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The Gateway Project

Filed Under (Research) by Estee on 15-11-2010

Autistic Self-Advocacy Network

Be Included in Autism Research
The Academic Autistic Spectrum Partnership in Research and

Education (AASPIRE) and the Gernsbacher Lab
believe in research WITH autistic adults, not just ABOUT autistic

adults.

Together, we have created the Gateway Project, which is an online gateway to research that

–  encourages the inclusion of autistic adults in matters that affect them;
 –  includes autistic adults as equal partners in research about autistic persons;

 –  answers research questions that are considered relevant by the autistic community;
 –  uses research findings to effect positive change for people on the autistic spectrum.

The Gateway Project needs your help, whether or not you are on the autistic spectrum.
If you’re at least 18 years old and have access to the Internet, you can participate in a series of online research

studies. Upcoming studies address topics such as healthcare, well-being, and problem solving.

To participate in the Gateway Project:

1. Register online for a Gateway account starting at http://www.thegatewayproject.org
2. Take the online Gateway Survey. The survey takes about 20 minutes to complete.

3. You will be notified by email when new studies for which you are eligible become available.

Completing the survey entitles you to a 1 in 25 chance to win a $25 Amazon.com gift certificate.
If you would like to learn more about the Gateway Project, you can

Go to the Gateway home page at http://www.thegatewayproject.org
Send an email to info@thegatewayproject.org;
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Make a telephone call to Dr. Morton Ann Gernsbacher at 1-608-262-6989 or Christina Nicolaidis at
1-503-494-9602

OHSU IRB # 3762; UW IRB# SE-2008-0749

Principal Investigators: Morton Ann Gernsbacher, PhD, University of Wisconsin–Madison
Christina Nicolaidis, MD, MPH, Oregon Health & Science University

Please pass this information along to your friends!
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At What Point?

Filed Under (Acceptance, Inclusion, Joy, Research) by Estee on 14-11-2010

At what point do we stop participating in research studies? I think about this as I receive another request to do so
with Adam. We’ve received many of these notices and requests over the years to participate in one research
study or another — none of them very appealing to me.

Adam is eight. He began his life as any other infant and toddler. Then suddenly, at the age of 19 months, before
he was two (!), he was diagnosed as autistic. Everything at that point changed in our family life, although Adam
had never changed. Our views of him had changed by virtue of a label, a screen through which we now saw him.
We spent time in doctor’s offices, with diagnosticians and therapists galore. Life has been nothing but a stream
of experts and research trying to figure him out. As his mother, I’ve accompanied Adam on this journey, and
even subjected him to this.

Although I’ve always been so inclined, and this is likely a natural progression for me, I feel as if I’m entering a
period of trying to look at myself objectively as his parent and how I need to figure myself out. How have I
managed, after all, with autism and the many things that life brings? I am becoming far less anxious about what
Adam will be when he grows up to trying to figure out what will make us simply content in the day-to-day. The
work we need to do should be less about fixing people than on creating an inclusive, welcoming communities.

After all, life is extremely fragile. The odds of being born are slimmer than we imagine. Nature has a way of
aborting the “wrong combinations” of genes. Yet, there are so many fragile people who have usurped the odds
and reached the point of being born. Who is to say that autism or any other disability in this sense, then, is
“wrong?” Perhaps there is no real genetic “order,” and “normal,” is not one complete genetic sentence. It is a
new way of looking at disability. It is a new way I can look at Adam who continues to overcome so many odds.
Adam is here. He forced his way into the world and he not only survives — he thrives.

Today I can’t stop thinking about Adam’s quality of life, and what that means for him, not me, although the
quality of mine seems to improve everytime I look at Adam and enjoy him. He must be taught, he will grow, and
he will develop his own need for independence. No matter how severely disabled one is, the will to be so is
strong in all of us, even when we need others to assist us in our daily lives. I’m reluctant to be a part of research
studies as they are crafted right now — to subject Adam to batteries of tests and “experts,” even if some of these
studies may be valuable. I know there are some disorders that may benefit from studies, although my thoughts
are still inconclusive on this. Still, I do not want Adam to view his life as if he is living in a sort-of test tube. I do
not want to get angry at people who will view, by virtue of their research role, on-looker and so forth, Adam as a
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subject or a pathology. Hey, he made it after all. He deserves to be here. Researchers should be throwing rose
petals at his feet! (Hmmm, that’s an idea. Celebrate life. Novel.)

So I don’t participate. We don’t need false expectations and I don’t need the pain of prejudice, that is, that subtle
suggestion that we should be doing something to change Adam and make him better. I am much more interested
in, not the genetic code, those “incomplete genetic sentences,” if you will. I’m interested in book of life we are
writing — fragmented to full sentences, idiosyncratic spelling, words, noises and all. We are born to give back to
the world, to contribute, and to find the beauty in our lives. As I grow a little older, I no longer see the value in
competition, in being the best. I see the necessity of working together in creating a more just world.
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Hummingbird

Filed Under (Acceptance, Autism and Learning, Behaviours) by Estee on 05-11-2010

Tagged Under : Behaviours

I’ve always called Adam my “little hummingbird.” The way he flaps his hands and can dart back and forth,
particularly when he seems to me “revved up.”

