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What About School?

Filed Under (Autism and Learning, school) by Estee on 30-06-2011

There is a lot of change facing Adam again and I, as his primary care-giver. After all the years of worrying about
schools, I see that we may have a variety of options that may require us to re-juggle our days. I knew this day
would come. I wrote about many things regarding schools and it’s not easy to be in the midst of it and have an
opinion at the same time. The process of evaluation has now begun: the eclectic ABA school, the public or
Catholic school, the online/homeschool options are on my list. Don’t you just love when people think that there
is a rainbow of autistic schools out there that actually suit every autistic child on the planet?

The road called “evaluation” is filled with opinion and advice. Everyone has a thought about what’s best. I am
taking each word in and processing it slowly. Although September is only two months away, I know this cannot
be rushed. This requires a lot of questioning about what’s best for Adam, for his autistic learning style, his levels
of anxiety as well as his other interests and needs. I have been making long lists of my assumptions versus the
reality of how Adam will best grow, and grow happily.

School is a tricky thing. We tend to view it as the ultimate socializer for our children and a place where they
should get everything they need. For any child, I tend to want to question our way of thinking about school (and
sure, of course, making this a whole lot harder on myself, as usual).

The United Commission on Human Rights Statement on the Right to Education, written in 1999, reads:

The core human rights standards for education include respect of freedom. The respect of parents’
freedom to educate their children according to their vision of what education should be has been
part of international human rights standards since their very emergence.

In her book Home Educating For Autistic Children: Paths Are Made By Walking, Terri Dowty and Kitt
Cowlishaw write:

We all know just how difficult it can be to reclaim the responsibility for our children’s education —
or to decide not to relinquish to a school in the first place. Parenthood is riddled with guilt, under-
confidence, and a sneaking fear that our children might be better off in more qualified hands…

A child is to school as bread is to butter. Perhaps that was true to some extent in the days when
knowledge was a restricted commodity; however, we now inhabit a world where access to
information on any subject imaginable is only a library ticket or a mouse click away. As society
changes, the sacred cow of education has come to resemble a rather less exotic domestic beast,
prompting thousands of parents to take the leap of faith into providing it themselves, in co-operation
with their children.
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I have to decide soon what is best for Adam’s day, which could be a combination of things. I will be dedicating
my summer (and I’m sure other falls and winters) to this. I can relate to the pressure of outside opinion, or the
preconceived notions that being in school is better without really thinking about it deeply. Probably, like all
things, a little bit of everything is true.

The one area I wonder about, is that autistics do better when they are socialized in a school setting. Certainly, for
most autistics, this becomes the only place where they get any socialization, but school programs aren’t always
set up just to work on social skills or even just to be social in an autistic way. Again, what kinds of programs are
best suited for the autstic person? Where do we all get our social fix? Does this all have to happen in school?

Autistic people are not always wanting to be social in a typical way and it’s not always fair to assume that they
must have our same skill set. Yet, it might also not be fair to equip an autistic person with the skills they may
require in order to feel like they can at least manage friendships with neurotypical people. This is so tricky and
we need to acknowledge that it is and be careful with autistics so that we do not bombard with just neurotypical
ways.

Regarding school as the primary source of everything, Dowty and Cowlishaw continue:

We are now so ready to accept that school is the means by which children become socially
competent that it is tempting to wonder how society managed to advance beyond grunting until the
advent of compulsory mass schooling.

I’m one of those parents, like thousands of you before me, who are pushing through the bush of assumption
about what school is and what is best for Adam. There is confusion for everyone out there and even more so for
autistic people who have even fewer options.
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A Breeze of Good Feelings

Filed Under (Acceptance, Adam, Art, Joy) by Estee on 14-06-2011

I’m going to ramble about good feelings. Following the shock of last week — hearing that Adam’s class was
going to be dismantled — I felt like I was in another hurricane. That short story ended quickly, though, as the
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school came through to accommodate Adam for next year. They too understood the tumult he has been through.
For me, it was a wake up call to our future. It’s not that we don’t know something’s coming, right? It’s
interesting how something has to happen to get us to the next level. The occurrence reminded me that it’s time to
leave the past behind, and get back to learning the next phase of advocating for Adam’s needs. It’s also time for
him to learn that he’s autistic and what’s involved in that so he can begin advocating for himself. It’s not that I
don’t think that he knows he’s different. What he needs is a toolbox of self confidence and skills to be able to
stand up to the people I stand up to now as a neurotypical person.

It’s another reason why I love Autistic Pride Day which is on June 18th. I imagine what positive messages we
can give to our children while they are growing up (for there are otherwise too few) — that difference is neither
good nor bad, it just is. We are all unique individuals with differing needs and strengths. It’s important to be
proud of ourselves, even if we have our challenges. We are proud to be autistic, or family members of autistic
people. I would like to help empower and enable Adam in this way. A walk next year (as there is little time to
prepare this year), would be a wonderful, peaceful way to walk proud.

