

dimensions and complexities.

Acceptance of autism is such a loaded concept, that most people

aren’t sure how to accept it. The term gets lost into some idealized



notion of a pacifist or perfect world. Idealized, it assumes that we

are all going to just get along, holding hands to achieve our dream

of accepting diversity. (I am pointing at myself for using symbols

of hands and holding with the caveat that I do like hands as a

symbol of creating things – and equally, they are capable of

destroying). It’s a nice dream, but this idea of living in a world that

never questions, where we happily skip across the field to the

sunset together is just well, kitsch.

It is why I will not aggressively expand The Autism Acceptance

Project into yet another autism charity, for I do not yet know how

it will unfold. It is the reason why I called it a project, because I am

aware of how easy it is to fall into the traps that charities always

seem to fall into – having to appease a corporate funder, or a group

of people who believe in one ideology. Instead, TAAProject was

established to continue the dialogue -- in different forms be it

through art, film, lectures and other creative ways. It is not an

easy one-step to success organization. It is an organization that

hopes to raise, provoke and discuss.

We will always have disagreements and we should. We should

always question each other. We should feel uncomfortable and

alerted when we begin to oversimplify the world, no matter what

“side” we believe we are on – be it the line “we must fight the

autism epidemic” to “nothing about us without us.” I like the last

line in principle because it means that autistic people must be the

people who lead the autism dialogue. But even that term might be

too exclusive. Once we start believing too heartily in something,

we end up being ignorant of the many other truths out there.

While the Nothing Without Us line may provoke, as it should, I can

also see the way it is used not completely applicable to the real

complexion of the autism community.

“Kitsch differs from art by being a powerful political construction

designed to colonize the receiver’s consciousness. As such, kitsch

is the beautiful lie. It reassures and comforts the receiver

through the exploitation of cultural myths and readily

understood symbolism. But Kitsch neither challenges nor

subverts the larger social order because it must pacify, not

provoke.”

No question that we need to do more of the latter. We need to



consider that diversity means also accepting that there are many

different realities within which autistic people live. By forming The

Autism Acceptance Project, I have at least, met many more

autistic individuals with differing views. It means that I seek the

real truth from a bulk of autistic individuals and not a few. It

means I do not listen to non autistics as the source of autism

information and experience, but I do acknowledge that parents are

the prime caregivers of their children and have a real stake in how

they manage the lives of their children. It means I acknowledge

that some parents and even autistic adults are having a harder

time than others. One autistic adult once jested me when I wrote

the post “The Learning Curve To Acceptance.” She said,

“acceptance is not a learning curve.” I waffle on that one. I agree,

to accept just is. It is free of debates, and ponderings of “how to

accept.” And yet, society is on the learning curve of opening their

minds to what acceptance really means in autism. It is no different

than learning to accept women in the workplace. It is no different

than accepting the black community not as inferior, but as equal.

Acceptance did take activism and education.

The acceptance of autistic people must not be subverted to kitsch.

It should not depend on “easily invoked symbols to address

political dilemmas” and limit our thinking.

If I edited everything I received The Autism Acceptance Project

would be ridiculous – another camp with self-made belief systems,

and we’ve unfortunately experienced this with the ABA movement

here in Canada. A women with Aspergers sent me a long letter.

She gave me permission to print it here, but I will only give a few

lines of it. She said:

Not all individuals with autism-aspergers speak for me either.

I am tired of people who are excelling at levels way beyond me

proclaiming to be MY VOICE. They bask in the glory of their

autism and that is fine for them. I am still fighting for my system

to give me the HELP I NEED. This makes me sound judgy but...

AM I THE ONLY PERSON WITH ASPERGERS WHO WANTS

HELP WITH ROADBLOCKS THAT MY AUTISM CAUSES ME???

????



I do believe in all of you and many share but where are the

autistics advocating for help? I mean the right kind of help. I

know it does not exist but it never will if we don't fight for it and

then again its the ones in the middle who may wish for it but

cannot fight for it like others because we are not at that level of

functioning to be able to consistently advocate as some others

are able to do…

Note that I do not think functioning levels are all that important

as some can excel in different ways throughout the spectrum. I

guess I mean that some of us just don't do as well as others and

that is just a reality. We may be more severe in the fact that day

to day life is tougher. Something like that. I am not exactly sure

how to use the right words there…

I will not write a blog that only discusses autism rights

WITHOUT including MY RIGHTS for help with things I need

help with.

For those aspies who do not need that help and seem to think we

are all the same, I feel they hurt those like me who wish to get

help. I mean the good kind of help not the curebie kind.

I see 2 things with people with ASD who are doing well:

1: They either had a major support system and lots of help for

sensory issues, social skills, etc or...

2: The are possibly higher functioning in a way that has not left

them unable to maintain a quality of life that works for them.

They can excel in a field etc. I cannot focus well enough to do

that. Maybe with the proper help I could but that is not the

reality in my life and probably not in others lives as well…

I have learned more about my autism from the parents out there

because they cover the issues their children face and that helps

me. It helps me more than some people with ASD simply hanging

out and saying "respect me" etc. Yes that matters but I have

only met a few with ASD who have actually given me

information that I could use to learn to build a better life for

myself or better understanding of my ASD. I do not mean in a

cure way. I am sure you know what I mean when I talk of help.

No I don't want ABA'd…



I saw in your previous blog that you ask them to join the Board

of TAAP and they say no. I get that. To them the task is too hard

- too overwhelming. The organization and sequencing skills

needed and the focus needed may be an issue for them. Maybe

with a little help a little bit at a time some of them can learn to

take it on. Not all at once but one little step at a time. I hold back

when I feel I am expected to know ALL of something at once. If

given a chance to be on a Board such as TAAP, I would be

honored (if I lived in Canada) but would only do so if given the

"help": needed. Yes I have autism and I can not do it alone. Isn't

that what inclusion is all about? To include to me is to love one

as they are to educate yourself on their disability but also to be

real and to give them the necessary help when needed and let

them go when they do not need help and if they grow in some

areas where help used to be needed they may not need it any

longer. They may excel after they learn to do their job. It’s the

patience to assist them in the beginning that can really be the

factor in where they are later on. This varies for all of course.

I want today's adults and our little Adams of the world to be

included. I want Adam to get what he needs now and in the

future. If he needs help, I hope and pray he gets it and does not

get ignored as so many of us are. I hope he does well but I am a

realist and if he needs assistance we need a world that is willing

to give it in the best possible way for all of our Adam's.

I read how bad it is in Canada. Not better here Estee. In my

town I just was told they want to diagnose an ASD boy

schizophrenic. FOR CONVIENENCE. They will not even asses for

ASD. Why? It’s because they would need to learn something new

and they are too lazy to do that. Do they care about this boy? NO

that is obvious.

I go for a SSI review in 2 weeks. I am about to get reviewed by

someone who knows nothing of ASD. Go figure. You see the war

is offline and it sucks. I can not then get online and say that it is

ALL OK. It is not All OK. I am so happy in some ways and yes I

love the title of your blog. But it is not joy all the time. I cry daily

at the lack of help out there for those of us who want it. Then

again "The Joy Of Autism" is my only blog I read daily. It has

become a part of my very strict routine.

Thank you so much and maybe someday I will join you all in my



advocating kind of way.

What is striking to me time and time again, is how many different

autistic voices there really are out there, and that we need this

time to listen and digest. Autism cannot be conveniently packaged

into puzzle pieces or colourful ribbons, although I would much

prefer if I had to, to wear the latter, more positive symbol. It

cannot be “treated” in one way or another. Like an individual, it is

complicated. It is diverse. It cannot be tamed to behave in a way

we want so that we can completely understand. If we wait or try, it

may even be too late.

Truth is uncomfortable. There are many truths based on an

individual's experience. Truth about autism must acknowledge the

greater community -- even the one that we may find offensive --

and seeks to settle somewhere in the middle as a means of living

together. While women and black people may have rights, they are

not totally "accepted." That is an unfortunate truth. At the risk of

sounding kitsch, let's stick together and work towards a more

accepting world, for the work never seems to have an end.
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On Schools And Services

Joey's Mom

inspired this post

today.

Here is an article

that denies

services to a

person with High

Functioning Autism.

Mary Ann Chambers, MPP of Ministry of Children and Youth

Services was on CBC Radio when she announced additional funding



for ABA and other services. She said that ABA "was more for the

lower functioning autistics." I went on air after her but didn't get a

chance to say this.

Who is low functioning? Who gets to decide who must be "treated"

with a government endorsed therapy? While I understand that

there is some effort into providing more multi-faceted supports

beyond the ABA model, and that yes, I don't mind if people

personally decide that ABA is something they want to do (as the

ABA today is a mix of various therapies in most cases and is no

longer purely ABA and thus should be called by a different name),

I do have a problem with the government telling autistic people

how they SHOULD be treated. Knowing the history of "treatment"

of people with cognitive disabilities, we must address the issues

with such "treatments" as it has affected autistic people

themselves. Michael Moon, one of TAAProject's board members,

recounts the "treatments" attempted on him when he was young

and non verbal and how he describes very autistic, despite his

ability to articulate today.

We are learning that designations of HFA and LFA are not

accurate enough, do not describe autism sufficiently. Amanda

Baggs, a "low functioning" autistic woman knows how to

communicate using a keyboard. This whole dialogue we are

hearing over and over again, so old and out-dated, that individuals

with less ability to function are not intelligent, are not aware, is

really getting tiresome. An inaccurate understanding of autism

leads to maltreatment and a bad education using the model I

describe often here. Here is what the University of Montreal has to

say about so-called "low functioning autism."

"There are no available convincing data that autism with vs.

without overt peaks of ability, with vs. without overt speech, or

overall autism vs. Asperger syndrome, differs at a genetic level.

Even language abilities cannot be used to distinguish autism from

Asperger syndrome, as written language experts are as

representative of autism as oral language experts are

representative of Asperger's." — Laurent Mottron et al.

We are beginning to understand that high and low functioning does

not have a bearing on intelligence. HFA or LFA also has little

bearing on functioning too. Adam cannot talk well. This doesn't



have any bearing on his abilities. Some people's autism is more of a

challenge for them to "function" every day -- sensory issues,

anxiety. But autistic people, as I have come to understand it thus

far, are no different than anyone except that there are additional

challenges, some more extraordinary than others. Those

challenges vary from person to person and oftentimes there are

co-morbidity issues. We do not belittle those challenges, but

consider how we can accomodate them and provide access.

What is exceptionally dangerous is that parents are using this "low

functioning" term to justify ABA services to "lower functioning"

autistic children, while the rest of autistic children get left behind.

In other words, we get more myth building in order to get the

money and services without really addressing the real issues.

While some people believe that getting something is better than

getting nothing, I caution against this thinking as what arises is

misunderstandings about what autism is, incomplete and often

inhumane ways of "treating" autism, a very poor quality of service,

and discrimination and dehumanization of autistic people

Adam can function in a "regular classroom" (his classroom is

genteel) with support (and I uphold that almost every child can if

the attitude of inclusion exists -- it does not mean throwing a

disabled kid into an inhospitable environment. It means that the

environment can and must be modified). So, if only a person now

with a LFA dx gets attention, does this mean that Adam does not

qualify for any one-to-one education, or legislation that entitles

him to a family-appointed shadow in an inclusive classroom (I

believe that the family has a right to appoint someone they trust

instead of being assigned an Educational Assistant who works on

behalf of the school board. I say this because Adam's shadows are

my eyes and ears. As he cannot tell me if he's being maltreated or

bullied, it is important to me to hear from someone I trust).

Does this stratification of competence mean that teachers get to sit

on their laurels and blame Adam and other children for not being

like the other kids because they don't have to DO anything? I fear

that prescriptions for medications are going up in primary school

students because the onus is always on the child to act accordingly

and to fit into the school's model or structure, without ever really

delving deeper into the child him or herself (how can they, their

classrooms are WAY too big!) So long as you do your work, show

up on time, follow the rules, you will be okay. School, the more I



think of it, has little to do with the acquisition and love of

knowledge, it is more about discipline and preparation for

employment -- yet another structure we must learn to work

within. Of course, there are always the teachers we remember

who surpass the system to actually instill this love of learning, or

who made us feel good about ourselves again. Dawn Prince Hughes

describes school as the beginning of when all the walls went up.

Everyone in her home, she recounts, was pretty much the same.

In the telling of her story at a conference in Toronto recently, she

tells us of how her quirks were accepted and supported. When she

got to school, everything changed. More walls went up, she said.

Eventually, she dropped out when she was sixteen. She became

homeless. And of course, for those who know her story, she

bonded with the Silverbacks and became a professor of primate

anthropology. So, how much do we also have to reconsider the

school system as an effective teaching mechanism? How many kids

fall through the cracks? When I saw Amanda Baggs in Boston,

someone asked her about school. She recounted all the schools she

attended -- a long list -- and finally said, "but I didn't learn

anything." I know my parents had to get me out of the public

system or I would have been one of them.

So the Toronto District School Board, despite the issues I have

raised which are overwhelmingly problematic, must include

autistic people on the autism reference committee. It currently

does not. We need autistic adults testifying about autism regarding

the Senate Committee Report. We need autistic adults to state the

kinds of help that would actually benefit them. It benefits us to

understand their child hood experiences so we can set up the

environments properly. Does it take our effort? Of course it does.

And why should we do it? Because we have kids with all kinds of

learning and sensory issues who do not have autism too. I am

troubled at seeing kids who need extra help, not get any because

they do not have the diagnosis du jour.
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Growing Pains in the Autism Community



As many of you already know, there has been a heated debate

about leadership in the autism community. As the founder of The

Autism Acceptance Project, I am obligated to this community to

say something about what I believe.

I do believe wholeheartedly that autistic people must speak for

themselves and lead the way in terms of autism "awareness," and

"rights." I put rhetoric in quotes because we all know that the

same rhetoric can be used by individuals who really do not support

autistic people. I take the posts by Joel and Larry very seriously

and I've been thinking about them the past few days. (When I get

out of this Starbucks where I write while my son is in school, I'll

find the link button to his blog which has disappeared for some

reason here).

You can hear how TAAProject came about on interviews and at

the talk I gave at MIT. For the purposes of those who do not know

the story, I will tell it again. I was the corporate chair of NAAR. I

became disenchanted with the way that they promoted autism and

that there were never any autistic people speaking on their stages.

I became disturbed at the rhetoric of Autism Speaks and this

apparant avoidance in engaging autistic people. TAAProject

became incorporated on the heels of the first Jonathan Lerman

exhibition in 2005. Then, came the Joy of Autism: Redefining

Abiltiy and Quality of Life lectures and a second exhibition of more

autistic artists, and many other autistic invidiuals who came to the

lectures and opening night. It achieved some attention. My

thinking is that anything that gets the attention of others to focus

on the greater dialogue happening within the disability community

itself was and is necessary. It was the reasoning for TAAProject.

I began the organization because I had the will and the

wherewithall. Organizing anything takes time, money and effort. I

asked autistic indidivuals to have a greater role. Some became

board members, some "advisors," and others declined because of

the fact that many organizations after a period of time, lose their

purpose and integrity. There are many autistic individuals who are

wary of that and for good reason. Other autistic individuals

declined because they said that they couldn't organize something

like TAAProject. While I've organized this, I can't do it alone. I

won't. I am a determined little gal, that's for sure. But I think the

discussions of late have made me think about where the "autism

movement" needs to go.



This is also the reason why TAAProject has moved forward

carefully. Any organization must set its goals and attempt to

achieve them. That requires some consensus. Sometimes, as we've

seen in some organizations, there is so much in-fighting that

consensus is not achieved. So let me ask this entire community:

what is the goal here? As we talk, we must extrapolate one and

work towards achieving it together.

I do not wish to be the Executive Director of TAAProject forever,

believe me. I would like to remain involved. I want to finish a book,

I want to raise my son and I have other boards I sit on. I would

LOVE to hand this project over to an autistic individual to lead or

even co-lead, and even if it's not TAAProject, it must be done (it is

in some self-advocacy organizations). TAAProject will support the

work of autistic self-advocates. To me, the goal of the project is

achieved at when the public begins to listen, when there are so

many self-advocates that we are happily redundant, when we

begin to see REAL CHANGE in autism "services," beyond JUST

the ABA model, and I hear public dialogue about how it is

important to cultivate an inclusive society (in schools and beyond).

What I have experienced with TAAProject is an outreach. Right

now, I can say that in receiving this gift becuase of founding

TAAProject, I am very grateful. As a parent, I've been able to

learn from autistic people, and hopefully provide a forum on the

website and at future events, to have autistic adults heard. I live in

Toronto. Believe me, there is a huge shortage of understanding

and a large patronizing of autistic adults in our neck of the woods.

At the conferences I've spoken at so far in Toronto, NO ONE HAS

HEARD OF AUTISM HUB OR ANY AUTISTIC SELF-

ADVOCATES outside of Michelle Dawson -- and even so, not

everyone even knows about her unless they are politically inclined.

The reality is, the ABA advocates and Autism Speaks have

cornered the "autism awareness" market so far.

There are few schools that accept autistic children -- many

parents experience a funneling to autism-specific schools. Most

ABA providers who must fulfill Toronto Preschool Language

Service (TPAS) requirements are such poor providers of ABA, as

we have experienced, that I feel many autistic children are

needlessly held back because of it. Imagine only meeting your

"supervisor" once a month for a mere hour on your child's



progress and programming -- I know that Adam's learning

fluctuates weekly and no supervisor could ever keep up with his

progress or his ever-changing needs. Most therapists have a

perpiphery knowledge of autism through the big charities and

outdated theories. No therapist I've met are even aware that this

dialogue is going on. Most have some little ABA certificate they

earned at a local college or some seminar. The Board Certified

Behaviour Analysts I've met are so rooted in technique that they

literally ignore the child right in front of them. There is gross

overgeneralization of "autism edcuation" under the ABA model,

and one's child is often subject to a check list of skills that the child

must learn at $25-$30 an hour for a junior therapist -- some kid.

In other words, there is no real thinking behind why they are

doing what they are in most cases. The child is just seen as being in

need of remedial 'therapy,' and the child's individualism is ignored.

A child's behaviour JUST BECAUSE THEY ARE AUTISTIC is

viewed as bad or abnormal. Imagine the autistic child who wants a

cookie and whines, cries or even has a meltdown because they

cannot get that cookie, and is treated for his or her autism instead

of just being viewed as well, a child in a battle of wills. Believe me

folks, it has happened in my home by therapists who have come

and gone. Of course, I will also say, there is always an exception to

the rule. While I am not a big supporter of ABA, there are other

parents I know who do it. ABA in and of itself is as someone put it

a "shorthand term" for Occupational Therapy, Speech Language

Therapy and one-to-one teaching in many cases, so in the true

sense of the term, it is not really ABA, but is called so for funding

purposes at the moment. So, let us focus on the more fluid

approaches to education that service the autistic child by looking at

challenges and innate abilities and learning styles. We may all dig

into the same tool box at times, but I can never subscribe to a

"way" of educating each and every autistic child. I think that

parents from both perspectives can agree that our children

deserve better and that there needs to be an awakening of the real

abilities and NEEDS of autistic children, as well their right to be

with others.

I also think that to disagree on these very issues also facilitates the

changes we all need. While Sue Rubin may want a cure for autism,

other autistics will not and to discuss the complications and ethics

of the idea is important. Does Autism Speaks ever have these

dialogues about what autistic people want -- what they agree and

even disagree about?



Dialogue is what is painfully missing here. The public thinks that

autistic people who talk and think DON'T EXIST or are AN

EXCEPTION TO THE RULE. This is so dangerous. And why might

they think this? Because they need support, and the talking

autistic person doesn't fit the raison d'etre for the funding plea --

and I do think there is consensus that the way in which funds have

been requested has been degrading to not just autistic people, but

to all people belonging to any disabled community. The idea that if

you can't talk or "function normally" you are not aware or sentient

is offensive to everyone belonging to this community.

The public is unaware of the very issues that face all disability

communities today. While the deaf community cannot agree about

implants so too the autism community may never agree about

ABA or cures. And that, my friends, is the way that a society

progresses -- through this dialogue. What I want? For the dialogue

to change the way people talk to, provide opportunities for, make

friends with, provide access to, provide quality services for, and

hopefully one day employment to...Adam.

Autistic adults in Toronto and surrounding communities also have

real issues with respect, understanding and employment. These

are some of the issues that TAAProject has not yet addressed. Yet,

our autistic board members are talking about it.

If TAAProject does not serve the needs of autistic individuals, then

it will cease to exist. Period. I can advocate for my son and for

what he needs as an individual. I'm not sure if would be as

effective as doing it together, if only for this purpose of learning

together, because there is so much learning (on my part anyway)

that still needs to be done. Or, if TAAProject can exist as an

organization that supports autistic individuals by raising these

issues as parents, we MUST support autistic self-advocates as

THE LEADERS in this understanding about autism.

I can think of other non autistic supporters who have built

mechanisms by which many parents have come to learn more

about autism from autistic individuals. Autism Hub is one of them.

I do want to see more autistic people participate more rigorously. I

do want to hear suggestions of what TAAProject might be doing or

doing better. What is very use-able, is our website. This

community can use it in different ways. We have nearly 500



members by viture of being on the web for just under a year now.

For any organization, that is significant, believe me. That means,

members receive monthly newsletters. That means, we have

government officials who receive them. Autism Hub gets readers.

It seems to me that autistic people do have to pick this up

rigorously. We have the tools, we've built them. How does this

community want to see them used? How can we take advantage of

all the skills and tools we already have?

And to be honest, I wonder if we would be having this wonderful

discussion at all without the coming-together of parents, allies, and

of course, autistic people at all. This working together must never

cease, even if Autism Hub or TAAProject no longer exist.

Are these what we call "growing pains?"
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Testament

Where have we been and what can we become? It's a basic

question I've been asking myself the past several days listening to

viewpoints and watching debates:
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Empowering Allies

Phil Schwarz wrote this great piece titled "Identifying, Educating

and Empowering Allies" which was posted on autistics.org from the

2004 Autreat session. Here is a paragraph:

Characteristics of Good Allies



Again, the gay community's model points the way here:

the number of parallels between characteristics of good

straight allies to gay people, and characteristics of good

non-autistic allies to autistic people, is striking and

significant.

But the gay community is not the only one with relevant

models and experience here. In fact the following list

was adapted from a women's rights organization's

manual for male allies. (NY State Office for the

Prevention of Domestic Violence Bulletin, What Makes a

Good Male Ally?):

* They are able to take direction and leadership in work

as an ally from autistic people.

* They understand that autistic people's empowerment

is not a threat, but rather an additional strength.

* They listen to autistic people and have a willingness to

"call out" other non-autistic people on autistic people's

issues.

* They do not try to define the problems that autistic

people share with them.

* They are willing to take a stand on issues of

discrimination and exclusion by being vocal about them.

* They advance their perception of autism and autistic

people by listening and talking to us and by challenging

"conventional wisdom" & stereotypes about us.

* They model behavior for their friends and other non-

autistic people by letting others see their example.

* They work to help unburden other non-autistic people

of the misconception that autistic self-advocacy is about

"attacking parents"

* They are willing to hear autistic people's reality "full

out", with the realization that there are aspects of this

reality that will be foreign to them.



* They are not struggling with their own identity and

self-esteem, and do not need to prove that they are

"normal"

* They are nonjudgmental — which implies equality and

respect.

* They understand that autistic people know that all

non-autistic people are not "the enemy".

* They are working to change the culture of mainstream

autism organizations so that other non-autistic people

can publicly voice their support for autistic self-

advocacy.

* They don't assume that high-profile people in the

"autism establishment" are automatically allied with us

because of their credentials or positions of

organizational leadership.

* They have done their personal work to become aware of

their own issues relating to the issues autistic people

face.

* They listen, but don't try to "fix" the problem by

themselves.

Considering the discussion of yesterday, Phil recommended that

we all take some time to read that piece once again. Thank

goodness we have people who want to stand together and parents

and supporters who want to learn.
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Thinking Bloggers 2

Thank you Asperger Square 8 and Whitterer on



Autism for tagging me for the Thinking Bloggers Award.

These are the official rules for participation:

1. If, and only if, you get tagged, write a post with links to 5 blogs

that make you think,

2. Link to "this" post so that people can easily find the exact origin

of the meme,

3. Optional: Proudly display the "Thinking Blogger Award" with a

link to the post that you wrote.

Since Kyra of This Mom mentioned me last, I've been thinking

about which bloggers have made a difference in our lives. Be it

thinking or FEELING, autism blogging for me, is about instigating

a change of attitude -- a change in the way we view and treat

autistic people so that our children can lead full lives in society.

My thinking most definitely comes from the way I feel about

Adam and the way we have experienced autism through clinicians,

doctors, therapists. I have gone through self-doubt and confusion

and then a growing acceptance of how we WANT to live the rest of

our lives, despite the disennt and chatter in the autism world. In

the end, I also come to see that, many of us simply want the same

things: we want every opportunity for our autistic children and we

want to be happy. The difference lies in how we go about that

change: in changing the person or the environment. And, is there a

compromise? Do we all try to mold ourselves to some degree and

when do we feel ready to say that fitting in just doesn't matter as

much as we think it does? We have a social issues that we need to

keep talking about which is: is changing a person to "fit in," right?

Is it just?

I got this the other day when Dawn Prince Hughes just said "f-ck

it" on stage during her conference speech. She had to say it in

regards to how others have viewed her or wanted her "to behave"

in order to live HER life. When we let others pressure us too much,

we give pieces of ourselves away until there is nothing left. I don't

believe that any of us want our children to feel this way.

So, with this "meme" you make me think about thinking. While I

would like to be a better thinker, I think it shows when you think

over experience. A marriage of the two is what I hope to achieve



one day -- an unmasking of my Self in order to connect with others

to achieve a more empathetic society -- in this case regarding

disability. I like what Stephen Covey had to say about thinking:

I'm convinced that we can write and live our own scripts more

than most people will acknowledge. I also know the price that

must be paid. It's a real struggle to do it. It requires visualization

and affirmation. It involves living a life of integrity, starting with

making and keeping promises, until the whole human personality

-- the senses, the thinking, the feeling, and the intuition -- are

ultimately integrated and harmonized.

Wow. I don't think I've managed to get that far yet, but I'm

committed to trying.

Now it's my turn to meme." Here goes, but like this video I just

made, I don't think I could EVER make a thorough enough list of

all you people and bloggers I have come to admire so much:

Autism Diva -- She may not remember, but before I ever became

a blogger, I emailed her. Autism Diva is the most informative,

entertaining and thorough blog about autism out there. She is

thinking, feeling and unabashedly wry.

Autism Vox Can anyone keep up with Kristina Chew? I enjoy her

essays and her daily thoughts on the latest autism news. I feel an

affinity with Kristina (also one of the first autism blogs I ever

encountered back in 2005), with her love of literature. I always

need to check in with Kristina to read her take on autism lit or art

as we often end up writing reviews on top of one another!!

Kathleen Seidel of Neurodiversity.com. There is never a shortage

of information on Kathleen's site. She is a woman with the

incredible brain. I still don't think I've gotten through all of her

material on that site. She is a pillar of the autism acceptance/rights

movement, in my opinion.

Kevin Leitch I don't know if most people know about this other

pillar of the autism acceptance movement. Kevin, savvy in many

areas, blows me away with his research, knowledge, love and

generousity. He is, as we say in the Jewish community, a real



Mensch. He has helped The Autism Acceptance Project in so many

ways and I just can't proclaim my gratitude often enough.

This Mom I've never met Kyra (yet), but there are days when I

just wanna hug her. There is never a moment when I don't belly

laugh at her butt jokes, or am in awe of her ability to unmask

herself. Unmasking is what makes writing great, and I expect we

will see a book written by Kyra (I hope) one day. She is not only

funny, but a poetic writer right along with her son "Fluffy."

But it's not fair that I have to stop there. I love all of the Autism

Hub bloggers and I would give the award if I could to everyone on

there. Thank you all for inspiring me so much. What a great

community we are growing!!

“A man is but the product of his thoughts -- what he thinks, he

becomes.” --Mahatma Gandi

Labels: Thinking Bloggers
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I Believe

There is something that I've been made aware of lately: at the

conference I spoke at last week, a gentleman with brain damage

noted after my presentation that I am proud. He meant it in the

sense that he too is proud and that what shines when I talk about

Adam and autism is not shame, but pride. He is right. There is

nothing I'm NOT proud about when it comes to him. It's that

heart-swelling thing I've got, and I hope it's contagious. I look at

pictures and despite the fact that I am far from perfect and that

there has been a lot of pain in my life, like there is in most of our

lives, there is just so much to be happy about. Perhaps it is just

sheer will on my part -- not out of some depression or delusion (I

am not associating one with the other by the way) -- but this

determination that has enabled me to well, BELIEVE in him:
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RESPECT: A Homage

If only I could put everyone in this little homage. The people I've

met so far in Canada, do not know who you are:
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What Kind Of World Do We Want

My video response to whatkindofworlddoyouwant.com

Credits to Asperger Square 8, autistics.org, Autism Speaks: Don't

Speak for Me Petition and Jonathan Lerman.
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Not Everyone Wants to Be Cured

In Snowcake, Weaver's

recent movie where she plays

an autistic woman, she

comments on finding her

"inner autism." In the

following article from San

Diego, she is interviewed and

Neurodiversity.com, Left

Brain/Right Brain, Autism

Diva and our very own The



Autism Acceptance Project,

www.taaproject.com are mentioned in the article as important

sites in support of autism acceptance. Weaver did the above public

service announcement with GRASP.

Last night, I spend time with Dawn Prince Hughes who also

presented at The Come To Your Senses Conference in Toronto

where I presented the talk you can also see on video from MIT.

She thanked me for presenting there, but what was so apparent

was the ease of connection between us. This is a person, very

much like myself, who understands the frenzy of how we behave

socially, with masks and walls, and we both have an incredible

need to slow down and really connect. When you are with Dawn,

that's what you are feel (if you are willing).

I am really glad to see a celebrity align themselves not with an

idea, a cure as it were, but with the people this means so much to.

This is, after all, about living.

By James Hebert

UNION-TRIBUNE ARTS WRITER

May 25, 2007

She set out to learn about life with autism, and after a year spent

with people across the vast spectrum of that condition,

Sigourney Weaver found she hardly needed to step out of her

own two shoes.

“What I ended up doing, in retrospect, was finding the autistic

person in myself,” says the actress, who plays a middle-aged

mom with autism in the new movie “Snow Cake.”

“God knows it's there,” Weaver adds with a deep, warm laugh. “I

mean, that's one thing you see very quickly, is we're all on the

spectrum. We all have different ways of stabilizing ourselves.”

“Snow Cake,” which opens today at Landmark's Hillcrest

Cinemas, arrives at a time of exploding awareness about autism

spectrum disorders, the catch-all term for a range of conditions

that share (to varying degrees) difficulties in the areas of speech,

social interaction and repetitive behaviors.

It also comes as advocates for the autistic – including some



autistic people themselves – are raising their voices in a plea for

respect and acceptance.

Their message is similar to the point Weaver makes: that autism

is part of the continuum of human neurology, not some separate

category of existence. That it is, in essence, a difference rather

than a disease, although its consequences for those affected and

their families can be profound.

It can be a hard point to get across when so many mysteries

swirl around the subject, and when the main message the public

hears about autism is how common its diagnosis has become.

The incidence of autism spectrum disorders among U.S. children

is thought to be as high as 1 in 150 now; the ratio has risen in

recent years as understanding of what constitutes autism has

broadened.

Weaver, whose memorable film roles over the years range from

brave space warrior (the “Alien” series) to crusading naturalist

(“Gorillas in the Mist”) to monstrous boss (“Working Girl”), says

spending time with autistic people in researching “Snow Cake”

was eye-opening in ways she couldn't have imagined.

“I thought I knew a lot, but really, I knew less than nothing,” she

says. “And I felt so humbled, both by the people I met on the

spectrum, and the people who devote themselves to bringing out

their talents and successes, and improving their quality of life –

parents, friends, teachers.”

One of the most startling things she learned was how variable

the condition is; there are as many expressions of autism as there

are autistic people, which means there's no single way to address

it – therapeutically or artistically.

“Some people have said, 'Well, my relative with autism doesn't

have any of these capabilities,' ” Weaver acknowledges, speaking

of those who have seen the film. “But this movie is not about

autism, and we were not trying to present the (prototypical)

autistic person.

“This is about a man who's thrown together with these two

different women, and Linda (Weaver's character) happens to be

autistic. And he learns from her, as she does from him. I think



interaction – for people who don't want interaction – is one of

the messages of the film. Which is: It's good for us to mix it up

with each other.”

In the film, Linda is able to live on her own and hold a job

stocking store shelves. She speaks capably – a struggle for many

with autism – but has trouble deciphering the moods and

motives of the people around her.

She winds up playing reluctant host to Alex (Alan Rickman), a

stranger in whose car Linda's daughter died during a traffic

accident. Alex also forms a bond with Maggie, a loner who is

Linda's neighbor.

Angela Pell, the British writer who scripted “Snow Cake,” was

inspired by her own autistic son, though his story is far different

from Linda's.

Nine-year-old Johnny is “at the other extreme of the spectrum,”

Pell says. “He doesn't have a huge amount of language. If I went

to see 'Snow Cake,' I'd probably come out and say, 'Well,

actually, that's nothing like my son.'

“But what I was trying to do is just give a general feel of what it's

like to learn to live with and love somebody who's rather

extraordinary, really. And there are a few other themes in there,

just generally about acceptance, really.”

Pell recalls that when Johnny was first diagnosed, “we had all

these leaflets and books showing pictures of children on their

own, with tears in their eyes. All these very negative images.”

“And although it was quite challenging with our son to start

with, it's not our experience that it's been totally negative. Our

son is one of the happiest people I've ever met, and he brings a

lot of joy to a lot of people.”

Advocating for acceptance of those who are different might not

seem particularly controversial, but “it's quite a minefield,

actually,” says Pell. And some of those mines are inscribed with

the word “cure.”

Those in what's loosely known as the neurodiversity movement



say talk of a cure is insulting and demeaning because it suggests

autistic people are broken or damaged or otherwise need to be

“fixed.” They also argue that autism is an inextricable part of

who the person is and cannot be removed like a bad tooth.

(The movement has a strong Web presence at such sites as

Neurodiversity.com, Left Brain/Right Brain, Autism Diva and

The Autism Acceptance Project, www.taaproject.com.)