So many speicies receive respect from us in the sense that while we do not fully understand their behaviour, we
know there is purpose and meaning behind it.

As I continue to work with others regarding Adam, I proceed with caution. The goal in getting Adam to focus,
still seems to hang on getting him to stop these behaviours. We believe that once he stops, say, hand-flapping, he
can “stay on task.” It’s certainly a challenge if we expect Adam to do something in particular that other typical
kids do.

I am not dismissive of this or maybe even some need for it. Except, as his parent who watches him day in and
day out, who can see his anxiety on some days after certain events which then can increase this “over-arousal,” I
am trying to encourage Adam’s team to engage in his activities. I find that when I hum like him, vocalize and
turn it into song, Adam looks at me with a rapturous smile. Working with Adam, as with anyone, involves a total
respect of him and his needs and behaviours as well as a compromise from both of us. As adults, it’s up to us to
learn how to teach Adam, and kids like him, to be creative thinkers. I don’t believe that we teach autistic kids to
do this. We teach them to repeat back to us what we want them to. While we may want them to be creative and
critical thinkers in the long run, I have to ask as I hope all of you do too, how are we nurturing this?

I want to learn how to teach Adam to think and act creatively, as I recognize that most of his day is spent with
people telling him what to do… and to “quiet” his precious hummingbird hands.
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A Farewell; A New Beginning

Filed Under (Adam, Advocacy, Writing) by Estee on 28-10-2010

I am remembering the days when Adam watched endless reruns of The Sound of Music. I actually think he had a
crush on Maria, with her sweet voice and blonde hair. From the time he was a year old, some of you might
remember this story from Between Interruptions: 30 Women Tell The Truth About Mothehood, Adam watched
Maria and the Von Trapp family intensely during his first birthday party. He still relaxes everytime I sing songs
from that movie, usually as he tries to get to sleep.

I’ve written a lot about Adam over the years, carefully finding the right vignettes to maintain some semblance of
privacy and dignity. Sometimes I simply gush. While there are some struggles, as a one-time-mom, I cannot help
but relish in everything Adam does. He is, and I’ve heard this someplace else, my heart literally walking about
the earth. Although autism is important — we’ve had many valuable discussions through our blogs — it also
doesn’t matter in the way I love my child. Adam is Adam, and he has brought me great joy.

Forgive me for the slow-coming blog posts these days. I have been thinking a lot about Adam and this explosion
of language, his talking, communication — his expression of feeling and will.

I’ve also written occasionally on how to write about our children and of course I am thinking a lot about this
now. I acknowledge that Adam is not a willing participant in this, although I’ve tried to get his “permission” to
write about certain things. It seemed tenuous in that his communication was difficult to come by. I would ask
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Adam to type a yes or no to certain things I wanted to make public. It was sometimes difficult to tell if his yes
was intentional as he would either quickly point, type or even say a “yes,” in an effort to fulfill my need for an
answer. This has changed in the last while. Adam’s intention is much clearer now.

In my last post, I wrote about watching Adam express his will in “early intensive” therapy. Although I was
emotionally attuned to him, I see his intention even more now watching videos in retrospect. Therapists talked
too loud. They didn’t sit and listen. They didn’t join in with him, early on, in his version of games and
communication. Amidst a mish-mash of discrete trials and play therapy, I heard a faint “don’t” in the video when
a therapist tickled him. I am certain, as much as I like to think I am listening to Adam, that I spoke too much and
didn’t give him a chance. I’m certain there are moments I also didn’t hear him. Children are often not listened to.
Non-verbal autistic children are, for the most part, ignored.

Still, while I must lay down some rules for his safety, Adam also needs a safe place where he can express
himself, to me. For Adam who may read this when he gets older, I hope he will understand (and perhaps
forgive…or maybe he will cherish me for this, I cannot predict) his mother’s need to express herself. I began
blogging in 2005 (fomerly joyofautism.blogspot.com) during a time period that was highly volatile and polemic
in autism, and in an atmosphere where everyone wanted to change Adam, simply because he is autistic. I’m not
saying this atmosphere has changed. I have, however, changed. As Adam’s mother, I value the learning of
discipline, rules, and being educated equally as much as finding one’s own way, creativity and uniqueness. We
all must learn it and so, Adam was born perfect.

Although I still wish to feel his feather-like hair brush against my face, and although I still want to hold him like
my baby, he is no longer. He is expressing his sincere need for independence and his need to be heard. I search
his face for that baby I birthed and I see an older boy take his place.

I want to say farewell, not to blogging or writing about autism necessarily, but perhaps to a type of blogging
where I made certain assumptions, and a type of writing that talks about one’s child as a cherished baby. Adam
and I, in addition to all the changes we have experienced that have formed us today, have entered an entirely new
phase. I’m watching how both my outlook and writing will too.