Change has blown in in so many ways. It is because of times like the school news that I need to celebrate Adam,
myself and the people we love. We are losing his aide of seven years and are welcoming a new one into our
lives. We’ve hired a new male aide worker on weekends who I hope will become a part of Adam’s life. His team
is shape-shifting and I see Adam soon sitting around the table for part of our meetings and later, for all of them
as he tells us what he wants to do with his life and how we can best support him. Sometimes all of these changes
literally knock me off my feet they are so exhausting, which is why I take as much time as I can to beam. There
is love all around and I don’t take it for granted. There is a person in our lives and lots of music and good
feelings all around. I no longer feel I’m swimming way off in the deep ocean. I believe I am arriving at shore —
or the ship I’ve been building is at least sturdy enough to lead us there.

The really simple things make me extremely happy. The pummels and disappointments — whether they be from
our past or about school — make these moments even more special. I can tell we are settling as I can’t wait for
Adam to come home from school. I used to be so tired and worried about Adam’s distress. Just last year he was
spasming so much he needed an EEG. Now, he saunters into the house with his lunch bag, flicks off his shoes
and runs down the hall to the kitchen where his snack awaits. After reminding him to wash his hands, he perches
himself at the counter and noshes at red peppers or fruit. If that’s not enough, he’ll ask (lately) for popcorn with
vinegar (yes, that’s right). He’ll get the popcorn himself and after learning that pressing too many buttons on the
microwave actually locks it, he turns to me and asks, “Popcorn, puweeze.” He is not quite satisfied until I open
the package and turn on the microwave. Then, he’ll go into the pantry and grap the large plastic jug of white
vinegar. “Vinegar, puwezze.” He hands over the heavy jug so I can pour it on top (yep) on top. He moves back to
the counter stool and gets the popcorn from the bottom of the bowl first so it’s soaked, and chews on one piece at
a time

I can also tell we are settling by our routines. Adam nestles into my arm at the end of each day while I watch
Peter Mansbridge on The National. Sorry, Peter, but you put my son nicely to sleep. Adam his happy to watch
with me quietly for a while. Then his eyes begin fall shut slowly and when he’s breathing deeply, I carry him to
his bed, even though he keeps getting heavier. As I pull the baby blue blanket right up to his chin, he is grinning
with his eyes tightly closed. “Goodnight my sweetheart,” I say. I kiss him and leave the room, remembering
myself at his age, just as happy when my mother or father did the same.

I feel like Jodie Foster in Little Man Tate. Sure, we are not as verbally articulate, but we are no less expressive.
We understand each other. We have our many ways. Like them, Adam and I lie around and watch the clouds
together; and I hold him tight when the lights are low and the house is quiet except for the whir of traffic outside.

Without disturbing too much privacy, I think there are only a few things I can share as Adam’s ally — simply
because I need to express these good times — like his love of music, for one. Adam also has some cool dance
moves. This is a combination of raising his arms up in the air to swaying them with the rest of his body side to
side, to a full on rock on jump and hand flap — and let’s not forget his electric smile. Adam is increasingly adept
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at piano and tries his hand at guitar (I think he prefers guitar — no lessons involved). There is no question that

he has artistic ability (see photo). 

This could just be becoming the happiest time in our lives. That’s why the news of last week was so upsetting
because it takes so long to find balance and when there are additional challenges with a child, the last thing one
wants is more. I know there are more challenges ahead, but today I decide to take in the light breeze.

I was once told when Adam was first diagnosed that this was going to be a “marathon, not a sprint.” Well, after a
few years now, I don’t just think it’s a marathon…it’s Ironman. All of the work is really important, especially in
a world that still does not fully understand and accept autism, but it’s not everything. It’s not what Adam will
remember or what will necessarily trigger his heart. He’s going to remember when I carried him to bed and
pulled the blanket under his chin. He’s going to remember lounging out in the yard and watching and naming the
clouds with me when I’m gone. I think the work that we do goes without saying, but it’s also important to stop
and listen to the music, to experience love. It’s everything.
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Wind of Change

Filed Under (Advocacy, Inclusion, Parenting, school) by Estee on 01-06-2011

Tagged Under : school

Today, June 1st, the winds are blowing strong. I’m not a fan of wind, of things being stirred up furiously into the
air. Wind has always made me nervous and I want to be inside. I’m sitting out at the foot of my back door,
drinking a Corona, about to abandon the otherwise gorgeous sun. Drinking a mid-afternoon beer is not
something I typically do on a Wednesday as I wait for Adam to return home from school. I watch the gold, silent
bubbles float up effortlessly. Hundreds of maple “helicopters” pirouette and land gently on my deck, leaving a
soft brown carpet for my feet. If only life were as effortless and gentle. A gust comes and the carpet is swept
away a new shape is made — they jam in between the deck boards and jut out like a bed of nails. A couple of
hours ago, I got a call from Adam’s school. His class, just before summer begins, is being “dismantled,” I was
informed. I am dizzy about September. Or is it the beer?