Some also voice concerns that dangling the promise of a cure

can make desperate families susceptible to questionable

therapies.

Groups that have sprung up to fund research into a possible cure

counter that it's cruel not to try to help those with autism –

although nothing in the neurodiversity approach argues against

taking steps to improve quality of life.

Quite apart from that debate, though, Weaver sees a more

simple and basic need for understanding and respect.

“I don't like being in a world where I don't see people with

different problems,” she says. “I think it enriches our world, and

it hopefully will enrich their world, to be able to come and go

without our shrinking in fear and ignorance. Which is all it is.”
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MY MIT TALK NOW FOR VIEWING

You can view my talk at MIT HERE.

I gave this same talk at the Come To Your Senses today. It was

full unlike at MIT where they were in the middle of exame week. I

also met Dawn Prince Hughes who gave me a big hug. She said,

"imagine where I would be if someone decided to cure me."
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New Minds, New Bodies, New Identities

You can now watch the h2O conference at MIT here. . Consider

Oliver Sack's comment on the blind man who was given sight, and

thus became "more disabled."
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Autistic Teachers, Scientists, Consultants Every
Day

As many of you know, Amanda Baggs has been working with MIT

on their assitive devices for autism. Michelle Dawson is a

researcher at the University of Montreal. Dr. Morton Ann

Gernsbacher so eloquently wrote about the meaning of

participation in this article, The True Meaning of Research

Participation. But autistic and Aspergers teachers? Policy makers?

Board members and leaders? Introducing, Carole Ann MacDonald

who is a teacher with Aspergers Syndrome in Brampton. The

National Post:

It is the middle of a lesson in the classroom at Greenbriar Public

School in Brampton, and the boys, aged 12 to 14, take turns

jumping on the trampoline in between listening to their teacher.

"It releases tension," teacher Carole Ann MacDonald says

matter-of-factly, as she surveys a classroom that also includes

terrariums, a beanbag chair, a sectional couch and, most

importantly, three teaching assistants and a teacher for just nine

students.

Ms. MacDonald knows, perhaps more than most, the need for an

autistic child to have a release from the structure of a school day.

When she was a bit younger than these students, she was

labelled "retarded" and severely disabled, and required a team of

private tutors to get her through school. It was not until her final



year of teacher's college, three years ago, that she was

diagnosed with Asperger's, a form of autism.

I am excited about reading as Adam is still young and his

prospects of being taught by people who might really understand

him are becoming a reality. I was a little disturbed by this next

judgmental paragraph, as I certainly wouldn't mind hand-flapping

or "autistic behaviours" from any of his teachers, so long as they

knew how to teach:

Ms. MacDonald is considered by autism experts such as Dr. Kevin

Stoddart to be among the highest functioning cases of

Asperger's. She does not shake hands obsessively or have any

noticeable physical tics. Her unusualness manifests itself in a way

that is difficult to pinpoint.

In the classroom, where other teachers might give harsh words

when students misbehave -- the boys on this particular day were

eating, pacing the room and talking out of turn --Ms. MacDonald

laughs.

The Autism Acceptance Project support group, lead by four

autistic adults (so far -- more are welcome!), has adults with

autism, Aspergers and are all so very unique as individuals as are

their experiences.

The possibilities abound.

Labels: autistic people
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Thinking Bloggers



This will be a rambling post.

Contrary to the title, it is not

"thinking" about much, really. It

is not an essay with a point. It is a

post reflecting the state of the

world as we feel it today.

I want to thank This Mom for

mentioning me in her post today.

I've recently noticed this

Thinking Blogger nomination

memes going on, and I happen-

stanced upon Kyra's post today.

As Kyra noted, there are too many wonderful bloggers out there

and so much to read. I don't think I have the time to read

everyone I would like to, particularly how I am trying to write a lot

more these days on other topics elsewhere.

Yesterday, I spoke a little about Adam and how well I think he's

doing. I have been thinking about all the fretting we have done,

and how at peace we are these days. Is it spring? Sunshine?

Summer quickly approaching? The great school we now attend

where Adam is integrated and happy? The new approach we take

at home in respecting Adam , his innate intelligence and building

learning programs that really address his learning style?

I reflect that it has taken us nearly four years to get to this point --

dealing with therapists coming from ABA backgrounds and

keeping the ones who really want to learn how to teach -- nearly

fighting with some of them about Adam's needs and HOW to teach

him respectfully. We need this combination of background and

flexibility when teaching kids. And then, at Adam's school, there is

no background but the right method for his needs. (I will not

disclose his school for safety and privacy reasons).

Yes I Can! nursery school lost their funding for summer camps

yesterday. I am very sad about that as Adam used to attend that

camp when he was a very little guy. Adam attended Yes I Can! for

preschool and camp. While he outgrew their teaching style, it was a

warm welcoming place when he was very little. This was where he

learned how to paint, where he wore his first Halloween costume.



Janet MacDougall really cared about our Adam. Many camps have

had funding cuts -- the funding goes towards camp counselors --

special needs camps were not specifically cut. And Yes I Can! was

not just for special needs kids. It was for all kinds of kids. This is

why we loved it there too -- a marriage between understanding

the special needs child and inclusion. The Toronto Star reported

that the government said that Yes I Can! scored poorly on quality

of service. I don't know if anything has changed because it has

been three years since we've attended Yes I Can! But our early

memories are positive, and then we had to move on.

Apparently, the government wishes to direct funds to counselors

with disabilities. The Toronto Star reported:

Program funding gives priority to organizations in high

unemployment areas as well as those that hire students "with

disabilities, aboriginal students, and students who are visible

minorities," Lesley Harmer said in an email. "It is unfortunate

that every year there are always more applications for funding

than money available," she said.

There is nothing wrong with that goal. The places I want for Adam

include:

-access and inclusion;

-camps that take shadows or can provide them;

-affordability (some families should receive financial support);

-understanding autism outside of the behavioural box;

There is no reason why camps should limit access to kids with

special needs, or not have special needs counselors.

Anyway, as I meander down the contented path the past few

weeks, I will sit down and write my book, a couple of essays. We

look forward to camp, to some lazy summer days, and just,

well...rambling along.

Labels: autism, funding cuts, special needs, summer, summer

camp, teaching
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TAAProject's First Support Group

Last night, TAAProject hosted the first support group for non

autistics, lead by four autistic adults -- all very different -- from

Aspergers diagnosis to autism diagnosis. The group went so well

that it wants to convene every two weeks instead of every month

for two hours at a time. There is one thing I want to share that

speaks to comments on "early intervention."

All of the members were recipients of many "treatments," and

physical or verbal abuse from their parents, and general exclusion

and misunderstanding by society at large. Michael Moon said one

thing that was very important, I think. He was diagnosed with

autism: "What was considered my weakness turned into my

strengths. My love of playing with sand turned into photography.

My need to make noise turned into playing music. My need to

move turned into dance." To see for yourself, check out the gallery

at The Autism Acceptance Project website (www.taaproject.com)

or link at the left side bar.

An overwhelming response from all autistic members of the group

noted how important it is to focus on strengths -- that constant

focusing on "appropriateness" is so damaging to self-esteem.

As the years pass, it becomes less difficult to break away from the

limiting boxes that many interventionists put us and our kids into.

Instead, the people who work with us are learning about the

importance of following Adam's lead and respecting him. Adam

works everyday, but we don't focus on the negative or what he

isn't. We focus on what he is. And you know what, we are

beginning to fly at a rate that we never did before. I believe that

there is room for working with autistic kids for sure, but in a way

that we do not typically think about which is valuing our kids and

the way they learn.

Labels: art, autistic strengths, early intervention, quality of life,

weakness
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Belated Mother's Day Wish



A belated mother's day wish to all:
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My New Book

Well, it's my first piece published by Key Porter Books. You can

pre-order here at Amazon, edited by Cori Howard and titled:

Between Interruptions: Thirty Women Tell the Truth

About Motherhood*

The other contributors (all Canadians) are Lisa Bendall, Randi

Chapnik Myers, Christy Ann Conlin, Leanne Delap, Monika Deol,

Debleka Guin, Marina Jimenez, Alison Kelly, Chantal Kreviazuk,

Joy Kogawa, Deidre Kogawa-Canute, Jen Lawrence, Mary Lynk,

Rachel Mate, Chandra Mayor, Ami McKay, Carrie-Anne Moss,

Susan Olding, Sheree-Lee Olson, Katrina Onstad, Elizabeth

Renzetti, Harmony Rice, Rachel Rose, Denise Ryan, Cristina

Sampang, Carol Shaben, Joanna Streetly, Dorothy Woodend, and

Jamie Zeppa.

My other book is in the making.
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Are We Blind?



I have a little something I’m

working on for all the “autism

moms” today, but it’s not quite

ready – the reason I haven’t

been blogging this week is

largely because I have to figure

out how to use a new MAC

computer which I got for the

purposes of making easier

movies and presentations. Huh.

I knew the salesperson made it

look too easy. Anything that

looks or seems easy, is never easy. My father was right.

What an interesting week it has been: I spoke at MIT this week

and they will be loading my presentation into You Tube. I met

Amanda Baggs there and Amanda is at MIT all week now. I

commend Rosalind Picard and Rana Kaliouby for understanding

the importance of adding autistics to their research teams. Rana

said to me “knowing what we know now, we would teach this

course differently.” In other words, with a growing understanding

of the social and ethical issues surrounding autism (rather than the

medicalized accounts of autism we are hearing much too often),

they would not teach autism and technology out of the proverbial

text books. What a breath of fresh air. Some people who actually

care what autistics think. I asked other scientists in the room to

consider the same, and to talk to Autism Speaks and like

organizations about their marketing tactics that steam roll over

the real issues, in other words, how autistic people (and parents

like myself), feel about manipulating fear and despair for research

funds.

And then my other mother’s day surprises: two articles in the

New York Times today that are must-reads: Genetic Testing

+ Abortion = ??? and then in Sunday Styles an article on the

disability community called Clearly, Frankly, Unabashedly

Disabled: “This is who I am. If you have a problem with

it, that’s your problem.” Are we finally entering an era (in the

US anyway, as Canadian press are very lame so far in addressing

the issues) of discussing prenatal screening and, uh, ethics?

Consider Sarahlynn Lester’s comment, a thirty-two-year-old

supporter of abortion rights, “I thought it would be morally wrong



to have an abortion for a child that had a genetic disability.” In

other words, it used to be “easy” to stand on the side of the pro

choice movement. But now that technologies have made the stakes

higher, our knowledge and control over life greater, the choice is

not so easy. Do we have the right to choose between certain kinds

of children?

“How much choice do you really want to give?” asks Arthur

Caplan in the article who is chairman of the department of

medical ethics at the University of Pennsylvania School of

Medicine. “That’s the challenge of prenatal testing to pro-

choicers.”

I’ve written about this many times. I went into that genetic

counselor’s office when I was pregnant with Adam. I heard

statistics and was confused. There was no way of knowing what life

would be like if I had a child with a disability until I lived with it.

And the fault is society – us. People with disabilities are the

statistically highest minority group in the US today. Unlike other

disabilities, however, autistics still do not receive the same

consideration. While people may be listening somewhat to the

Downs and other communities, we have a real problem in hearing

out those with autism, largely due to ignorance about disability to

begin with and then how that has proliferated organizations like

Autism Speaks which spread fear and despair about autism,

despite what people with autism have to say about their own

disability.

The New York Times article on disability today says:

“The public image of people with disabilities has often hinged on

the heroic or the tragic. But Mr. Blue [who has CP], 28,

represents the broader portrait of disability now infusing

television and film. This new, sometimes confrontational stance

reflects the higher expectations among many members of the

disabled population that they be treated as people who happen

to have disability, rather than as people defined by disability.”

At the MIT lecture, a young man said that he could understand

what it would be like to lose an arm, be deaf, be blind, but he

couldn’t understand what it would be like to be autistic – that he



couldn’t wrap his head around it. I think what most of us are

lacking, in this autism debate, clearly, is a theory-of-mind. Indeed,

it is not the autistic who are “mind-blind,” but rather, the rest of

us who are blind to the community, the words, and the real lives of

those who tell us everyday, what it is like to be autistic in our

society.
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Life is not a Preparation

This Tuesday, I'm speaking at MIT. I'm talking about all the fear

and fascination we see and hear about autism and what respect

means. I'm talking about a fair way of talking about autism. I'm so

heartened to hear others who talk the same way. It strikes me

that our autistic children are put under unfair and impossible

microscopes -- every behaviour scrutinzed, pondered, with

therapists often wanting to change it. Is this really fair? Do we put

other five year olds who tantrum and are being stubborn, or who

do not want to do something under the same microscopes? Have

we set the bar a lot higher for children with special needs?

This focus on changing behaviour that isn't harming anyone strikes

me as a waste of time when Adam needs to focus on learning and

living, but not always preparing for the future. That really does

happen naturally. We have decided that it's also important to

spend time enjoying life and being together. I think today I'll take

him out for lunch, walk the dog, and we'll do what we want -- it's

Sunday. I don't book anything on Sundays so we can discover

what's out there, discover ourselves, and who knows what else.

What we want is some quality in our lives, and we are happier

when we don't have to worry every single day of what may be or

what may become of Adam. Life is about living. Yes, it's also about

working. But we want to live today, not worry about tomorrow.

Here's a great post by Aspie Home Education. In order to learn

and to discover ourselves, autistic or not, we need some time and

space to experience.
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Ralph Savarese's Book in Newsweek:

Home Is Where The Heart Is

The Savarese family thought they were autism

experts—and then they adopted DJ.

May 4, 2007 - We’re told to pick our battles if we want to make

a difference in the world. Activist and writer Ralph James

Savarese thought he and his wife, Emily, had done just that. For

her it meant working with a Florida center for disabled and

autistic children. For him it meant writing and teaching college

students about responsibility and social obligation. But in the late

'90s they found themselves forgoing these larger causes for the

smaller one staring them right in the face: an abused, autistic

toddler named DJ. Click here to read more.
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Blogging Against Dis-Ablism Day

Today is blogging against dis-

ableism day --the purpose of which

is “to write about disability and rail

against the discrimination that

disabled people continue to face.”

Yesterday, Orato Media published

"I am the Happy Mother of an Autistic Child." I think that will be

my contribution to today's theme. It is about accomodating autism

versus remediating it, and understanding the Hue in Hu-Manity.

Speaking of hues, I also want to point you to Elliot, an autistic five-

year-old artist who was in the New York Times today (thanks to



Kristina of Autism Vox for pointing me in his direction). Elliot'sKristina of Autism Vox for pointing me in his direction). Elliot's

cards are available

for sale here.

In the Wolfond

household, we are

about what can be

done as opposed to

the cannots. Our lives are about creating the lives we want to live

and trying to make it happen no matter what tries to obstruct us.

Labels: ability, art, disableism, possibilities
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Reasons, Rationale and Representation

Yesterday, I attended a function for the arts. Not a minute too

soon, either. When the well runs a little dry, one has to replenish.

For me, its art and literature that inspires.

A few parents discuss how they do not write about their child, or

reveal anything about their own autism, their past. This is utterly

fine -- not everyone is comfortable in revealing truths about

themselves, their relationships, their families and all that

complicated stuff that goes with it. Some autistic individuals fear

that information will be used against them, and already so

susceptible to scrutiny and hate, I don't blame them. It's really a



personal choice about how much one person can take. "Exposure

anxiety," is an issue when raising awareness about autism -- while

Autism Speaks may have huge walks and people come together, it

is much more difficult to physically coordinate an event of

solidarity among autistic people and their supporters, for many of

these reasons. That is why we must work together to find solutions

of accessibility. Online solidarity has certainly changed the face of

civil action and we have to keep working.

I have deliberated over Adam's privacy issues over and over

again. I try to be careful in how I express myself in order to keep

his dignity in mind, but I also try to communicate that we too have

our challenges. I never know when I may change my mind about

how I write here or elsewhere. Yet, for now, I always come up with

the same conclusion: Adam makes me so proud. Adam is autistic.

Adam shows me (and hopefully others) that being autistic is really

no big deal -- that despite the fact that he needs a little extra

assistance here and there, he really is a great kid, with so many

possibilities. We owe him, and others, the accomodations that he

needs so that he may have a chance. We would ask no less for any

other child.

After listening to the concerns of parents with older autistic kids on

the Revolution Health conference call, in person and on many of

your blogs, I am excited about the future. Here in Canada, we have

college courses that are adapted for many disabled individuals.

Organizations like D.A.N.I, won't take NO for an answer and are

working towards creating employment opportunities for many

autistic and other disabled individuals. Overall, the pulse is

changing. I find that more and more people are open to accepting

autism and including autistic people. I believe that the increase of

autism diagnosis is steering us towards an inclusive society, more

than any other time in our history. Do I believe this because my

attention is focussed on autism? Perhaps. But have you seen many

people diagnosed with mental retardation these days? I see more

and more kids being diagnosed with autism and parents who want

their children to be a part of society. That is the engine I'm talking

about here. It should not be an urealistic expection of making

autistic kids, "normal," per se, but rather, helping autistic kids to

achieve their potential. Let us never underestimate that!

Many people who have never understood autism are reading

fiction about autism. While those of us who are involved in autism



everyday have many criticisms about how autism is represented,

must remember that some novels have begun to change (for

better or worse) some naive public perceptions -- many people

who read this stuff come up to me and reveal "I never knew that

people with autism are intelligent," for instance. This mainly from

books like The Curious Incident of the Dog in The Night-Time and

The Speed of Dark. Now I could scoff at the fact that others think

that autistic individuals are "less than human," "not that

intelligent," or come to terms with the fact that this is the first step

in changing a perception -- so many people are never exposed to

people with disabilities because we are not yet a fully integrated

society. There are many hurdles to overcome in autism perception

and representation, and our collective diligence in demanding more

and better will only help to continue to shape this perception in a

positive way.

Ralph Savarese's book ReasonableRalph Savarese's book Reasonable

People is another example of a

parent who has embarked with his

child, D.J. in changing public

perceptions. They have opened

their lives, their challenges, and

their family so that the rest of us

may learn. This is why we share,

write, create. This is why art is so

important to humanity.

Reasonable People is now finally

available for purchase.

So, at the end of the day, Adam is my pride and joy. He is autistic.

When I tell people he is autistic and their faces drop because they

don't know anything, or don't know what to say, I talk about how

terrific he is. I smile -- because he really does make me smile

everytime I think of him. I remember a time when I knew nothing

about autism. I never rubbed shoulders with a disabled individual

in my school. Thanks to Adam, I've had to learn and the world has

opened up for us. I can also tell you, smiles are contagious and

open up the world for others as well.



Last night, I saw this danceLast night, I saw this dance

troupe (Complexions

Inc.)and two of the dancers

from NYC came to our

home. One of the dancers

moved his body like I've

never seen. I want to call

him "rubber man." But his

performance was more

beautiful than that. It was as

if his body was carving space

-- I could see the archs of

light that followed the

movement of his arms and legs. Just like many shows I've seen, I

think -- wow, Adam would love this. Many autistic individuals

would love these performances. So, I'm going to start writing

letters to the Toronto Symphony Orchestra, theatre troupes and

dance companies to have special days where autistics can come,

enjoy, whoop and flap. I'm calling it PLEASE DO DISTURB.

Since I know from first-hand experience that art can change lives,

I feel so strongly that Adam should have access to many

performances in his life -- it inspires, enhances, and helps us create

our own performance, this art form called life.

Labels: art, literature, representation
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When What Seems Broken Is Perfect

WHEN WHAT SEEMS BROKEN IS PERFECT is a guest

post by Barb Farlow. I got to know Barb after I wrote a letter

which was published in The Globe and Mail on "prevention." The

article was written in February 2007 and titled: "Expand

Prenatal Gene Tests, MDs Urge."

Barb called me to discuss her daughter who was diagnosed with

Trisomy 13. Barb is a professional engineer and mother of five

children at home. She is married "to the greatest guy in the

world." After an incredible amount of effort and a lot of help

from ethicists, health care providers and patient safety



advocates in Canada and the US, she was able to obtain change

at a presitgous hospital here in Toronto. The hospital invited

them to tell the story of their daughter -- Annie --to the Grand

Rounds to which she says "we are certain that it will have a

positive effect for the care for all special children." Annie's story

will also be told at medical schools, a genetics and ethics

conference in Calgary and an International Ethics Conference.

--

The graph is still taped to the inside of my kitchen cupboard, pencil

on a string dangling down beside it. It depicts the progression of

my newborn daughter’s weight, most days showing a moderate

increase and thus reflects a thriving child. It ends abruptly at 80

days.

How can the value and purpose of a life be determined? Can these

be measured by longevity, intelligence or the productive

contribution of an individual to the economic base of society? Even

more important, who has the right or ability to make this

judgment?

My husband and I were recently faced with a very difficult

situation. We are in our 40’s, educated and financially stable. We

have 5 children at home and we love sports and travel. The kids do

well at school, are athletic, and all are healthy as horses. Life was

good to us. We were pleasantly surprised when we discovered that

we were expecting a new life to love and nurture.

We first heard of our unborn daughter’s genetic condition long

before she was diagnosed. It was considered a lethal condition, an

extra 13th chromosome. Most babies don’t make it to birth and

those that do live a few years and are severely disabled. I thought,

“Well, what is the point of that life?”

When the geneticist uttered the dreaded words, “your daughter

has trisomy 13” and it was a diagnosis about my baby and not

someone else’s, the reality was entirely different. With the ferocity

of a lioness, I wanted to love and protect this little girl, and do all

that I could for her. If her existence was only to be a few more

months of kicks and flutters in utero, then I wanted her to have

that life for the sake of both of us. We named her Annie.



After the diagnosis, the research began. It was frantic, and went

long into the night for months. We researched medical details and

personal stories. We communicated with parents all over the world

who had a child with this very rare condition. We discovered that

the babies can live longer, but they may need a lot of medical

treatment. The most amazing discovery was that the parents

continually stated that they treasured and delighted in every day

of their child’s life. They knew with certainty, that the gift of that

life was not theirs to keep. The children, called “survivors” were

blissfully happy and progressed developmentally, albeit slowly. It

became increasing clear to us, that unless the medical intervention

to provide life was excessive, Annie was better off alive than dead.

We were not sure how we could do it. I was the kind of mom who

usually forgot to pack a diaper bag. I would often be impatient

when one of my children couldn’t master the math skills in their

homework. Could I ever develop the patience for a child who may

not be able to sit on her own for a year? How could we fit Annie’s

care and needs into our busy schedule? We had 5 soccer teams in

the summer! We were more frightened than we had ever had been

in our lives. Love for Annie compelled us forward.

Annie was born full term, crying. She was mildly afflicted, as the

syndrome goes. She needed a very small amount of oxygen and

had hypoglycemia. Annie could not take all of her nutrition orally

and so she had an NG tube (nasal gastric tube), which was a tube

that went in through her nose down into her stomach. I became

skilled at its reinsertion, every 3 days. We fed her expressed

breast milk. Somehow, we dealt with all of the issues. We knew

that with time, Annie would take more feedings orally and her

need for oxygen would lessen, and likely be eliminated completely.

We were aware that the first year would be rough. Everyone

pitched in. Our 12 year old son took over the lawn maintenance

and his older sisters took on Annie’s developmental progress and

bought “mind stimulating” music and ordered her a “Bumbo seat”

to help develop strength.

The whole family came together in ways that I never dreamed

possible. We discovered how true our friends and family were by

their support and encouragement. Somehow, the homework got

done and the gang made it to their soccer games.



At age 75 days, Annie smiled at us for the first time. Even now, a

year later, the memory of that first and only smile causes me to

cry.

Annie experienced respiratory distress at age 80 days and was

transferred by ambulance to the Children’s hospital. The

physicians told us she had pneumonia. Our beloved baby died less

than 24 hours later.

There are two ironies to this story.

The first is that we thought we had a choice of life for Annie but

the reality is that we did not. The medical records, which we

instinctively felt compelled to obtain and have had reviewed,

reveal no signs of pneumonia. An effective “Do not resuscitate”

was ordered without our knowledge or consent. The final

computerized medication report from the intensive care of an

excellent hospital is inexplicably missing.

The hospital issued a letter of apology stating that sometimes

“communication does not occur in as clear and consistent a fashion

as we would wish. For that, we are very sorry.” Recent

developments in medical science can be used to diagnose and

terminate certain lives but the choice to use medicine to prolong

these lives doesn’t seem to be an option.

During her 80 days, our little Annie taught us our greatest lessons

in life. Through her life, we experience the deepest sorrow and the

most intense love. She taught us the true meaning and purpose of

life and we are forever changed as a family. Our children have

learned that if they are ever in need, their family will love them,

protect them and do anything to support them just like we did for

Annie. They developed an incredible empathy for the disabled and

the vulnerable.

The ultimate irony is that this little girl who seemed so broken,

flawed and seemingly without purpose or value, was in fact,

perfect after all.

Labels: Disability, Ethics, Medicine, Prenatal Screening, Treatment
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Revolution Health Conference Call

I participated in absentia in this. Unfortunately I had another

function but here it is for the rest of you to listen: Revolution

Health.

Thanks to Dr. Michael Weiss, a developmental psycologist in

Connecticut; Dr. Robin Chernoff, a pediatric developmental

specialist in Maryland; blogger Autism Diva; Kathleen Seidel of

Neurodiversity; and Jan B of Just a Mom, That’s More Than

Enough and Madeline McEwen-Asker of Whitterer on Autism and

Kristina Chew of Autism Vox. What a great way to pull people and

this dialogue together. Special thanks to Cynthia Samuels for

bringing everyone together.
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Joy Is Not An Outcome

“We grow up

believing that

what counts most

in our lives is that

which will occur in

the future.” Mihaly

Csikszentmihalyi,

Author of Flow.

“I never think of the future. It comes soon enough.” Albert

Einstein

“Worry never robs tomorrow of its sorrow, it only saps today of

its joy.” Leo Buscaglia

“Our future is not predictable. Our future is the result of the

choices we made.” Garth Brooks



In the “autism debates,” how much of this is true – that the crux

of what we seek lies in a desired outcome? Whatever therapy that

is debated to be “right” for autistic children, this is the foundation

upon which it has been built – that the outcome should be that the

child should function, should be as normal as possible, should live

as much of an independent life as possible. It seems that we are so

focused on these outcomes, that we’ve forgotten about today. For

me, I know that there are hard days. Frustrated days. Even

worrisome days – worry is about tomorrow, about an expectation,

about a desired outcome. For me, my frustration gets directed

outwards on a society that doesn’t seem to understand autism,

doesn’t know how to accept Adam fully as he is.

I forcibly took some time away from all of this. I recommend it for

everyone – to live your life, go out (find that babysitter if you

must), and do something you enjoy. Moving out of autism, you

begin to realize what quality of life really means: it’s not living for

tomorrow but for today. It’s enjoying your life and your child. It’s

about creating your life and your reality. It’s not that you give up

educating or on your child. It’s just that you don’t worry so much.

How many times are we really putting our children under an

impossible magnification? It seems that once your child is

diagnosed autistic, the bar is raised higher for our kids than for

others. Every tantrum, every bit of anxiety all goes scrutinized as

the “fault” of autism. It’s simply ridiculous. No one can live a life

like that without snapping.

There are many people coming and going and we’ve been doing a

multi-disciplinary “therapy” (I prefer to call it tutoring or

education or just one to one assistance) for three and a half years

now. For all these years, all we’ve been focused on Adam’s

“progression.” Reading all of your blogs, I would say we’re all

pretty much focused on that. One assumes that progression must

lead to someplace – a fantasy of a child who talks, who goes to

school, maybe even university. In the meantime, we if think about

the worst-case scenario (that our child will never become

anything), our bodies are in constant fight or flight mode, a state of

panic for what does not yet exist, and we’ve come to learn that

being in “fight” mode all of the time is a contributer to chronic

stress – we are putting our bodies in the thing that we are actually

thinking about. Perhaps we’ve even attached our sense of self to



these particular outcomes, or attached ourselves to a habitual way

of thinking and “treating” autism.

Think of an elastic band for a moment. You’ve got that band in

your hand and are pushing and pulling it back and forth. What do

you notice about the rubber band? It seems malleable and it

moves back and forth – we are pushing and pulling the band to get

that motion. Then what? If we pull to hard, the band may break,

or worse, the band may hit someone else and hurt them. But

where does this rubber band go? While it is moving constantly

through our push and pull motion, it still ends up going nowhere.

So although I’ve used the word struggle many times, and felt like

talking, dealing, and confronting autism can be a “struggle,” a

constant push-pull action that seems to be going nowhere, I would

now like to change that word to STRIVE. What happens when we

strive? We begin to move forward with what is.

We have come to believe that a struggle is noble. We believe that if

we don’t struggle, then the undertaking is unimportant. I think

I’ve had it wrong. Struggle is not what I want. I just want to move

forward with what is. I want some flow. I want to spend more time

with my son, who has just turned five and whose life is traveling at

a speed that I never could have imagined. While we must strike a

balance between teaching and living, we must always remember

that our children are only children for a very short time. We need

to cherish the moments.

In Flourishing, edited by psychologists Corey Keyes and

Jonathan Haidt from Emory University and the University of

Virginia respectively, Martine E.P. Seligman of the University of

Pennsylvania writes in the chapter titled “The Past and Future of

Positive Psychology.” I found the following quote very revealing:

“Prevention was a theme of the 1998 meeting in San Fransisco.

We asked how we can prevent problems such as depression,

substance abuse, and schizophrenia in young people who are

genetically vulnerable or who live in worlds that predispose them

to these problems. We asked how we can prevent murderous

school yard violence by children with access to weapons, with

poor parental supervision, and with, perhaps, a mean streak. The

answer does not lie in the disease model (Catalano, Berglund,

Ryan, Lonczak & Hawkins).



What we have learned over 50 years is that the disease model

does not move us closer to prevention of these serious problems.

Indeed the major strides in prevention have resulted from a

perspective focused on systematically building competency, not

correcting weakness. Positive psychologists have discovered

that human strengths act as buffers against mental illness (Keyes

& Lopez, 2002.) Much of the task of prevention in the 21st

century will be to continue this fruitful line of work and create a

science of human strength, the mission of which will be to

understand how to foster these virtues in young people.

(Bornstein, Davidson, Keyes & Moore, in press).

By learning optimism, not out of naivete, “we do not repair

damage, but instead teach skills.” Optimism also moves us

forward. It is creative and empowering and keeps us in a

productive mode.

It’s been an interesting week just thinking about where we are.

I’ve had to think about how long we’ve been on this path and

about the quality of our lives together and what I want that to feel

like. I want more time with my little guy before he grows up. I

want to teach him myself some days because I have the patience

and love for him that no one else will ever have, and I do find those

precious connections we share that enable him to learn. I do

become frustrated some days. But it’s not because of Adam, it’s

because I haven’t listened or don’t have the time to listen. It does

take time. We have been so happy together this week, and he

really wants to learn from me, his parent. Being with therapists all

the time is no way to live. In the beginning, we were told we HAD

to do therapy for 40 hours a week – we all pretty much hear that

one. Our children are not happy exclusively with therapists. Our

children need us.

There may never be a eureka moment in autism science. We may

never know everything there is to know. As Isaac Asimov said

“The most exciting phrase to hear in science, the one that heralds

new discoveries, is not the ‘Eureka!’ (I found it!), but ‘hmm, that’s

funny.’” In other words, we may learn not what we seek, but

rather something entirely unexpected. So there is no sense in

waiting for something that may never occur. It only makes sense

to continue with what we have right in front of us, and what that

asks of us.



“Imagination is more important than knowledge. Knowledge is

limited. Imagination encircles the world.

We should take care not to make the intellect our god; it has, of

course, powerful muscles, but no personality.

We cannot solve problems by using the same kind of thinking we

used when we created them.” --- Albert Einstein

Joy is not what

Adam will become.

My joy comes from

living with him,

from possibilities

that I don’t invest

in too heavily. Joy

comes from being

with Adam, and what he reveals to me every day.
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Happy Birthday Adam

It is Adam's 5th

birthday today. We

had a little party on

Saturday and the

parties will

continue -- in our

house they are nice

quiet parties.

I am so proud of my little guy. He woke up all smiles, still cooing

the way he did years ago. He is trying so hard to talk, but it's not



really coming yet. I'm looking at Dynavox and other systems -- hereally coming yet. I'm looking at Dynavox and other systems -- he

sure likes the lightwriter we

are playing with right now.

Problem is, here in Toronto,

there is a wait list to get these

devices because many

"therapists" don't think they

work for people with autism.

At costs of $6,500-$10,000

Canadian, the average family

can not afford to buy them.

Bloorview Macmillan here in

Toronto can "prescribe" them

as they are the government's designated "prescriber." Yet, who

can afford to wait two years, let alone swallow that price tag?!

Adam needs devices, computer programs and more. He needs

these things to be subsidized and accepted in the classrooms. We

need to press our government officials and make them understand

what accomodation means.

Today, on his 5th

birthday, I do not

mourn the child I

do not have, I

celebrate the Adam

I do have, to whom

I responsible, and

to whom I owe a great amount of fortitude and joy. His life is full of

possibilities, and he will never disappoint me.
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Endgame



My recent viewing

of LUCY – a play at

CANSTAGE at the

Berkeley Street

Theatre in Toronto

inspired some real

feelings with

regards to how our

lives are viewed by

others. LUCY is not alone at fault for raising arms-length

fascinations of autism – movies like Rainman, and others that deal

with peripheral views of disability as opposed to films like The

Sound and the Fury and My Flesh and Blood which deal with in-

your-face, real issues confronting those with dis-abilities. Autism

Speaks and their recent parading of autism as horrible fate-worse-

than-death scenarios on Larry King and Oprah don’t help. Oh but

wait, “my life is better because of my autistic child” recent

statements by the advocates who earlier stated how terrible their

children were, is making the issues confusing (quite frankly I see

no point in being politically correct when you are trying to beat the

autism out of the child rather than dealing with the issues and

enjoying the child you have). All of it effects our lives deeply:

We go into a store and two women who watch Adam hop to a row

of books at the bookstore feel it is their right to stare at him and

say “autism,” like we can’t hear them. Friends (with all the right

“intentions) feel it’s okay to call out of the blue to proclaim they

saw Michael Waldman proclaim that television causes autism, so

gosh, it must be true and I better do something quick because I

must be a bad mother for plopping my son in front of the telly (like

by golly, that’s all we do all day). People feel it is okay to watch

every single move Adam makes and talk about autism in front of

him, rather than engaging with him. I do consider the media and

representations of autism very much a contributor to the way we

treat and regard autistic individuals.