So, I will continue to choose my words carefully. Here, I mark a new era.
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Ontario’s Accessible Customer Service Standard

Filed Under (Inclusion) by Estee on 20-10-2010

On January 1, 2012, businesses are asked to comply with the new Accessible Customer Service Standard. In
other words, all non profits and businesses will have to begin to accommodate individuals with various mental
and physical disabilities. This will include autism.

In terms of understanding disability and preparing for the change, these videos provide an excellent start.

If the link doesn’t work there, you can try www.ontario.ca/AccessON.

“It is not about your physical premises,” states Alfred Spencer, Director of the Outreach and Compliance Branch
of the Accessibility Directorate of Ontario. “It’s simply about understanding that customers with disabilities may
have different needs. It’s about finding the best way to help them access your goods and services.”

May it be one critical step to Inclusion.
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Adam, The Autistic Self-Advocate

Filed Under (Acceptance, Advocacy, Autism Spectrum and Diagnosis, Autistic Self
Advocacy, Communication) by Estee on 18-10-2010

“Turn it off!” I had been watching some old videos of Adam before he was even two years old. Adam, now
eight-years-old, stood in front of the television and watched for two minutes intensely before he told me what to
do.

There are two therapists in that video, in front of him talking fast and loud. He is sitting in a chair and they insist
that he stay there — he small enough that every time he tries to escape they physically replace him onto the
chair. The video begins with Adam crying, squirming and trying to get away. He is so small, such a baby. He is
saying many things, although they are hard to hear because the therapists are talking so loudly compared to his
forming, warbled articulation. As one of the therapists replaces his tiny body in the chair, she tickles his
stomach.
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“Don’t,” I hear him say in a super tiny voice. I hear him say it now re-watching these, but I may not have heard
it back then. I may have not heard it in the frantic effort to get Adam to do and say what the therapists wanted
him to say. I would have not heard it over their loud voices.

I am watching these videos six years later, as Adam has developed and changed so much. I feel we have very
much entered a new phase of life together, a new phase of understanding our lives as an autistic family.

Adam then went to his Vanguard device after telling me to shut off the TV. “I am uncomfortable,” he pressed. I
suppose I can say, said. We call it his talk box. The Vanguard device, which is a series of pictures and words can
be programmed to make sentences. Things like verbs, feelings, activities are all categorized on it so Adam can
tell us many things. Sometimes Adam can type sentences on his computer, sometimes he uses the Vanguard and
sometimes, especially this past weekend, Adam can talk. Adam talked more this past weekend than I can
remember in his lifetime.

I have set out to watch those videos on my own without Adam present. As I watch them now, I am highly
disturbed. We made him sit so young, and forced him to watch the therapists. Although this was NOT a strict
ABA program, we did attempt to “programme” Adam in an ABA format. The therapists talked, they wanted him
to answer, they dangled coloured circles over his head so he would repeat the colours, blew in his face,
repositioned him on the chair — all at a roaring rate. I cannot imagine how completely overwhelming that
experience was for Adam.

All I had in the beginning was ABA therapy. Then came along RDI (Relationship Development Intervention). I
thought I kept helping Adam better each time I learned about something new because no one offered us any
other solution. While I tried to follow my instinct, what was available to us wasn’t keeping pace with the values
I was forming about Adam as an autistic person. Still, Adam was forced to “conform” no matter how much we
said it was to “engage” him. Later, we became more adept at involving ourselves in his games. Later, we became
quieter with him.

As Adam’s mother, I sometimes want to cry when I watch these videos. He was bombarded. In no way was he
respected as an autistic person from the get-go. A couple years after that I definitely learned more and tried
harder. Yet I wonder, since we are still talking about finding genes in autism and intervening earlier, what kind of
life experience our autistic children will have and remember, when they are programmed to be typical.

I find it so ironic that Adam talked the most he had in his lifetime this weekend, and he told me to turn off one of
those “early intervention” videos. I suspect he does not feel good about it at all. What makes me feel so guilty,
because I love Adam so much, is that even though I searched for ways of assisting him while trying to respect
him, he may have not been in those earlier years when he was so vulnerable. He couldn’t really communicate in
words then. He has severe difficulties, even now, to do so consistently. As Adam becomes his own self-advocate,
I just found it so striking to have this juxtaposition between the old videos against the Adam of today. Even back
then, just because he wasn’t talking, he was still a person. I suppose I could say he was ignored like the moment
when he said in a voice so quiet, “don’t.”

I think if someone had shown me this when we received the diagnosis, if autistic people could recount their
stories and be available to all “new” autism parents, my life may have been calmer and Adam may have had
better supports that accepted him as autistic. I write this with forboding, wondering what kinds of early
interventions are being concocted for infant autistics. Certainly, I changed the approaches after those first two
years, and he became happier for it. He has had many challenges, but he is also now talking. As he does so,
while it is nice to know what our children are thinking, I can tell you it is not a solution. It is not the Holy Grail.
We will have many years ahead of dealing with Adam’s unique way of functioning in the world, and I don’t
always expect it to be easy. Communication is important. Acceptance is vital.
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A Remarkable Night

Filed Under (Adam, Communication, Development, Joy) by Estee on 15-10-2010

Tonight has been a most remarkable night. Adam has probably talked the most he has in his lifetime.