It will take me a while to settle my thoughts as I head down this new path, and to say what it is I want and need
to say. This blog keeps me going a lot of the time. It is but one outlet for this autism mom. These days I’ve been
using Facebook more because the feedback is plentiful, supportive and the discussion boards can get really
interesting.

I’ve also turned to a core group of people. There is the team for your child and the team for ourselves as parents.
As a single mother who, with the exception of my supportive parents and friends, must climb mountains for her
choices, I continue to learn the value of turning to these people. I’m grateful to those of you, and you know who
you are, for being there just to talk as I work out the next climb.

Now, I need another beer as I work out the plan, before I write any more. For the rest of the day, I’m taking off
my climbing gear, waiting for Adam’s laugh, and watching bubbles.

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

11 Comments
Read More

Founder of Judge Rotenberg Centre Charged: Why did it take so
long?

Filed Under (Behaviours, Institutions, Law) by Estee on 25-05-2011

Matthew Israel, Founder of the Judge Rotenberg Educational Centre where autistic students were taught to
comply with electrical shock “treatment,” has finally been charged. Here from Boston.com:

The founder of the controversial Judge Rotenberg Educational Center is scheduled to face criminal
charges in Dedham today arising from a night in 2007 when two special needs teenagers at the
center were wrongfully administered dozens of electrical shocks, according to the father of one of
the victims and another person with knowledge about the case.
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In a deal reached with the state attorney general’s office, Matthew Israel, 77, is expected to be
spared prison time in return for stepping down from the Canton-based center that he founded 40
years ago and accepting a five-year probationary term, said Charles Dumas, the father of one of the
two victims in the 2007 case who said he spoke yesterday with prosecutors. As part of the
agreement, the school’s day-to-day activities will also be overseen by a court-approved monitor.

As a mother of an autistic son, I am sick that it has taken this long after many of us signed petitions to stop him.
I read through reams of his statements suggesting why this form of Behavioural Conditioning was an “effective
treatment” for autism.

The Judge Rotenberg Center treatment goals include a near-zero rejection/expulsion policy, active
treatment with a behavioral approach directed exclusively towards normalization, frequent use of
behavioral rewards and punishment, video monitoring of staff and the option to use aversives, the
most controversial of which is the use of electric shocks. The final item has provoked considerable
controversy and has led to calls from several disability rights groups to call for human protection
from behavior modification, behavior therapy, and applied behavior analysis approaches.(From
Wikipedia)

“Its most effective backers have been the parents of some of these troubled students who say Israel’s
center accepted their child when no other school would. Israel has said his methods work and have
virtually eliminated the use of psychotropic drugs at his center,” says the Boston Globe.

Is this the type of quality education we receive for autistic students when “no other school” will provide it? And
don’t kid yourself that similar aversive tactics are not used here in Ontario. You will hear of the autistic person
being “ignored” by therapists as a behavioural tactic in order to stop the person from crying. Instead of
attempting to figure out what might be the root and cause of upset, a child or person will receive this cruel form
of “teaching.” It is my experience that this makes a person either more aggressive or shuts them down
completely.

[Israel’s] tactics have been condemned as barbaric and savage by many top medical and mental
health professionals. But despite some injuries and even deaths at the facility, the center has
continued to get state approval to operate as a special-needs school serving some 200 students with
serious emotional and behavioral problems, including autism and intellectual disabilities.

It has taken years for Israel to be charged and such tactics to be viewed as criminal. There have been many
parents who have believed that this shock treatment has been helpful and have stuck up for the Centre, typically
arguing that their children are aggressive or self-injure, and the arguments can sound compelling. This is one of
the reasons why it took so long to charge Israel. This is the side of parent advocacy that is risky to autistic folk.
There is a side to people we don’t want to see. There are difficult sides and as our history has shown, we’d rather
lock it away in institutions, and treat it harshly and ignore it all together. I was never convinced that treating
human beings with shock treatment against their will was ever a viable option. I don’t imagine I ever will be.
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Autistic Pride Day

Filed Under (Acceptance, Advocacy, autism) by Estee on 24-05-2011
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This is a day I always promote. Autistic Pride Day occurs on June 18th and the t-shirt designed above is by
Jason Ross. Let me use Jason’s words to describe the importance of the day, since Jason is autistic himself:

Neurodiversity is just as it sounds, it is knowing how we are special, unique, and have a very our
very own belief system that should not be imposed on other people. Why do we have
Neurodiversity? If we didn’t have different kinds of minds and we were not wired differently, we
would be considered the same. Wouldn’t that be boring? What would life really be like? Before
people consider every one thinking the same way, we should be considering how others think too.
There are many different kinds of minds and different ways of thinking and different ways of living.
The only thing we can learn to do the same is having proper social skills to incorporate ourselves to
function with each other to form relationships. It does not mean change our way of being and
thinking. We need different perspectives in the world to teach each other about life. However, we do
have free will to think of our different way of being, but that does not mean you can impose your
ideas on others. It just means speaking your mind and telling your stories. The way we all can fix
society is by any one in the world communicating their views to share it and evaluate what others
say, but not getting angry or upset when we hear what they say. Listen to the suggestions and/or
thinking the other person may be telling you, and adjust it to your state of being to become your
unique ‘YOU’. Any one can believe whatever they want to, and can be what they want to be to
succeed in their life, but they must choose to accept it. Otherwise someone will always be
influenced by another and eventually Neurodiversity disappears. How sad would that be? Think
about it!

I have been reading lots of blogs and Facebook posts these days. I continue to read the debates between
terminologies: “a person with autism” or “autistic person.” The discussions illustrate the importance in how
humans define and see themselves. The commentary suggests the tenuous ground where the term Autism still
lies. The debate is important to discuss society’s responsibility to understand and accept people no matter what
their label or inclincation. We are just human, after all.

It is also true that no person is their label. “Classified” individuals are treated as second class citizens despite the
intention that labels are meant to be beneficial. A diagnosis can be a huge relief for parents and autistic
individuals because there is no more mystery on why there are differences in learning and communicating.
Parents and individuals can, if they are willing, stop berating themselves. Yet, we continue to segregate labeled
people. The psychological impact of labeling and marginalization can be debilitating. While labels are invented
to serve, they can also limit ability because people with learning disabilities are not believed to be individuals
who can contribute to society or succeed. When a young person believes that of themselves, this is the
devastation. A label can make it difficult for people to see what they are good at. This is but one more reason
why Inclusion is an important goal for all people. We are always more than our labels.
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Autism, like any other learning difference or disability is not equitable with intelligence. Thinking exists outside
of reading and communicating. Explaining this to the to a person who only hears about autism from some
charity ad that espouses that autism must be cured can be demoralizing for the person advocating for themselves
or for their child.

When I read the Toronto chapter’s Autism Speaks’ ads in Canada’s Globe and Mail recently, I always want to
ask– since they are raising money for genetic testing for autism — how such research will help with “early
intervention?” I think the question we should ask is not only how, but what kinds of teaching would help a very
young autistic child? Also, what about the autistic adult who gets looked over past the age of twenty one?

What is the end goal in helping the autistic child (I will continue to use “child” because the premise of the
research is help infants)? Is it for them to respond like other children? If so, why is it acceptable to expect that of
the autistic child and not of the dyslexic or blind one? In any classroom, a blind person has the right to ask a
teacher or Professor not to make visual references in order that they can learn better. A visual learner also has a
right to ask. Do you think this is hard to accommodate? It’s not. Teachers possess varying abilities and we can
appropriate them to different groups of learners. Autistic learners are not offered this choice. They must learn to
“behave” like “normal” people through ABA despite my own anechdotal evidence here at home that many tools,
and an understanding of Adam, is the most helpful teaching toolbox of all.

Finally, dear fundraisers and researchers, if we were to genetically screen for autism, what percentage of new
parents do you think, under the current bioethical climate (can I call it that?) will be the beneficiaries of “early
interventions” for their babies? Is this marketing supposed to suggest that if we know the genes that cause
autism we will understand everything there is to know about the autistic person, including how to teach them?

No matter what you think about “autistic person” or “person with autism,” let’s think about the bigger picture.
Our children and the way they view themselves (hopefully as whole, entitled and able to give back), are the
reason I celebrate Autistic Pride Day…every day. Please support and buy Jason’s t-shirt.
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Never Too Late To Sign

Filed Under (Acceptance, Activism, Inclusion) by Estee on 15-05-2011
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You can sign the Declarataion for the Support of Community Living Here:
http://www.institutionwatch.ca/petition-app

This from the Canadian Centre for Community Living 2010 Report Card:

Improvement still needed…

• Among children with intellectual disabilities
receiving early learning and child care
services, 32% have been denied this service
at some point in the past.

• 30% of children with an intellectual disability
had to leave their community in the past
twelve months in order to attend school.

• Only 33% of children with intellectual
disabilities are in high inclusion school
settings.