There is a real difference between people calling asking “what do

you think about such and such,” and authentically trying to

understand. But it’s not fair to stare or to assume that all we want

to do is talk about autism all day long. We don’t. I may say I don’t

feel like talking about it. We don’t feel like being stared at all the

time. All Adam and I want is to walk out into the world and to live



our lives freely. We want to work, to go to school and live as we

want and are able. While one might argue that all the fuss is raising

awareness about autism, and arguably, make us able to

accommodate autism better, we must also be aware of the dangers

are in making people “fascinating” like “pathologies” for our

consumption or entertainment, rather than really getting to know

us. There are days that I feel like the political chess game called

autism is becoming quite boring, and yet ironically dangerous for

us not to participate in. It may be a game without conclusion and

yet, a game Adam can’t afford to lose.
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A Review of LUCY

At CanStage in Toronto is the

play LUCY, written by Damien

Atkins who, in consultation with

Autism Speaks, The Geneva

Centre and the University of

Toronto’s Department of

Anthropology, starring Philppa

Domiville as Julia, Tony Munch

as Gavin (Lucy’s father), Seana

McKenna as Vivian (Lucy’s

mother), and Brendan Murray as

therapist and head of Lucy’s school, and last but not least, Meg

Roe as Lucy.



Named after the well-known fossil known

as Lucy, she is one of the oldest and best-

preserved skeletons of a hominid (two-

footed, humanlike primate). Lucy was of

the species Australopithecus afarensis. Her

remains were found in Hadar, Ethiopia, in

1974 by American anthropologist Donald

Johanson and his student, Tom Gray.

During her life, Lucy stood about 3.5 feet

tall and weighed close to 65 pounds. The

shape of her leg bones, pelvis, and spine

indicate that she walked upright. She is estimated to have been

between 25 and 30 years old when she died of an unknown cause.

Compared with humans, Lucy had a small skull, long arms, and

short legs.

It’s interesting to hear a play begin with Lucy, an autistic thirteen-

year-old talking, reflecting about the mother she peers on from

above. When the spotlight shines on Lucy, she is lucid and not

autistic at all, perhaps intended to suggest an ability to self-reflect,

to think. The play begins with Gavin, Lucy’ s father divorced from

Vivian, her mother, to request that Vivian, an anthropologist, take

Lucy for one year so he can connect with his new bride. “I’m

exhausted,” he proclaims. “I didn’t think I could have life again.”

Vivian, who left Lucy as a baby, eerily reminiscent of refrigerator

mother theory, reluctantly usurps her traveling life to welcome

this “stranger” into her home. Gavin arrives, schedules in hand.

Lucy repeatedly rings the doorbell and once inside, settles into

drawing on the floor. “She needs a lot of structure,” says Gavin,

telling Vivian to do the same things, buy the same things lest Lucy

devolve into a set of tantrums. Lucy also gets accepted into a new

autism school after being on a wait list for three years and, “where

they can do a lot for her,” he says.

Vivian gets acquainted with her daughter – Lucy turns on the

television and takes off her pants. “Put your pants on,” says

Vivian, “put them on or no TV.” A battle of wills ensues, Lucy

retreats to the bathroom, we hear a few bangs, and comes out with

feces on her hands.

“Did you do anything out of her schedule?” asks the brilliant

therapist.



“I told her that if she didn’t put on her pants there would be no

TV.”

“Her pants are made of corduroy,” he says, “it’s called sensory

integration dysfunction. Her pants were painful to her and she was

communicating to you that she didn’t want to wear them.”

Is this sounding like an autism 101 class yet? The first act

certainly felt that way. Anyone living with an autistic person may

have been cringing during this first part of the play. In fact, writer

Atkins obviously was so fascinated with all the theories in autism

that he had to get them all in there as quickly as possible to the

point that the true meat and potatoes of the play – the idea that

autism is a form of human evolution – a way for humans to survive

in this over-populated, closely knit world – was not really

explored. The play chugs along making quick stops at all the

autism theories we hear about in the news today. We witness the

devoted but exhausted father who “does everything” for his child

by enrolling Lucy in endless therapies. We learn that Vivian is

“autistic” as she prefers digging fossils in Africa over engaging in

social repartee. The play shows Lucy overwhelmed by the

therapists in and out of her life with an interesting auditory and

visual montage of the voices in her life – of “do this, do that” and

“use your words,” echoing painfully in her head.

Vivian becomes the mother obsessed with vaccines and mercury

theory – unable to view herself as the genetic material that made

up Lucy -- and moves all to quickly to an accepting mother,

appreciating the gifts of her daughter. They become the coup

d’etat against the outside world of theory and intervention. They

bond, they read books together, and Lucy is allowed to express

herself in her art. Vivian cuts off all therapy and decides to move

to Africa with her daughter to finish her book, and let Lucy be

herself. “Don’t you see?” Vivian says to Julia, her assistant. “We

are not meant to live this way.” She begins to talk about howare not meant to live this way.” She begins to talk about how

civilization is

wrapped up in

doom and gloom,

how people use

technology more

and more in order

NOT to socialize



and engage in confrontation. Her theory, based on survival of the

fittest, is not that autism is an aberration, but rather, that autistics

ARE the future. To Vivian, autistic people are a genetic evolution

of human survival – humans that are more pragmatic, who prefer

to be alone, who do not get wrapped up in emotional webs that are

not working. Contrary to disability, Vivian views Lucy as perfect.

“No one will stand with you on this,” says her assistant, Julia.

In an interview in NOW magazine, director Atkins says, "I guess

the point of the play is the validity of putting people in categories,

boxes that distance you from others and don't allow for real

understanding or compassion."

"I feel strongly that Lucy's not aware of her difficulties," says Meg

Roe, who plays the young autistic woman. "For that reason I didn't

want to know too much about the clinical aspects of autism but

rather to draw on behaviours that came from me, from how I am

in the world. Creating Lucy was more a matter of exacerbating my

own habits, bringing out my own traits in a more intense way. In

earlier versions of the script, Lucy screamed a lot; now she's

finding different ways to communicate."

I was actually interested that Roe did not talk to autistic

individuals before rendering the traits of an autistic young woman.

She said in a Canadian television interview that she didn’t want

any one autistic person to shape her character. It shows. While

Roe may have exacerbated her own traits, she doesn’t quite pull

autism off.

"It's hard to know whether what I'm doing is working, because I

can't see how I'm affecting the other actors," she notes. "Lucy

rarely looks at the others and makes little eye contact. I just have

to trust that Damien's text, director Eda Holmes and my own

instincts will lead me in the right direction."

The instincts are off. The play is nothing more than a string of

stereotypes glued together -- a collage of autism politics and

theory.

Where is this all going? The play doesn’t give us a greater insight

into the autistic experience than we can already derive from

autistic art, or books and experience written by autistic people. It

is a difficult task, this attempt of trying to relay autism theory



against an interpretation of autistic experience. We get the sense

too, as Atkins ties up the play in haste. In the end, the therapists

and the ex-husband come to take Lucy back to her therapy,

because “she needs to get better.” The mother doesn’t fight for

her, but says to Lucy “I’m sorry.” There was a point when Lucy is

on the floor reacting to all the dissension, the yelling between

Vivian’s assistant who inappropriately intervenes with the ex

husband and the therapist. When Julia said “this isn’t survival,” as

Lucy wreathes upon the floor I wanted to say “oh yeah?” With the

suggestion that the government wishes to employ a National

Autism Surveillance Strategy in Canada, the idea of intervention

and the invasion upon others telling our family and autistics how to

live their lives feels all too real. So I felt her wreathing is survival.

It is communication.

I can’t help thinking as I write this of

Munch’s The Scream: shut up and leave

us alone already. The rest of live the

consequences of theories and speculations

and interventions every day. We get calls

every time some quack wishes to publicize

their latest theory, or gasp with

excitement when autism is on someone’s

famous television show again. What people don’t know is that this

is life as we know it. Stop peering at us and let us live it.

While the play wishes to suggest many things, namely how we

relate to one another, there are too many themes and director

Atkins bites off more than he can chew. He may leave our heads

swirling, but eventually we don’t end up in any place different than

where we already are – except that maybe we’ll receive yet one

more telephone call: did you see Lucy lately?
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Sensitivity Begins At Home



Just like in The Music Man,

March came in like a lion.

April approaches with

trepidation, as snow has

fallen on what should be the

early days of tulips and

daffodils.

The year has begun with

challenges. Mother’s health, my knee surgery, anxiety and I

wonder how it all effects my little guy, who is so attune to the

environment and moods around him. I can’t say that my own

immune system isn’t effected when the house in under duress. I

too, like Adam, am very much effected by moods, and

environment. I consider at times that the best remedy is to go

escape to the country and get the heck out of the punitive

demands of the city. There is something of a pulse here in Toronto

– programs to run to, schedules to adhere to, and obligations to

attend to. It is endemic to the way we are supposed to live here in

the city, I suppose. I don’t always like the way we are forced to

live, and I don’t think it’s all that healthy for Adam who is so

touched by all the stress. The world stops for no one, as they say.

The other factor is our doom and gloom society – be it through

terror and “war on whatever” campaigns – it is exhausting. There

is very little happiness in society these days, which makes it all the

more important that we focus on creating it. Forget about the

doom and gloom campaigns that are intended to scare you and get

you to act and throw money. Create a world that you want to live

in by starting at home. When I become overwhelmed, I just try to

remember what is important and focus on that. I wonder how

important these primary years are – those milestones as it were –

to Adam’s life. I wonder about just learning, being happy,

experiencing and living life.

I have four step-children in addition to Adam. Two are out of town

at university now. One of my step-sons came to me yesterday and

asked for my advice. He rarely does this, so I took it very

seriously. He said at Kings College in Halifax, his psychology

professor told them of various therapies for autistic people and

that ABA was “necessary.” Joe, my step-son, asked why Adam

wasn’t “better yet,” with all the programs he has at home. I would



like to meet that professor who gave Joe the idea that Adam

should “get better,” as opposed to simply learning the best way he

can. So I went into my spiel about helping Adam to learn and be

the best he can be. I don’t know if Joe understood this yet – he

was the one son that went to an all boys school that demands that

you “be someone,” – that successful doctor, lawyer or business

man. Joe went on to describe how he had an Aspergers boy at his

camp where Joe was his counselor. The boy had “behavioural”

problems, Joe said, and “was not allowed to return to camp.” “We

judged him as we would have anyone without a disability,” he said,

but he said it as if he were questioning himself, and trying to

understand.

It is here that I find that people have the wrong idea about

inclusion – as if it takes no extra effort or training, and that the

onus is on the person with the disability to “fit in,” as was clearly

the case at this camp. It is clear that no matter how “nice” people

are, that if they don’t understand autism and don’t have the

toolbox, so to speak, they can do little for the autistic individual.

Inclusion isn’t just including, it is learning HOW to include, to

listen, to accommodate and to understand. An autistic person

cannot be included without such understanding and provision,

whatever that provision may be because it may be different for

each autistic individual.

So now the camp loses, the Asperger’s teen loses. He is not allowed

to come back on the basis that he does not fit in among the group

of “nice” people. I asked Joe to consider when that may happen to

our dear little Adam.
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The Autism Acceptance Project

On google, you are finding the old

home page. The Autism Acceptance

Project has a new website and

forum.
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Brian Henson's Response to Senate Committee
Report

I have provided my blog to The Autism Acceptance

Project's autistic board members to comment on the

recent Senate Committee Report: Pay Now or Pay Later:

Autism Families in Crisis. Below is Brian Henson's

response to the report first. The second half is his

comment on why The Autism Acceptance Project did not

participate, nor was invited, to these hearings. We are

working on doing so in the future:

One of the centre comments of the Senate Committee on Autism in

its report "Pay Now or Pay Later" is the following statement (from

Item H, in Part III: Action Needed by the Federal Government):

"...the [Senate] Committee supports the symposium announced by

the government and recommends that: Health Canada invite

autistic individuals to attend the symposium and be given the

opportunity to contribute as equal partners in an exchange with

other participants and Health Canada ensure that the symposium

is conducted with a clear set of goals and defined outcomes and is

based on consensus building."

This statement is, albeit, a first step, but the requirements (or

conditions of inclusion) of the symposium, as outlined above, are

just not precise enough. What is the definition of "equal" in the first

recommendation? Would anyone care to say that it could mean

equal representation for each participant in the symposium for

those who are autistic individuals and those who are not? This is

highly unlikely, given the per-capita rate of autism today and the

number of non-autistic persons and organizations wanting to be

represented at such a symposium.

Also, there is no mention in the statement that autistic individuals

be represented "as equal partners" in any future symposium

orchestrated by the federal government (or a branch of the

government, including a crown corporation). This leaves the

statement of equal partnership as just an olive branch to get



autistic individuals to feel as though they are having some say in

the development of governmental resources, when the case might

be just the opposite--they might be used just as "pawns" to show

how autism needs to be treated, because the individuals,

themselves, do not "behave" as a "normal" person would behave,

and anything these autistic individuals, regardless of the number,

had to say at such a symposium, would "go in one ear and out the

other", as far as parents, professionals, and government policy

makers.

In the second part of the statement, it mentions "a clear set of

goals and defined outcomes", but does not indicate (except by

"consensus building") what these goals are oriented towards. Also,

what is consensus building? Is it just taking what the majority of

people at such a symposium want, and ignoring what the minority

are saying? If, for every hundred non-autistic persons at such an

event, there was just one autistic individual, how would one

establish both the concept of equal partnership with autistic

individuals, while, at the same time, building consensus?

These issues are not new, as far as symposiums (and the myriad of

other forms of human interaction), but still require a better

outline, available to the public, before the symposium itself, on how

these issues are going to be handled at such a symposium or

conference. That way, each person participating in such a

conference, whether as an individual, or a representative of an

organization, will understand what to expect beforehand, and

prepare accordingly. For example, will there be provision at such a

symposium for persons who used other means of communication

(such as facilitated communication) to be able to present their

views and priorities on autism? Will written briefs sent by those

not present be considered just as important as the presentations

by those attending the symposium? Will it be open just to persons

in Canada, or will persons (professional or otherwise) from outside

Canada be able to attend and present at the symposium? Will

issues affecting human rights, aboriginal issues, and other issues,

beyond autism (medical or otherwise) be open or restricted at

such a symposium? These are just a few of the questions that need

to be answered in outline form, open to the public, before any such

symposium is ever scheduled. Without such issues being

addressed ahead of time, there will just be more confusion and

conflict wrought out of such a symposium.



Of course, if the outline of the symposium, itself, is far too

restrictive, in any way, there might be more protests than input at

such a symposium. Therefore, those preparing for such an outline

of the forthcoming symposium need the assistance of various

persons experienced in the principles of negotiation, and how to

avoid conflict (and confusion), in yet another attempt at human

interaction as a basis for policy making at the government level.

This is Brian Henson's response as to why The Autism

Acceptance Project has not yet participated in such

hearings:

The question seems to arise, as to TAAP not being involved in the

recent Senate Committee Hearings.

That question is whether inclusion can be demanded or built. It

seems to be a question of time. Those who see it as a demand (and

without such a demand, no inclusion can be conceived) are ready

to point a finger at anyone who does not demand inclusion (as they

do, at that moment). However, those who see inclusion as

something built in the form of diplomatic initiatives, see it as a test

of solid but persevering patience.

If one is ready to confront those who are against inclusion, then the

diplomatic moves will flow; but if one is not ready for such a

confrontation, then the demands will be seen as purely rhetorical,

and of no subsistence.

TAAP, at the time of the Senate Committee Hearings, was not

ready, due to various factors, none of which was apathetic in

nature; and these factors, including the fact that TAAP was not

invited to participate in these hearings, must be taken into

account. To suggest, in any way, that because TAAP did not

participate in the Senate Committee Hearings it was being

supportive of those organizations who deride autistic

individuals in any way (because such organizations were present

and forceful at the Hearings) is just not applicable.

If you do not defend a neighbour at every moment does not

indicate, however slightly, that you are spreading hatred towards

that neighbour. Perhaps you were just not there, at that moment,

when the neighbour needed defending, or were limited as to the

type of defence you could enable.



Like a hockey team player who has less energy than a week ago,

and slips once or twice during a game where that player's team is

defeated, it is not the onus on that player to prove that he was the

one who lost the game (due to that player's decreased energy);

there were just too many mitigating circumstances as to why the

team lost. However, and this is important beyond the score: the

team cannot be self-reproaching over one loss; it must move on to

the next game, whether that game is tomorrow or next year.

Likewise, it is not a matter of portraying TAAP as being at fault for

not attending the Senate Committee Hearings, and causing those

opposed to inclusion to be seen as the victors at the Hearings.

There will be more chances ahead for TAAP to be included, and

often when the slower approach is taken towards political issues,

the stronger the basis will be over time. When solid connections

are made, however long that might take, the bonding is far more

permanent, and the results go far deeper than just one set of

hearings or one symposium. These results will be a much stronger

stand in support of inclusion of autistic individuals in their own

needs and support systems,whether by private interests or

governmental interventions.

Therefore, TAAP has pursued the role of bringing autism

awareness to the public not by trying to portray itself as a front

runner, ready to persuade by popularity, but by trying to portray

itself as the group with the most solid foundation as a basis of its

stand that autistic individuals, themselves, must be full party to

any discourse about the needs and supports of each autistic

individual. While other organizations, more bent on the current

situations, will fall over time, due to a lack of a solid foundation,

The Autism Acceptance Project will, with its solid foundation,

withstand the pressures over time to withdraw or to decrease its

stand on the full potential of autistic individuals.

Please note that these are individual comments made by

TAAProject board members. Stay tuned for more

comments from The Autism Acceptance Project board

members, autistic and non autistic, alike. To reach Brian

Henson, please email ryley@taaproject.com.
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Proud Pictures

Here's my little guy just minutes ago playing with a girl next door.

It's warming up here in Toronto.



PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 3/30/2007 02:07:00 PM  2
CO M M ENTS  LINKS TO  THIS PO ST

THU RS D A Y ,  M A RCH  2 9 ,  2 0 0 7

 

Love Makes Me Stay

Many thanks to Aspiegirl who sent me these videos this morning.

Indeed, what makes us stay no matter what? Love.

Adam must be sensing my change of mood. He is having another

happy day. How much do we as parents and teachers have to look

at ourselves??
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When the going gets tough

...the tough get planning.

Some of you emailed me about Adam's anxiety...thank you. Yes,

there has been a lot going on in our lives the past couple of months

and being as sensitive as he is, he does absorb everything.

One thing that works for me is to recalibrate and plan again. Get

everyone on board, and ask for support.

By the way...I believe some comments are not getting through on

this blog. Is anyone else having difficulty with this? Some people

have emailed me saying they tried to comment but... I really

haven't received these comments, so please keep trying.
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Finding the Joy in Autism

This is my mother with Dani --

an autistic young man (21)

whose name is celebrated by his

mother, Kathy Laszlo in an

organization called D.A.N.I.

(Developing and Nurturing

Independence) to get people

with disabilities working in our

community. I was honoured to

be given an award at this gala. I

spoke with many parents who have worked with their children

through the years, who find the need to continue to celebrate

despite the challenges.

I have hesitated renaming my blog. It was intended to make

others think about finding challenges and celebrating lives despite

them. There are people who do not understand autism, who speak



about it in unfair terms, who abuse our most vulnerable, and so

forth. Many of you have understood the idea – the rebalancing of

views as it were and protecting human spirit. Many of you have

not and have taken offense to the title. I am sorry you feel that

way and hopefully you can come to see why celebration is

important in autism as it is with any disability and even in illness

itself -- because we believe in life. I am not sitting in one “camp” or

the other. I think there is merit to both "sides" and we have to

begin to define what unites us. This is a moderate approach – not

falling into the hype of hysteria and not languishing in self-

delusion. I am really empathetic to the struggles that each family

faces. A lot of what I do is self-reflection and listening to other

voices. How can you not? As we learn and share, we evolve overall.

Being married to an ideology is dangerous in and of itself.

Amidst all of the doom and gloom messages about autism and

disability, as a parent, I became so frustrated that others could

never look beyond the challenges that confront Adam daily and

instead focus also on his strengths so he could receive an education

that is beyond remediation and correction – the latter which

increases Adam’s anxiety. While we still must deal with the

challenges of autism in our own family, we must find the strength

to run Adam’s team, deal with sleepless nights, and lately, anxiety.

Would I want to alleviate Adam’s anxiety? You’re damn right I

would. I don’t care if Adam flaps his hands in happiness, or looks

different, but when a child is distressed, it takes even more work

to not only find out why and deal with the source of anxiety. I’m

certain that all parents experience this day in and day out

sleuthing and trying new things. One can try a medication, but it

may not work, it may not deal with the source, or it may cause

serious side-effects. Or in the best case, it may work. Dealing with

this is a process of elimination of all the things that could possibly

be causing the stress – or the confluence of events and

environment and physiology that makes one answer nearly

impossible to find. In the meantime, as it is happening to me, I

become more distressed and sad and I keep remembering for all

the struggles that we’ve gone through together, we somehow find

that joy again. It’s what we live for. It’s what we must live for and

protect unless we become Nihilists. In autism, we need that. We

don't ignore the struggle, but we protect the joys.

Would I like to live my life so that family members and friends

really understand the complexity of our lives – trying to “live” it



like others while not really living a “normal” life at all. Trying to fit

into any category of normal isn’t a reality, and I find, very

stressful. Is it comforting when a family member questions why I

don’t answer the cure-all question with absolute certainty? No,

because it doesn’t understand the complexity of autism and our

reality. If autism could be cured, in our reality, people with autism

might not be treated with the respect they deserve. Then again, if

it is like Downs Syndrome – a way of being without a cure - how

will all of negative referencing come to affect autistic individuals in

the future? While many are busy finding a cure, others are

complacent in waiting for it and we are not getting into schools, not

getting enough supports, not getting enough accommodations. We

simply are not accepting what is real right now: that there is

human difference in our world. In the end, one can sometimes feel

very isolated in the sea of misunderstandings, complexities and

grey area. Grey area is what makes most of us up, and definitely

makes up the landscape of autism, which is to say humanity itself.

I still believe that attitude is important and asking for support in

schools and society will succeed with constructive dialogue, and in

trying to understand autism better. I still do not agree with the

hysteria we see in the media. I agree with a more strategic and

respectful approach to achieving services for our kids while also

supporting science that strives to be unbiased in this regard. After

all, we are dealing with important people here – our children. They

deserve to be treated as people, not half people and not in snappy

little sound bites that manipulate heart strings. The last thing we

need, or can endure, is disregard and misunderstandings among

the other members of our communities.

I also wish to say that we need a multitude of supports and

services for our kids that truly respects all that they can give to

society. Adam can give. He can receive. He can learn. I want to find

out what is happening to him that is causing his distress as any

other parent would. It sometimes makes me feel helpless and want

to cry. Many of you are right, you do not always FEEL the joy in

autism, but we must wait for it, strive for it, and find out how our

children can be the best autistic people they can be. For me, it

comes down to happiness. When Adam smiles, all is right with the

world again.

Finding the joy in autism – what it means to me – is a commitment

to Adam. He needs me to be positive and strong. When I am down



I know how easy it is to wallow about something that is not part of

our reality. But I notice it doesn’t help Adam at all. What would

help him is a coming together of all autism families to achieve our

mutual goals together. We need to celebrate our diversity as

parents, the diversity of our autistic children, and a diversity of

approaches to helping our children under an umbrella of ethical

debates with regards to those approaches, because we are capable

of constructive debates. Aren’t we? Despite other’s attempts to

factionalize me, this blog seeks to debate how autism is

represented because it concerns my autistic son. If titling this blog

The Joy of Autism, or the event last October, The Joy of Autism:

Redefining Ability and Quality of Life was the only way to get

people talking in Toronto or online, then it was a good thing. We

are waiting much too long for the services, accomodations and for

the respect our children so rightly deserve. We should represent

Adam and others with dignity because they are vulnerable and

sensitive. I can’t imagine that other parents, no matter how

they’ve interpreted the “joy of autism,” would not want the same

for their children. It is my dream – and as the little boy says in the

Goodnight Moon video: “Dreams are very important.” May we all

work together, question everything in a constructive way, and be

able to share our joys and struggles.
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The Right To Choose

No matter what you do or what you write, there are some in the

blogesphere who make up the facts or try to persuade people that

to do anything other than an ABA program is akin to driving your

child over a cliff. They are persuasive, I know. I know because I

was at a place for two years where although I became angry at the

poor quality of ABA service here in Toronto, it was still hard to let

go because there is little else provided. To this day there are

people who came from behaviourist backgrounds on Adam's team

because in autism's recent history ABA has been the only funded

service for autism. Many ABA therapists, however, still know little

in how to employ a real literacy program, an assistive device

program and more. An early ABA program is fairly rigid. If it’s

play-based and incorporating other strategies, it is no longer an



exclusively ABA program. So perhaps we need to rename our

advocacy to address an autism program – one that is devised

specifically to each autistic individual with the goals and means

that befit them. Of course, I’ll never say this without also adding

that we need to continue to understand autism primarily from the

people who are autistic.

As parents, we will always have doubt – one is not human without

it. It is like an embedded checks and balance system. Still, we must

ultimately trust ourselves and our autistic children. Too often,

many put little faith in autistic kids. Yet, to inspire the greatest

fear – that it is necessary to employ 40-60 hours of "treatment"

or everything is doomed -- is cruel to the parent and the child.

Most of the advocates who speak like this (who say that this kind

of therapy time is necessary) have older children who still require

accommodations and service. The message: panic doesn't pay (at

least emotionally). Some children will grow up "looking less

autistic" than others by virtue of who they are and yes, the

environment they live in to some extent (I can't answer that

nature/nurture argument and, it seems, neither can science).

Therefore, finding ways to accommodate all autistic people

throughout their lives cannot happen with fear as its engine. It will

not help us think logically. It will only provoke us to react in

emotional ways that may ultimately harm the autistic person.

ABA is not our first choice in this household. I have seen programs,

however that call themselves ABA that are not quite ABA

anymore. In addition, the scope of autism is so diverse, that one

type of therapy suited for one child may not be suitable for

another. The ABA advocates, about to March at Queens Park and

in Ottawa don’t want us to have a choice. They don’t want speech

therapy to be funded, or occupational therapy, or assistive

technologies, or play therapies. They want every child to receive

ABA “treatment” that many parents in Canada do not want

exclusively or not at all. Others may think that if they choose this

one treatment now, that either,

1. they will at least get a service -- the "better than nothing"

philosophy;

2. or the autism strategy will evolve after ABA has been legislated.

Many of us want our autistic children to receive a variety of

services and an ability to choose what we feel is best for our



children. We want groups for our children to belong to, camps to go

to, programs to participate in that are not all ABA driven, but

sensitive to the needs of our children. "Regulating" programs (one

has to consider the measures we use to regulate) in the schools will

only create a one-size-fits-all service that will not meet the needs

of everyone. I recognize that the "right to choose" has real ethical

implications and the treatment of autistic individuals can be

compromised, and every discussion about education for autism

must take place under this umbrella.

Even though we see the tide turning for a greater variety of

services for autistic individuals in Ontario, the ABA advocates can’t

endorse it because it wouldn’t support their claim that ABA is “the

only scientifically proven therapy” for autism. Yet, we all know

better. We all know that we need a greater understanding of

autism than we already have, that we need to work harder, and

that this is not the end of the line. Autistic individuals deserve

more than the premise that ABA bases itself upon (to make

autistics "normal"), and a better quality of accomodations and

service.

A friend of mine came to me and said, “but isn’t scaring people the

only way to get the government to do something?” Does Autism

Speaks’ tactics – claiming that we have an epidemic (when we

don’t have the science to substantiate that claim), in order to get

more research and services -- the best way? Is calling autism a

disease akin to cancer a panic button to get politicians to listen?

Perhaps. No one said that government officials listen readily, with

so many others vying for dollars.

But does the end justify the means? Does advocating for ABA help

obtain more services, or does it take away the opportunity for a

better quality of service such as inclusive education, and a

diversity of options for an equally diverse population? With so

many parents using social skills groups, OT, SLP, and other play-

based strategies, shadows, life skills training, and more, should we

not be including all of this in our advocacy efforts? In so doing,

should we not make the government aware that there is a greater

problem here that strikes the entire disabled community: the right

to be accepted, accommodated and included? The ABA advocates

completely disregard what the disabled and autistic communities

(in this case, people who are autistic) have to say about all of this

which should shed some light on the bigger problem here.



It strikes me as suspicious when a group attempts eradicate any

other voice when we only have so much more to gain for the

greater autism community by opening this up. We all have autistic

children, we have autistic self-advocates in our country, and we all

need a place at this table.
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Life, Language and Lessons

lan·guage (lăng'gwĭj)

n.

Communication of thoughts and feelings through a system of

arbitrary signals, such as voice sounds, gestures, or written

symbols.

Such a system including its rules for combining its components,

such as words.

Such a system as used by a nation, people, or other distinct

community; often contrasted with dialect.

A system of signs, symbols, gestures, or rules used in

communicating: the language of algebra.

Computer Science. A system of symbols and rules used for

communication with or between computers.

Body language; kinesics.

The special vocabulary and usages of a scientific, professional, or

other group: “his total mastery of screen language—camera

placement, editing—and his handling of actors” (Jack Kroll).

A characteristic style of speech or writing: Shakespearean

language.

A particular manner of expression: profane language; persuasive

language.

The manner or means of communication between living

creatures other than humans: the language of dolphins.

Verbal communication as a subject of study.

The wording of a legal document or statute as distinct from the

spirit.



As usual, I'm thinking about language and literacy these days and

we continue our efforts to assist with Adam's computing and

literacy in order that he be able to type more proficiently (or talk)

when he's older. Looking at that definition above, Adam does share

a language with myself and others, even though he's not yet fully

verbal. There are indeed many legitimate ways to communicate --

all we have to do is watch and listen.

I've been asked to lecture at MIT this May for the Autism and

Technology course. For certain, Adam's expression of

understanding so many things is often first manifested on the

computer. A multi-dimensional environment works best for him:

text, visuals, computers, real-time experience in a variety of

formats. This is how comprehension comes together. It's delightful

watching that "a ha" moment in Adam, like I've seen this before

and I know what it's about kind of interest. I can see him beam

with pride -- and he doesn't need me to say "good job," either. It's

a pride that is self-derived. I need not contrive an external

reinforcement because he knows when he's done something he

takes pride in -- he understands accomplishment. (I do, however,

tell him everyday that I'm very proud of him).

Adam began to talk more this week. He has been trying to say

sentences that come out like Baby Mo--ar-a-ar-a-ar. That means

Mozart. He is referring to the Baby Mozart video he likes to watch.

Or "I wa chic-a-bewm-bewm," with such determination. That

means Chica Chica Boom Boom, by the way. Everything is coming

out in two and three string syllabic sounds. I find his language

development wonderful to experience. Every time I try to teach

him too fast too soon, I can tell I'm teaching as I would a typical

child. I need to break stories down. First the words with the

picture, then building simple sentences. I have tried asking

questions on sheet of paper like this:

My name is Adam. I am a _________________.

Boy----------------------------- Girl

I give him a pen and he crosses off the correct answer. I'm trying

with more complicated questions than this too.



I also am finding that if I'm teaching him pre-academic skills, they

are better taught first on the computer. He has learned to

sequence, match, match words to pictures and so much more on

the computer first. Now I'm beginning with stories and

comprehension there. Then, it becomes easier to transfer that skill

onto the "floor." We are still playing around with conversations on

the computer. He happily participates by sitting on my lap, but I

must facilitate the answers on his behalf, as the art of this kind of

typical conversation is a skill that requires time. It is rather nice to

be trying this together on the computer.

The more I can get for the computer that I can transfer off, it

seems, the better. I found stories that read and show the lines as it

goes at a library site. I use the hyperlexia kit for building

sentences, and that seems to be working well too. He's having a

good time using Cheaptalk 8 -- he can already say the word

(request) but I find it useful for recording whole sentences. The

visual, the act of pressing the button and my encouraging him to

try saying the whole sentence is a means he seems to enjoy. He

can say the whole sentence when I ask him to try most of the time.

We've been busy as usual around here, but it's always exciting to

see Adam develop on his own. He challenges me to try new ways

to teach (and his learning is always evolving), play and interact

with him. He plays great games like "under the blanket" where he

likes to hole up with me (and others) and smile at you in the dark

while he wriggles his body with joy.

This morning, Adam and I took a little break and spent Saturday

morning lounging in on an early spring morning adorned with

showers. Thanks to my friends who support us, and who remind

me to take a little time. It's something that every parent needs to

do once in a while, because we all try to do so much. I can't wait for

the spring flowers and to walk barefoot in the grass. It is important

to remember to do it with our kids.



Thanks also to Christschool for this, who seems to be thinking

about the same things and speaking the same language:
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Life

It's my birthday

again. I'm about to

go out with my

friends because

Henry is out of

town -- the first

time in ten years --

with Max. Since I've been very young, I've been taking photos of

myself every once in a while -- the kind that look a little severe

and really close up. Sometimes I just take a part of my face, and

often I keep my face blank and write about that time in my life. It

ends up looking a little like a collage with writing all around. So,

{sigh} this is what forty-two looks like close-up with makeup on.

It started to rain today. But the air was so mild -- like spring

wanted to peek in on me and say a quick hello. It spat, it poured,



and now the sun has come out. I guess it's kind of like life -- ever

changing. I used to do the typical birthday stuff. For the first time,

I found that I don't really care about MY day. I care about what I

can do so that others can enjoy "my" day and at the end of the day,

that is what has made my day.

Today I:

1. Gave an old gentleman burrowing through the garbage

something to eat and had a lovely conversation with him. I don't

think I will ever forget his grace and his warm smiling eyes. He

showed me how life can turn on a dime and deserves no less

respect;

2. Gave Adam a birthday present -- a lollipop -- one of his favorite

things, and he showed me how much joy he finds in simple things.

Life is still pure and uncomplicated at age five;

3. Am buying dinner. I want to continue to share my life with my

friends and family because life can get too busy and we can forget

to spend time with them.