I have no answers why. We’ve supported him, taught him, spent six years fine-tuning, changing and adapting
things. By “things” I mean his therapies and education, devices, strategies, habits, you name it. We made sure he
didn’t do things too soon, trying to be attune to Adam’s needs, which have been many. His needs keep changing.
It’s a journey. It’s a dance where the steps keep changing, a jazz troupe with a new riff or musician every few
weeks. We aim for consistency yet nothing stays the same. Adam never stays the same.

As I said in The Autism Acceptance Project video a few years ago, “when a children are happy, they can learn.”
Sometimes I had doubts. Should I have pushed Adam harder?, I asked myself after he lay sound asleep after a
difficult day, or a day when I was challenged by others who insinuated I was not doing enough for my child
(while not really knowing us). I’m not here trying to give myself kudos or to dismiss the choices of others. Yet,
there is a part of me tonight that is proud that I stuck to my guns by doing what I felt was right for Adam as well
as my needs and values as his mother.

Our lives, as that saying goes, are comprised of the choices we make. I’m quite certain I’ll continue to make
mistakes like all parents, but overall I’ve always believed that being as sensitive to Adam as he is senstive to his
environment and to others has been a necessity. By viewing it as such, I made the choices accordingly. For those
of you who don’t know us, this started Adam was only 18-19 months old. By the way, I expect my ideas and
parenting style to be continuously challenged. It seems to go along with the territory of being a parent. It is
gratifying that once in a while we get some kind of affirmation about the choices we have made. That is what
this blog post is, in part, about. But really, it’s more about the need to be sensitive and to be open to change as
well as our ability to adapt. These are the “things” I have to continuously re-learn. I hope I’ll get better at it.

Adam has had quite a year, not to mention years of going through “people” in his life because of the education
and support he has required. His life has been pretty consistent, mind you, but not without upset, as life is for
everyone one way or another. This year, he began a new school and the change took a few weeks of getting used
to. He lost his words and he engaged in more “OCD” or ritualistic behaviour, desperate to create order out of
chaos.

Over the course of four weeks, this has abated. He still has some difficulty letting go of some of the rituals that
he began as a result of the change.

“I can’t stop. I can’t stop,” he told me tonight after I silently redirected him towards my bed. Too many words
from adults can be irritating not to mention too many “no’s.” He has taken to getting in and out of two bath-tubs
in my home. He wasn’t that happy with me, but the crying was brief, about two minutes. I turned on the soft
music, helped a rash that was bothering him to soothe Adam a little more, and we just hugged. “I can’t stop,” he
said again calmly.

“I understand you are telling me you can’t stop,” I repeated so he would know that I was listening. His body
relaxed and he lay deeper into my arms.

That was the only challenging part of the evening. The rest was a night of Adam telling me that he went to the
zoo today, that he saw a Gorilla and a Lion, that his rash was “itchy…it is bothering me,” to what he wanted to
eat, in full sentences — not the usual two or three word phrases. On his walk he said things like, “I want to go
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this way,” or “I don’t want to go there.” Perfectly. In the evening he asked for certain lights to be turned off.
When I was getting it wrong several times over (there were a few lights on and it took a while to figure this one
out), he pointed towards the hallway. “Turn the light off outside!” he said forcefully. Phew. Glad I finally got
that one right!

He was asking for books unseen (therefore unprompted… all of this was not prompted in any way), and we read
quite a few, of course ending with Dr. Seuss. Tonight was Horton Hears A Who …”a person’s a person no matter
how small…”

Change is hard. Change can be good. We can’t stop change. Finding the right time to teach certain “things” has
been a challenge because Adam is bright but very sensitive. Knowing when to push and when to back off is
based on the uniqueness of Adam, not solely on Adam’s autism. I thank the team who keep sticking with us on
this remarkable journey.

A remarkable, notable evening.
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The Abuse of Autistic People

Filed Under (Activism, Inclusion, Safety) by Estee on 14-10-2010

As Adam begins to get older and the more options that become available to him, like overnight camps and aide
workers, I am more attuned to the many stories I hear regarding the abuse of autistic people. There was a time
when Adam and this blog were younger, that I had followed a website that tracked nearly every case of murder
and abuse. It’s hard to get wrapped up in that for too long. One has to know when to look and when to carry on.
There is fear and then there is awareness.

I never bought into the “recovery” model of autism — that the onus was on us and our children to “become
normal.” To blame the autistic person or a family for a child not being able to talk is ludicrous and unsupportive.
Rather, I believe we have to keep aware of the many cases where vulnerability lies, and provide the finanical
support so that families can hire the aides they trust. While nothing is fool-proof and many of our children can be
susceptible to abusers, autistic or not, it is helpful when parents have the right to choose a school aide or any
type of support worker. A parent or primary caregiver should have the right to turn down someone they do not
feel comfortable with. I say this because many children are ascribed workers and Educational Assistants here in
Ontario. It might be assumed that if one needs financial support, then one must accept the individual ascribed to
them. If it’s an issue for the family, that is if they want to change the worker, there seems to be a lot of red tape. I
want to reiterate that the right to a support worker, that both the autistic and the family are comfortable with and
trust, is an accommodation and should therefore be a right for autistic individuals.