• Children with an intellectual disability are four
times more likely than other children with
disabilities to be attending special education
schools (16% vs. 4%).

• 41% felt threatened at school or on the school
bus within the past year and more than a third
(36%) were assaulted at school or on the
school bus.

• 52% of young adults with an intellectual
disability (aged 20 – 29 years) are neither
working nor attending school, compared with
12% of those without a disability.

Declaration for SupportDeclaration for Support

http://http//www.institutionwatch.ca/petition-app
https://www.youtube.com/watch?v=oCt1yWHI92k
https://www.youtube.com/channel/UCEcTeKIxJg5cZ5xbGQ9RWdA
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• Young adults with intellectual disabilities are
five times more likely than those without
disabilities to have no formal education
certificate.
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The Morning After Losing Adam

Filed Under (Acceptance, Parenting, Safety, Wandering) by Estee on 15-05-2011

As you read yesterday, I lost Adam for about 10 minutes. It seemed a lot longer. When I returned home for the
day, I was feeling down. I thought, just when things seemed to be going so well…another challenge. Then, my
ceiling leaked from the rain.

Ah well, I said to myself as I opened my eyes this morning. At least Adam had the sense to re-enter that church
all by himself. At least there was no tragedy. At least my roof isn’t caving in. Someone is coming to look at it
hopefully later today.

I think it’s good to let the down go through us — to hibernate after an event like this. But I also reached out. I
contacted every team member, my friends. I was so surprised by the deluge of support. I realized, that even as I
think I’m alone, a single mother, I am not. I learned this by not keeping yesterday’s event to myself. I realized
that I cannot do everything by myself.

I am really grateful to my friends, family and Adam’s support team who are always there for us, and even you
readers who take the time to lend your support by commenting here and on Facebook. For me, writing is a way
to survive, to think, to overcome my challenges. I cannot let them fester. Other people manage other ways. I
manage this way.

I spent many years learning how to build a strong team of support. I realize that network has been carefully
woven and I’m in awe of the time it took. I hope to be able to write a piece how I was able to create this web of
support, and the trials of putting it together.

When we are building teams for our children, we have to look at good fits. We have to feel good about who is
working with our children. For myself, I could not hire people who treated Adam in a way I did not want him to
be treated. It was simply an intuitive way of parenting him. Building a team later became supported by what I
was reading and hearing about certain therapies and ways people with disabilities have been treated. I never
realized it, but I have a distinctive parenting style. I appreciate sensitivity because it suits Adam’s needs. I love
kindness. I adore when people realize he is a person full of potential, despite his challenges. As I built a team to
support Adam, I realize I also built one to support me in my ability to parent him. I realize my limitations and
my need for others to help, and how we work as a unit. I am his mother. I am suited to loving him well.
Although I teach him as a parent would, I am not a great teacher. I reach Adam by being gentle, not impatient.
His interest in music and art is nurtured by my interest and activity. I’m good at a few thing and not good in
others. When I think Adam needs to learn something I cannot teach, I am happy to hand him over to those who
can give him those other gifts.
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I ended the evening yesterday talking to one of my best girlfriends. She has a typical daughter. She talked about
how she lost her daughter at the cottage. So many parents have reached out and told me their tales of losing their
children — typical and autistic. When I rethink everything, I realize that exploring is a rite of passage. Adam
wants to be independent — the very trait we want our autistic children to learn. He wants to explore, hide, and
thinks excitable voices are really funny. I wonder if we target the autistic child for wandering, like so many other
challenges, and forget about how the typical child does the same things as our autistic children do. The age
ranges may be different, but sooner or later, it happens. Sure, I’m nervous about this and will be on top of it as
will his team. Yet there is a side of me that thinks — tragedy averted, of course — that he made his way back
into the church. He wants to explore and do his own thing. He tried to make his own popcorn the other day and
wrecked my microwave. I mean, how many parents have the same story of their homes being near destroyed by
a clever, well-meaning child?

It’s time to support Adam again and make a new plan. We have to avoid danger and we have to support his need
to explore and be independent now. I just have to learn to keep up.
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Losing Adam

Filed Under (Activism, Wandering) by Estee on 14-05-2011

I’m going to write this raw and unedited.

Have you ever been so scared that you literally wet yourself? I did today. I lost Adam.

I took him to Sportball. It takes place in a church — they don’t lock the doors. All the kids are special needs.
The gym is in the basement. I usually go and his instructor has responsibility for a bunch of kids. We’ve not
really had difficulty like this before, but I could see it coming. I ordered the shoe tags, a GPS, but they haven’t
arrived yet. Adam’s father reported that Adam tried to bolt last weekend.