4. Wish all people I know and those I don't well, because we really

do belong to each other. We share this life, this community and we

are more united than we are divided.

Labels: Autism Community
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The Dream
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Two Wrights Make a Big Wrong



If you caught Larry King Live tonight,

you’ll be battoning down the hatches:

watch out, beware, autism is a big big

scare. If you believe in fairy tales and

the big bad witch, autism is going to

come and take your precious sons.

There is was again, a bumbling Bill Cosby stumbling over his

words, “a point that was missed is that there is no eye contact,” he

explained, “like they’re not even in the room.”explained, “like they’re not even in the room.”

Toni Braxton shed her tears for her five year

old son, the same age as my Adam. “Autism

Speaks reached out to me,” she said. “I’m so

grateful that they did.” Honey, don’t you know that Autism Speaks

is reaching out to every glitterati they know who has an autistic

member of the family? Don’t you know that you mean big profile

and bucks for them? It sounds like Toni needs some real support.

Her son is truly gorgeous, smiling in his picture.

And hey, weren't all the kids smiling, by the way -- these tragic,

pitiful examples of humanity stolen by autism? Please.

And where were these wonderful kids? Where were the autistic

adults? Hmm. Isn't it curious that Autism Speaks speaks without

autistic people present?

And then there were those increased “incidence” figures again.

That epidemic rise in autism numbers that even the CDC had to

explain that the incidence of autism hasn’t increased.

And then there was that 40-60 hour a week “prescription” for our

kids – that this is the only way to beat the autism out of the child.

No wonder they are crying. Who wants to live like that? No child

needs this kind of "intervention." It's not proven and it's torture.

And yet, any progress that an autistic child displays is BECAUSE,

they wish to claim, because of their interventions without

acknowledging that kids develop, all kids develop, even autistic



kids develop, no matter what.

Tailored programs, loving programs is what we need -- a humane

understanding of autism as part of a person. Our kids require

assistance, for sure, but they also need to be appreciated as

autistic people. Our kids are not possessed. Autistic kids display

eye contact at times, and sometimes they cannot because it is

painful, not because “they are not even there.” They certainly

have empathy and plenty of it. Adam may not come and say

"mommy what's wrong," but he sure knows when something's

wrong. Just because he doesn't give me the typical response, does

not mean that I assume he has no empathy! The day he tells me,

or types it out and he may reveal more than I ever imagined about

his ability to perceive and understand many things.

Please stop demonizing autistic people. They are real people. When

we went to the bookstore the other day, and Adam wanted to hop

over to a set of books, two women stopped and stared and

whispered “autism,” like it was a dirty word. Is this what Adam

has to look forward by the continued work of Autism Speaks? Does

Adam get to look forward to a world that thinks he is not there,

that they can say or do things because they think he doesn’t know

and understand? Does he really deserve the poor quality of

services he will end up receiving because of such horrible

stereotypes? This is what selling autism does to autistic people. It

destroys not "the autism," but the very person they believe isn't

quite human, or not "with" us. It destroys the human spirit.

It’s time to end the hysteria and begin the work. It’s harder to

accommodate than to kill autism or shall we say, the autistic

person.

Autism Speaks does not speak for us.

You can also listen to a podcast where I raise the considerations in

how we represent autism on Autism Podcast.

Labels: Autism Speaks, Human Spirit, Personhood
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New TAAProject Website

The new Autism

Acceptance Project website is now up:

http://www.taaproject.com/. The gallery will be expanded for

more art exhibitions that are curated by myself and other guest

curators. There is also a new discussion forum there where we can

discuss latest news and events. The Autism Acceptance Project is

starting is support group soon in Toronto, lead by autistic adults

for parents to ask all of their important questions and discuss their

fears. Our autistic leaders are there to reveal a little more about

what its like to be autistic and growing up with autism so that

parents can get an idea of what it will be like for their children and

family.

There will be more. Please re-check The Autism Acceptance

Project website for updates on upcoming programs and events.

Many thanks to Kevin Leitch of Autism Hub for helping to

reconfigure our website and for the TAAProject advisory who

made comments on the site before we went live. Kev has done a

great deal in keeping our community together online.
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Jonathan Lerman and Elijah Wapner on MTV

Please check out Living With Autism: The Teenage

View on MTV tonight at Sunday night at 9 Eastern.
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Rebuilding the Autism Foundation

Many readers of my blog will understand

that I am committed to finding acceptance

for autistic people and a deeper

understanding of autism that achieves

education and accommodations for children

and opportunities for autistic adults. I hope

that we can build the bridges that support autistic people

everywhere.

While I strongly believe we should celebrate autism in many ways,

it is also necessary to discuss why something is inherently wrong.

There is such a thing as right and wrong here, and we have to

uncover it. By attempting to make something like a treatment

“savory” or workable because it seems okay in some ways, may

not necessarily make it ethical. Margaret Somerville, ethics and

law professor at McGill University and author of The Ethical

Imagination, acknowledges a type of situational ethics, where

she notes that epigenics – the study of the interaction between

genes and the environment, may modify each other. So while it is

becoming difficult with that in mind to “draw the line,” she says,

“what is or is not natural is not simply the matter of an end

result, but involves how that end result came about – in

particular, whether there was human intervention that gave rise

to it, and whether the intent of that intervention was to achieve



a particular result.” In sum - with the negative marketing of

autism as a fate worse than cancer, even though autism is a

disability not an illness, discussing our children in pejorative terms

in public, or for the purposes of obtaining public funding, and with

interventions to render the child “indistinguishable” from others –

does the end justify the means? Even if one has the best intentions

to “accept autism,” as is now the becoming the case in the rhetoric

of autism organizations, does the means of “correcting,” “curing” or

“remediating” autistics, ethical? Perhaps we need to use

Somerville’s ethical analysis as our guide in autism; that by

determining our intent in autism, we come to a conclusion of how

to regard and treat autistic individuals in science and in society.

In many instances, I like to illustrate the many manifestations of

autistic discrimination – from treatment, attitude and access, to

marketing by some autism charities. If we don’t begin to

understand the many facets of discrimination, we can’t do

anything about it. We cannot improve upon the education our

children deserve. A commitment to celebrate difference, to call

autistic people a joy, is a peaceful means to express how much our

autistic members of society, our children, mean to us. In the midst

of adversity, we continue to “sing,” as it were. Elie Wiesel, Nobel

Laureate, Holocaust survivor, author, human rights activist, and

recently knighted, alluded to “singing” and being “joyful” in the

midst of adversity in order to maintain one’s sense of self, and

community. In short, we celebrate life, all life, because it is so very

fragile. He said in a speech in Toronto, “we Jews… we dance.” That

has a lot of meaning in the Jewish community which is constantly

surrounded by intolerance.

The purpose of calling this blog The Joy of Autism is the same. It

is a means to uphold and protect the human spirit, namely, the

spirit of autistic individuals as valuable members of society. If, as

Hubert Humphrey said, that the measure of a society is how it

treats its most vulnerable citizens, can we honestly say that we

treat our disabled members with the same honour and dignity we

would ourselves? Many find inherent problems in Humphrey’s

statement, as it suggests that the handicapped live in the “shadows

of life,” but there is some wisdom in the statement itself, aside

from the man’s beliefs or convictions. How might we extend our

understanding of acting morally and ethically in light of the autistic

and other disabled communities who are involved in self-

advocacy?



A couple of years ago, my husband and I built a new house. I took

over the project until Adam was diagnosed with autism between

eighteen and nineteen months of age. By February 2004, while we

started “treatments” for autism because that’s what we were told

to do when we were first introduced to this community. At the

same time, I visited the building site. I noticed honeycombs in the

walls and cracks in the foundation everywhere. The air was

freezing – an inhospitable environment to building in the first

place. At the time I thought this was a bitter irony, like my life,

and now my house, were both “falling apart.” I was concerned

about the foundation despite my builder assuring me that

everything would be okay, so I hired a inspector. Sure enough, the

foundation was irreparable and had to be torn down, so I’m glad I

trusted what I could SEE rather than what I was TOLD by a

building “expert.” We had to start building all over again. In

retrospect, it wasn’t so bad, even though it seemed like a

catastrophe at the time. It set us back a mere six months. We

replaced our builder, and now we have a stable home. I was really

glad I caught the problems so we could build properly and live in a

structure that isn’t wrought with problems that require constant

fixing. That would be upsetting, exhausting, and costly.

The reason why I have to talk about ABA and certain remediations

or “treatments,” is because they are built on a premise that we

have come to recognize as discriminatory. Perhaps we did not

recognize it at the time, when we weren’t as publicly aware of

autism, but the issues have persisted for a long time in the area of

all disabilities – this idea of “treating” as opposed to

“accommodating.” Since we have become very aware of autism

since the early 1990’s, we have come to learn that autism was built

upon a foundation of wabbly assumptions and we have erected the

walls and supports that were based on them. Now that the “house”

is nearly complete, while in the meantime we have come to learn

about autistic dignity, intelligence and Personhood. We can now

discuss the ethics of “treating” people and how that reflects in the

way we regard autism and autistic individuals. Autism “rights”is

built upon another strong disability rights movement gaining

momentum in universities around the world: disability studies

departments are viewing disability and autism from various

cultural and ethical frameworks. Based on what we continue to

learn from autistic self-advocates and other disabled individuals

who speak out against the behavioural and medical “treatments”



they were once subjected to, should we stop construction?

Some insist on building upon these existing shaky foundations. We

want to decorate nicely and put in the windows and an expensive

roof, despite the fact that we have crooked walls. We keep hearing

about some new “trend” in autism treatment, some new

operationalized method. As such, we keep failing – there is a falling

wall here, a leaky ceiling there. In order to stop the patchwork at

the cost of continually having to repair, we have to consider the

foundations that we’ve built our assumptions about autism, and

the ways we have come to “treat” it. We may have to consider

tearing down the house and rebuilding. It may seem exhausting,

but it’s necessary. Is this merely another painstaking step in our

evolution of understanding disability? Is it an evolutionary

progression to viewing and assisting the disAbled, and autism as

part of the larger disability community, with their assistance?

Re-reading many of the early books on autism, I am able to

recognize bias in science and the diagnostic manual itself. This

might be considered the primary basis for the manifestation of

discrimination in autism – a foundation where individuals with a

certain difference were then generalized and classified in terms of

deficits by Hans Asperger and Leo Kanner in 1943.

Ralph Savarese, author of Reasonable People: A Memoir of

Autism and Adoption captures the problem in the introduction

to his book. He notes that "in the 1970’s Beate Hermeline and Neil

O’Connor, both cognitive psychologists, focused on the mental

structure of autism in a systematic way. Along with Lorna Wing,

they note the “core problem” being the triad of “impairments”:

the impairment of social interaction, impairment of verbal and

non verbal communication, and impairment of play and

imaginative activities." (Savarese)

Savarese, in the following paragraph, proceeds with introducing

the American Psychiatric Association’s current definition of autism

in the DSM IV, which follows and expands on the lists of

“impairments.” He says, “it isn’t difficult to see how this definition

derives from the portrait that Wing and others have sketched –

over and over, I might add, as if themselves autistic. In short, the

reigning view posts a devastating global disorder that robs

people with autism of their very humanity. Moreover, it offers

little hope of treatment but for modest behaviour modification.



No wonder parents of autistic children panic when receiving a

diagnosis.” (Savarese)

No wonder. Yet it need not be so. It is possible to view autism

more fairly, taking the view from autistic and other disabled

individuals into account. It is possible to value disabled individuals

and protect their right to accomdoations, and to protect their

dignity.

An Autism Apartheid

What makes autism “advocacy” so problematic is that we have

inversions of truth. These inversions are pernicious as they stake

claim for “equal rights” for autistics in these “treatments’ based on

impairments and deviance from the “norm.” We have

organizations that “fight for autism” but under further

investigation and in the context of the larger autism community –

in other words, autistic individuals and parents who represent

their children’s right to be autistic– we can see that “equal rights”

for one group does not automatically equal an ethical response to

the treatment of autistic individuals they are “advocating” for.

President Ahmadinejad of Iran is calling for the destruction of

Israel under the same rhetorical premise. Does this make Iran

ethical or right? We witness such inversions of truth or of rhetoric

all the time for nefarious causes.

When one specific treatment is promoted for autism, which

continues to segregate and identify children in terms of their

deficits, when we do this to the non autistic population, we are

witnessing an apartheid. In fact, we are witnessing it more in

autism today than many other diabilities. When it is suggested that

special needs children be screened before being allowed into

schools because they are viewed as potentially dangerous, as

stated in The Boston Globe last month in the article: A Clash of

Rights in Education, we are witnessing an apartheid. No other

society which represents its “people” advocate for the fundamental

change to personhood or autistic-hood. Conversely, the Downs

Syndrome Society of Canada celebrates and promotes the dignity

of the Downs community. They advocate for their rights, in

employment and acceptance of them in society overall. Sadly,

despite such advocacy, we have a ways to go as over 80% of

Downs Syndrome fetus’ are aborted in Canada. It reflects that

society still understands very little about living with disability. The



current understanding is still overwhelmingly negative.

People with the difference are often born to families without the

difference. This can be seen in deaf children born to hearing

parents and the complications that arise. View The Sound and

The Fury for an example of the virulent debates in this

community. It should be stated, however, that with current

research in genetics, the familial link to autism is strong. I have

autistic members in my own family, although we didn’t know what

autism was at the time. Further checking into family members can

help in developing a greater empathy towards the newly diagnosed

child. Many Aspergers/Autistic parents are especially

understanding and supportive of their autistic children, and much

more able to understand behaviours and needs. Such observations

have lead me to believe that we need many more autistic

individuals who are willing, to teach other autistic children in

integrative settings.

Many organizations and individuals have recognized the

fundamental problems of referring to a people as a deviance from

the “norm” as opposed to assisting individuals in society who have

a fundamental difference. Such referencing is akin to political

apartheid because it begins to single out a group of people and

apply a different set of standards to them. Here, the difference

between accommodations versus subjecting autistics to treatments

is an example of a prejudiced standard, as Professor Emeritus

Bernard Lewis of Princeton University noted in the PBS

documentary “Anti Semitism in the 21st Century.” He was

referring to how prejudice is “tolerated.” I argue that prejudice

towards our disabled communities is tolerated because we still do

not value and understand disability as much as we could. At most

levels of government, advocacy, reference groups, and autism

societies around the world, this kind of singling out and segregation

is rampant. ABA politics has “hijacked the autism agenda,” as

stated in an Autism Society of Ontario paper written by Doug

Reynolds -- no other voice or opinion contrary to them is allowed

to be heard. But is this an ethical way to discuss the issues

surrounding autism treatment and autistic people – without

opening the table to a diverse group of autistics and other

individuals like myself involved in autism? Is there a way to repair

the damage to autistic individuals in addition to assisting the

parents who currently “struggle” with their very own autistic

children because they continue to walk under the umbrella of such



devastating rhetoric?

Autism advocacy groups for ABA specifically have unanimously

decided that autistics do not have a place at the table of autism

advocacy, because it doesn’t further their cause for funding

supports. They want ABA to be funded an nothing else. Autistic

individuals have indeed complicated the process for obtaining

funding for ABA services, but for good reason as it has ethical

problems and further does not provide the accommodations

necessary for a diverse population of autistic individuals. There are

parents like myself who want a better world for our children, want

them to be able to go to school with a family-appointed aide if

required, receive funding for assistive devices and human support,

vocational training, and more. Yet we do not have a place at the

autism table because it is not aligned with this one type of

approach. When autistic individuals are specifically targeted as

“not even aware,” or conversely “not autistic” because they can

use a keyboard, or can talk, they are excluded from the autism

dialogue. There needs to be funding and provisions for autistic

individuals and families based on a foundation of value for autistic

persons, a preservation of their dignity, and their inclusion. There

are Occupational Therapy and Speech Language services that do

more for the dignity of autistic individuals than many other

operationalized “treatments” and “strategies” out there. There are

assistive devices used all the time, and they are the

communication bridge that is so needed by this community. All

parents use them, but we hear very little about any government

support for such services for autism, and little provision for

adaptive and assistive technologies in the schools for all disAbled

individuals.

The Operationalization of Autism “Treatment”

Any “blanket” or operationalized method has two faults: First,

because it presumes that that autistics “don’t” have this skill that

must be manifested "typically" which determines the success

outcome of the method. For instance, rather than looking how an

autistic individual acquires the skill naturally, it suggested that we

need to “intervene” in the natural learning process of autistics and

impose our method, or what is called a “typical” way of acquiring

and manifesting this “joint attention.” Secondly, I am wary of

operationalized methods becuase the autistic population is so

diverse that one size does not fit all in autism education. The label



of autism has stripped individuals of their uniqueness on the one

hand, yet made society much more aware of autism on the other,

for better or worse.

When I refer to teaching with Adam, I have come to refer to it like

a bridge: I consider Adam can be on one side, I on the other, and

we most often meet in the middle. I have learned to come over to

his side as society demands so much that he and others like him,

join the them on their side.

Such bridges are seen in the way Helen Keller learned about water

– the confluence of learning a new language, which was taught to

her, against her experience of water at the well. The culmination of

learning the language and then having the experience resulted in a

light-bulb moment, where she learned to communicate with Ann

Sullivan, her teacher. She developed a bridge to come to our side.

As a side note, it is interesting to me that the ABA community has

staked its claim to Helen Keller’s learning as behaviourism. In fact,

the community does this in all aspects of teaching, thus calling into

question the entire basis of ABA as a valid method of teaching

rather than just calling it teaching. Reversely, might we just take

the good aspects of teaching in general and learn to understand

autism in order to build bridges rather than transform people. In

another example, there was an exhibition titled "Seeing in the

Dark." People with sight enter a dark room with all kinds of sounds

and sensations. Other blind people are in the room to escort the

sighted people through the exhibit. At the end, they come out

together and the sighted people begin to engage in a conversation

with the blind people. A report I heard is that the exhibit is "life-

changing," and indeed it is a fine example of crossing over to the

other side.

Stephen Hawking writes about the importance of assistive

technologies that enable him to communicate in a way that he can.

Providing bridges, rather than remediation, is a large part of this

compromise – respecting autism and autistic learning and

recognizing a need to communicate with others who are not

autistic. We need both education and the bridges to

communication. Dr. Morton Ann Gernsbacher’s paper “Towards a

Behaviour of Reciprocity” in my view, is one of the most important

papers in recognizing the need to learn the autistic language as a

valid one. Neither type of “language” is superior of the other here.

Is learning the autistic language difficult in a world that largely



doesn’t “speak” it? Most definitely. Yet, it is no less important and

we might consider just being open to the possibilities of listening.

By doing so, we can assist the difficulties of autism in addition to

accommodating the implicit abilities.

Adam learned joint attention by having fun. Lots of swinging in the

blanket (I bet many of you succeeded with this), and OT made a

lot of difference for its movement made Adam very happy and

willing to engage. OT seems playful and less invasive than many

other therapies. It is respectful to the child’s needs. For many

reasons, I am very much in favour of Occupational Therapy and

Play therapies with therapists who respect autism. The therapist

has to work hard to find the preferences of the child, the games

they enjoy and builds from that framework. I will admit that I

started Adam’s therapy from this basis of thinking that he had to

respond in a typical way. I often wonder about the foundation I

built for him back then. Since that time, I have been working

painstakingly on rebuilding the foundations that others insisted

were stable.

The dangerous premise

In contrast, ABA builds from a framework of making the child

“normal.” This is why I have strong feelings about it. It is not that

I am against ABA parents per se, and their desire to obtain

financial aid. I have no wish to become part of the political debate

which seeks to insist that one method is superior over the other. I

am against, however, any treatment that is built on a damaging

premise. Today, since the court cases which has brought ABA into

the public foray, its advocates continue to shape-shift. It claims

every successful teaching method as its own. It turns claims from

“medically necessary treatment” in autism into “necessary

educational tool.” I warn readers, that the nature of it is still the

same, and the quality of ABA therapists in Canada, with very

limited knowledge of autism, is extremely poor. ABA may be

shape-shifting to become more acceptable in the public eye and to

parents at large, but as long as autistic individuals are held up to

the impossible comparison of “becoming normal,” it is

unachievable and as such, we must continously question the ethics

of it as the only educational option. Margaret Somerville, whom I

quoted earlier states:

“In general, when we are in doubt about whether an intervention



or its outcome falls within the definition of the natural, we should

apply a precautionary principle: we should assume that they do

not do so until the contrary is shown, and therefore undertaking

that intervention and its outcome must be justified….in the past

when our powers to change the natural were extremely limited,

we allowed intervention until it was shown to be harmful. I

believe that the new powers science and technology have given

us make this no longer acceptable…I argue that we should have

a presumption in favour of respecting the natural, which means

that unless we can show that we are justified in intervening or

altering it, we should refrain from doing so… The burden of proof

of justification lies with the person claiming that there should be

an exception. Consequently, in situations of equal doubt, the

position of the person who is favoured by the basic presumption

prevails. This difference in burden of proof can be extremely

important in determining what we may do, and what we must

no do if serious, or possibly serious but unknown or unknowable,

risk is present.” (p107)

Why, with such a recognition, would you keep up a therapy that is

intrinsically painful and potentially demoralizing to the child? We

know from autistic individuals that the “look at me” program and

means to obtain “joint attention” can be downright painful. Autistic

children continuously refer to themselves as “bad” children and

“freaks,” suggesting that the good children are those who are not

autistic. As parents who want to protect the self-worth of our

children, and want them to be as independent as possible, or to

fulfill their dreams with the assistance and support they may need,

should we be looking towards building a new foundation together?

Might we consider moving beyond looking for the “cure” the one

remedy and begin again by looking at the complexity of not only

autism, but of how we value human beings? Can we work to

protect the dignity and spirit of our amazing autistic children?

By creating acceptance and diversity as the “enemy” to autism, as

if all that exists here are a bunch of granola eating hacks, or

“dilettantes” they are creating a divide that is damaging to the

future of autistic individuals. In sum, the end does not justify the

means.

Steps to Rebuilding

It mightgo without saying that we need to build a new house.



Maybe the entire floorplan needs to be changed. Can we save one

room? Perhaps one beam from the old framework? Or perhaps

just a nail? Or has the entire ABA community claimed some plain

old teaching methods as their own to be “acceptable?” Dump the

terminology. That would be one step out of the boxes that

entrench us as being invested in a "method."

We can’t rebuild unless we acknowledge that the achievement of

normalcy isn’t the goal. The achievement of a fulfilled autistic

person is. The creation of safe and nurturing environments.

Perhaps that may mean that one autistic individual will need

supports throughout their lifetime, but can otherwise achieve

other pursuits with those supports. It often means that some

autistics may not be toilet trained. Do we withhold entry into

schools, these children who are often so intelligent, because of

something so minor? Does it matter if your child can use a stove,

or make a sandwich and use a microwave, if they can later write

books or pursue poetry? What does it mean to be a fulfilled

individual? Why is it so contingent on being independent? Afterall,

we live in a society that is so interdependent.

My concern is finding the assistive technologies that help Adam to

communicate now and dealing with anxiety. I recognize his

intelligence and observe his innate way of learning. I try very hard

to provide him with tools. I want teaching to be a creative, fluid

process, because no one has the answers here, the way ABA

advocates suggest it has. I want parents to have a choice in the

way they can teach their kids. I want them to have a choice in the

way they are taught in the schools.

ABA methodology suggests that without certain fundamental skills

that need to be learned first, a child cannot move on. It sequences

learning in a way that fits a “typical” developmental process, which

we know is not typical in autism. Rather, my son might recognize

and read words beyond his grade level. He knows how to count by

5’s and 10’s on his own. Because he does not yet communicate with

me in a way I can completely understand, I cannot presume to

know his learning process and thereby, cannot assume that he

needs this sequenced teaching because I need him to respond

typically. I appreciate all kinds of ways of teaching Adam to find

the way that he responds to. Yet I am horrified at the notion that

he may be subject to a government driven program that states

autistic people only learn through one method. I am horrified



because we have been subjugated to four years of people and the

behaviourists never understand Adam fully. They apply strategies

and talk about them in front of him and I know he understands

what they say about him. They treat him like he’s not even there.

I have also met good therapists who come from this background,

as I’ve stated many times in this blog. But please, open up the

funding to support autistic people and families – consider the

accomdoations required with assistive devices, human support,

inclusion in schools, lectures to understand autism. Consider the

choice that parents want in supporting their children with

Occupational Therapy, Speech Therapy, keyboarding skills and

other augmentative communication, and more. Consider that I

want autistic adults in the schools also a part of teaching my son

because in order to understand how to educate autism, we need to

figure out who, among the autistic adult community, is willing to

pitch in here.

The Autism Acceptance Project is bringing such projects, support

groups for parents lead by autistic individuals, lectures and more.

We are here to support people, to talk, and to learn. We have

people who use ABA, and people who do not. While we do not

support its premise and demand more quality and understanding

from educators and therapists, we have no wish to exclude anyone

from creating a better world for our autistic children. I consider

that my son Adam is worth the toil. He is worth my researching,

learning, traveling, meeting other autistic adults, and continual

learning about autism. He is worth making our mistakes, as long as

we learn from them and move on.

Above all, I want to respect my son for who he is and how he

learns. It can be difficult and frustrating at times. Yet, I consider

myself his guide, his mirror upon which he will self-reflect and

derive a part of his identity. I want to support him in every way

possible so he can be as self supporting and productive as possible.

At the end of the day, parenting an autistic child is not much

different than parenting any other child, except that our kids are

truly, wonderfully exceptional.

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 3/14/2007 05:51:00 PM  4
CO M M ENTS  LINKS TO  THIS PO ST

F R ID A Y ,  M A RCH  0 9 ,  2 0 0 7



 

My Heart Will Go On

Some days, like everyone, I get

frustrated. I must admit I have a

little more on my plate these days

– my mother’s recent surgery and

now more bad news. Facing a

parent’s mortality is just sad. I

don’t want to go into details here

to honour her privacy. Everyone

in my family is away, except my

mom, Adam and I.

Adam is frustrated. The winter is

now too long. The ice on the streets too prohibitive. We await the

melting streams of spring.

I used to be a singer. I tried to be a dancer when I was a younger

woman. I forget how liberating that can feel. I decided to blast out

the music in my kitchen, my dog, my son both needing me, but not

really. It was more of a wanting than a needing. Maybe it’s just

this mom who feels every call like I interpret the telephone ringing

too often – like panic alarms. As I danced and sang like a lunatic in

my kitchen, Adam came down stairs with a great big smile on his

face. Kiki, the dog, watched with her head cocked to the side.

Adam jumped into my arms, and we danced together, melting

away our tension. We laughed. He ate breakfast. Life back to

normal, but with a lighter heart.

The autism community is filled with so much hurt right now.

There are important dialogues happening, but sometimes this can

add to the weight of caring for your autistic child. So dance, sing

and smile. Celebrate with your child and let it all fall away. Adam

loves it.

Song of the morning: "My Heart Will Go On" -- one of Adam's

favourites:

MY HEART WILL GO ON

Once more, you opened the door,



And you're here in my heart,

And my heart will go on and on.

You're here, there's nothing I fear,

And I know that my heart will go on.

We'll stay, forever this way,

You are safe in my heart

And my heart will go on and on.
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Teaching Versus Remediating

I'm about to give two examples I’ve

observed which illustrates the

seemingly minor, but hugely

important differences in treating

children with autism. Often when I

say I don’t do ABA in my home,

people think that the alternative is

doing “nothing,” – as Brenda Deskin loved to misrepresent me on

CFRB, “it’s okay that she let’s her son stay up until 2 in the

morning.” Well, this is just silly. After speaking with some parents

who did visit Dr. Lovaas with their children in California, I am

actually astounded at how much they let their kids, now teenagers,

get away with. Maybe that therapy is just too hard to keep up at

home -- so exhausting to try to get a leopard to change its spots.

Parenting is parenting. We establish rules and boundaries for all

our children, it is no different for autistic kids. The difference is in

how we treat our children – to respect their will because they are

trying so hard to communicate (or have us understand their

communication). Adam may be hankering for a video for instance,

but that does not mean he will still get it, if we need to do

something else.

Let me illustrate the difference I’ve observed:

Adam is crying. He hasn’t slept. I run up the stairs to see what has



upset him so.

“No, no, Adam. Stop crying and then you can watch the video,”

says his new therapist waving the video box, who comes from a

behaviourist background and is brand new to our home.

Adam cries harder, his eyes are fixed on that video box. I watch

for a bit and intervene.

“Adam, we know you want the video,” I say. Adam stops crying

immediately. “Let’s just calm down a bit and then you can watch

it.” Adam calms down for a moment, a little residual upset bubbles.

“It’s okay. We know you want the video.” He calms down

immediately again. The video goes on. Now the therapist didn’t

want to "reinforce" his crying, and certainly for any child who acts

like a brat, I would say yeah to that. But, Adam was tired and

hadn’t slept all night so there was a reason for his tears. For a child

who can’t use words to talk, he sure is communicating. And he was

really tired. Any four year old would make a fuss when they’re

tired, and Adam makes much less than most I’ve seen. Adam, who

can’t talk should be dealt a little more respect because it is so

much harder to communicate. I’m not so sure if the goal of not

having him cry was useful here, as Adam may not trust this

therapist for not having understood his exhaustion. But this is a

learning curve for many therapists, so I am patient. [By the way,

Adam loves this new teacher and this teacher watched the taped

program of Amanda Baggs with me and left a certain centre

because of DTT methods. The teacher is listening to my comments

and is very receptive. This sort of dialogue and working together -

- including my receptivity to others' suggestions is one of the

things that makes a good teaching situation for Adam -- because it

questions everything. I've also maintained a relationship with

another teacher who comes to my home for three years who came

from an ABA background and we've been continually learning

together and she is a gem. Also, after I initially wrote this post,

Adam saw this teacher and was ecstatic to see him, so there was

certainly no harm done.]

It is the ability to self-reflect as a teacher that is vitally important

here too. As long as autistic children are viewed like belligerent

"brats" when all they are trying to do is communicate, as

exemplifed in this instance, they will be subject to this kind of

discrmination. Certainly, if Adam continues to act up and think he



can simply cry for everything he wants, I wouldn't just give him

the video. However, he is not like this. Most of the time, he is just

trying to communicate and I can easily negotiate with him by

understanding and acknowledging his communication.

I’m not saying that I know much about parenting, but I do know

something about parenting my son, Adam. I am suggesting that we

can all do our part to really observe behaviours and ask ourselves

whose purpose we are serving when we are making certain

demands. These may seem like minor adjustments, but they are

major to the child. They are major in stating “I understand what

you want, or that you’re upset.” It is major because it is the

difference between accommodation and correction or remediation.

I have another example. I took issue with a behaviourist who came

to the park with me where Adam enjoys picking up the sand and

letting it run through his hands. Instead of saying no or making a

fuss (it’s a behaviour that no non autistic person can understand,

but uses a subjective judgment to determine that it is aberrant), I

just say to Adam “let’s go on the slide.” It’s not that I care about

the behaviour per se, but I am there also to play with him, so we

do a bit of everything – sand play, slides, climbing, see saw and so

forth. I simply invite Adam to join me, and he usually does. I

always let him enjoy his sand, though.

The behaviourist came with us once, grabbed Adam’s hands and

stopped his “stimming” in front of everyone. In fact, she grabbed

his hands aggressively to stop him and moved him on by pushing

him. She wanted to do it over and over again, and it seemed like

Adam also wanted his sand more than usual when she did it.

Instead of arguing with her there, I said “let’s go home,” to end

this “session” as soon as possible. Afterwards I told her that that I

was uncomfortable with what she had done and I could see that we

weren't seeing eye to eye so we agree to disagree. (She doesn't

teach Adam anymore, but she certainly "cares" in her ABA way, a

way that doesn't match my idea of caring. So the lines get really

fuzzy.)

Yet, here is a child who has such a hard time being viewed as a

whole human being, and this person wanted to “correct” him in

public, thereby stigmatizing him more in front of people we knew.

It’s like trying to beat the Adam out of Adam, or as some refer to

as remediating his autism as if it is separate from him. I guess I



should ask if you can beat the blindness out of the blind? Even the

idea that autism is separate from the child's being and experience,

is to suggest that autistics should not be taught the way other

children are taught. It doesn't respect the disability and does not

ask us to question ourselves or make a better effort to learning

about autism and how we can best teach our autistic children or

accomodate their learning style.

Further, all one has to do is to look at Michael Moon’s photographs

to see what the rest of us cannot – for playing with dripping

objects, sand, water, is an enthralling activity, visually. Michael’s

artwork gives us a glimpse into that outstanding world. And who

knows what other learning is going on that is atypical, but certainly

not less valuable or even fantastic.

It is a fact of life that the therapists out there in autism all come

from this behaviourist background. It was the confluence of

increased autism diagnosis around 1992 and Dr. Lovaas. The good

teachers, however, keep an open mind about autism and evolve

their teaching to what we continually learn about autism and about

autistic people and how they want to be viewed and treated. The

bad ones will always try to correct instead of teach, which calls into

question this whole notion of ABA as an “educational tool.” Many of

the ABA people are simply doing play therapy embedded with

teaching skills. So what we have here is a lot of confusion. Let’s go

back to the drawing board to integrate many of our skills, and

question the goals of our teaching.

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 3/01/2007 09:08:00 AM
22 CO M M ENTS  LINKS TO  THIS PO ST

W E D N E S D A Y ,  F E B RU A RY  2 8 ,  2 0 0 7

 

We Learn to Include By Including

This rendition of "Not a

Puzzle," from our autistic

board member of The Autism

Acceptance Project, Brian

Henson. It comes on the heals

of many other renditions of



autistics not viewing themselves as a "puzzle," as represented in so

many charitable campaigns today.

Last night, Adam didn't sleep until 5 a.m. Once in a while we have

the episodes. They seem to coincide with too much stimulation in

the evenings, or if we forget and let him run and jump around. He

sure is a happy little guy, so it wasn't a distressing evening. He

simply didn't want to go to sleep. Believe me, we've had many of

those nights in the past. About three years solid from the time he

was born. I have to admit, I got to a point where I was so sleep

deprived, I was in tears some days. Luckily, we moved beyond it

and sleep soundly most nights, so this is now an exception.

While I was awake, I was thinking about Brian,Martine and

Michael, our autistic board members (and we want to expand our

autistic membership), and other members of the TAAProject

advisory. Recently, we had a visioning meeting. It was wonderfully

stimulating, as we discussed all the issues about autism these days.