More and more, I believe that autistic people, including our non verbal children, and parents must be central to
the process in building our support teams. As I’m seeking camps and other activities for Adam to grow more
independent and enjoy his life, I want to try my best to ensure he is protected. I’m not sure I can at all times, and
maybe that is the most frightening part. Yet, Adam can indicate to me when he’s distressed by virtue of his
behaviour. Just transitioning to a new home and a new school, he indicated to me that it was very difficult by
body-jerking and losing some of his words. He was disorganized and needed more physical stimulation. He also

http://digg.com/submit?url=http%3A%2F%2Fwww.esteeklar.com%2F2010%2F10%2F15%2Fa-remarkable-night%2F&title=A+Remarkable+Night&bodytext=Tonight+has+been+a+most+remarkable+night.+Adam+has+probably+talked+the+most+he+has+in+his+lifetime.+%0D%0A%0D%0AI+have+no+answers+why.+We%27ve+supported+him%2C+taught+him%2C+spent+six+years+fine-tuning%2C+changing+and+adapting+things.+By+%22things%22+I+mean+his+therapies+and+education%2C+devices%2C+strategies%2C+habits%2C+you+name+it.+We+made+sur
http://www.facebook.com/sharer.php?u=http%3A%2F%2Fwww.esteeklar.com%2F2010%2F10%2F15%2Fa-remarkable-night%2F&t=A+Remarkable+Night
http://www.reddit.com/submit?url=http%3A%2F%2Fwww.esteeklar.com%2F2010%2F10%2F15%2Fa-remarkable-night%2F&title=A+Remarkable+Night
http://twitter.com/home/?status=http%3A%2F%2Fwww.esteeklar.com%2F2010%2F10%2F15%2Fa-remarkable-night%2F
mailto:?subject=Est%C3%A9e%20Klar%20:%20A%20Remarkable%20Night&body=here%20is%20a%20link%20to%20a%20site%20I%20really%20like.%20%20%20http://www.esteeklar.com/2010/10/15/a-remarkable-night/
http://www.esteeklar.com/2010/10/15/a-remarkable-night/#comments
http://www.esteeklar.com/2010/10/15/a-remarkable-night/
http://www.esteeklar.com/2010/10/14/the-abuse-of-autistic-people/
http://www.esteeklar.com/category/activism/
http://www.esteeklar.com/category/inclusion/
http://www.esteeklar.com/category/autism/safety/
http://http//www.care2.com/causes/health-policy/blog/autistic-woman-punched-by-instructor/


6/26/2019 Estée Klar Estée Klar - Page 16 of 32 - My autistic son and I explore issues and meanings of autism in our lives

www.esteeklar.com/page/16/ 10/26

expressed more repetitive behaviours during this time. Of course, Adam is still learning how to communicate in
a typical way by typing on his computer and his devices.

These behaviours, however, were such important examples for me to see how Adam can express himself during
stressful times. It is something I am tuned into now as he grows older and perhaps will express other distressing
things to me where he needs more of my intervention and support.

For more reading material on autistic abuse see neurodiversity.com.

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

1 Comment
Read More

Just Another Day

Filed Under (Adam) by Estee on 07-10-2010

Adam is clearly settling into his new school. He is happy when he returns home. He comes with a journal telling
me what he has done as well as a day-timer for scheduling and organizing. I’m sure liking this new school. Prior
to this one, I had Adam in an integrated setting where I didn’t get much feedback on what he was doing. I put
him there in Kindergarten because it was a Montessori school and at the time he needed to be calm with others
in a school setting. It was good for him at the time and I’m grateful he went there.

Here in Toronto, however, I haven’t found a truly “Inclusive” scholastic setting. We have integrative settings
where an autistic child is segregated for part of the day and reintegrated into a “regular” classroom for another
part of it, if I can describe it swiftly. The problem with these settings is that the onus is always on the autistic or
special needs child to conform to the “regular” or “normal” setting. That setting usually has one curriculum and
is rarely adapted. The work is usually completed in the same way by all the students.

The Inclusive setting, ideally, would not only adapt and accommodate a program to the needs and capabilities of
the child but also teach the “normal” students the innate value of the “special” students. Ideally, we would regard
everyone as different, but equal — not ghetto-ize, or make them “terminally unique,” if I may reuse a term from
Amanda Baggs that she used a few years ago at M.I.T in Boston. A subject can be taught uniformly (about, say,
Volcanoes), but the students might manifest their comprehension of the subject in different formats depending on
their interests, talents and capabilities. All these manifestations or expressions would be highly valued.