So I turned to Adam’s instructor to address the issue. In just one second (no exaggeration), Adam was gone. I
knew I had to move quickly because Adam is so fast, but they tried to reassure me he was ok, so I thought they
moved a little slowly. I ran around the entire church — full of rooms, nooks and crannies. The front doors to the
outside were locked. But there were more doors. An alarm went off. I ran outside screaming for Adam, I ran
back in to look in between pews. He was gone.

Someone called 911. I peed my pants, running and running, hoping my desperate voice would trigger his tiny
“here I am,” voice, but nothing. One more run back into the main sanctuary, and there he was under the cross,
peering behind the curtain, on the altar.

I grabbed him and couldn’t stop crying…sorry it’s hard for me to write because I’m starting to cry again. Adults
came in to say that they saw him running outside the church. He could have run out to a very busy street
alongside the church. He could have been really hurt. No one stopped him. No one thought of it. Even those who
knew him. I guess people thought we must have been nearby.

I held him so tight when I found him on the altar. I’ve called my team and my parents because I need support
right now.
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Adam’s impulse to explore, especially go through every door, has become insatiable. I do have extra inside locks
on every door of my house, and lucky too because I can see he’s trying to unlock the regular ones. I’ve managed
to keep us safe and myself sane in my home, but now I see I have to deal with this aggressively and he cannot be
left unattended. I’d also wish to suggest for programs for special needs kids (or maybe all kids) that the doors be
locked so kids can’t just disappear this easily. It seems to be a huge oversight and a lack of accommodation.

I’m so glad I have him because after five minutes of searching and calling out frantically, I thought I was going
to be one of those parents you hear about on the news. I don’t want to come that close ever again. Not only will
he always have a shadow with him now, there will be more aggressive teaching about safety and more positive
reinforcement for staying and asking for permission to explore. I also implemented intuitively (and later read)
that it’s really important to take your kids on the same routes all the time. They will usually want the same routes
and can either be found or will find their way home. As Adam ran outside, he managed to find an open door
back into the church.

It was Adam who found his way back. I found my way back to him.
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Early Mother’s Day Reflection for Autism Moms

Filed Under (Joy, Parenting) by Estee on 04-05-2011

As an only child and single mother to an autistic son, I have to be honest that I sometimes find myself grumbling
about holidays. I know it sounds very cynical of me, but hear me out. Another hallmark holiday can make me
feel left out. Our kids are supposed to make us cards, buy us flowers, gifts and tell us how wonderful we are.
Usually, there is a husband to make the kids abide if the kids are too busy playing Xbox. I remember fondly
making those cards and telling my mom how much (and still do) love and appreciate her. In my case, my dad
didn’t always have to remind me. Adam can’t make me a card; at least not without the help of another person.
So, another holiday comes and that’s the pang.

I can’t get rid of the holiday. Millions of people this Sunday will go out and buy flowers, and make their kids
make cards for mom and grandma — another fuss. Don’t get me wrong, I think it’s lovely that people want to
celebrate their family members. If I had gotten the date right this year, I may have even made a tea for my
girlfriends and their mothers. Part of me does it to avoid self-pity. Another part does it because I believe in
making celebrations out of just about everything, not necessarily on holidays. This Mother’s Day, I’ll probably
visit my mother for coffee with Adam and I know she and my father will give me their good wishes.

As Mother’s Day approaches, I think of the daily moments I share with Adam; how much we’ve been through
together and how much I wanted him. I waited until my late thirties to have him. Other’s have forced him to
make cards and say “Happy Mother’s Day mummy… I wuv you,” and he repeats it obediently, hands me the
card made with construction paper and crayons. Sure, I love the card and keep them in a special box, but I know
he doesn’t care about it so much.

Today, he cares about the items he can make on his own volition. He cares about when I am there for him and
can comfort him or love him just because. In return, I receive his voluntary hugs and kisses, his laughter, his
smile, his pulling me towards him and saying my name. At night as I tuck him into his favorite blanket, he’ll say
in his little voice, “don’t go.” In this house, Adam’s affection and his ability to express himself are like daily
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holidays. If your child has difficulty talking, you’ll understand these actions and the few words as the gifts that
moms like us receive. Mother’s Day? I can see Adam laughing inside if he really understood the nuances of
being forced to celebrate Mother. I mean, love is love. Period. He knows it well.

For us moms whose children cannot and may not make cards and say I love you this year, don’t despair. I hear
you and I’m with you. Be proud of your mothering efforts and happy that we are moms of our wonderful
children. I don’t know about you, but I never get the feeling that Adam doesn’t love me. Just because he can’t
always express it in words, or as slick as a Hallmark card, I feel ocean waves of love and appreciation every
single day.