We have a forum where we can do that at TAAProject with the one

goal to keep it positive and guided by our autistic members. Us

"non autistics" have a lot of opinions about autism. Our board has

clinicians on it, a lawyer who for us, represents "public perception"

about autism, some parents and of course, autistic people. What I

notice is that the autistic members are quiet. They let us non

autistic people go on and they don't aggressively edge into the

conversation -- largely because they can't and often because they

won't. I often had to stop the conversation in order that they could

"have the floor." Afterall, this is who we are doing it for, so we put

the weight of our decisions there. It made me think how safe

environments for autistic individuals to participate is steamrolled

over by most of us. It made me consider when I began moderating

comments on this blog when an autistic person from the US called

us at TAAProject and said "thank you, I didn't feel safe to

comment before."

Michael, Brian and Martine can come to meetings. Some autistic

people cannot. Last year, when I considered putting on a panel

discussion to debate the ethical issues with Wendy Roberts (a

genetics researcher), heads of charities here in Canada, and other

autistic people, the overwhelming consensus was that it would be

difficult to process in that type of setting for the autistic members

of the panel.



All of this has made me consider what it is we have to do at

TAAProject to make it work so that autistic people CAN

participate -- how do we provide access? How do we enable "panel

discussions" to work be it through live feed, be it providing

questions and have people write answers in advance of

presentations? Afterall, Dr. Roberts and the like get the floor often

enough, and autistic people do not. How do we make autistic

people who currently feel unsafe, safe to discuss the important

issues that face them every day? How do we honour certain

sensitivities for individuals who want to participate, with light,

noise and unrelenting stares? How do we use technology and

forums to further allow autisitcs to particiapte world wide?

These are the considerations that will hopefully turn to action on

our part. Asking autistic people what they need and observing how

one can sucessfully accomodate, is the first step to inclusion.

"You learn to read by reading.

You learn to write by writing.

You learn to include by including" -- Paula Kluth
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Animal In Translation

Our dog’s name is vagina. Oh my yes it’s true. We found out a

couple of months ago while eating my in-laws place in Florida.

They have a fellow who helps them out from the Philippines. He

broke the whole roasted chicken with his hands before he cut it

into pieces, his hands glistening with fat. My brother-in-law asked

what we were going to name our new puppy.

“Kiki,” said Henry.

Holding his wet fingers in front of him so as not to get anything

marked with the fat, Berardo, the man from the Philippines, could

barely contain himself, not wanting to interrupt the family

conversation.

My brother-in-law noticed.“What’s so funny,” he asked.



Berardo hesitated in between his giggles, not sure if he should say

what was on his mind. We began to laugh with him, ignorant, but

curious as to what was so funny.

“In my language, Kiki means vagina,” he giggled shyly.

Well that was plenty of fodder for my two brothers-in-law -- this

perilous world of language, translations and meaning. It makes me

wish I'd research the name a little more, 'cause now it is forever on

my mind. But it doesn't change her -- the fact that she is still an

innocent, beautiful dog.

“It would be like if you came to my country and called your dog,

pussy,” Berardo elaborated.

Ah well. It’s still a cute name for a dog. But it gives a whole new

meaning now when I say “Kiki come!”
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Joy from John

The other evening, I managed to

watch a few minutes of TV. I love

the show The Actor's Studio

when I can watch it. John

Travolta was on the other night

and this is what he has to say

about joy and sorrow taken from

a written interview following the

show:

In 1992, on a trip to Maine with

Preston and their infant son, Travolta had an inspiration. He

wanted to write a story about a bright, sensitive young boy who

loved airplanes and all the romance and dreams they symbolized.

Through that little boy, Travolta wanted to express his own

feelings about life and to share those feelings with the people he



loved. The result was Propeller One-Way Night Coach, a

delightful fable that was published in 1997 by Warner Books. The

story, with drawings by Travolta, runs only 42 pages, but

Travolta says it contains the essence of his philosophy of life:

Always focus on the positive. [bold mine] Never give in to

negativity and darkness. Count your blessings, not your

laments. [bold mine] Stay as warm and open and receptive as a

child. Dare to go your own way, dare to be free. And in good

times or bad, never be afraid to lead with your heart.

"In the little book, the kid really does that," says Travolta. "He

looks sorrow right in the eye.[bold mine] He sees the front-

page story of an airline crash and thinks, 'That must be awful.

But I can't think about that now.' He doesn't ignore that, he

acknowledges it, realizes it's awful, but in order to survive,

he moves on to something that's going to get him

through. [bold mine] I think I've done that my whole life. I've

tried to make my life an ascent, as opposed to a descent.

[bold mine] The character in the book is real, but he always

looks on the bright side of life. [bold mine] He looks at the

glass as half full.

"If we can't think of life as something potentially joyful,

life isn't worth living. [bold mine] That's why when actors

speak of wallowing in the darkness, I think there is enough

darkness, there's enough tragedy. [bold mine] If you look

around you, there's a war in Bosnia. There are people being

murdered. There are enough crashes. There's man's

inhumanity to man. There's abuses. It's all there, very

evident. It's much more difficult to look at the brighter

side of it. [bold mine] I would almost like to see people

challenge young artists to look on the brighter side, rather than

indulge in the evident. Because right there you've got all the

darkness and sadness you'd ever want. At a moment's glance. So

the real challenge in life is to look for ways to handle

the upset--and to always look forward towards

something to live for." * [bold mine]

Listening to this over and over again from philosophers, thinkers,

and now from John gives a whole new meaning to the term applied

to autistics like Adam -- when he jumps and flaps his hands --

"happy dance." (If you've never tried it, you should. It is quite



liberating).
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Acceptance, Appropriateness and The Whole
Damn Thing

When I did that Podcast interview, I just found out that my

mother had to go in for urgent surgery. She is recovering at home

now and things look okay. I also work on a committee for the

Jewish Board of Education here in Toronto (remember I am a

convert, having gone through the public and the Catholic systems).

This committee has a university course at York University to train

willing teachers to work with all kinds of special needs children. We

are also working to get more inclusion happening within the day

school system here. When I said on Podcast that “at the end of the

day, we do a lot of things for Adam,” we do. We, like many parents,

have tried a few things at the beginning and continue to look at

how we teach in addition to what we teach based on Adam’s needs:

what issues are arising for him, what he is learning or needing to

learn at school. I have never found a great “method” for Adam – a

“one true thing.” I have found that for Adam, knowledge of as

much as possible allows one to extract the best of the many

approaches to autism out there. Adam is my guide. I have to work

very hard (and I mean VERY hard), to find the right

accommodations for him. Sometimes, I feel like a failure – that I

am only human, have only so much time, and he needs me to work

faster to find those accommodations. Other times, I know that as I

plug away each day and study and learn more from autistic people,



this is the best anyone can do.

As Adam approaches five, I feel we are at the edge of what we

thought was going to be the end of “autism treatment.” When he

was diagnosed early at eighteen months, other parents of autistic

kids seemed envious, as if Adam had a higher chance of

“recovering” from autism because of “early intervention.” Adam is

hyperlexic. At nearly five, Adam cannot converse, although he can

whiz through a computer learning program and has superior

reading skills. So this is our scenario, in a very little nutshell. As

Adam grows, his anxiety (the same anxiety he had on the day of

his birth when he came into the world and did not sleep for thirty-

six hours), still exists. But it is not all Adam. He is affable,

extremely affectionate, charming, humorous, curious, active, and

wants to be social even though this can be very tough to execute.

Our issues come from the anxiety and from other children who

now can see that Adam is very different from them and who don't

know HOW to interact with him, because this too needs to be

taught to "typical" children. Last night, we went to our dear

friends for Friday night dinner. They also have five children (I

have four step-children and one of my own). Their children are all

still young and live at home. The youngest, a girl, is Adam’s age.

She is gregarious and LOUD. At least loud for a sensitive mom

with an autistic son who feels his pain. I did not prepare Adam. He

had a long day and when he entered everyone said “hi Adam,”

with patience, but still overwhelming him. They love him. They

have no intention to hurt him -- they were just being friendly in

the "typical" way -- with "typical" language, which Amanda made

note is invasive for an autistic person. Then, their HUGE dog

approached, frightening Adam a little more. Adam cried and

wouldn't let go of me. I tried to console him. He began to say “go!”

and “away!” I took him upstairs to find an ABC book in a quiet

room, but he still would not let go of me. He kept saying “away!”

and I think he even said a sentence “I want to go!” The little girl

came in the room, and because she is little and acts the way she

should, still makes enough noise to frighten Adam. Henry came in,

took him to the TV and Adam settled a bit. He made these throaty,

quiet wails as he tried to settle himself.

As a parent who just arrived as a guest to our friend’s house, there

are a few feelings I had. The first, because this doesn’t happen

very often, but is certainly beginning to, I felt frustrated because



everyone feels bad for Adam. They jump through hoops trying to

be quiet so that he can settle down. I also feel bad for Adam, as he

is clearly communicating with me that this is just too much for him

-- he is saying with words “go,” and “away.” He is trying to get me

to help him, while I try and persuade him to stay with potato chips

and ABC books, none of which worked. So caught in between to

worlds, I feel so terrible. Luckily, with television, Adam calmed

down. When it approached eight-thirty, and he had to go to the

bathroom but didn’t want to go in their bathroom (we have

developed a little fright of bathrooms out of our house -- not

autistic per se, but just a part of being a kid who has to get used to

it). Henry had to take him home just down the street. When he got

into his familiar surroundings, he was as happy as a "clam." (Are

clams really happy?)

Perhaps it is this part of the autism disability that parents find

difficult – having to do things because they are part of your

lifestyle, and the other, because they are obligations. I didn’t make

Adam sit at the dinner table, even though I wish he could sit

beside me because I love him and want him there. I wanted him to

feel good about being there – sometimes this needs a little more

time. Why push him when he found his comfort zone for a couple of

hours? I also know that with Adam, everything takes a little more

time, a slightly different path. While our journey may be zigzagged,

I can also say that Adam achieves more than I imagine some days

– like tolerating a loud echoic gym to play Sportball on Saturdays.

The instructor came to me and told me how proud of Adam he was

– because in the beginning, Adam would cry as the noise was way

too loud. Now, he has no problems with it and is so happy at

Sportball. So, this is about hanging in. This is about developing a

tougher skin as a parent when others do stare. But it is also about

accepting the zigzag journey and discovering things you would

have never otherwise discovered along the way.

Adam is a busy and pretty social guy especially in settings that he

knows. He goes to OT, has SLP, and does some 1:1 therapy here at

home, derived from play therapy. We teach skills within a text-

rich environment with instructors even though he is able do many

of those skills so beautifully on the computer. I want him to try

and learn how to answer a question, as much as I want to learn

how to understand Adam. As Amanda Baggs put it, I think

speaking bilingually is a necessary skill for autistics, even if it is the

unfortunate result of non-accpetance of others, or a



misunderstanding of what autism is by society. My expectations of

Adam's ability here, are I hope, still adaptive to Adam's style.

He goes to school now and I’m sending him to a school next year

for SK with all kinds of kids with a shadow -- it isn’t a special needs

school in particular and it took a bit of coercion to get him in. This

summer, I’m looking further into FC and technology and will try to

learn to scaffold Adam’s communication on the computer, as he

may need a lapboard. I think, once he learns to read and write, he

may become independent on the computer. I am trying to watch

his skill-set and find ways of accomdating it.

All of this learning should be called autism learning for anyone

who wishes to teach autistic people. It should be learning with

autistic people, not learning how to teach in rooms without them.

Learning how to teach in autism is dangerous when we use a

medical model as a basis for teaching versus having to try harder

to understand autism with autistic people, and marrying that with

our skill set as teachers to what is already available -- a kind of

filtering as it were. This kind of periphery knowledge of autism, or

a "pathological" understanding of autism as a deviance from the

norm doesn't help. Teaching is not about making someone they are

not. Teaching is about helping someone and hopefully lessening

their anxiety. It is about recongizing differences and challenges

that must be dealt with while finding the abilities to work with. It

is not about taking away the “stereotypy,” but focusing on these

innate abilities indigenous to every autistic person so they can

learn and grow into competent autistic adults. I am not holding up

the bar of normalcy to measure this success. I really do believe

that the gift of being human, and all the things all kinds of people

can teach us, is immense if we work to listen.

Autism acceptance may be a little different for everyone -- some

parents have more to deal with than others, and we need to find

ways to both support autistic people and the parents who care for

them. If an autistic person needs a medication for anxiety, it

doesn’t mean you’re not accepting autism. If you use a tool to

teach so that your autistic child can learn skills to communicate,

that doesn’t mean you are not accepting autism. The difference

between acceptance and non acceptance is rooted in a desire to

fundamentally change the person who was born to you in ways

that they cannot be changed. Persons with CP were approached

behaviourally in the 1970’s with a “treatment” called Patterning.



It held with it a believe that the person with CP had to crawl

before they walked as this was thought to be an “appropriate”

developmental milestone. This was very popular therapy back

then, touted in similar ways as ABA is for autistic children today as

needing to learn “appropriate” ways of behaving and learning as

“developmental milestones,” – this concept that one’s learning

course needs to be sequenced accordingly for success against the

"normal" course of development. With many neurological and

other disabilities, however, this fails. A child with a neurological

disability like autism, downs, CP, cannot necessarily attain these

“appropriate” developmental steps. Usually, I hear from some

well-known researcher here in Toronto, that Adam does certain

things now because he is at a two-year old level emotionally. I

don’t buy it. He is a five year old autistic boy. He is an autistic boy

who is part of my world, the way my family functions and has

learned to adapt and interact in an autistic way – a valuable way.

He has superior intelligence to other children his age. Yet, because

of his innate autistic way of being, one school wanted to hold him

back a year because he isn’t acting “emotionally” appropriate for

his age. It may seem logical to parents while children are little. One

year doesn’t seem like much. But the years pass, our children

remain autistic, and the judgments don’t get any easier.

The other day at JK, I spoke to a grandmother of one of Adam’s

friends, K, who has Aspergers. Apparently, they are forging a

friendship of putting their faces close together during gym and

they are very happy together. The grandmother told me that K

came home and said “I’m a bad boy, but the other kids are good.”

She said she was shocked – he was equating his worth with that of

the other kids – the “good” kids who were not autistic. He saw

himself, by comparison, as “bad.” If that doesn’t make every

parent of an autistic child out there furious, it should. As long as we

hold up this holy grail of being “indistinguishable” from others, our

children will continue to feel bad about themselves, as the world

thinks being autistic is inherently wrong.

It never ceases to blow my mind

It does it to me everytime

Standing here looking at you

It makes me wonder what he was up to

Was he thinking about me

When he thought about you -- Keith Urban from Album Love,

Pain and The Whole Crazy Thing
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Autism Podcast

First, I want to thank Anderson Cooper of CNN last night for

having Amanda Baggs and Dr. Morton Ann Gernsbacher on his

show with Sanjay Gupta. It was a positive a fair TV program about

autism, which we don't see very often.

Here is the Autism Podcast show I also did recently. I am only

speaking this quickly because I found out my mother had to go

into urgent surgery about the same time. All is well now.
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You'll Never Think The Same Way About
Autism

Amanda Baggs will be on CNN's

Anderson Cooper tonight at 10

p.m. "You'll never think the same

way about autism again" was the

byline for the upcoming show.

View the CNN story here.

Many thanks to Amanda for stepping out and doing this difficult

thing.
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Good Practice in Representing Autism

I just gave my presentation in Montreal at Giant Steps. It was



called "The Selling of Autism: how the marketing of fear

manipulates the way we treat autistic people." It came on

the heels of the 60 minutes piece and of course, the piece in The

Globe and Mail, with the advent of prenatal screening not that

far off.

I couldn't do too much this week, as my mother went for urgent

surgery yesterday. With two rounds of cancer already, and now

this surgery, I can tell everyone with certainty that autism is

certainly NOT like cancer. Autism is another patch on the quilt of

humanity. It is not always easy, but nothing in life is easy.

When I visited Thomas Henderson at Giant Steps in Montreal, a

beautiful school for autistic children up to age eighteen and met the

kids, I felt at home. The kids were wonderful, all very happy,

smiling at me or working. I had the pleasure of meeting another

Adam there -- who presented at the ASD Perspectives Lecture

Series, autistic and nine years of age. NINE! He presented for one

hour. How many other nine year olds would be able to make an

hour-long presentation? Adam came up to me and told me he was

on CTV. He was quite excited about that. He asked if I had a

website, as he so desperately wants one. I said I did. He kept

begging his mother: "I want a website too!" and I felt I got the

mom into a bit of trouble. Adam, apparently, has found his way

into university chat rooms, and like any parent of a young child,

she is very concerned about the potential danger. I then met Hugo

who also made a presentation, who told me how he enjoyed letters

and numbers -- certainly like my Adam -- and how he likes the

number six, but not the five becuase the five looks like it could eat

you. I heard kids whooping like my Adam does, and for a moment,

I thought it was him. There was artwork everywhere, Smart

Boards (very cool white boards that kids can use wireless

keyboards to do classes, but that you can also write on), pecs, kids

doing sign language, and OT room and mroe. But what struck me,

as how at home I felt there among the children and teenagers. I

felt like I wanted to stay there. I realized, that this was a real

telling -- that despite what we write about something, ideals do not

always reflect the way we truly feel when we are immersed with

dis-abled people -- that we know when we are no longer

prejudiced, in this case towards autistic people, until we are

swathed within a community of autistics. In my case, I felt warm. I

felt I belonged. I wished that my Adam was there with me.



There really is so much to say in how the piece in the Globe was

written, how it showed no other balanced side to those who really

love their dis-abled children as they are, who find the joy that is

inherent in their children mixed in with all those challenges. It

doesn't reflect how those with dis-abled children, like the Downs

Community of the Canadian Downs Syndrome Society, feel about

those wanting to prevent autistic or Downs babies from being born

(notice how they celebrate Downs). It doesn't reflect how

wonderful my Adam is, who is like the many of the other autistic

kids and that the "remediation advocates" use to complain about

autism, despite the fact that they like to diagnose Adam without

meeting him in order to state that their plight is worse.

When Brenda Deskin announced on

CFRB Radio: "Autism is a living

nightmare: my son Michael hit me

today," I felt really bad for Michael,

as autistic people are criminalized all

the time, and that is inherently

wrong. We need not unfairly

represent in order to receive

accomodations for our children, or support as parents. One does

not need to advocate this way at the expense of a person's dignity.

It calls into question about whose life is at stake here, whose

career, whose reputation, whose pocketbook, as it seems people

are more concerned about all of this rather than really seeking to

assist and educate people with autism. assist and educate people with autism. 

Further, considering how the

dis-abled were referenced in

history (Nazi Germany), we

might need to call into

question the legality of

making references to the

costs of being human.

Deskin's fact sheet, co-

written with Andrew

Kavchak and written in

2005, suggests that not only

should special education

classes be delivering ABA

therapy (ergo you have no choice in how you wish your autistic

child to be educated), it also states: that "autism is a lifelong



affliction [bold mine] that will result in 90%  of afflicted

individuals being placed in institutions and residential facilities."

The "fact sheet" says it just like the Nazi's did.

It calls into question, when a reporter suggests that all special

needs kids should be screened (Boston Globe Editorial: A Clash of

Rights in Education) before being allowed to enter schools and

programs because someone has over-generalized and criminalized

autism,autism,

what prejudice is

and why the same

screening does not

exist for non

autistic people who

can be more

agressive and

violent. Prejudice

IS a different set of

standards that we

apply to one set of people over another, noted Professor Emeritus,

Bernard Lewis from Princeton, and it is alive an well in autism. All

children can be a challenge for their parents. Parents and society

still have a responsibility to protect their children from a world

that will apply prejudical standards. Therefore, the way we talk

about our children and represent autism, is so important here. In

our society, representation matters.

Today, with Canada's Fetal Alert Network, the stats show that in

Southern Toronto, almost all women who have a confirmed amnio

for a genetic defect will terminate -- even late term abortions for

children with a cleft lip.

There is some urgency here. We have a huge lack of information

and education about living with a disability from those who are

disabled and the families who love them. Instead, the media prefer

to write about disagreements, challenges, and drama and prejudice

is rampant. I was so sad that the article with Szatmari did not

contain a balanced view, or a view from an autistic person.

Autistics from The Autism Acceptance Project board wrote in after

the article, but their letters were not published. We do not get to

hear that often from autistic people in the media in order to have

ethical discussions about what screening means for autistic people.

I wrote in a letter that also went unpublished and of course, only a



letter supporting the prenatal screening steamroller was

published. I find it continually astonishing that reporters call

parents first regarding opinions (including me) and never autistic

individuals. Science is big drama these days -- big breakthroughs

into understanding our genetic makeup. But we are more than our

genes. We are a composite of genes and spirit -- an ineffable

makeup of the mystery of the imagination and human spirit. In

light of what we know and can do with human life, how much must

we now begin to discuss our responsibilities to protect life, to

protect that part of being human that we do not know, and

perhaps must not "know," for it is what makes us who we are.

On the advice of Margaret Somerville, where I

derived this idea of protecting human spirit from

her books: The Ethical Canary and The

Ethical Imagination, and who is an ethicist

and professor of law at McGill University, I

suggest we begin by finding what we share as

parents and autistic people -- what we value. If I

can send out an idea for others to blog about, is not always what

divides us (but it is necessary in order to identify bias and

prejudice), but also, what unites us. I ask that people expand this

list of what it means to implement a "Good Practice in

Representing Autism". I have begun a list:

1. Inclusion of autistic people and their voices in fairly

talking about autism, at all levels of policy making

regarding autism;

2. Reflect autism as a diverse condition that has

strengths and challenges;

3.Autism not as defeat in relation to “norm,” but a

different way of thinking and learning;

4. Inclusive language instead of exclusive

5. Humanitarian references (not dehumanizing ones)

6. Ethical discussions at all levels: media, autism

organizations and societies;

7. Discuss how we protect the “mystery” of being human:

What is LIFE?
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Reasonable People

Ralph Savarese’s book

Reasonable People: A Memoir

of Autism and Adoption is a

heart-wrenching memoir of

autistic abuse, abandonment,

adoption and durable love. Ralph,

who is an English Professor at

Grinnell College in Iowa writes

about his family’s arduous journey

to adopting DJ who has been

separated from his “neurotypical”

sister, Ellie. Their biological mother, Rhonda, a substance abuser,

is in and out of their lives and later creates obstacles in the process

of adoption. During Rhonda’s absences, Ellie was left to assume

care of DJ until she was taken to move in with her biological father.

The father, who is self-described as “an unemployed former drug

user,” marries an HIV positive woman who takes in Ellie, in order

to rebuild a “normal” life – a life without DJ. DJ, in turn, is

subjugated to the perilous world of foster care. The split between

biological siblings is the constant source of pain for both

throughout,and we view it through DJ’s transcripts and Ralph’s

re-telling of events.

Emily, Ralph’s wife, is an expert on inclusion and had been working

with DJ. One evening she brings DJ their home. In a charming

early encounter, we watch as Ralph falls in love with DJ when they

lock foreheads and stare at each other -- this is their first

“connection.” Soon after, Ralph begins to engage DJ in a tickle

game which becomes their early pathway to life and love together.

As the story opens, Ralph foreshadows the stress to come by

illustrating the brief reunion of DJ and his biological sister, Ellie,

and how the shadow of sorrow follows their temporal happiness:

“With great difficulty Ellie pulled DJ uphill. At six, her birth

brother, whom she hadn’t seen in nearly three years, understood



rollerblading to be a matter exclusively of somebody else’s

exertion. While you labored, he’d stand with his legs a bit too

close together, his chest a bit too rigidly upright, his eyes more

than a bit too captivated by whatever birds were darting

overheard or leaves were rustling in the wind….With

amazement, we watched the girl effortlessly reassume the role of

facilitator as she directed DJ around the park….Even more

significant, she refused to be saddened by what her brother

couldn’t give her after their long separation – what he couldn’t

say or do. But then he had given her something. In fact he’d

stunned her, stunned all of us, when just before we were to meet

in the city, he’d spotted his sister a full block away, run up to her,

and like a character in a French movie, placed his hands on her

shoulders and kissed her on both cheeks…The girl seemed to ride

the gesture right into the afternoon, as if it were pulling her.”

It pulls us too. We can’t help but root for the reconnection of DJ

and Ellie throughout the book. The anguish that DJ experiences as

a result of separation is increasingly evident as he begins to

acquire language through Facilitated Communication which Ralph

notes, “I’m with Margaret Bauman, a neurologist at Harvard

who appears in Autism Is A World and who is quoted in the

Washington Post article as saying that FC was “oversold in the

beginning” and then, like the proverbial baby, “thrown out with

the bathwater.” Ralph shows the belabored task of teaching

literacy to DJ and it how it opened up a whole new world of

psychological stress and awakening. “Language meant anxiety,”

said Ralph:

“Language meant fear….Put provocatively, language is the group

home of life. By the time an infant recognizes his separation from

his mother and can speak of her as a discrete object, he is

already racing toward the lonely singularity of adulthood.” And,

“Ellie became the name he’d track like a bounty hunter through

the swamps of longing…”

As DJ’s literacy unfolds, we begin to witness increased aggression

and violence at home and at school, and we learn more of his own

abuse in foster care. Ralph refers to DJ’s mind in these references

to abuse like a “Mission Impossible communiqué, combusting

immediately after it’s read.”



Savarese’s parlance about DJ, and the recapturing of a traumatic

past through FC, continues to suggest that we need to look longer

and harder at cognitive disability and all disabilities. The violence

and aggression, alongside Emily and Ralph’s perseverance to help

DJ - through the post-traumatic-stress, through trials of

medications, through the rocky road of mainstream schools and

inclusion (even though inclusion worked to DJ's and his classmate's

benefit because of the Savarese's) - all communicate the challenge

of autistic behaviors while suggesting that we must always

consider that there is more to our autistic children than meets the

eye; that autism does not render a person unaware. In fact, we

sense where this autism journey might take us early on when

Ralph states in reference to raising DJ, “To us there was no such

thing as unbridgeably distant.”

There may be no such thing as a bridge that can’t be crossed but

Ralph illustrates there are many broken bridges. His radar for

prejudice is acutely sensitive throughout the book, and this is

illustrated in the way the public viewed DJ’s behaviors on an

airplane, to schools, and sadly, to a visitation with Ellie and the

biological father when the latter says,

‘Does he take their tests.? What’s the point of this inclusion stuff,

to make the parents feel better about having a retard for a son?’

The man actually used the word ‘retard.’ I don’t’ know if he’d

discerned that he was in trouble with his daughter, had

exaggerated DJ’s disability, or whether he suddenly felt that he

was in trouble with himself….I don’t know if he was merely like

so many other people who know nothing about disability and

advance a case of prejudice.”

Ralph succeeds by making DJ not only the main character, but

gives him his own voice by relaying their computer

“conversations” to us, which are recorded meticulously.

“Part of what we were doing was compensating for the autism,

but mostly for DJ’s belated emergence. In fact, DJ would end up

becoming a great professor of feeling, understanding in its

innumerable cultural inflections – all of this a rejoinder to the

autism experts and their ‘devastating’ theories.”

In Ralph’s book, we bear witness to this difficult process of

adoption, autism, stress, epilepsy, trauma and the struggle to



connect and create a family against many odds. One can’t stop

thinking of the challenges that adoptive parents take on willingly

while others may complain endlessly about the plight of their

family because of autism. But Ralph will have none of that. While

there is pain, there is never talk of a cure, or of wanting DJ to be

anyone other than who he is, except to alleviate the struggle. Like

most parents, Emily and Ralph want to help DJ with

communication, and to have him happy or at least content despite

a life of loss, to hopefully replace it with a life of gain.

For all of his autistic behaviors and inability to talk, DJ is bathed in

Ralph and Emily’s considerate light, where all of his actions are

interpreted as real communication and thus DJ is returned from a

level of subterranean species back to humanity: “Only her

goodbyes would provoke the emotional scurrying of a frightened

animal or the hiding-in-plain-light routine we’d come to think of

as the mind in brilliant camouflage.” Here, Ralph makes reference

to DJ’s encounter with his biological mother.

Perhaps Ralph is predisposed to taking care of DJ: “Can one be too

serious? Can one still live, as Thoreau once put it, ‘deliberately?’”

With all of his self-deprecation and reflection throughout the book,

I am convinced that Ralph and Emily’s act to adopt DJ was not to

be benevolent for the sake of it, or to bestow pity on DJ, although

they truly had strong feelings for what he had been through. It is

their persistence and work with DJ that carries the narrative.

There is a sense of what’s right and wrong, and justice due to DJ.

There is so much pain throughout, and despite all, the triumph is

one not only of will, it is one where we watch a child, otherwise lost

and forgotten in the world of foster-care, now remembered,

celebrated and succeeding as an autistic individual -- and

respected no matter what.

The last chapter was left for DJ to write. As a parent of an autistic

child, its message struck me as serious, considering the lessons we

are learning about autism, and how autistic people best learn:

“Dad has written a book about my fresh start. I’ve written the

last chapter. Please read it because in it I write about how years

of early lessons were wasted. Why weren’t you teaching me to

talk, to read, and to write? All you had to do was awesomely

encourage me as smart and really kind, and fresh start really

could have begun sooner. Your breathing would make me



nervous. People weren’t assuring me as sweet, inspiring me to

work at dreaming of typing to responsibility act like everyone

deserving respect…Quite pleased that you are respecting and

reading this tested-as-smart, growing up boy’s resentment. I live

in constant fear that respect will be taken away, and I will have

to return to easy years of doing nothing….Reasonable people

should each see what they can do to free people who can really

understand.”

This is not necessarily a story with a proverbial happy ending

which some people come to expect: a miracle cure for autism as it

were, or DJ’s journey to “normalcy.” Sadly, DJ and many others

like him, will continue to be subject to discrimination, and the

anxiety may never really be over. As a daughter of an adopted

child, I am also more than aware of the painful, incomplete legacy

that lives on inside the adopted one, and how that can even carry

on in continuing generations. This is, however, a story about what

life is all about: trial, error, perseverance, and faith in people. Faith

in love. Ralph, Emily and DJ give us that, and much more.
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The Reason: The Joy of Adam
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For Adults with Special Needs

Congratulations to Kathy and Danny Laszlo, organizer of DANI

"Developing and Nurturing Independence." I hope the Toronto

community will come out and support this fundraiser to nurture

the independence of adults with Special Needs. I am priviledged to

be honoured at this event with also Rabbi Joseph Kelman, co-

founder of Reena, Carol Goldman, principal of Zareinu Educational

Centre and Dr. Gerald Friedman, chief of pediatrics at York

Central Hospital. Please view this article for more information on

the upcoming GALA EVENT.
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Son Caged in Class

As I become more sensitive to perspectives and language, I caught

this article today in The Globe and Mail: "Son Caged in Class,

Parent's Say."

" 'Just imagine. My son would come back from school and he

always appeared troubled. He had tried to tell us what was

going on, but we couldn't understand what he meant. It wasn't

until we asked him and his twin brother, who is in the same class,

to draw us a picture of this enclosure that we realized what it

was...'

Ms. Sinotte insists that Felix is a normal intelligent child and said

there was no reason for this treatment."

SCREEEEEEETCH. What does this mean? That it's okay for

other children who are "not normal" or let's posit for a moment,

autistic, to be caged?

"The school board called a news conference yesterday,

explaining that it is normal practice to place turbulent children in

an isolation area for about an hour throughout the course of the

day 'so they can rest and clam down.'"

Hmmm. I can think of better rooms, like snoezellen rooms,for

instance, that provide that calm and are not cages.

What era are we living in?
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Life
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Prenatal Screening and Ethics

In the Globe and Mail today, you will find a series of letters, and

one paragraph of one I sent in, published regarding yesterday's

article "Expand Prenatal Gene Tests, MDs Urge."

Two pages later, one of my favourite ethicists was quoted on The

Ashley Treatment, Margaret Somerville, who is author of many

wonderful books (The Ethical Imagination: Journies of the

Human Spirit, The Ethical Canary) and founding director of

the Centre for Medicine, Ethics and Law at McGill University.

She also targets NYT writer Peter Singer for his latest support of

The Ashley Treatment and writes:

"He believes in extrinsic human dignity -- that is, dignity is

conferred on us by others; we have dignity if they see us as

deserving it and that depends on how well we function mentally

and physically. Below a certain level, we don't merit dignity and

the protections it affords. And because dignity is conferred, not

innate, we can, as Mr. Singer proposes, confer on animals the

same kind of dignity we do on humans. Humans are not special in

any relevant sense and thus not deserving of respect different

from that owed to other animals. So if you can redesign your

dog, why not your disabled child?

Mr Singer says the surgery is ethically justified on a wide

definition of 'best interests' and uses a utilitarian ethics analysis.

That analysis does not involve an inquiry into whether

something is inherently wrong. What is and isn't wrong depends

on circumstances.

I suggest we need to inquire into inherent wrongness (a prinicple

based on ethics analysis). The arguments that the intervention

on Ashley is inherently wrong would include that we're dong

something to this girl we would never do to a non-disabled child;

that it's not 'the least restrictive, least invasive way' to achieve a

necessary benefit (an ethical requirement for 'wounding'

interventions such as surger) because we could provide

assistance to the parents; that it's only peripherally therapeutic



and cannot be justified on htat basis (although a medical cloak

makes us feel better); and that Ashley is being treated as an

object to be 'designed,' not a natural person to be respected

whatever her state -- which afterall is 'her..."

Once we leave ethical analysis at the individual level, the case

has very disturbing features at the level of societal values. May

we redesign disabled people to make them easier to care for?

They used to take out all the teeth of the mentally ill people so

they couldn't bit their caregivers, but we are rightly appalled by

that now. And waht about the precedent it sets for our society

with respect to how we value and treat disabled people in

general?

In deciding the rights and wrongs of the Ashley case, we should

keep in midn that the 'ethical tone' of society is not set by how it

treats its most powerful, strong and independent citizens but

how it treats those who are weakest, most vulnerable and most

in need. It's hard to imagine anyone better fitting the latter

description than Ashley."

On February 19th, I'm presenting a talk at Giant Steps in

Montreal which I've now re-titled: The Selling of Autism: How

the Marketing of Fear Manipulates The Way We Deal

with Autistic People. In it, I will be talking about my

experiences as a parent, as someone who initially knew nothing

about autism faced with dire messages from parent groups,

doctors, and of course, the media.