This doesn’t exist here in Toronto (to my knowledge). So, I’ve put Adam in a school where he is with a variety
of different kids, not just autistic kids. There are kids who are mentors there to him (he really likes that and looks
up to the older boys), has social skills and life skills classes in addition to his academics that are built to suit his
needs. Like many other special needs kids, he now has an I.E.P. (Independent Education Plan).

A year of big transitions, including a change of schools, has definitely taken its toll on Adam, but he is still a
gentle child. He can become frustrated, but he doesn’t act out on others. When he is anxious it is very difficult
for him to communicate his needs.

As I often say, because little things are major around here (although we don’t overdo it with fanfare), I have to
tell the story of driving Adam home today, when the language was easier. It is an indication that he is making
sense of things again.
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“How was your day, Adam?”

“Goud,” he said in an almost Swedish-sounding accent.

“What did you do today.”

“Walk.” He did go on a nature walk today.

“That’s great,” I said smiling, giggling a little, trying to keep my eye on the road while turning my head slightly
to see him from the corner of my eye as he was sitting in the back seat. “What else did you do?”

“Art.” Indeed he did that too. He made me a Thanksgiving turkey out of construction paper that is now taped on
our kitchen window.

“Why don’t you ask me what mommy did today?” I suggested, thinking that he has a right to ask me questions
— our kids get so “grilled” by them. “Say, Mommy what did you do?”

“Mommy what didyoudo?” he said it so quickly that the last three words sounded as if they were one. He said it
without hesitation, looking straight at me.

“I went grocery shopping and did some work today at my computer,” I replied.

And so it was. Just another day.
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Theories Serve to Guide Us

Filed Under (Autism Theories) by Estee on 05-10-2010
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I enjoy listening to Uta Frith. I appreciate her ability to balance the way she views cognitive theories that help us
“guide” us to answers. Also, I like when she states “explaining the causes [of autism] is not everything….we
need to understand what it means.” Yes, we need to understand what it means to be autistic. We can only know
and come to understand this by engaging with autistic people. Also, parents have so much to contribute via
anecdotal accounts of how our children engage with us and how we come to view autsm by living with our
children day-to-day. We all have something to contribute to the scientific process.

One thing to remember is the next time a news report states “a new study links…” which is something we seem
to hear almost weekly, that this study is more than likely a theory; another stepping stone to understanding
autism and our amazing children. Thinking of human difference, I thought I’d share this quote I found:

“An individual having unusual difficulties in coping with his environment struggles and kicks up the dust, as it
were. I have used the figure of a fish caught on a hook; his gyrations must look peculiar to other fish that don’t
understand his circumstances: but his splashes are not his affliction, they are an effort to get rid of his affliction
and as every fisherman knows, these effects may succeed.”
— Karl Mennenger

Of course, I don’t view autism as an affliction, however, I do appreciate the effort of autistic people to manage
the environment. I view it as natural to Adam who must do certain things to make himself comfortable again.
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Protecting Little Joys
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Filed Under (Acceptance, Adam, autism, Autism Theories, Joy, Research) by Estee on 04-
10-2010

We have to protect our little joys. I was thinking of this as I was putting Adam down to sleep this evening. As
usual, we read Dr. Seuss. He eventually yawned and put his head down on his pillow. It sounds “normal,” I
know. Around here, hums, noises, hand-flapping, smiles, and some words (difficult to come by) are our normal.
Also “normal” is Adam’s soft hair that I can’t help recounting over and over because he presses his head gently
into my face before he drifts off to sleep.

Adam has adapted to his new school which will accommodate his special learning needs. Today, he brought
home a Recognition Certificate for his accomplishments — on focusing and “completing daily tasks.” I thought
it was a wonderful idea to recognize his accomplishments. I loved it also because Adam was full of smiles when
he came home from school today. Thankfully, his cheeks are still so round that when he does so they just get
fuller like the moon. Time has not taken them from me yet.

As his parent, I have a right to enjoy Adam’s brief childhood. I’ve been in this autism world for six-and-a-half
years now with Adam (he is eight) and I’m always breathtakingly amazed with the copious amounts of
information about autism, usually presented in dire terms, that infiltrate parents negatively and make them
worry. We worry so much that we blog, enter information on Facebook and Twitter about autism endlessly.
Okay, let me speak for myself by hiding behind the “we,” won’t you? If we’re not actively doing that, we at least
read so much. Worrying about our children, autistic or not, seems to be part of the parenting job. We all want our
children to learn. I am not against research or reading the information. Yet I do think it’s okay for parents to take
a break from the autism tornados brewing out there.

Autism doesn’t steal our children. Fear and worry steal precious moments with our kids. It steals our happiness
with what is. It might be the reason why I find it difficult or frustrating to read some things these days. We still
need more “positive autism” out there.

I cannot think of times more special than these: reading to Adam, watching him smile, being witness to every
accomplishment (no matter how minor), and simply putting him to bed, to name a few. Thinking of how quickly
this will pass — when he will no longer have the famous cherub cheeks and tiny-voiced giggles, well, I want to
know that while there was worry constantly spinning around us, and a race to make Adam “better,” that I really
did work on being the calm within the storm. I want look back and know that while I served him well to find the
best-suited education, I also took the time with him to just be happy.