That’s my Mother’s Day gift to myself, and to you.
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Tune In Today: Autism Now

Filed Under (Uncategorized) by Estee on 21-04-2011

I’ll be participating in Autism Now’s webinar today at 2 p.m. EST and speaking about The Autism Acceptance
Project and my life and journey with Adam. Anyone can register by clicking the link.
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Focus On The Positive

Filed Under (Acceptance, autism, Inspiration, Joy) by Estee on 18-04-2011
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Huh. I just wrote that title quickly and then Monty Python’s Always Look on the Bright Side of Life plays in my
head and makes me laugh. It’s so cheesy, it’s perfect. Focusing on the positive means you have to feel things,
even uncomfortable things. We can screw up, then click our heals and sing a silly tune. So what? So you feel bad
one day about something, be it yourself, your “fate,” your kid’s autism. If we didn’t feel we wouldn’t be able to
enjoy the richness of life. I have my down days and my up ones and keep learning that staying with the positive
is a continued discipline that has to be practiced day in and day out. If I worry about Adam one day, I always
know that the next day I’ll think differently because I’ve made that choice. I believe in that kind of life view and
that it takes some effort to, well, think positive. That’s it. It sounds easy. No grass is greener than the kind we
grow in our heads.

On to my point. Today I’ll share some nice comments in the May 2011 issue of Today’s Parent by readers who
read The Joy of Autism article in April. It was the fertilizer I needed to click my barefooted heals, as if the sun
was shining on a warm spring day, in thick long grass.

Count Your Blessings

Re: “The Joy of Autism” (March). I always like to commend magazines that include articles on
autism. I feel that the more awareness there is, the easier it is for parents to begin to accept and
involve their child with autism in the community. As a senior IBI (intensive behavioural
intervention) therapist, I develop and implement programming for children with autism and work
closely with families to help develop skills. I must admit that I found this article refreshing with its
focus on the joys that children with autism often offer. Parents can become so focused on making
gains that they forget to enjoy all the little moments of joy. As a parent of three children, I always
try to encourage the families I work with to enjoy their child just as they would any other child, and
to embrace those little moments of joy that children with autism so often provide. — Rebecca
Grezegorczyk, St. Thomas, Ontario.

Fabulous! I raise not one but two boys with autism and I can attest to the fact that finding “the joy”
can often seem like a futile and frankly impossible feat. However, I too feel, and always have, that
my boys’ state of being should be seen as a blessing. I honestly believe that people living with
autism have a great deal to teach the “typical” world. T’is the human experience magnified, is it
not? — Marlowe K, via Todaysparent.com.
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My Bowl

Filed Under (Inspiration, Poetry, Writing) by Estee on 14-04-2011

Today happens to be National Poem In Your Pocket Day. On my Twitter account, I’ve posted a couple — one
I wrote and one which is just a quote I really like.

I just moved some things around my house today. It’s spring and the change of season beckons me outside to set
up furniture and plant seeds. On the inside, I’ve got to shuffle things up. I’ve got to switch things around so I
feel at home again, but also renewed in my space. I moved a bowel to my dining table. It’s been sitting on a
glass shelf from the time I moved into my new house last year. It looks okay there, a light pink blush glowing on
the inside. Then, as I moved some books to another corner of the room, I opened to this page quite
coincidentally:

This story is about a bowl.
A bowl — waiting to be filled.
If what I have just written makes no sense to you,
I am not surprised.
If I had known in the beginning what I was looking for,
I would not have written this story.
I had to trust there was a reason I had to write,
and I didn’t have to have it all figured out in order to begin.
I would find what I was looking for
along the way.
— Sue Bender, Everyday Sacred: A Woman’s Journey Home

It’s a nice way to sum up why I think I write here, on scraps of paper, in my daily journals. I do have faith in
reasons; in my blushing bowl on the dining room table.
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Filed Under (Acceptance, Adam, Autism and Learning, Inspiration) by Estee on 14-04-
2011

Adam has a new teacher at school. Immediately, she ripped down the clutter on the walls that distracted Adam.
She has Adam learning about money, in “taking circles” with the other children. Reports are Adam is doing well
in school and wants to pay attention. Before this teacher, we were worried about Adam’s attention and even tried
Ritalin for a couple of days. It just took two days and I couldn’t take watching my son transform into a person I
didn’t recognize — his eyes glazed over and his legs twitched uncontrollably. Adam lost his joy and personality
which seemed like much too big a sacrafice even though he was completing tasks like a robot on speed. I polled
numerous parents who do have some success with this and asked how long it actually takes to get the meds
“right.” Some parents said “years,” and “never,” because a child continues to grow.