Articles and doctors who promote prenatal gene tests as

'mandatory,' or necessary, only heighten the fear, the urgency.

The article on screening yesterday states that it will enable better,

earlier interventions in the context of disabilities and Down's

Syndrome. We've heard that before in autism. But I ask better

than what? If, as we are beginning to understand, autistic people

do learn naturally, in an autistic way from their environment (a

way underappreciated by the larger population so much so that we

are seeking to ameliorate autism and autistic learning altogether as

'inappropriate'), what better intervention can their really be? ABA

studies with children under the age of two have been useless, as

the children could not "respond" under that age.

I suppose you are thinking like I'm thinking that "in your face,"



therapy might the way in autism, but how much more "in your

face," can you be to a six month old baby than we all likely already

are?

I am skeptical and concerned that prenatal testing for disabilities,

under auspices of finding "better interventions" will be used as a

cost-effective measure to get rid of any person with a physical and

neurological difference, instead of accomodating people. We saw

the costs of the "mentally ill" written in German posters and ads to

justify their extermination under Hitler. Juxtapose this financial

"analysis" against our modern politics and lobby efforts: "it will

cost taxpayers," or "autism will be a burden on society if..." and we

can see that we have not come very far.
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Just Super

There are days when I'm just pooped -- surgery, new puppy and

life in general. Minus thirty with the windchill and a low pressure

system that makes my head want to explode, it feels like all I need

is a dose of springtime, fast! Adam and I headed to the movies

yesterday, something he has begun enjoy these past several

months for the first time. So far, he's seen Flushed Away, Happy

Feet, Charlotte's Web and yesterday, a boring flick called A Night

At the Museum. We headed back to the car and a gust of wind

nearly blew Adam out of my arms and wouldn't allow the door of

my Honda Odyseey to close. My fingers were frigid with pain. I

vowed not to go out for the rest of the day, so we hovered over the

fire and dipped strawberries in chocolate sauce.

I forgot it was Superbowl Sunday, because I just don't care. Well,

not until it started. A friend and his son, a year older than Adam

came over to watch it with Henry and Max. After his bath, Adam

went downstairs to join the "boys," noshed on pizza and ate a few

potato chips. He was positively giddy and silly, obviously enjoying

the gang, and intrigued with the patterning of the football players

and the numbers on the field, for a few minutes anyway. Snuggling

in between everyone was much more fun. Later, he played a bit of

ball with the five, soon to be six-year-old visitor, something we



don't see often without prodding. He was jumping, laughing and all

red in the face.

I took him to bed at eight -- it took a while to settle down. All I

could remember is how giddy and silly and red in the face I used to

get at his age when people were together, having fun, eating chips

and pizza and free to play in the basement.

The apple doesn't fall far from the tree.
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On Not Being Human

Dr. Morton Ann Gernsbacher just

released this article in her

Presidential Column On Not Being

Human

Also read Susan Senator's post

today and her reaction to this

piece -- another way of

criminalizing the disabled

(remember Captain Hook as a

narrative figure as an example of

how the disabled have been

represented) and therefore finding reason to either exterminate or

segregate them. Read the Boston Globe article she posted today

here.
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The First Step in Dehumanization

A Credo For Support (People 1st version)



In April, I am going to Aushwitz and Treblinka. It will be a difficult

trip as I have another story to tell outside of autism, but that's for

another time. For many reasons, I am profoundly affected by

prejudice and labelling that dehumanizes people. In Europe, the

first step to dehumanization was to make the Jewish people wear

the Yellow Star of David on their clothing. The second step was to

take away their ownership. The next, to ghettoize them -- you see,

people were not ready to accept instant extermination of the Jews.

It had to be a process. It was the process of dehumanization that is

disturbing me greatly, and this post is intended to make us all

think critically, of how we may be naively doing the same thing to

disabled and autistic people.

It may seem benevolent to seek aIt may seem benevolent to seek a

cure for autism, if you believe

autistic people are ill, if you believe

that you are helping them through

research by "solving a puzzle." But

ask yourselves this: when you refer

to humans as a puzzle, are you also

stripping away of piece of their humanity -- suggesting that with

autistic people, a piece of them is missing? This is not a healthy

way to represent autism. Humans are never a puzzle and we have

to consider how attitudes are shaped by representation. If you

think language and symbols are trivial, and not that important,

think again.

I think if you wantI think if you want

to do something

right, if you need a

logo, use the

rainbow, the circle,

any symbol that

accepts diversity,

that denotes that

we all belong and

we are all equal.



Please read other

responses to the way Autism Speaks conducts its marketing. Just

click on each number to begin reviewing:

1

2.

3.

4.

5.

6.

7.

8.

9.

10.

11.

12.

13.

There are many more people who are disturbed by the marketing

and goals of Autism Speaks. I'll leave it up to you to search for

more.
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Compassion

I envision a group. A gay friend of mine

came up with this idea today -- it may

sound "granola head" :) but it was an

interesting idea: He said that he was asked,

by his Reform Synagogue, to lead a group of

parents who couldn't cope with their child's

homosexuality. Parents were even embarassed to be seen in the

group as they did not wish to be stigmatized. My friend had to

listen patiently to all of the bias and prejudicial comments of these

fearful parents in order to build a bridge to acceptance. My friend

received this comment: "If my son was successful as you..."

Someone else always had the tougher plight. Someone else's



homosexual child, was always better off than another's.

So, he brought other gay people in (my friend is conversative, not

the stereotype a gay person -- or at least the stereotypes these

parents had). He is successful. Some of these others were like a

"spectrum of gay people" -- successful business people, lawyers,

judges, women who looked like men, pretty women who didn't

"look gay," to unemployed people with nose rings and blue hair.

These people attended the subsequent meetings and also listened

patiently to fearful parents, angry parents, prejudical parents who

wanted to cure their children of their homosexuality. Many of

these people were also subject to behaviour modification training

to look "normal," while other parents sought to cure their child of

homosexuality altogether.

There was a rule to this group, however: There was to be no

talk of causes or cures. This was thought to be a barrier to true

acceptance.

Everyone was allowed to express their thoughts and feelings, and

at the end of the exercise, the parents didn't see anything wrong

with homosexuality -- that it was just another kind of "normal."

Siblings born of these parents later attended (the gay children

were not part of the group in order that the parents be allowed to

express themselves freely). It was discovered that in the years of

the parent's "mourning," and obsessing over their sick or abnormal

gay child, the other siblings felt neglected.

While I do express many views based on basic human rights in this

blog, I do feel that groups can be brought together in autism, and I

really liked this example my friend told me about today. Autistics

must lead these groups. While some are not able to lead them,

there are others who can and who are likely willing. Autistic people

came to speak at the Joy of Autism: Redefining Ability and

Quality of Life event in October -- and we discovered how Susan

Senator sends her son to an ABA school because "they love him

there," and of course if people accept autism, that is really all that

matters. We learned that Elijah does stand-up comedy. We

learned from Jim Sinclair that his need to move his hand up and

down was not a stim or inappropriate behaviour, but a way to find

and feel his hand so he could direct it, or that his wheelchair

represents for him not confinement, but liberation -- a piece of

equipment that allows him to move around without falling down.



We learned from Phil Schwarz about his Aspergers and then of his

son's autism; we learned from Michael Moon that what a non

verbal autistic child truly does change over time, and from

Michelle Dawson that autistics deserve better than speculation,

assumption and "lousy science." Martine Stonehouse talked about

her journey with autism and read her poetry and Brian Henson

also talked about discrimination in front of his photographs.

I know that when we feel a certain way about something, of feel

blamed and confronted, it is easy to become defensive. But what if

parents had a safe place to talk about autism, with autistic people?

I know there are some groups that do this, but I am not sure if

people go in those meetings with the same rules (no talk of

therapies, cures, remedies or causation) and goals of acceptance.

People try so hard to understand this little quirk and that, that

maybe we are all missing the forest for the trees -- there is a

difference between fascination with autism and genuine

understanding. At the end of the day, true acceptance doesn't

really require any knowledge of autism at all. But that may be too

big of a jump in thinking for today.
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The Tougher Hill

"To hate is to

refuse to accept

another person as

a human being, to

diminish him, to

limit your own

horizon by

narrowing his, to

look at him - and also at yourself - not as a subject of pride but

as an object of disdain and of fear..."

- Excerpt from The Oslo Declaration



This picture was taken last year when Henry hosted Elie Wiesel in

Toronto. We are seen here at a book signing at Indigo Books in

Toronto. I didn't "advertise" this photo for all sorts of personal

reasons, however, I feel it is time to discuss the tougher hills

people have climbed in their lives, and how that relates to autism.

Autism is referred to all to often as a war, a fight, a combat. The

war is waged largely between ABA parents and those who do not

solely advocate for this one type of therapy. There are large

factions of us in between, who want to acknowledge and receive

support for an education and accomodation that befits our unique

child and the ABA "fight" doesn't do this. There are many who

understand that if there is a tougher hill to climb than putting the

onus on children to change, it is this hill of prejudice that effects

our children.

In my opinion, Elie Wiesel has climbed it. With a recognition that

prejudice abounds, and may always, people like Elie don't give up

the quest for peace, justice and the dignity for all.

Mr. Harold Doherty (Autism Reality NB) and some others want to

create divides, where there should be none. Your toughest ABA

advocates who I know personally, have called me to find out about

other approaches (you know who you are), because all they want

to do is to help and accomodate their children: the ultimate

acknowledgement that their are other ways to broach autism

education other than ABA.

Mr. Doherty calls autistic people who can communicate "not

autistic." He creates divides between levels of functioning to justify

services and money -- as if the "neurodiverse" movement is doing

an injustice. Yet, all autistic people require accomodations

throughout their lifetime. There should be no prejudice towards

autistic people in terms of the assistance that they require, no

matter what level of functioning. People like Mr. Doherty like to

put the blame on someone for not getting ABA therapy funded as a

sole "treatment" for autism. So it will be people like me, like

Michelle Dawson, like any one who wants something better and

let's face it, a lot more complicated.

I am advocating for more services, not less. I am advocating for

the basic human right of the disabled person to be regarded as a

full member of society. I am advocating for a new standard of



ethics to be applied as it would be for any of us, towards disabled

people. I am advocating that autistic people should be on the

Ministry of Education's reference committee on autism, and any

other committee or policy that concerns autism. I am advocating

for parents to receive support and compassion with the challenges

they face in raising speical needs children, so that they will also

experience the joy of their child. I am advocating for bias and

harmful language to be removed from autistic organizations and

scientific research, for the purpose of creating hype for money, and

which end up perpetuating prejudice and continued segregation. I

am advocating for the parent's right to participate in educational

and service desicions for their children while also drawing the

ethical line of how far those decisions can go. I am advocating for

inclusion of all disabled members in society at all levels -- which

may be the hardest objective of all -- as prejudice starts young and

runs deep. Yes, inclusion can be cruel if a disabled member is not

fully accepted and accomodated. But inclusion should be the

ultimate goal. Real inclusion. I extend my hand to you, Mr.

Doherty, and any others who wish to work together for the sake of

our children, to find that middle ground that will help them be the

best autistic people they can be. If autism "awareness" was built

on the backs of people like you (and not), then we have to ask

ourselves now, with the advent of the disability rights movement,

with the voices of autistic people yearning to be heard which can

benefit the way our children are viewed by society, where we are

going? Between your reality and mine, there lies a place where we

can achieve our goals.

I don't think the onus should be on our children to just "fit in," or

"become normal," and ABA has functioned on this premise of

making children "indistinguishable from their peers," with

questionable methods. I believe that the onus is on the rest of us to

discover all people -- their intrinisic value, beauty and worth.

It may take a very long time, for prejudice is the toughest hill to

climb.
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Values and Reason

What's on my mind: As usual, beauty (as in human spirit), justice,

dissention and this recent reponse to The Ashley Treatment by

Peter Singer, ethicist from Princeton University:

What matters in Ashley’s life is that she should not suffer, and

that she should be able to enjoy whatever she is capable of

enjoying....In any case, the “best interest” principle is the right

test to use, and there is no reason that other parents of children

with intellectual disabilities as profound as Ashley’s should not

have access to similar treatments, if they will also be in the

interest of their children. If there is a slippery slope here, the

much more widespread use of drugs in “problem” children who

are diagnosed as having attention deficit hyperactivity disorder

poses a far greater risk than attenuating growth in a small

number of profoundly disabled children." (NY Times Op. Ed,

Peter Singer, January 26, 2007).

Imposing assumptions on the state of mind of others is a value

judgment (one with bias). Assumptions that another person does

not understand what is happening to them is prejudice. Valuing

one type of life more than another is also prejudice. Remember:

prejudice is a different set of standards which we apply to one set

of people over another. Throughout history, "behavioural

phenotypes," have given rise to bias about people who display

different behaviours:

"A behaviour phenotype is a characteristic pattern of motor,

cognitive, linguistic and social abnormalities which is consistently

associated with a biological disorder. In some cases, the

behavioural phenotype may constitute a psychiatric disorder, in

others, behaviours which are not usually regarded as symptoms

of psychiatric disorders may occur." (Flint and Yule, 1994)

Throughout the Journal of Applied Behavioral Analysis is an

abundance of biased language: aberrant, stereotypy, and more. If

we scrutinize every pattern of behaviour and classify it, we run the

risk of creating aberrance, where there is none.

But I thank God for one thing: the freedom of us all to discuss all of

these issues, the drive of parents to accept nothing but the best for

their children -- there was a day when society really didn't accept



any disabled person, when parents had little hope. Today, parents

will not accept that. They expect their children to attend schools,

receive an education, and obtain accomodations. Despite virulent

disagreements over the ethics of "treatment" versus

accomodations for autistic children, I still have faith that we're

moving forward, with one caveat: always keep your eyes open...

Here is some dialogue from the movie Sophie Scholl: The Last

Days. She and her brother were the leaders of the White Rose

movement which was a resistance movement in Nazi Germany.

The setting is in the interrogator's office discussing her ideals

against his Nazi ones:

Sophie: “The other children asked where they were going.

‘They’re going to heaven,’ said the nurse. So the children got on

the truck singing. You think I wasn’t raised right, because I feel

pity for them?”

Interrogator: “These are unworthy lives. You trained to be a

nurse. You saw people who were mentally ill.”nurse. You saw people who were mentally ill.”

Sophie: “Yes. That’s why I know. No one,

regardless of circumstances can pass divine

judgement. No one knows what goes on in

the minds of the mentally ill. No one knows

how much wisdom can come from suffering.

Every life is precious.” [bold mine]

Perhaps we need to revisit history, our older concepts of ethics to

find a new shared ethics that befit the unprecedented ethical

issues of our time. What are our shared values that unite us in

humanity and responsibility for others. Perhaps we need not only

go back to history, but our songs, our stories, our art -- that which

truly makes us human.

At the basis of the Ashley argument, we cannot assume that

Ashley is "suffering." This is a big problem with disabiltiy itself --

that because a person is disabled, the rest of society views that as

a terrible state -- that the disabled person in question must be

suffering. Even if, what does it mean to suffer? Isn't suffering part

of existence? We can learn by listening to the disabled communtiy

and their response on this. And, it is our obligation to do so.



I aruged in my last post, that in the absence of truly knowing or

understanding, we must presume sentience. A recent visit to a

Montessori school, and I reviewed Maria Montessori's mantra:

"Every child is born intelligent but learns at a different pace."

Click here to listen to "The Riddle"(the video ain't great, but it's

better than having the song on autoplay everytime you click into

this blog, which is what was happening.)
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The Ashley Treatment

“The Ashley Treatment”

Assumptions About Suffering, Disability and Quality of

Life

The Ashley Treatment is our most recent example of society’s

relentless quest for consensus on the ethics of medical decisions

cited as “treatments” made on behalf of dis-abled individuals who

are unable to give consent. In effect, to improve Ashley’s “quality

of life,” and alleviate the potential “suffering” from her inherent

vulnerability (there were a few cited), Ashley, who is today only

nine-years-old with “profound multiple impairments,” was given

“grown attenuation therapy.” It was instigated and promoted by

her parents where she has been given high does of estrogen to

bring about permanent attenuation in her size. Ashley also

underwent a hysterectomy and the removal of both her breast

buds to “improve her quality of life,” so that she could remain



under the care of her parents at home. By reducing her size, her

parents claim, they are able to lift her.

Unquestionably, the so-called “treatment” has raised significant

questions on the legal protections and rights for the dis-abled,

society’s assumptions about what dis-ability means in terms of

cognition and sentience, limitations on the family over

“treatments” for their child, the subjectivity of definitions over

“quality of life” entwined in overall assumptions about dis-ability,

society’s prejudice towards dis-abled individuals, and the issues

surrounding the meaning of suffering against the medicalization of

dis-abilities.

This essay argues that The Ashley Treatment was a prejudicial

medical “treatment” for the benefit of the parents, not for Ashley.

This recent “treatment” was performed against our recent history

of sterilization and involuntary institutionalization of the dis-abled. of sterilization and involuntary institutionalization of the dis-abled. 

It barreled forth despite the fact

that the case possessed no

urgency as Ashley is only six years

of age. The health risks continue to

be high, and Ashley’s outcome

remains too soon to predict, both

with and without so-called

“treatment.”

In short, The Ashley Treatment

favoured the parents and assumed

that her dis-ability rendered her

unable to “register” her world and

what was being done to her. We have so much to learn from those

who are dis-abled. We ignore their words, we are witnessing an

exclusion of their involvement on American’s biggest autism

charity, Autism Speaks, which will be one day be acknowledged as

one of America’s biggest embarrassments. As Hollywood glitterati

parade their puzzle ribbons fashionably at The Golden Globe

Awards like the red AIDS ribbons once were (AIDS was life

threatening as opposed to Autism, and the “puzzle” campaign is

largely rejected by the very autistics they believe they are

supporting), I fear they do not fully realize the prejudice and

subordination they are in fact endorsing, which suggests a gross

ignorance in society about dis-ability overall.



I have stated many times on this blog, using the words of other

scientists, that “we do not understand autism.” Yes, we don’t

understand the all the genes involved, or the possible

environmental influences. We are undergoing a scientific process to

either prove or disprove these speculations. What is more

important to bear in mind as we fund the science, is engine that

drives the process itself: us. Do we view autistic people as a

diseased in need of a cure, or, do we view them as people first --

full-fledged members of our society who deserve to be treated

with respect and who deserve to be treated as any other non-

disabled person would want to be treated. Part of me rejects

completely this notion of difference, as we are all human and in my

mind, deserving of the same rights and privileges. If I were to

become dis-abled, I would expect to be accommodated for my dis-

ability and accepted with it. (Although I did experience a different

view when I was in a wheelchair at a restaurant last week as a

result of slipping after knee surgery – another blog entry entirely,

but I noticed the looks and some referenced the chair as

“troubling” and “horrifying”). Further, we must not practice

economic prejudice for making cases based on financial burden

(this is rampant for all of the vulnerable), rather, identify needs

before resources. Only with such practice, and such observance of

basic human dignity for others, can we begin to think out of the

proverbial box. So, if we do not understand autism, if we do not

fully understand what is like to BE Ashley, or Adam for that

matter, we cannot assume her lack of cognition, and we cannot

treat her as an UNPERSON. This applies to any person with a

disability.

Therefore, in the absence of knowing truly what dis-ability is, or

knowing the OTHER, as philosopher Emmanuel Levinas has

argued, we must presume sentience:

“If precognitive experience, that is, human sensibility, can be

characterized conceptually, then it must be described in what is

most characteristic to it: a continuum of sensibility and

affectivity, in other words, sentience and emotion in their

interconnection.” (Stanford Encyclopedia of Philosophy quoting

Levinas)

We simply do not yet understand the complexities of the human

mind, and therefore we must take a humanistic and pluralistic

approach. Anything less is prejudice, and I would like to use the



definition of prejudice by Professor Emeritus Bernard Lewis, Near

Eastern Studies, from Princeton in reference to anti-Semitism in

the PBS documentary “Anti-Semitism in the 21st Century.” He

states that in history, Jewish “inferiority” was accepted and

tolerated – that while they were free to practice their religion,

they did not enjoy equal rights, were subordinate in the Muslim

world, and had to pay higher taxes than Muslims and were

sometimes subjected to violence. Today, Professor Lewis defines

prejudice as a different standard from which to judge anyone else

in the world. Let us ask ourselves: how do we judge dis-abled

persons differently?

The Ashley Treatment, similar to those historical and modern

references to prejudice just cited, applies a different set of

standards to the dis-abled person because of the assumptions that,

a) Ashley will not progress;

b) Ashley is not aware, therefore not sentient;

c) that “the treatment” will improve Ashley’s “quality of life,”

without understanding what quality of life means for those who are

dis-abled.

In the position paper, Unjustifiable Non-Therapy: A

Response to Gunther, Diekema (2006) to the issue of

growth attenuation for young people on the basis of

disability, written by The Board of Directors of the American

Association on Intellectual and Developmental Disabilities, the

board states,

“The ultimate and worthy goal in this case was to ensure a

higher quality of life for Ashley through the avoidance of an

eventual placement outside of her family home. As individuals

and as an organization, we endorse policies and actions that help

families to rear their children with intellectual and other

developmental disabilities at home, nurturing their capabilities as

well as coping with their impairments. We applaud the efforts of

many caring professionals who are engaged in providing

extraordinary care to children with intensive and pervasive

support needs and who continue to meet those physicians as

they weigh with families the benefits versus costs of various

treatment options and struggle with the complex ethical

concerns that can arise. Gunther and Diekema, as well as Brosco

and Fuedtner, discuss some of these issues in the context of



growth-attenuation therapy and seek responses from the field to

inform future practice. As the American Association on

Intellectual and Developmental Disabilities, we view growth

attenuation as a totally unacceptable option.” (p.2)

The paper negates the reasons why Diekema supported the

parents in administering the “therapy” in question. In summary,

1) They argued against Diekema’s view that Ashley’s mental

capacity “will always remain that of a young child.” The AAIDD

argues that there is “abundant evidence that all children are able

to learn and that the cognitive abilities of children with severe

motor impairments can be grossly underestimated -- that the

extant case histories of people with cerebral palsy incorrectly

diagnosed as having profound mental retardation should be

recognized and discussed;

2) The AAIDD argues that there is no guarantee that growth

attenuation and hysterectomy will effectively delay out-of-home

placement and the future development of any six-year-old child

will depend on many factors – that the medical, social and

programmatic needs of the adult Ashley cannot be anticipated with

certainty;

3) Brosco and Feudtner noted that risks of harm from this “heavy

handed” manipulation are unknown for this population, and this is

an issue that begs for further amplification, citing the documented

physical risks inherent in The Ashley Treatment;

4) The AAIDD question the idea that growth attenuation is in fact

a type of “therapy;”

5) Lastly, The AAIDD questions the legal questions involved in the

case:

“Because there was no urgency in this case, a very substantial

burden of proof of benefit should have been imposed before

moving forward. We see no such evidence of benefit, and despite

description of a committee review process (apparently for future

cases), there was no mention of including an independent legal

advocate for the child or any other professional with explicit

expertise in disability rights and autonomy, nor was it apparent

that anyone participating in the process would be knowledgeable



about the ever-expanding options for in-home supports and

services. The lives of parents of children with severe disability

are profoundly affected, and these individuals are asked to

shoulder exceptional responsibilities for care-giving. They should

be supported as they strive to meet the extraordinary needs of

their children, and we as a society must acknowledge and value

their efforts. We must provide them with the supports and

services they need to succeed in what Brosco and Feudtner

rightly refer to as their ‘most admirable of undertakings.’

However, growth attenuation of their children should not be

included as an option. Under our law, parents are vested with

the responsibility for making health care decisions for their minor

children, but parental prerogatives are not absolute. Children

have their own distinct rights and protections afforded them as

individuals established in ethical principles and legal statutes.

These rights should be of central relevance in the current

situation, yet they did not seem to receive the attention they

deserved….With a damning combination of uncertain benefits

and unknown risks, growth attenuation as described by Gunther

and Diekema is bad medicine, but this practice has even more

troubling implications…It seems painfully obvious that medical

practice for an individual can rapidly degenerate if the anxieties

of the parents regarding as yet unclear future issues replace the

medical best interest of the child as the primary focus, even with

the noblest of intentions of all parties involved. We see an

enormous potential for abuse here.” (p.3)

The Ashley Treatment has enormous implications for the autism

community. Chelation, vitamin, oxygen, and behavioural therapy

among many other “types” of speculative therapies based on

insubstantial “beliefs” about autism, as opposed to accurate

science, ring with the same “good intentions,” with disastrous

results. To what extent, we must ask ourselves, are we imposing

the same prejudices that Ashley has endured, to autistic people

who cannot communicate for themselves? To what extent can we

support the family who cares for an autistic person without

exploiting the vulnerability of the person who does not speak? To

what extent are we ignoring the scientific evidence that states

clearly that all autistic children progress without treatment?

People assume that the autistic person is “suffering” because of

autism. Perhaps we do not consider enough, that the source

suffering comes from frustration, lack of accommodation, and



being treated as less than a full-member of our society, instead of

persons with the same rights to access, and the right to be

protected from such “treatments” under the law. Canadian

governments are supporting a type of therapy based on one

randomized study and anecdotal evidence from parents, forgetting

that the fraud, Bruno Bettleheim also once had a long-waiting list

of clients. While parents have “the noblest intentions” (I will

include myself in this reference as I am a parent who believes I am

doing the best for my son without fully understanding autism --

using trial and error approaches in order to teach him), we are left

with the decisions to raise our children with little guidance and on

the other side, little support and protection of people with

disabilities under the law. A framework of prejudice shrouds our

children, influencing the way perhaps we, and others, look at them,

deal with them, and teach them. What if we could practice a letting

go of all our assumptions?

For the parent who believes that their child is suffering, or that the

“burden” of raising a child with autism is overbearing, the debate

is based on a fundamental question: what constitutes quality of

life? Based on differing belief systems and assumptions about

disability which, in my opinion, turn into prejudices about disabled

people, the question is answered differently. If we evaluate the

dis-abled as “unhealthy” and as such using the World Health

Organization’s definition of Health Related Quality of Life against

them, then it will be assumed that every dis-abled individual has a

poor quality of life. We know that society en masse, does believe

that as a truism as evidenced by overwhelming public support of

The Ashley Treatment as seen on Larry King Live on January 12,

2007:

LARRY KING: The parents consented to some questions

submitted in advance which I submitted to them today.

We'll show them on a screen and give you some of their answers.

I asked them, "What made you take her to the doctor the first

time? Were you surprised by the diagnosis?"

They said: "Long story. Some other time."

I asked them if they consulted with family members and the

answer was "Ditto."



I then asked what kind of criticism they have received from

people who have learned about this through the Web site.

And they said, "We have received 3,600 plus private messages.

They continue to flow at the rate of 200 a day. Ninety percent

plus in support of Ashley's treatment. Today, we posted on the

Web site some of the 10 percent or so that we've been able to

read. Many of the support messages are from families who have

direct past or present experience with disabled children. Their

testimonies are a real life illustration of the substantial benefits

this treatment will bring Ashley and hopefully others."

In contrast, as reported by those with disabilities:

“…people who lose functioning as a result of disease or accident

typically report, despite initial disruption and feelings of loss,

increasing satisfaction and proficiency with the passage of time,

whether or not they receive a particular health

intervention….The lives of people with disabilities are assumed to

be of low quality, whatever environmental factors mediate the

impact of their impairments, and their own testimony to the

contrary is seen as inherently unreliable.”

– from Quality of Life and Human Difference, (Wasserman,

Bickenbach and Wachbroit)

Until we can eliminate prejudice and assumption, we cannot define

“quality of life,” based on health as we assume it is related to dis-

ability. Simply, if we do not understand disability, and in

particular, sentience in an individual who is unable to

communicate, we will never understand the way they experience

and see the world. The best way to get an inkling of understanding

is to include the voices of the dis-abled in these dialogues. Joni

Tada, a quadriplegic herself, unfortunately made an incorrect

reference to autism on Larry King Live, (an autistic who flaps

his/her arms is no different than a deaf person who cannot hear,

therefore, is hardly "undignified" because of it) so I understand

some have corrected her inaccurate understanding. However, she

was included in the discussion:

JONI TADA: I think you need to remember that society, if it can

find a way to cut costs by removing proper care for people with

disabilities and instead place it with these surgical removal of



body parts, society will do it. Given the opportunity, society will

always move in the direction of convenience for the masses at

the expense of people with disabilities.

We have heard the discussion about human rights here. And I

have heard one expert observe that -- well, Ashley has no

cognitive ability. She does not experience human dignity. Well,

then let the Alzheimer's patient run around naked. Let the boy

with autism flap his arms with no intervention. Let the mentally

handicap eat off the floor. We need to treat people with

disabilities with respect, even if they do not have the cognitive

ability to understand or feel what that dignity is all about.

Steven Rosnbaum is a disability rights attorney also interviewed

by Larry King with a son with the same dis-ability as Ashley:

STEVEN ROSENBAUM, DISABILITY RIGHTS

ATTORNEY: You saw pictures of my son earlier flashed in the

background, that's David. Where I stand is I reject Dr. Diekema's

notion completely as does the disability rights movement, the

ADA, Americans with Disabilities Act tells us and Alan now says

United Nations treaty that it's about humanity, it's about dignity,

it's about quality of life, with whatever supports or

accommodations are needed. It's not about Joni -- I'm glad

Joni's living the life she is but Joni's message is right, we have to

look at all people regardless of the severity of disability and give

them the opportunity to develop the best they can.

DR. DIEKEMA: I think what’s dignified, what is humane and

what’s quality of life will depend on where you sit…

There are always people who will claim we're playing god. We --

we can't help but play god in this world and in medicine. Every

time we intervene in the course of patient's care, we're playing

god. When we put a child with Attention Deficit Disorder on

medication we're playing god. When we choose to treat

pneumonia, to a certain extent, we're playing god.

My personal opinion, as somebody who has strong religious

beliefs is that god's intention is that we use the tools we have to

do what we think is best for other individuals. And in this case,

that meant asking ourselves whether these three things that the

parents were asking for would benefit their daughter and benefit



their daughter in a way that justified any potential harm.

Where is the line drawn? Why the compulsion to eliminate all

“suffering” when it is so difficult to determine in that which we do

not understand?

I will end with some quotes in the New York Times Letters last

week regarding the article “Screen All Pregnancies for Down

Syndrome, Doctor’s Say,” on January 9th, 2007:

“I was appalled at Dr. James Goldberg’s statement that to some

couples, losing a “normal” pregnancy is not as problematic as the

birth of a Down syndrome child. The issue at hand is not a

political one, but rather the fact that all children have the

potential to provide joy to their parents’ lives. While I’m sure it is

distressing to discover that your baby has any kind of

“abnormality.” The idea that a miscarriage of a healthy

pregnancy is a better “option” than giving birth to a child with

special needs reeks of ignorance.” – Lynn Ryan, White Plains,

N.Y. and;

“Of course, younger women should have the option of having

prenatal tests for Down syndrome and other abnormalities. But

as the mother of a lively, lovely 16-year-old daughter with Down

syndrome, I’d like to hope that doctors won’t just present the

“down” side of having a child with special needs. Yes, there are

heartaches and worries, but how is that so different from

parents with typical children? Our daughter and her friends are

quirky, funny, opinionated teenagers who are learning job skills

and dreaming of having apartments of their own. Your article

doesn’t mention the bottom line: that most women choose to

terminate a pregnancy that reveals the possibility of a Down

syndrome baby. I have nothing but deep compassion for women

struggling to make this choice, but I’d like them to know there is

a lot of joy mixed in with the challenges of raising “special” kids.”

-- Jan Farrington, Forth Worth, Tex.

I’ll second that.

Combating Autism Act
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January Has Gone to The...

The beginning of 2007 has been the most delirious of new year

beginnings. I believed I mentioned a lovely family holiday -- all

twenty of our family down south -- and Adam enjoying his cousins.

As soon as we returned, I underwent knee surgery the following

day. Three days later, we acquired our awaited puppy, Kiki, when

the unusual warm and dry streets of Toronto, because of the knee

surgery of course, turned to ice. So I fell, irritated my knee and

was down two more days. Then, I acquired the stomach flu this

past week, and yesterday, Adam underwent the same. This is why

I will endearly refer to January 2007, the RIDICULOUS month.

Yet, I have the perfect antedote for any ailment: get a puppy.

There are no excuses, no possibility of sitting too long. Kiki arrivied

in her eighth week. A goldendoodle, she has a great temperment

and is easily trainable. We are training her to be a "companion

dog," for Adam. She arrived teething, nipping and of course,

jumping all over us. Thanks to Henry, who read all the puppy

training books there may be on the market (he made up for all the

Penelope Leach books he didn't read), he was ready. Kiki doesn't

have a chance to chew on our furniture, jump up on the couch, or



jump on our visitors. Henry took hours training her,

"behaviourally" of course. Sit, off, lie down, wait....all are part of

her everyday repertoire now because of him -- and we've only had

her for two weeks.

"This is operant conditioning, you know," he says to me with a wry

smile, Kiki sitting obediently at his feet, looking up at him. "She's a

good dog," he says with a look of dumb puppy love. "I have to say,"

he sighs, "it is pretty gross."

"What is?"

"To think of teaching a person this way."

I shrug. He knows

my feelings so

there is not much

more I can say. I

am too tired, my

knee up on the

couch with two pillows. The obedience trainer has enlightened me

to the dog's world -- how the Alpha Dog let's the pack know who's

boss, and how to teach a dog who's Alpha in the home, and what is

expected. The means of training a dog is not unfamiliar to what

they already experience within their pack. When the trainer comes

and I express my trepidation of being too harsh, I watch a video of

"puppy training" on the couch. The dogs are shown in their natural

environment. A firm but gentle nudge to show whose boss is

enough to have a good puppy.

Anyway, it's all about the dog, the knee and the stomach flu this

month. I look forward to smoother sailing ahead.
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She Speaks For Herself



When I was curating the exhibition this year, I considered doing a

type of virtual reality room, with autistic people designing sensory

types of areas so the "language" of autism could be experienced by

those who do "not speak" autistic. I still think it could be an

interesting project, with contributions like the one below.