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

4 Comments
Read More

Try To Make Sense of The Things That You Think

Filed Under (Humour, Writing) by Estee on 29-09-2010

I am in writing mode which is why my blog posts are coming slowly these days. Stay tuned for one, although as
in the title of this ditty, I’m trying to make sense of the things I think. That, admittedly, can take some time.

I came across this with Nick Hornby. As many of you are mother-writers/bloggers out there, I thought you’d also
find the “blaming it on the kids” excuse for not writing/sacraficing his “one shot at immortality,” amusing.
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OOOOOO…aaaaaaaah. I like this:
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Oh, The Places You’ll Go!
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I’ve been told that Adam adapts well — it’s not something we hear when it comes to autistic kids.  It’s only been
a couple of weeks now and he seems happier and settled in his school. As for myself as Adam’s mother, it settles
me. For the first time ever, Adam has a desk that flips open, and I’ve already had a chance to see the stacks of
binders in his desk. I can’t imagine his little body, for he is the smallest kid in his class, carrying those big
things. He has a cumbersome communication device (Vanguard), because he cannot talk fluently. There are
always many things for him to take wherever he goes now. It is not a light load.

As Adam becomes more independent, my views of him, of our lives and parenthood are shifting. This is not a
journey I will ever attempt to predict. So much has changed in our lives, and now that Adam has switched
schools, these feelings are  punctuated. I feel that we have reached the second phase or our autism journey, if we
can parse life into phases.

These past couple of weeks we have been reading an array of Dr. Seuss’ stories. Every night, I ask Adam to
choose which one he wants me to read to him. This evening, he chose Oh, The Places You’ll Go! It is the wisest
poem I’ve read in a long time. I thought I’d copy some of the lines because I became rather pensive with all

Ben Folds, Nick Hornby, & Pomplamoose VideoSong!!!!Ben Folds, Nick Hornby, & Pomplamoose VideoSong!!!!
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of these changes going on — with Adam’s growth,  maturity and the road ahead. While I was reading this story,
the lines of the film The Curious Case of Benjamin Button also popped into my head.

What an important a lesson it is for Adam, as it is for us as parents who sometimes get caught up in the idea that
our children won’t end up doing or being anything, to think again; how critical it is to see all the autistic adults
contributing to society in their own unique way, while also re-evaluating what “success” really means to us. It
reminds me, also, of how important it is to have mountains to climb.

 Enjoy this abridged version as food for thought:

You have brains in your head.
You have feet in your shoes.

You can steer yourself
any direction you choose.

You’re on your own. And you know what you know.
And YOU are the guy who’ll decide where to go…

…You’ll be on your way up!
You’ll be seeing great sights!

You’ll join the high fliers
who soar to high heights.

You won’t lag behind, because you’ll have the speed
You’ll pass the whole gang and you’ll soon take the lead.

Wherever you fly, you’ll be the best of the best.
Wherever you go, you will top all the rest.

Except when you don’t.
Because, sometimes you won’t.

I’m sorry to say so
but, sadly, it’s true

that Bang-ups
and Hang-ups

can happen to you.

You can get all hung up in a prickle-ly perch.
And your gang will fly on.
You’ll be left in the Lurch.

You’ll come down from the Lurch
with an unpleasant bump.
And the chances are, then,
that you’ll be in a Slump.

And when you’re in a Slump,
you’re not in for much fun.

Un-slumping yourself
is not easily done.

You will come to a place where the streets are not marked.
Some windows are lighted. But mostly they’re darked.

A place you could sprain both your elbow and chin!
Do you dare stay out? Do you dare go in?

How much can you lose? How much can you win?
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And IF you go in, should you turn left or right…
or right-and-three-quarters? Or, maybe, not quite?

Or go around back and sneak in from behind?
Simple it’s not, I’m afraid you will find,

for a mind-maker-upper to make up his mind.

…Oh, the places you’ll go! There is fun to be done!
There are points to be scored. There are games to be won.

And the magical things you can do with that ball
will make you the winning-est winner of all.
Fame! You’ll be famous as famous can be,

with the whole wide world watching you win on TV.

Except when they don’t.
Because, sometimes, they won’t

I’m afraid that some times
you’ll play lonely games too.

Games you can’t win
’cause you’ll play against you.

All Alone!
Whether you like it or not,
Alone will be something

you’ll be quite a lot.

And then when you’re alone, there’s a very good chance
you’ll meet things that scare you right out of your pants.
There are some, down the road between hither and yon,
that can scare you so much you won’t want to go on…

…On and on you will hike.
And I know you’ll hike far

and face up to your problems
whatever they are…

And will you succeed?
Yes! You will, indeed.

(98 and 3/4 percent guaranteed)…

…So…
be your name Buxbaum, or Bixby or Bray

or Mordecai Ali Van Allen O’Shea
You’re off to Great Places!

Today is your day!
Your mountain is waiting.