When I saw this video recently, I thought it was brilliantly

executed -- bridging that ever imaginary divide between what we

believe autism to be and what is. In My Language is not only

intelligent, it is beautiful to watch.

In My Language
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Disability By Design?

As I sit an recuperate from my knee, using the latest in

technological advances, I imagine all of us I-Pod, Blackberry

people as the new Borg, hooked up from head to toe. For those

who are autistic or disabled, the phenomenon may be no different.

Ladies and gentleman, let me introduce ESP: The Emotional-Social

Prostheses for autistic people.

The advent of virtual reality,

computer devices and

software, has made a world

difference for many people

with autism and many other

developmental disabilities.

From online high schools,

where individuals are not

judged for how they appear,

and who can excel from such

an “environment,” from the

very software programs that my own son Adam uses to exemplify

that he understands what is being asked of him -- that he can

answer more in that forum than he can from a “real” person in the



moment -- our environments are definitely changing.

When I first heard of the ESP device, I scoffed. I considered that

my intuition might take on numerous physiological responses to a

situation, not just the reading of a face. Be it the proverbial “gut

reaction,” or “second sense,” I can’t imagine that ESP will be able

to replace those senses while “face reading,” let alone mind-

reading.

In our home, we have used the face-reading programs that Simon

Baron-Cohen has already developed at Cambridge, and while I’m

convinced anyone can study faces like dictionaries and rote

learning can be a segue to real understanding, I am unconvinced

that autistic people have difficulty understanding emotions and

human interactions. In exchange for this popular view, I am more

convinced that autistic people understand emotions quite fine.

While unable, perhaps, to express an “appropriate” or expected

“social” response, or "real-time" response, it seems apparent that

autistics can register and understand human interaction, if simply

different in responding or conveying the processing of that

information in a typical way. What perhaps might be expected of

an autistic person is a more deliberate way of teaching meaning for

the expected social response (if the autistic adult chooses this). In

return, society can do its part to understand autism so that this is

a true compromise, and autistic people are not judged because

of an atypical social response. This would make for an authentic

empathy lesson.

I am thinking the

ESP device might be an excellent tool for me to use, as long as it

comes in a variety of cool colours, and can fit into my evening bag.

I mean, I can decode faces just fine, thank you, but some

assistance with mind-reading would be welcome!! Imagine being

able to “decode” Mary Sue’s “I’m so happy to see you schmoogy

schmoogy kiss” to its real meaning (oh God, there’s Estee and I

have to say hello, let’s make this quick!). Seriously, I’m not sure if

we all want to know what many of our friends and associates are

really thinking, do we?

The ESP device, being developed by Rana el Kalibouby and

Rosalind Picard, might be affixed to a baseball cap of a pair of



sunglasses, writes, Jennifer Schuessler in the New York Times

Magazine (December 10, 2006): “It consists of a small camera

mounted on a cap of glasses that monitors a conversations

partner’s facial expressions and feeds the data into a hand-held

computer. Software tracks the movement of facial features and

classifies them using a coding system developed by the

psychologist Paul Ekman, which is then correlated with a second

taxonomy of emotional states created by the Cambridge autism

researcher (and Ali G cousin) Simon Baron-Cohen. Almost

instantaneously, the computer crunches each raised eyebrow and

pucker of the lips, giving a whispered verdict about how the person

is feeling….

El Kaliouby’s system, which is

currently being tested on

teenagers with high-

functioning autism and

Asperger’s syndrome, has an

accuracy rate of 85 per cent

when reading the emotional

state of trained actors, though

it drops to just 65 per cent for

ordinary people. While the

technology has a way to go

before it is ready for the market, el Kaliouby is already thinking of

ways it could be using in helping everyone ‘move up the spectrum’

defined by severe autism at the one end and off-the-chart

emotional intelligence at the other. Cocktail party bores and

dinner-table droners beware: el Kaliouby envisions a ‘Bore-o-

Meter’ that might, say, cause your cellphone to vibrate when

software senses that your conversation partner’s eyes are a

glazing over….”

Anything that creates this bridge to understanding or getting any

kind of edge in this world, is welcome in my home. I am grateful

for the many technological advances from which Adam can benefit.

I’m also very interested in technological advances aimed at

assisting Adam, but with the understanding of autism, or at least

the quest to a greater understanding of autism, that backs it. Until

I see ESP in action, and based on the computer program Adam has

already used, ESP may be DOA. But I’ll be fair. I’ll wait to see it in



action.

ESP may also lead to greater ideas, initiated by autistic people, if

they are truly to be workable and meaningful accomodations that

benefit autistic people as opposed to non autistic people. I am all

for greater access for all dis-abled individuals. I am very

interested in the “Wheelchair Car,” otherwise named the Kenguru,

which looks

something like the

Smartcar where a

wheel chair can roll

right in and start

driving. It offers

the long-awaited

accessibility for many disabled people in wheelchairs. At $12,500

and environment friendly (it’s electric), the government should

think about subsidizing at least part of the cost.

In the meantime, I think we are doing just fine without ESP:

History has repeatedly demonstrated that empires

seldom seem to retain sufficient cultural self-awareness

to prevent them from overreaching and overgrasping.



They have neglected to recognize that the true power of

a successful culture resides in its example. To take it

successfully, a society must be self-aware." (Jane

Jacobs, Dark Age Ahead, p. 176).
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Nature Has It "Own Sweet Reasons"

Atop The Gorge

For all the yearnings, all the hope,

The brook still moves the flow

From up atop the rocky cliff

To down the gorge below...

The roar of water as it falls,

Is heard above the mist,

And this just goes to show how much

That nature does exist.

The trees grow out of rocks and cracks,

With tiny bits of earth,

And seeds then blow atop the gorge,

To give some new trees birth.

The cycle goes through many years,

Through many storms and seasons,

But nature does not tell us why--

It has its own sweet reasons.

-Brian Henson is an autistic member of The Autism

Acceptance Project
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NIH Steering Committee Petition



This has been prepared by a group of individuals and

put online for your signature:

Statement

The past decade has witnessed an accelerated tempo of NIH

funded research into the causes and character of autism. However,

without exception, NIH funded research has approached autism

from a perspective of pathology: Autism is envisioned as a disease

to be cured and autistic citizens are characterized solely by their

deficits and impairments.

Consider a contrasting and highly successful model for scientific

inquiry:

"Twenty years ago, most scientists associated old age with

decline and disability… Today, the concept of aging has been

transformed… An important root of this shift in thinking can be

traced to 1984, when the MacArthur Foundation brought

together a group of scientists from widely disparate fields -

physicians, psychologists, sociologists, cell biologists, and others

- to mount an intensive, ten-year study of aging. This group, the

MacArthur Network on Successful Aging, took a simple but

radical approach to its research. Rather than focus on the

problems of disease and disability associated with aging, which

was the accepted approach of gerontological research at the

time, the network chose to study people who age well."1

We believe that the scientific study of autism needs to be radically

reoriented, just as researchers in the MacArthur Network on

Successful Aging radically reoriented the scientific study of aging.

Rather than continuing to conceptualize autism as a disease, we

believe that NIH must begin to conceptualize autism in the same

human rights perspective as it conceptualizes sexual orientation

(which up to 30 years ago was, as autism is now, considered a

severe psychiatric disorder). Rather than continuing to support

studies aimed only at investigating autistic deficits, we believe that

NIH must begin to support research that investigates autistics'

unique strengths. And rather than pathologizing the biological and

behavioral differences between autistic and non-autistic citizens

(many of which are no greater than those between males and

females), we believe that NIH must begin to embrace the diversity

that autistic citizens embody.



We admonish NIH to meet these goal for future autism research:

to understand autism as a neurological difference that results in

atypical modes of perceiving, thinking, and acting;

to identify empirically the strengths and competencies that autistic

individuals possess; and

to provide the scientific answer to how autistic individuals can

develop and live successfully – as autistic individuals.

There can be little doubt that such a re-conceptualization will

result in autistics leading more fulfilling and respected lives and

non-autistics living more harmoniously among autistics.

Please sign by clicking here.
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Celebrating Autistic Children Every Day

For all the parents who work so hard to provide the best

opportunities for their children, who love them, who have

undergone confusion and fear, who choose to live with joy and

pride, who want a world of tolerance and acceptance where our

children can be educated and contribute to society, and whose

children may need further accomodations in adulthood, I propose

we talk honestly while protecting our children's best interests and

self-esteem.

"Joy doesn't come without struggle," I wrote when I chose The Joy

of Autism. Joy is a choice, and the joy my child continues to bring

me is the engine behind everything. These pictures reflect our

journey with autism every day. Adam trying to kick a soccer ball

after repeating over and over again (and thank goodness for Kevin

of Sportball who convinced us to stay when I was about to leave

the first day when all the kids were staring at him. He encouraged

me, said Adam was doing great and even if he had to stay and

watch on the sidelines that would be a good thing. Well, it was, and

Adam began to learn soccer), his love of books and reading, his joy

of watching the sand drip through his fingers, his innate curiousity,

his fourth birthday celebration last April, his joy of dance at his

cousin's Batmitzvah. His smile, his soul...is everthing. Thank God



for him. I do not share the sentiments in The Autism Every Day

video as its director Thierry suggests. I had my moments, early on

with autism when I didn't understand it as much as I do today,

when I was angry and confused, but I never thought of taking

Adam's life because of autism. Adam is my life, my world, my

everything -- my autism every day.

Even if you have a bad day, there are a multiude of others that

make us content and happy. What are your joyful moments? For

all the worry and work you do, name those stupendous, maybe

subtle moments that elate you, for the achievements of our

children are momentous occasions!! What price do we, and our

children, pay by not celebrating them?
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What Are They Thinking?

Autism EveryDay and Autism Speaks -- Stop Speaking

for Autistics Now!

Let me go on the record right here and right now: I protest this

screening of the Autism Every Day video at the 2007 Sundance

Film Festival. While I believe it is a parent's natural reaction to

experience a period of mourning, and that some parents find it

harder to cope with difference and disability than others, I do not

agree to stage this film as the real representation of autism as it is

harmful to autistic people, does not include their voice, and as

such, does not fairly represent them.

I hereby stand to protect my son from the harm that this video is

causing by creating a devastating message about autism that then

gets reported by the media. I believe Christschool has produced a

video that we should all watch. I also urge all of you to add your

comments to me by email or herein that I will gather to send to

Sundance.



Autism Speaks

Our Autism Reality

So I am recovering from knee surgery. I had a terrible reaction to

the anaesthetic which has now thankfully let up.

The day before yesterday (surgery day), our flight was delayed for

two hours. We left my in-laws Miami condo at nine in the morning

to return to Toronto a mere eight hours later -- what should have

been a four hour trip all 'round. Adam was fanatastic. We walked

around the airport, we watched the airplanes take off, we played

games and ate Adam's favourite: potato chips. On the plane, Adam

initiated a game with me. He beamed and asked "Make a face!" So

I crossed my eyes and stuck out my tongue. He found it hilarious

(and thank goodness no one saw me because I was acting

ridiculous!). He kept asking me "make a face...make a face!" I kept

making them. So I told him, "Your turn. Make a face!" He

tentatively stuck out his tongue a little way out. I was elated. My

son had made his first face intended for my laughter! He was

laughing with me.

I decided on this trip to show Adam how to draw objects. I have so

far, taught him to draw a happy face, a snowman and a house,

using a triangle, square and rectangle for a door, reading

somewhere sometime ago, that using shapes and putting them

together to make a cohesive whole might make more sense for

Adam. Sure enough, Adam has begun to imitate such drawings.

However, I decided in the airport to ask him to draw objects I

have not taught him how to draw: a boat, a tree and a butterfly.

He could draw them. Sure, his mast was a triangle that didn't quite

meet up with the bottom of the boat, but I don't care! My son's

world is expanding!!

Adam spent his nearly two week vacation with all of his cousins

and his half-siblings. He played with all of them, and they got to

experience his affection, his happiness. Adam really does make

everyone around him smile. These wonderful moments, along with

the same tough days(arguably)that we experience with all

growing, little children, is the autism we experience EVERYDAY.



Let Sundance See The Dignification of Autistic People

and the Videos produced By Autistic People

Other Autism Reality Shows can be found on PosAutive. I strongly

suggest Sundance take a look at the hundreds of videos that try so

hard to achieve the respect and dignity for autistics that children

and adults deserve.

Let Sundance See the Dignification of Autism in the

Media:

This recent article on an autistic 5th grader, or

and this article that I recently appeared in January 2007 issue of

The Village Post.

And this homespun autism awareness video among many others:

Autism Awareness video 2

Or the recent wonderful book by Ralph Savarese

The "real autism" is the face of life itself -- with ups and downs,

sorrows and triumphs. Autistic people are not tragedies. The real

tragedy is that there are people who continue to represent them as

such.
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Disease: The New "Normal?"

I have been in Miami this past week -- Adam enjoying the sun and

beach. He listens, expresses himself just fine. I watch in this

atmosphere with a sense of relief at how relaxed we all are. It is a

far cry from those early first months of initial diagnosis.

Yet, there is something else here amongst the crowd of retired

snow birds: it is a little pain here, a little pill there. Or perhaps, it is

a story I hear, among many, a grandchild with some kind of



diagnosis -- from autism to ADHD and many other childhood

"disorders." I know there is a great deal of contention over this

issue: is autism just better diagnosis (or more liberal diagnosis in

order to get some kind of subsidized service), or is it a combination

of environmental and genetic factors?

While we continue to turn to science to find the answers to our

hovering questions, I have to ask, where do studies in social

evolution come into play in our discussions in how we influence

science? From bias, to flat-out prejudice, to financial opportunity,

how much do WE influence the understanding about not only

autism, but about what it means to be human? For those of you

who read my blog, you know my view is that we influence

everything that has to do with our views of autism and the

direction of scientific research.

I have a healthy skepticism about our medical system: I do with

the information what I want and I don't trust doctors very much.

You go in with a complaint and expect to be medicated, or at least

offered a prescription. So it was interesting for me to read this

article in the New York Times this morning: What's Making Us

Sick Is An Epidemic of Diagnosis:

"Americans are living longer than ever, yet more of us are told we

are sick. How can this be? One reason is that we devote more

resources to medical care than any other country. Some of this

investment is productive, curing disease and alleviating suffering.

But it also leads to more diagnosis, a trend that has become an

epidemic.

This epidemic is a threat to your health. It has two distinct

sources. One is the medicalization of everyday life. Most of us

experience physical or emotional sensations we don't like, and in

the past, this was considered part of life. Increasingly, however,

such sensations are considered symptoms of disease. Everyday

experiences like insomnia, sadness, twitchy legs, and impaired sex

drive now become diagnosis: sleep disorder, depression, restless

leg syndrome, and sexual dysfunction.

Perhaps most worrisome is the medicalization of childhood. If

children cough after exercising, they have asthma; if they have

trouble reading, they are dyslexic; if they are unhappy, they are

depressed; and if they alternate between unhappiness and



liveliness, they have bipolar disorder. While these diagnoses may

benefit the few with severe symptoms, one has to wonder about

the effect on the many whose symptoms are mild, interrmittent or

transient.

The other source is the drive to find disease early....

Most of us assume that all this additional diagnosis can only be

beneficial. And some of it is. But at the extreme, the logic of early

detection is absurd. If more than half of us are sick, what does it

mean to be normal? Many more of us harbour "pre-disease" than

will ever get disease, and all of us are "at risk." The medicalization

of everyday life is no less problematic. Exactly what are we doing

to our children when 40 per cent of summer campers are on one or

more chronic prescription medications?

No one should take the process of making people into patients

lightly. There are real drawbacks. Simply labeling people as

diseased can make them feel anxious and vulnerable --

particularly children.

But the real problem with the epidemic of diagnosis is that it leads

to an epidemic of treatments. Not all treatments have important

benefits, but almost all can have harms. Sometimes the harms are

known, but often the harms of new therapies take years to emerge

-- after many have been exposed. For the severely ill, these harms

generally pale relative to the potential benefits. But for those

experiencing mild symptoms, the harms become much more

relevant. And for the many labeled as having predisease, or as

being "at risk" but destined to remain healthy, treatment can only

cause harm.

The epidemic of diagnosis has many causes. More diagnoses mean

more money for drug manufacturers, hospitals, physicians and

disease advocacy groups. Researchers, and even the disease-based

organization of the National Institutes of Health, secure their

stature (and financing) by promoting the detection of "their"

disease. Medico-legal concerns also drive the epidemic. While

failing to make a diagnosis can result in lawsuits, there are no

corresponding penalties for overdiagnosis. Thus, the path of least

resistance for clinicians is to diagnose liberally -- even when we

wonder if doing so really helps our patients." (Essay by H. Gilbert

Welch, Lisa Schwartz and Steven Woloshin, NYT, Health &



Fitness, January 2, 2007, p. D5).

We know we have an epidemic of autism diagnosis. I am

wondering if, with the help of others, we might calculate the

income of this "autism economy" to see just how much others are

profitting from pathologizing our children. I look back and consider

the autism diagnosis, how it made me look at every one of Adam's

behaviours as being the result of autism, and today, I laugh. Adam

is a healty 4 1/2 year old who is still not fully verbal, but otherwise

a normal kid. When he gets upset, it is because maybe he wants

something, maybe he's naturally upset or sad, maybe he's learning

to cope with all of those big emotions in his tiny body that we learn

to manage (or not) with maturity, or maybe he's just plain tired

and has reached his limit. Surely, autism has its set of challenges

for both a parent and a child, and each of us as parents, are dealing

with a slightly different set of challenges for each of our children.

Surely, we musn't ignore what it takes to accomodate our children

to enable them to communicate, learn to socialize, or whatever

needs to be addressed. The bulk of the responsibility to

accomodate, seems to lie with parents and educators, for I have

not seen or experienced any medical professional yet who has done

anything to de-stigmatize or accomodate our kids. I can teach

Adam to communicate using a computer. He can show me how

much he knows (and I am continually floored at how much he

knows and understands when he using educational programs) on

the computer. He can learn how to use a program, a new mouse,

faster than many an adult. As his parent, I can figure out how he

learns with fill-in-the-blank sentences. I can "backward chain" a

sentence until he says it fully by himself. It is a process of learning

that I can figure out with him. It takes my time, my patience, and

my utter faith in his intelligence and ability.

Two nights ago, Adam said on his own "I love you mommy," (more

like I wa you mummy). Quickly after, he went back to splashing

water in the tub with his throaty little bird sounds. Among the

many other sentences he works so hard to utter independently, it

goes to show that the teaching, the exposure to many words and

sentences, the reading, the computer programs the "text-rich

environment" that we provide for him, may be working.

I am about to go into knee surgery on Thursday. Apparently I

"have arthritis" in my knee that I've suffered four dance and ski

injuries. I've gained some weight because I haven't been running



this year (I've lost some since those news clips you might have

seen). For years, I've been avoiding surgery to correct my patella

that initally popped out for the first time dancing at age fourteen.

On the eve of my 42nd birthday, coming up in March, I decided

that the constant swelling and limitation in my physical activities

warranted surgery. My first surgery. My first general anaesthesia.

My first "letting-go" to a medical professional. May he be good to

me!

Sometimes we need to let go, but not without a fight when it comes

to decisions about health and our own well-being. We need to

resist all attempts to limit life, to categorize it, and ultimately in

autism, to limit the many opportunities that all our children

rightfully deserve.
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You'll Be In My Heart

Thanks "Aspie" for this charming video, inspiring enough to begin

the year anew. Children light up our lives, our days, and for me

anyway, are the engine that drives me on my most difficult days.

May it be a good 2007 for all parents and children everywhere.

Kids

Adam eating hisAdam eating his

grandmother's

Christmas

cookie.



Adam and me inAdam and me in

2003

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 12/24/2006 10:35:00 PM
0 CO M M ENTS  LINKS TO  THIS PO ST

S A TU RD A Y ,  D E CE M B E R  2 3 ,  2 0 0 6

 

What do you say?

More often, I receive a call from a parent with a newly diagnosed

autistic child. I remember my first weekend, when I first heard

the word "autism" outside of Hollywood context. All I could picture

was the doom, the life now "limited" to "dealing" with disability.

The weight of the perceived "restricted" life felt so heavy I could

barely breathe. I know that every parent reading this remembers

the day when the word autism was actually uttered like

remembering where you were and what you were doing at the

time of 9/11; the moment when time stands still and we catch a

glimpse of mortality.

Now three years later, I am far enough removed from that place

that I can look back objectively and consider the journey we've

taken, but not so far that the pain is far from memory, or the tears

of worry still don't occasionally trickle out of an eye. In the world of

dis-ability, the shape of pain changes.

So what do I say? I first ask what they understand about autism. I

ask what they've heard, and what they have done thus far. I then

begin to tell them that autism is different for many people, and like

any family, decisions about care, education and therapies will be

individual. I like to refer them to other autistic writers and

advocates, because they are the real experts in autism and teach

me so much. I talk about our personal experiences (some of which

you can read in this blog). I urge parents to explore what works



best for their child, and of course, to trust themselves and trust

the people they are working with. (I have, finally, a good

relationsip with a woman who is fomerly trained in ABA and a

Ph.D in psychology with whom I can discuss issues constructively

and to help me organize Adam's teaching at home. I like a healthy,

benevolent argument that keeps everyone learning for Adam's

best interest. In fact, it took nearly three years to achieve the

kinds of relationships with therapists I've developed today,

through experience and gathered confidence).

So why the tear I mentioned earlier? Do I wish Adam was not

autistic? Do I wish for what I don't have, what he is not? Or do I

focus on what is and what I can do and rather than what isn't our

reality. Even more than that, what I feel I can't seem to express

well enough here tonight, is that there are gifts in the very things

that we orginally think are not gifts at all. There is beauty. There is

joy.

In finding all of that good and sweetness in the child that I do have,

I care strongly about the way people view him without knowing

him, without taking the time to look and SEE beyond the

"category," and the way people put the onus on this little child to

FIT IN, instead of thinking about what he needs and how he

needs to be accomodated in order to be a successful little boy.

Most importantly, I want him to feel good about his life and,

ironically, that he be provided the accomodations so that he can

FIT IN if he so chooses, and in his own "size." At four and a half, I

have been able to provide the supports that seem to be given to

the little children more readily than when they become older.

Soon, as he enters an integrated primary school, the blows will

come. No parent can protect a child from everything. That fine

balance between advocacy, protection, and accepting our children's

right to be individuals and figure it all out...well let's just say I don't

expect to be the perfect parent.

So what can I say to a parent of a newly diagnosed child with

autism? It's an uncomfortable place to be, actually, because I do

not like to appear as all-knowing as many "experts" like to appear.

I still await more years, more experience, more scars and of

course, many more successes. All I can offer is the information that

we, as a society, do know, state the issues, list the therapies. All I

can state is my own messy journey in autism, as messy as any

family's and as trial-and-error based as parenting can get. And



then I want to say...carry on! Life with autism can indeed carry on,

even joyfully. Indeed, it could carry on much more easily if we

lived in a more tolerant and accepting world.

On that note, it is heartwrenching to watch a society march

heartlessly on with messages that do nothing but spend precious

human lives to justify their own incompetencies, their research, or

their need for pity. As happy as I am with my son who is autistic,

we live in a world that is not very easy for autistic people -- for

those whose disability appears so visibly on the outside to the

person whose disabiltiy is "invisible" so that a family or society

does not think enough about accomodation.

Also, while it is perfectly okay to work through feelings of

confusion, grief and worry as parents, it is simply not okay for

people to go out in public and talk about autistic people as if they

are nothing, have nothing inside, know nothing, or have nothing to

contribute and that if they do, they are anomalies, or "not autistic,"

in order to receive pity or support. I consider all the worry and

tears I shed in my first days, when I realized that Adam was

autistic but didn't really understand what that meant. All of those

messages are incredibly pervasive -- they infiltrate the media,

they propogate research projects that get publicized by the media

and get funded by some charities, they get purported by some

families in order to receive funding for their preferred type of

therapy, they go to Hollywood and then presto -- they enter

mainstream consciousness, or ignorance, about autism.

The popular image of autism is dark and "mysterious." The image

of autism is dehamanizing to the point that those very parents who

want to get that funding, who want desperately to BE RIGHT, will

say that a person is not autistic if they can speak or read or write.

No -- those people MUST be savants!! If they are not

dysfunctional enough, they are even less human than autistics

because they do fit into the "devastation criteria." If they are not

savants, (and those who read and write are not savants, btw), they

fall into an abyss. They are the supreme nothing, unworthy of this

pitiful pity, and then publically besmirched. We are witnessing the

most horrific arguments about humanity ever -- these dangerous

attempts to categorize humanity and worth, all while these same

groups will use the statistics which lump these very "categories" of

human in order to bolster their epidemic numbers.



The real autism is diverse. It feels, it speaks, it has a voice and

an opinion...it is like all of us -- so utterly human -- the same, while

different, indeed what being human is all about.

Christchurch made another poignant video, about the effects of

what the devastating messages about autism create.

THE CONSEQUENCES OF DEVASTATION RHETORIC

You can read a news report about the Gravelle case here.
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To Life, To Joy, To Human Dignity

To all my fellow bloggers and readers, have a very Happy Holiday.

This is The Autism Acceptance Project's Card to you:



May we all appreciate the life we have, and never disregard the

dignity of others. In appreciation, I direct you to Lisa Jo Rudy's

What Do You Love Best About The Autistic Person In Your Life,

now at 88 comments last I checked. It is a wonderful way to

celebrate our autistic family members, and appreciate the lives we

have with them.

Also, in appreciation, if you want to feel uplifted, visit PosAutive

for more inspiring autism stories.

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 12/20/2006 04:56:00 PM
1 CO M M ENTS  LINKS TO  THIS PO ST

TU E S D A Y ,  D E CE M B E R  1 9 ,  2 0 0 6

 

TAAProject in the Media

Here are some of the clips I could get from the Joy of Autism:

Redefining Ability and Qualtiy of Life event and The Autism

Acceptance Project. What's missing here is Gill Deacon's beautiful

introduction of me prior to this interview, in which she uses the

story by Emily Pearl Kingsly: Welcome to Holland. It was a

lovely introduction and did put a tear in my eye. You might also

want to read this story Farewell to Holland, a response by another

parent to that story,which is also terrific.



Also missing is the ten minute interview on CP24 with Anne

Rohmer.

The Autism Acceptance Project on CBC

The Autism Acceptance Project on CTV

The Autism Acceptance Project on CityTV
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What is "Good Practice?"

I am borrowing the title of this blog from Dr. Rita Jordan and

Stuard Powell, from their book Autism and Learning: A

Guide to Good Practice. I hear it used in references to

teaching methods that still remain unproven as "effective autism"

teaching methodologies -- preached like gospel. Repeated over and

over again, the term has become a meaningless cliche. So if we are

going to use it, how do we define it, as we continue to know little

about autism? It seems we all want good practice, but in advocacy

and "fact sheets" the term is used abitrarily and no one can truly

define what it is with regards to teaching autistic pupils. As Jordan

and Powell note, however, it is governments that want to hear it. I

appreciate this book and how it gives some practical and sensible

answers to re-evaluating ourselves in how we approach and think

about autism, and respects the learning style of the person.

I have summarized some of the first chapters for those who have

not yet read the book, in hopes that educators will pick it up:

"With increased public awareness of autism and the proliferation of

one day courses and seminars, many teachers are developing at



least a cursory knowledge of autism and its implications. This is a

positive step, if it leads to an awareness of the complexity of the

condition and a recognition that there is more to be known both in

terms of understanding the condition, and ways of meeting the

needs that arise from it. It is less positive if, as is sometimes the

case, just the difficulties are emphasized, so that the teacher is left

feeling that intervention is pointless or needs to be left to the

'specialists.'...teachers need the knowledge and the support to

know when and how to intervene and how to make that

intervention effective....there are still numerous examples of

where teachers, especially perhaps in the mainstream, either do

not fully appreciate the nature and extent of the child's difficulties

or are unwilling (or perhaps unable) to alter their own approach to

teaching to accomdoate those difficulties. Parents of children with

autism are still often told by mainstream teachers, even when the

child is academically able, that, if his or her problems are that

severe they do not 'belong' in a mainstream school. Ironically, it

may be the very wish not to separate and segregate children that

leads to educationists refusing to 'label' a child or to see the value

of a diagnositic category such as autism, which in turn leads to

interpretation of behaviour as wilful adn the subsequent expulsion

when the child fails to conform. We would suggest, therefore, that

recognition of autism as a condition with important educational

consequences is a first step to creating good practice. There has to

be some understanding of the kinds of difficulties that [that autistic

people exerience] so that behaviour is not misinterpreted and the

children's difficulties and strengths in particular contexts (their

special education needs) are understood. Yet it is here that there

must be an INTERFACE with good teaching. Without the skills of

observation, the capacity to motivate and involve,the knowledge

about autism will not translate into good practice. The art and

science of teaching has to be informed by the knowledge of autism,

but also has to exist in its own right. Without it, pracitioners are

reduced to following set routines and recipies and some home

treatment programmes are indeed based on this, so that they can

be performed by paraprofessionals and parents. Such programmes

have some value (and indeed extensive claims are made for their

success), if only that they offer intensive early positive

intervention, but they are also limited. 'Good practice' should

involve professional judgement and the capacity to adjust the

programme to meet the changing needs of the child and the

situation." (pp.16-17)...



"Some of those involved in developing the processs of accreditation

began to have doubts about its validity on the grounds that 'good

practice' could not be defined. Indeed, early attempts to reduce

the task of the peer reviewers to the ticking of checklists of certain

behaviours, did prove abortive as these quantitative assessments

seemed to bear little relation to perceived quality. What they did

do, however, is highlight the fact that professional and experienced

judgements are just that, and their subjective basis cannot be

disguised by attempts to provide quantitative ticklists. The

objectivity must reside in the selection and training of those

making the judgements and hte value of the judgements resides in

the quality of those making them. In effect, while it may not be

possibel to define good practice, it is possible to recognize it and it

is the experience and knowledge of the observers that determines

the validity of that recognition." (pp.18-19).

The Lure of the Recipie

"We have already mentioned the dangers that may arise from

knowledge of autism that stops with a knowledge of the

characteristic difficulties and we have shown that good practice

must incorporate both knowledge of autism and good teaching

techniques. We would like to mention here another source of

danger in the way that some teachers and some authorities adopt

training in one particular approach as the training for autism. The

particular training packages that are marketed in this way are of

variable quality, but our worries do not stem from the adoption of

any particular approach, but from the notion that training in any

one method will be adequate for developing expertise in working

with people with autism." (p. 19)

"Thus, we would want to eschew adherence to any one approach,

especially when followed as a set recipie. We recognize that

teachers would sometimes wish to know exactly waht to do with

Johnnie on Monday morning, but we also know that most teachers

recognise this as an unsatisfactory solution to their difficulties. An

outsider may be able to offer something useful to resolve a

particular situation with a particular child (and there will be times

when all of us get stuck in our approach to a problem and it helps

to talk it over with others and gain fresh insights and suggestions)

but most teachers do not want the sense of being de-skilled, which

comes from having to follow someone else's package without being



able to adapt or extend it. In our experience, what teachers want

is to know what strategies there are available and to understand

both the potentialities and the limitations of their use. They want

the time and resources to enable them to observe and make their

own evaluations of the child and the situation, and they want

sufficient flexibility within their work situations to enable them to

apply the strategies and approaches their professional judgement

dictates.

Many teachers, then, describe the approach they use as 'eclectic'

and will go on to elaborate to the effect that they 'take the best

from a range of different approaches.' This could represent as

teachers suggest, the best of all worlds, or it could be chaotic with

the benefits of one approach being negated or unrealized because

another approach has a directly contrary effect. It may also mean

that no one approach is given a chance and that the teacher does

not really understand the rationale for each approach, but only

uses some technique that has a difference meaning and value

divorced from its proper context....[For example: Option and

Lovaas style] On the one hand, they [the children] are being

encouraged to make spontaneous moves towards interactive play

with an adult and to enjoy rather than fear the experience. On

they other, they are being made to conform in a very set way,

there is stress in having to identify and produce the one correct

response on cue and the adult may dispense spoonfuls of jam but

may also dispense sharp reprimands which may even be shouted

(from witnessing some Lovaas style programmes). It may seem as

if we are suggesting that one of these approaches is better than the

other; it is true that Option is more easily accomodated without

our approach than Lovaas, but that is not the point we are trying

to make. The point is, that to employ both approaches would be

confusing and the aims of neither programme are likely to be

fulfilled." (pp. 21-22)

"It is not only important, therefore, that what is done fits together

into a coherent whole and that each part of the curriculum

contributes to the overall aims for the child, but also that there is a

prinicipled rationale for teacher one thing rather than another or in

one way rather than another. These principles should reflect what

is known of autism, what is known of the child, and hte overal

educational philosophy of the school. They should respect and

incoroprate where possible, the views of the parents and of the

child. This may involve elements that come originally from an



eclectic trawl of different approaches, but the dangers of this are

avoided by the principles guiding their inclusion and the way in

which they fit together to serve the overall educational aims for

that child." (p.22)

I have taken the liberty of summarizing Jordan's and Powell's

"Curriculum for Autism,' on pages 24- 27. "A curriculum for pupils

with autism, therefore, may or may not incoporate the National

Curriculum, but it should have the following features:

1. It's content should be determined by the needs of the child

rather than cultural values in respect to academic subjects adn so

it needs to be pupil centred and not subject centred;

2. It will need to give priority to communication and interpersonal

areas including the specific teaching of cultural norms and

meanings;

3. Functional life skills should be involved from the start (there is

no reason why the child should not be sorting knives from forks or

socks from pants, rather than plastic bunnes from plastic

Christmas trees), although we would be wary of having too low

expectations and teaching children of 12 to clean toilets (as

happens in some curricula) on the grounds that they will be expert

by the time they are ready to take a job;

4. We would also take an eclectic leaf from the Higashi approach

(Quill et al., 1989), as well as from British primiary school survival

tactics and inlcude a period each day of sustained physical activity;

5. a) All centres should look at ways of encouraging

integration and teaching the child with autism skills that will

help to make this successful;

5. b) There will need to be education for integration into the

community and reverse integration where mainstream pupils

go to the specialist setting [this] should at least be a possibiltiy;

5. c) There will need to be training in imitation and observational

skills, and then a way of providing access to normally developing

peers to practise skills, and to have them prompted and drawn to

the child's attention in real life contexts;



6. There nees to be some form of structure to minimize stress and

promote learning and , in most cases, this is most appropriately

provided through visual structure, as in the TEACCH programme;

7. In accordance with our own views of the fundamental difficulties

in autism, the teaching approach should be one that provides

opportunities for learning to learn. This will involve addressing

eachof the areas of difficulty and providing direct teaching in areas

where intuitive understanding is lacking. [please note, that

there are autisitc people who do not agree with the

prinicple of having to "learn how to learn" and this

should be understood as there is research going on with

regards to autistic cognitive ability and differences in

learning styles/intelligence. So I suspect, as we continue

to learn about autism, we will become more

sophisticated in accomodating autisitc learning styles]

Bold Mine.

8. Most children will need some access to 1:1 teaching, although

there are some who cannot tolerate this kind of confrontational

contact (especially if the teacher sits across from the table from

the child) and will respond better in small groups. Note that we

merely access to 1:1 teaching so that in some cases, the time

allocation can be used by the teacher to observe rather than teach.

Although childrne wiht autism will have particular difficulties in

learning in and from groups, this does not mean that they should

be shielded entirely from group teaching...difficulties need to

be seen as a challenge and an opportunity, rather than

an indication that this aspect of curriculum work should

be denied. [bold mine]

9. It is important that schooling for children with autism does not

become a succession of activities devised to address their

difficulties; their strengths also need to be developed and

encouraged so that we can maximize potential in all areas of

development. In the same way, difficulties should not be a barrier

to experiences, but rather the teacher should ask of a desired goal

'What support will this child need in order to participate in this

activity?';

10. Teachers should try and engender an atmosphers of trust and

high expectations, with the trust including an understanding of the



child's real difficulties rather than a misperception of them as

resulting from laziness or aggression, or whatever. Parents are

important partners throughout education, but tyhis is even more

the case in autism where there needs to be consistency across all

settings if the child is to progress, and where communicative and

early interactive skills are often best fostered in a home setting;

11. [It is important] that teachers [know] about autism and the

kinds of differences in thinking and learning that can be expected

as a result, the curriculum should include policies of staff

development in understanding autism;

12. We would make a plea for education, not containment or

training. We have already stressed how much there is for the pupil

with autism to learn and how dependent such pupils are on being

taught explicitly. They cannot afford to spend time on occupation

tasks, unless there is a specific educational goal of teaching the

child to perform the task in a social group independently or faster

than before. We have sometimes seen classes arranged and

resourced so that the child as 1:1 time with an adult, only to find

that it is wasted by the adult not quite knowing how to use this

tiem. The teacher may get the child to perform a task they can

already do (mere occupation) or may interfere with the child's

spontaneous behaviour, not to extend the play or teach a new

procedure, but seemingly because this is the time allotted for 1:1

work. Teaching 1:1 should not be assumed to be like group

teaching only easer; it is not! Teachers will need training

themselves on how to observe and interpret what the child is doing

and, as we point out later in the book, when to intervene and when

to hold back.

None of it is easy.....BUT IT IS REWARDING [CAPS MINE],

especially if we sometimes manage to 'get it right.'" (Jordan and

Powell)

I would love to talk about IQ and overall testing in light of the

above. Consider this conclusion to an article in the November

issues of GeneWatch, Intelligence and Genetic Determinism, A

Brief by the Council For Responsible Genetics:

"Based on findings from current research, further study on brain

plasticity and neural development, improvements in learning

environments and teaching techniques, and policies which



emphasize support for disadvantaged populations [in reference to

ethnicity here] are likely to yield more positive outcomes in school

achievement. Contrary to what authors of The Bell Curve suggest,

key social policies have demonstrated strong positive effects on IQ

scores, particularly for disadvantaged groups. Unfortunately,

however, a new educational climate is forming. Increases in all

kinds of academic testing have overtaken more balanced

approaches to learning. Possibly the largest shift occured in 2001

with the "No Child Left Behind" Act implemented by the Bush

Adminstration. Research has shown that self-esteem directly

effects motivation to learn. We will continue to see that

performance on IQ and other standardized tests has an effect on

the way students are treated and on their self-esteem. Low scores

affect the attitudes of teachers and other adults as well, so that this

approach may ensure that students who struggle with testing will

end up in classrooms and categories in which they won't be

expected to improve. Int his way, performance on tests, rather

than helping children to learn and improve, can become self-

fulfilling prophecies or failure for both the children and the adults

who are expected to teach them."

We know that there are plethora of tests out there unsuitable for

the autistic learning style (Mottron, Dawson), which is why we

must continue this drive to support autism and insist on a dignified

response and approach to teaching and accomodating autistic

people.

I'll end with some videos by "Christschool". They remind us that

no autistic person should be deemed "a finanicial burden on

society," and to get on with accepting autism, working to carefully

understand it, and by listing a person's needs before resources and

before politics. We can accomodate everyone if we break the

barriers of bias, misrepresentation and misunderstanding.

Here is the first video which cannot be embedded. You can view it

by clicking here. And then this one:

Modern Day Eugenics
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Tis the Season to be Joyful

Tis the season to be joyful and thankful for the many people I've

come to meet over the past year and the achievements made in

promoting, with the help of so many others, a better

understanding of autism.

The Autism Acceptance Project is currently renovating its website.

After an extremely successful Joy of Autism: Redefining Ability

and Quality of Life event, we are already into planning for next

year. In addition to three conferences where I will speak --

Giant Steps in Montreal: ASD Perspectives Conference (February)

Come to Your Senses, Toronto (May) and,

The Autism Society of Ontario's "Acceptance" conference (June) --

-we are also planning a series of events in redefining autism

education, and providing a free service to schools to bring in

autistic people, their friends and families to speak about autism

and to answer the practical questions. Stay tuned for some exciting

actitivies in 2007.

In October, we were so excited to have the following people deliver

lectures at the Al Green Theatre in Toronto:

Dr. Morton Ann Gernsbacher

Michelle Dawson

Dr. Laurent Mottron

Dr. Nehama Baum

Ellen Yack

Susan Senator

Valerie Paradiz and her son Elijah Wapner

Phil Schwarz



and Jim Sinclair

And Artists at The Lonsdale Gallery in Toronto:

Jonathan Lerman

Larry Bissonnette

Brian Henson

Mukibaum artists

Autspoken Writers

We enjoyed a concert by autistic musician Michael Moon and

enjoyed a month long exhibit and critical analysis of how autistics

are represented and viewed by society. Kevin Leitch of Autism

Hub was so helpful to me personally in streaming in video from

YouTube about Autism advocacy so it could be broadcast to the

Toronto Community. Thanks to Dinah Murray, Kevin Leitch and

Dr. Darold Treffert for writing endorsements for the project that

were posted at the exhibit.

The Autism Acceptance Project is publicizing PosAutive.You can

find the press release by clicking here. We also have our video on

the PosAutive Project's YouTube Site:

The Autism Acceptance Project

Redefining Autism became part of a the media's theme in

covering The Joy of Autism: Redefining Ability and Quality of Life

event. We received national coverage in the following:

Front Page Feature Story in The National Post: "Redefining

Autism" by Joseph Brean on October 7th

CBC's Quirks and Quarks with Laurent Mottron and Michelle

Dawson

The National Post Counterpoint "Accepting Autism" on October

13th

CTV's report on the myth of vaccinations causing autism

on October 4th

CTV's nightly report on the opening of The Joy of Autism



exhibition with Larry Bissonnette, Jonathan Lerman,

Mukibaum Treatment Centres and Brian Henson on

October 5th

CP24's interview with Anne Rohmer, October 4th

City TV's Pause for the Cause on October 10th

Canadian Jewish News

Canadian Chinese Television (Fairchild TV) December

31st.

CBC's The Gill Deacon Show on November 28th

The Village Post, January 2007

and more -- there were smaller radio interviews and coverage by

Erica Ehm and others. Some of these clippings and video footage

will soon be available at http://www.taaproject.com/

Thanks to Ralph Savarese and Roy Grinker for two wonderful

books that have recently come to market and to Ralph, for

supporting the project as well as Autism Diva, and the many

wonderful bloggers I have listed at the side bar of my blog that I

read regularly.

Okay...my list of gratitude is longer than you'll want to read, so I'll

stop there. I could thank Henry, my family, but they know how

grateful I am for their support...I think! I thank all the bloggers,

writers, and researchers out there who have done so much to

promote a greater understanding of the complexities of autism,

but who also believe in accepting autistic people -- conducting

research by including autistic people and doing so with respect.

Those who participate with a spirit of cooperation have inspired

me to do more with The Autism Acceptance Project and our list of

supporters is growing. Even when parents and autistic people

disagree, it is vitally important to discuss issues with a sensitivity

to Personhood. If you want to register for news and information,

go to http://www.taaproject.com/and "Get Involved."

Which leads me to the season's greatest blessings of all: my son



Adam:

I endearingly call this photo "Adam and the

Nutcrackers." This is a recent photo and soon, Adam will

be five.

An older photo of Adam when he was nearly three.

It is lovely to have Adam in my life. There have been challenges,

yes, but without Adam, I would never have garnered the positive

outlook I currently have. I've come to learn that being positive

comes in the strangest packages. Without Adam, I would have

been stuck in my old box of meaningless expectations and a

frenzied life. Adam has lead me to a life that is blessed with

appreciation, and purpose. He has taught me to consider other's

perspectives, and he is teaching me more about empathy for



others. He is teaching me that there is never one answer, or one

way of doing something, but instead, a life of possibilities. As

Jonathan Lerman says "there's no such word as can't," and I know

that Adam would agree.
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What to Say or NOT Say About Autism

I've been thinking about writing a post about an agreement about

what not to say about autism. Because there is so much

disagreement, lack of scientific evidence and understanding about

autism, I am always struck with the "assurance" of some people on

how they can speak about autism. Be in so-called "Fact Sheets"

created by parent groups, or some professionals who speak about

autism as a disease or condition, with lack of substantial

understanding, we have to agree at least about what NOT to say

about autism, until we know otherwise. Based on what we do

know, I suggest we begin by creating a list that we can all

reference when speaking about autism and further, put pressure

on the Ministry of Education and others to impose an anti-ableism

policy as much as we enforce anti-racism. While the drive towards

inclusion is there in words (in the Ministry of Education's Special

Education Transformation document submitted on May 6, 2006)

we can't enforce autism acceptance, it seems, without an

enforcable policy, and a means by which teachers and schools

cannot turn away any child, no matter what the disability. Turning

away children with autism is happening far too often in both public

and private settings. "We don't take autistic children," or "we don't

want to look like a speical needs school," is something I hear

almost daily. Or "we are far too verbal a school. Your child may

have difficulty here." Or my favourite: "we don't have enough

space in our school for shadows." While there is intent to accept,

there is still a great amount of hesitancy.

Words are not enough. Bad words are even harmful. Semantics

plays a role in how people are viewed. So, I've started a list of what

we might agree on as a society in how we reference autism, that I

thought everyone could contribute to, so this is just a stab at it. It's

a draft about what we might agree on, which may lead to a list of



what NOT to say in light of lack of evidence, about autism:

1. Agree that murdering an autistic child is not excusable simply

because the child is autistic. Therefore, although living with

challenged kids is just that, "a challenge," let us not excuse violent

acts in our reference to autism;

2. Agree to refer to autism as a disability that requires

accomodation;

3. Agree to refer to autism as an ability as education needs to cater

to the unique learning needs and abilities of autistic children who

are as learning "different" as any child;

4 Agree to reference autistic people as people, not people

"afflicted" with a disease or illness;

5. Refrain from referring to autistic people in pejorative terms:

"autism is a living nightmare," horror, etc. as it does not connote

any respect for the living autistic person;

6. Agree to invest in Understanding Autism and become less

fragmented in terms of investigating appropriate teaching

methodologies for autistic children;

7. Refrain from using "Autism Treatment" to "Autism

Accomodations and Education" in order to respect the fact that we

do not yet fully understand autism and the manner in which

autistic people learn;

No parent should find it necessary to speak about their children in

pejorative terms in order to receive effective accomodations which

should be backed up by accurate science. There is a way of

acknowledging struggle without spotlighting children in a

miserable way. I will quote here from Peter Szatmari, from his

testimony to the Senate Committee on Social Affairs, Science and

Techonology on November 22, 2006, in which Eric Fombonne

and Michelle Dawson also testified:

Szatmari: "The first thing is we do not know enough. [bold

mine] As Ms. Dawson pointed out, there is only a single

randomized control trial of the efficacy of early intentsive

behavioural intervention. There are not many programs in this



country that have such a large investment that are based on only

a single randomized control trial. It works. However, there is a

lot of misinformation. I would argue that the 40 per cent cure

rate that is often quoted is not really consistent with the data. It

is not based on teh best-quality study that is available. There is

no question that some children with autism spectrum disorder do

need intensive early behavioural intervention. It is very

expensive. However, not everybody needs it. There are other

forms of ABA, if we think of it in the sort of broadest sense of the

term, that are less expensive, less intensive, can be delivered in a

more naturalistic setting and which are very effective for those

children. There are some children who will not respond to any

form of intensive behavioural intervention no matter how much

you give them for how long a period. They need another form of

intervention, and they deserve the right to have that

intervention. The key is that we have to match the type of

intervention to the type of child."

Dr. Eric Fombonne: ..."there are techniques that can be very

harmful to the child. Children have died from correction therapy

based on the notion that mercury poisoning is causing autism,

which is completely untrue. Therefore, we need to provide

evidence-based information to Canadian families in order to

inform them of what works and what does not...."one approach

has been the TEAACH method [showing slide]. This is a patient

of mine who is nonverbal, Jacob, but he has been using these

pictograms so he can communicate. He does not have any words

but he communicates in his family using these pictures. This has

been around for many years. The evidence for the efficacy for

this method has not been as good as we like, but we have

techniques like this that work....What are the factors that will

explain the response of a child to a particular treatment

approach? ...There are different approaches which may

work for some children; others work better for other

children. However, we do not know that much yet. [bold

mine]

8. Agree that we "learn to do by doing," meaning, that you won't

know how to accept an autistic child into the classroom until you

bring him/her in. We don't have to wait to accept people with

evidence;

9. Agree that there are many ways to teach an autistic person;



10. Agree not to use CURE in reference to autism. Agree to invest

in Understanding and Accomodating Autism, and indeed

celebrating the lives of autistic people as a means to humanizing

instead of dehumanizing people; (we cannot use the word CURE

for many reasons: first being that many autistic people are taking

offense and the idea of a CURE does not lead to Acceptance of

people. It connotes aberration. Second, like Cerebral Palsy and

Deafness as only two examples, autism may not likely "curable.")

Look up the history the history of "behavioural treatments" used

to "cure" cerebral palsy, which we understand today to be

uncurable. Use history as a guide to how we regard people and use

our powerful language to support people while we continue to

study to understand autism;

11. Change the name of the "Combating Autism" act to

"Understanding Autism" act and the language therein;

12. Agree that all parents handle disability differently and that

parents require more support as we continue to understand

autism;

13. Agree that "being different" is as unique as being human.

I invite more people to add to this list. I intend to make it longer

and more detailed. If you want to contribute via your blogs, it

might just be a positive step into appropriate representations of

autism, and might also be worthy of a press release.

Finally, I want to share a anecdote with you. I was watching the

news for a brief ten minutes last night, and there was a

commercial, I wasn't paying attention for what, with kids playing

karate. In that commercial, there were a number of children

kicking and doing their "karate chops," and the camera flashed to a

girl with Down's Syndrome. I didn't notice it in the beginning. She

was just there with the other kids and I truly didn't think anything

of it until about two minutes after the commercial. I thought to

myself, "I didn't even notice that she was different," but the

moment I realized how unremarkable it was, how she truly

belonged in those scenes I thought that this is the place where we

all need to be. When we realize that disability is not such a big deal,

and that providing accomodations is much easier than we think, we

will be a lot further ahead. We only just yap much too long about it



that it SEEMS big.

PERM ALINK PO STED BY ESTEE KLAR-WO LFO ND AT 12/12/2006 05:46:00 AM
15 CO M M ENTS  LINKS TO  THIS PO ST

W E D N E S D A Y ,  D E CE M B E R  0 6 ,  2 0 0 6

 

Imus and his racist rants

Yesterday, I linked a You Tube video showing Imus criticising

CBS's "Jewish Management." About an hour after I posted that

video with subsequent anti-semitic supportive comments

(supportive of Imus' own anti-semitism), the video and comments

were taken down.

Here is a link to Imusblog where some other commenters noted

his racism. He is accusing "Jewish Management" of boycotting a

The Blind Boys of Alabama on his show.

Does this make any sense? Accusing the Jewish people by virtue of

stereotyping them and by accusing them of intolerance of

disability? It doesn't make any sense to me. Firstly, two wrongs do

not make a right. You can't stereotype a people and say you

support tolerance of people with disabilities. Secondly, it doesn't

make any sense that a people subjugated to hatred themselves

would forbid another group of people who do not receive equal

rights and tolerance in the world. Certainly, this is only one side of

the whole story and Imus seems to have control of the mike.
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Imus: Autism's Hero????

I was recently disgusted when I heard this comment about CBS:

Imus Talks About CBS



I am more terrified at the comments that are on regarding hatred

of the Jewish people that you can read below that video: click here

to read. We all know where stereotyping leads and has lead.

Is this the kind of hero and advocate that autism needs? Someone

who hates Jews? Someone who one might deduce, "hates" autistic

people? Is this the right way to promote tolerance of our children?

We should all be skeptical about who is talking for whom.

What have we learned about tolerance in allowing such

intolerance?

---

UPDATE:

In the last hour, the comments I referred to above (the

antisemitic comments and video) have suddenly

disappeared. I saved the following comment sent directly to me

from my email box from someone named "fullstemahead." This

was one of the many antisemitic comments on the YouTube

comments section under the Imus video where Imus was

targetting CBS's "Jewish Management." Here is the one comment

I saved directed at me:

This coming from a semite. You proud of yourself? Anti-semitism

is a moral imperative. Semitic-supremacism must be challenged

at every corner. Semite-supremacism will not stand when good

people speak up. Thankyou, Mr. Imus for taking a stand for the

world. You're one of those fake conservative Harper kooks,

likely, like our neocons, insanely pandering to jewish-

supremacist cells. How do you like your Adlers, your western

standards and your global TV, run by jews, and that spew more

hatred for every gentile on the planet. Those semites who have

turned the once beloved Canada into a globally ostracized

hatefest. Who are you to talk about "hate"? Hate is what were

stopping...You Nazi...Shame. Shame!
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Unremarkable Autism

Autism: A "Horrible epidemic" for which we must quickly find a

cure? Or rather is autism more unremarkable than what we first

thought -- a pandemic proliferated by the conflation of

circumstance, interpretation and dare I say it, BIG AUTISM

BUSINESS, as charities, and autism cottage industries boon

throughout North America, all promising to recover and cure the

autistic person?

We have known for some time that autism is a modernist

construct, the term invented in 1911 by Eugen Bleuler and then

adopted by Hans Asperger and Leo Kanner who both observed

their first "autistic" clients in their psychotherapy clinics.

Now we have Roy Grinker's Unstrange Minds , which is a

anthropological view of autism. I received a copy of the manuscript

a couple of weeks ago and am nearly finished it. Grinker introduces

the "new" autism phenomenon this way:

"Between 2003 and 2004 the number of grant applications to

the National Alliance for Autism Research, the leading private

foundation for autism research, doubled. Throught the Internet,

people in remote areas of the world read news stories about the

epidemic. Media reports consistently refer to autism with

phrases like 'hidden epidemic' and the 'mysterious outbreak,'

citing the 'exploding number' of autism cases, leading to fears

that causal factors such as vaccinations, mercury poisoning, or

other environmental exposures (a subject I do not discuss at

length in this book) might be contributing to the rise in cases of

autism....But is there really more autism, or are we just seeing it

more? There are lots of theories around to explain the rise in

diagnoses, none of them proven. Some scientists think that the

'increase' is due to more aggressive epidemiological methods that

make it easier for researchers to count the right number of cases.

Others think that the broadening of diagnostic criteria over the

past two decades to include more symptoms, and bigger range of

severity of symptoms, has made it easier for physicians and

pscychologists to fit their clients into the framework of autism...."

(p.9)



Grinker's book is about how culture affects the way we view

autism. His book is an interesting study of how cultures around the

world view autism and how it affects parents, children and politics.

Recently, The Wall Street Journal published How Many Kids

Have Autism? I need not write it again, as Autism Diva has done

so nicely here in her post "Nobody's Fool." Although others have

taken the time to dissect the numbers and their sources, it was

done particularly nicely in this article.

Then, as parents want to exclude "higher functioning" autistic

people from the autism "crisis" debate, it is this very group that

can be accountable for their numbers that they use in their

arguments to proclaim an "epidemic" of autism. They are brazen

at including this group in their numbers on the one hand, and then

having them and their parents excluded from the autism

discussion altogether.

As for the serverity of autism, I've met those who would be

classified under such a label. It is not a black and white label either.

Recently, Amanda Baggs has been accused by the parents

advocating for a cure, or to have the rest of us excluded from

participating in the autism discussion, as not really being autistic.

You see, if you can communicate at all, despite your disabilities,

you aren't autistic according to these folks. It's all quite silly, you

see. It's all quite a sensation. As long as fear continues to be

promulgated; as long as those who are not affected by autism

continue to listen to parents who say autism is a horror, autism will

continue to be a "terrible mystery," with dire consequences for our

children and autistic adults.



I've met many people on the "spectrum" of autism as a result of

The Autism Acceptance Project, and there is something that ties

us all together -- that is our humanity. Autistic people are no

different than non autistic people. They are no more or less

diverse, desirous, aware. You see, the more you look at autism, the

more unremarkable it is. It is filled with challenges, yes, as the

case can be with any child. It is filled with disability and ability.

The worst of it all, though, is the stereotyping, the stigma and

potential danger that autistic people face as schools close their

doors to our children because of the very so-called "advocacy" that

dehumanizes the autistic person, and as parents do not allow

autistic adults to participate in discussions about autism. I've

heard parents suggest that certain autistic adults "are horrible to

look at." I think it is a horror that these very parents suggest that

another autistic person, like their very own child, is terrible to look

at. I just can't say anymore how disgusting I think that is, because

I like to stay positive, and I would like to invite all parents and

autistic people into a new discussion about autism and how we

want our children and autistic adults to be accepted and included

by society-at-large.

So today, as Adam still fights his terrible cough, I found some more

unremarkable, lovely, special, autistic children. I thought how

wonderful to celebrate them, their differences, the joys. Autism is

just another kind of normal. Everything is "normal."

The face of autism

My Autistic Child

This celebration of difference is also featured in the kids movie

Happy Feet (Warner Bros.)What a wonderful movie to take all

children to as the holidays approach. Maybe a few adults too.
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Autistic Adam

When Adam is sick my already protective mode goes into

overdrive. His first ear infections, fevers…I never leave his side

and I mean NEVER. Early fevers were accompanied with wails in

the middle of the night. Stomach flus also in the quiet darkness of

three in the morning, were consoled only with the soft moving

shapes – triangles and squares dancing to Beethoven and Brahms

on a computer generated video. Ear infections turned to his first

surgery and general anesthesia for tubular implants. The surgery

was a mere fifteen minutes, but I’ll never forget how the

insensitive hospital staff would not let me in until he woke up. He

hadn’t yet turned three. As I entered the recovery floor, I could

hear his wails from down the hall – I knew my son was wondering

where he was and where I was. When I arrived, I still could not

console him. We had to wait thirty more minutes to leave until his

vital statistics were satisfactory. Finally, when I said we were

going home, he stopped crying instantly.

So often, parents of very young autistic children assume that they

don’t know what’s going on around them – that they are confused.

Surely, a disorienting procedure and environment would have one

believe that this would be more so when Adam was in the recovery

room. But I’ll never forget how he calmed down as soon as I said

we were going home. Grandma was waiting in the hallway with a

balloon which he gladly took.

When we brought him home, I put him in our king-sized bed so I

could lie with him, and I did all day. I would not leave my son for

an instant while any anesthetic was still wandering through his

bloodstream. Seeing my little guy otherwise so lively and endlessly

moving, now still and quiet, was scary. When eight hours had

passed, and he wanted to eat, when his eyes became alive again, I

was relieved. Adam and his autism were back. The world was right

again.

Then, he needed dental surgery for overly soft teeth that were



already decaying despite all the attempts to clean them. Nothing

stopped me from doing the exact same thing, except this time, I

spent days before calling the hospital to advocate for him and to

get me into recovery before he woke up. I asked for a sedative

before anesthesia so he wouldn’t have a melt-down (he now was

warry of hospital staff doing anything to him). I asked well in

advance that I administer the sedative myself (otherwise he would

not have received a sedative at all). I knew just the right way to

get him to swallow it without spitting it up, without fighting. I

advocated to get suited up to accompany him to surgery and to

hold him while he was given anesthesia. And, this time, I was there

when he woke up. I knew just what songs to sing when he woke,

how to orient him enough to let him know that I was there and

everything was going to be okay. This time, he got a private room

to recover in. He didn't cry. I know that Adam trusts me. He will

run to me first whenever he is scarred or ill.

This is a rite of passage for a parent of an autistic child: learning

how to advocate in a way that does not discriminate the child, but

instead advocates for the child’s need in a way that others can

understand and respect. I don’t just say Adam is autistic as it

tends to mean nothing, or leads to a perception where doctors will

raise their voices and treat him as a behaviour rather than with

sensitivity. I explain the particulars, our experiences and our

successes. I can tell you with certainty, it is extremely worthwhile.

I’ve decided to write this section because it occurred to me that

doctors, illness has been a major part of our lives since Adam was

born – when he was a year old, he had his first terrible ear

infection in Florida and went on intravenous. This was my first

horrible experience – Adam was so ill for days with a huge fever.

Adam was sleeping day in and day out and family was telling me

not to worry until I finally put my foot down and said that I was

heading for the hospital, and it was a good thing I did. Coming from

a family where there are ten grandchildren, people in my family

thought they knew everything about parenting and taking care of

children, for good reason. But I quickly learned that they did not

know about Adam, about his idiosyncracies, and my instinct was

always right on.

I think this first experience for Adam was the beginning in

traumatic sensory overloads and just general fear: bright lights,

hospital staff holding him down while I tried to console him by



singing in his ear. I cringe as I write this…there is nothing you can

do when your very young child needs intravenous or blood tests. I

can still feel so helpless and all I can do is offer my presence, my

voice, and my hugs. As we grow up together, Adam and I, we are

getting a little smarter about the advocacy part.

The last two days, I have been by Adam’s side as he fights the

croup again. It happened last year – another first experience with

it -- he couldn’t breathe once we got to the doctor’s office so they

had to give him an oxygen mask. He was terrified at that mask.

With the hands or myself, my mother, the nurse, we all got Adam

to sit still enough to take the mask. When we reach the doctor’s

office, he hates it and wants to turn around. Today was no

different. I said the “doctor will make you better.” He cooperated

but not without Henry’s assistance as his ears had to be checked

again. But I did notice for the first time today, he began to calm

down during examination, where he used to fight a whole lot more.

He is growing up, my guy. He is learning that the ear examination

will not hurt. It wasn’t something anyone else in the room noticed

but me.

So he suffers again today as he watches Elmo in Grouchland, only

half-there, nearly ready to drift off to sleep, so his little body can

fight some more. He probably hates the movie, but he doesn’t

care. A healthy autistic Adam would fight for another video – he

would open the drawer, grab the one he wants and give it to me.

Or, he might say ABC, meaning that he wants an ABC video. You

see, when Adam is sick, I always want my autistic Adam back. He

is alive, full of vigor, curiosity. How anyone can say autism is like

cancer baffles me, if not angers me. How can ANYONE compare

autism to cancer?!! As Adam lies beside me as I write this and

struggles for air, I bet any parent who is on the brink of losing a

child would trade it in for autism any day.

I couldn't be prouder of my son, more in love with any child. It is

always natural to wonder what could have been without autism.

But autism is here and I don't mind a bit. I mind the stigma. That

part of autism and disabiltiy is the heart-breaking part. Here is

Adam recently (on the left) with his facilitated play group in my

home, baking muffins...in a healthier state. This is what life is

supposed to be like, right? I guess autism isn't that remarkable

afterall.



    

"Having failed to

distinguish

thoughts from

things, we then fail

to distinguish

words from

thoughts. We think

that if we can label

a thing we have understood it."

-Maha Sthavira Sangharakshita
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CBC Television

Just to give Canadian readers the heads up, I will be on the Gill

Deacon show tomorrow at 11 a.m. and 2 p.m. EST on CBC.
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Mourning Ulysses

As I said in my last post, I returned to Toronto to more disturbing

news reports, primarily the one by Margaret Wente in the Globe

and Mail and how she portrayed the autistic person -- a person

doomed to a life-sentence of head-banging and screaming. Every

time someone's face frowns at my son when I mention autism,

when someone says "I'm sorry" when I tell them that Adam is

autistic, I blame news reporters like Wente who neglect to do their

research and have never met the likes of my son Adam, or do not

make the attempt to speak to the many adult autistics living in

Canada today.



I am horrified that nearly every couple of months, there is another

story, another murder. And what do we hear in the media of it?

Will the media cover the connection between pejorative

commnetary about autistic people, the constant disrespectful

misrepresentation of the autistic person and these murders? If

epidemic innuendo could stop, if parents, autistic people, scientists

could work together without prejudice, if we could respect every

autistic person....if only....
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More So-Called "Advocacy"

I went on a little R & R this past week to return to disturbing news

reports. I came home to my happy little cherub, Adam, and every

time I go away I am reminded of how big he is suddenly

getting…how independent he wants to be, and is becoming, and

yes, all without an intensive ABA program, but a diligent program

of OT, SLP, JK, facilitated playgroups and one-to-one teaching and

lots of visual schedules, books, choice boards and computer

learning.

He still doesn’t say “mommy, mommy,” when I walked excitedly

to his room. Instead, I asked him to sit in my lap as he watched TV

after a long day of his own, as he got used to me being back,

wrapping my arm around his tummy. A few minutes later, he

could look at me and smile. I guess it was just before bedtime,

there was commotion and he needed a few moments to take it all

in.

I love Adam so much it brings tears to my eyes. I try to have

compassion for all these parents who are fighting for their ABA

services, when they say that their children give them “joy despite

the autism.” I scratch my head at that one, because autism isn’t

curable, and it is a part of their child. I also know that down here in

the trenches, it's a little different than what the advocates say or

what the media might compel you to believe. It really all is pretty

gemischt down here.

It is perhaps for this reason I have compassion for real feelings of



loss – myself watching intently an adorable little baby pointing and

interacting with practically the entire air cabin this evening, with a

bit of a pang in my stomach on the one hand for all the things I

didn’t see in my infant Adam and curiousity for what this baby was

doing in terms of "development." Then I think and wonder why

these little pangs still come and I know – it is not the Adam that I

didn’t have, it is the world that may never understand him – the

parents and reporters who would have you believe that autism is a

life-sentence without ABA, that autistic people will forever bite

you and bang their heads without it. It is the fear I feel for Adam's

future that he may always have to hide his label or else be

sugjugated to quick judgement. How will my little guy, so tender at

nearly five now, be able to handle it all? A mother's perogative to

worry, I suppose, so long as the worry doesn't transfer or

debilitate.

So, to some extent, I have compassion for how parents feel, and I

consider that there is a hairline that keeps all of this apart. At least

that’s what I would like to keep thinking.

But when I read parents with this special agenda to take all other

services and special education away from our children EXCEPT

ABA – who suggest that our children – my child – should be

institutionalized without ABA treatment, then my tears or worry

flow a little faster. I consider escaping to a small town, to

homeschool – absolutely anything that might protect Adam’s

dignity and ability as an autistic person – and of course, to protect

him from the non-autistic people, parents and some media, who

insist on speaking pejoratively about autistic people – their own

children in fact – as non-sentient beings. I have compassion for

parents who want to find the safest, most welcoming environments

for their children, even if it happens to be an ABA school. But the

world needs to know that many of us parents who have tried ABA

programs, have been appalled at the poor quality of service, and

lack of overall knowledge about autism in so-called “therapists,”

and the arrogance and lack of understanding in some of the

“psychologists” and other professionals. As I’ve said, I’m not

against all behaviourism per se (although if you want to know the

roots and perils of it in pedagogy, read Alice Miller’s work) – it’s

employed for changing all of our behaviour – exercise, diet,

relationships – all behaviour can be altered. We also live in a world

where in order to function, some conformity is required. But is

autism just a behaviour to be altered? Is normal the gold standard



of autism "treatment"? And if an autistic child never becomes

“normal” (and they won’t), they are only suitable for

institutionalization? I cry and fear for Adam because of this. And

so should all of you.

What if we gave permission to these parents to mourn, but to also

accept autism? What if we said, okay – all parents deserve to be

supported, to be able to choose the educational method they feel

most suitable for their child while we continue to conduct the

science that seeks to understand autism better, and to respect and

educate autistic people more effectively? What if we could allow

autistics in this discussion to tell us what works without feeling like

we might be accused of being bad parents for doing one thing or

another? It seems to me that we need to bring all of these voices to

the table to discuss what we have learned over the last fifty and

even the latest fifteen years, and what needs improving. We can't

do that if this ABA advocacy group marginalizes everyone who

does not agree with their agenda. Parents at the Joy of Autism

conference came up to me and said “we needed you thirty years

ago.” Why? Why do parents and autistics continue to feel so bullied

by these parents? And that’s the word that they consistently use:

bullied.

Any party that does not allow another party to come to

the table and have a voice, namely, letting autistics

speak for themselves and participate productively in

advancing autism education, is wrong. Will Margaret

Wente understand that aspect to this issue after her unbalanced

autism column?

I approached Margaret Wente to cover The Autism Acceptance

Project. We sent her our video.We invited her to come and listen to

actual autistic people speak about autism. She responded with

silence. She certainly had my number.

Margaret Wente didn’t do any fact finding. She didn’t interview

one autistic person. She didn’t call the thousands of parents who do

not subscribe to the perjorative so-called “autism advocacy.” I was

glad to read that Michelle Dawson had blogged about the story

when I returned to Toronto today. I am going on CBC tomorrow.

Airtime to be announced. In the meantime, you can write a letter

to the editor regarding balanced autism reporting and the lack of

autistic people contacted at:egreenspon@globeandmail.com