So…get on your way!

 

This is the video clip where Benjamin’s daughter is reading a letter written to her, from him. You can choose to
make the best or worst [of what is handed to you in life]. “I hope you make the best of it.”
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Autistic Kids Not Prone to Contagious Yawning???
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“The news
Just came in
From the County of Keck
That a very small bug
By the name of Van Vleck

Benjamin Button - Letter to his daughterBenjamin Button - Letter to his daughter
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Is yawning so wide
You can look down his neck.

This may not seem
Very important, I know.
But it is. So I’m bothering
Telling you so.

A yawn is quite catching, you see. Like a cough.
It just takes one yawn to start other yawns off.
NOW the news has come in that some friends of Van Vleck’s
Are yawning so wide you can look down their necks.”

How ironic that Adam and are reading Dr. Seuss’ Sleep Book nightly, these days, and I open The Globe and
Mail to find a reiteration that autistic kids are not prone to contagious yawning.

I have to yawn. While I haven’t look at the actual study itself, it seems that “The diminished tendency to engage
in a contagious yawn suggests autistic kids’ may miss subtle cues that tie them emotionally to others,’ the
researchers write in the Journal of Child Development.” (The Globe and Mail, p. L5, September 17, 2010).

I’ll just say this: While autistic kids may have some difficulty with their imitation skills, yawning seems
spawned by something more physiological. Adam yawns when I yawn… a LOT. Perhaps he’s part of that 11 %
of autistic children who do yawn according to Geraldine Dawson. Adam will not yawn, however, “on
command.” Sometimes I wonder if my little autie just doesn’t see the sense of it. I mean, some things we ask our
children to imitate can be kind of silly. Therefore, I would not compare contagious yawning skills to pure
imitation skills.  I’m not certain if the comparison should be used in determining if autistic children can figure
out those “subtle cues.” As I said, natural contagious yawning for Adam comes, well, naturally.

Science has not at all discovered the nature of yawning. I feel compelled to qualify this just in case our autistic
children may be prematurely described by yet another, interesting, but perhaps not quite precise theory. Yet,
that’s what we get in the autism community, don’t we? A helluva a lot of theories, and autistic kids are the prime
target.

“The yawn of that one little bug is still spreading!
According to latest reports, it is heading
Across the wide fields, through the sleeping night air,
Across the whole country toward every which where.
And people are gradually starting to say,
‘I feel rather drowsy. I’ve had quite a day.”
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From the time Adam came into the world, he could shift my mood. His distress became mine, his happines set
me aglow. I remember when he cried and my stomach clenched. I thought it was because I was (and am) a first-
time mother. I physically reacted to Adam’s every cry as if I was to dive right in and save him.

Adam is older now. Manifestions of discomfort are different. He has just started a new school and much like it
was when he moved with me into our new home, his body jerks as if there is a word behind each abrupt
movement. When Adam gets anxious, he can speak less. Instead I get a twitch, a jump and maybe an um hmm
kind of grunt. We thought, a few months ago, that Adam was having seizures. Now that we know (via an EEG)
that he is not having them, and I am significantly calmer than before. I remember that the twitching passed and
so I expect they will again. It seems that with Adam, there are always many steps back before he takes another
leap forward.

Yet, even in knowing this, with every grunt, I can’t help feel the exact same way I did when Adam was born. It
feels like that early maternal instinct, perhaps. I feel I have to be there to help him, to soothe him. The issue is,
it’s getting less possible for me to do it the way I once did.

Adam cannot be comforted by the things that soothed him when he was an infant. All I can do is practice being
not only a calm parent, but one who can teach him how to manage himself in these times of stress. For any
parent, I imagine “being a calm parent,” takes practice. On those sleepless nights, I’ve managed to teach Adam
to read alone quietly in his room and he seems content there. I am trying to teach him to go to the equipment he
has for squishing and climbing when he needs this, and he can go on walks for up to three hours to calm his
nervous system. While he can’t do those walks on his own yet, at least there are some outlets he has that are self-
empowering. Lots of physical activity can also be extremely calming.

Even though I know Adam will be okay in a couple of weeks, and his words and phrases may come back even
stronger than before, I just can’t seem to help myself from feeling his discomfort. I simply try not to let in
infiltrate everything and the way I interact with him. Yet I yearn for a smile and a giggle during these times.

It is no wonder then, as I walked in the door today, that Adam changed my mood in an instant with a smile. I got
him ready for bed, read him a couple of books and he turned over angelically onto his pillow to go to sleep. As I
turned out the light, he grabbed my arm to put it around his small body and nestled his soft head in the crook of
my neck.

I understood his message loud and clear this evening. Mommy, I need you. Stay with me, I imagine he would say
if he had the words to say it.

Something so simple helps me understand everything.
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because finding joy doesn't come without struggle; 
because the point is to find it; 
because if an autistic person calls autism their way of being, not an illness, then it is; 
because every human has value and is a joy; 
because despite inhumane acts, I believe in humanity; 
but most of all, because of my son Adam.
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