I don’t have the stomach for it. That’s what I’ve learned as Adam’s parent. I look at some parents and see what
levels of creativity they have in awe. I can’t muster the energy to build castles, a volcanic model… yet. Okay,
I’m not that bad. I do lots of things with Adam. Mainly, I enjoy just being with him — going for walks, to the
park, drives, to restaurants, and playing games here at home. I enjoy learning to play music again and Adam
often plays the piano next to me — I like that and it comes naturally. In the summer, we enjoy swimming. I just
don’t have the stomach for the endless trial and error to get Adam to become “normal.” In the quest for a cure, I
have seen that Adam loses his essence. So it’s official: I can love him and have my limitations too.

In my journey, I’ve learned that other people have to be his teachers now. It is good for Adam to learn from
others. I see him becoming more independent and communicative at home. I am really good at loving him, and
well, being his parent. I get top marks for that, I think. So I’m thrilled that one teacher can make such a big
difference — that Adam can pay attention without medication. It should make us all think, as parents, what we
can do to help proliferate this need for great teachers and schools — to create lucrative enough opportunities for
teachers to want to stay in the profession, and with our kids.

Sure, I don’t know what the future has in store. My ideas of it are always shifting. I’m just trying to have faith
that everything will work out the way it is supposed to.

—

On another note, I’ve been wanting to write that Adam had his ninth birthday party on Sunday. Most of the kids
from Adam’s school have never attended a birthday party before. Like them, Adam rarely gets invited to parties.
It is but one unfortunate fact of the autistic life that people need to know and understand. I try to create
opportunities for socialization and had typical kids in with the group. I hired a company that brings snakes and
an alligator in order for the kids to be engaged and kept a lot of structure, which was successful. The “special
needs” kids were so grateful and polite. I heard a lot of thank you’s that day.

Later in the week, my mother sat in my kitchen. “That was the loveliest kids birthday party I’ve ever been to,”
she said. “The kids were so nice.” Her face changed to a look of awe. “Usually you go to birthday parties with
typical kids and they are all spoiled and complaining. These kids were so mature.” I felt eubuillant when she said
that because I felt it too. If only everyone knew. If only everyone knew that the kids with challenges are not
“behavioural” because they are spoiled, but because something in the moment is truly frustrating and difficult. If
only they could have seen what my mother recognized.

Maybe we’d be invited to more parties.
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Why I Write About Autism

Filed Under (Inspiration, Writing) by Estee on 12-04-2011

Meet Amy Hempel, a New York writer. She tells us why she writes.

Sometimes people are really critical of writers, particularly those of us who share our days and our lives with our
autistic children. As if a writer doesn’t already have the little voice in the head — the just who do you think you
are? one always squeaking in our heads. Sometimes there are real people who tell us the same thing in the
“autism community.”

I hesitate to call it a community because people continue to be so divided despite our sameness; despite the fact
we all get up in the morning with the same wonder if our children will do something exceptional. Will they utter
a sentence? Will they have a good day or a bad one? You know the list as we wake, sometimes waiting with
bated breath, other times allowing ourselves to relax in the moment and actually enjoy special moments with our
kids. I am continually astonished how similar we all are, despite political interests.

Like Amy, I am also curious in the every day and what enables us to get through our challenges. What is it in
each one of us that keeps us going? This, to me, is the gourmet meal of life. In my life with Adam, mustard
always comes on the side.
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The Path of Least Resistance

Filed Under (Joy, Parenting, Single Parenthood) by Estee on 06-04-2011

I’m a horrible mother. This thought entered my mind early Monday morning. Adam left for school. I leaned
down and he smiled at me and kissed me goodbye, puckering his blushed lips, looking into my eyes. “Don’t
forget to carry your lunch bag,” I urged, trying to teach him to become as independent and responsible for
himself as possible. He grabbed the blue handle brusqley and walked out the front door in his spring jacket. At
nearly nine years of age, he looks like a little man with a miniature brief case. He turns around, revealing a
glimpse of soft skin. “I wuv you mummy, yes. B-bye.” I closed the door and headed to the window to wave the
way I always do. Adam looked up at me as the car pulled away.

Adam’s birthday was a week away — a few days from now as I write this. It was March Break a couple of
weeks ago and he was with his dad. We alternate that holiday every year and it was my time to do my own thing.
Am I supposed to have fun? Am I supposed to fall in love again and rebuild my life? It’s so different being a
single mother.

I panic, noting the date in my head. Which friends do I invite? Adam doesn’t get invited to very many play dates.
Instead, we do programs and school. During programs he at least receives the attention and assistance he needs.
There is structure. At least he is happy, but I’m missing him when he is in those programs. I still wish he had
friends who came over to visit him in his own home. Adam and I are so dependent on each other for friendship.

Then there is our issue these days of him being terrified going to new homes. We have to work on that the way I
said we would a few months ago. We have to visit friends on weekends, for ten minutes or so at a time, at least
that’s my plan. We could work our way up to more time and voilà, Adam will be used to new homes. Why haven’t
we done more of it? Parenting is tough work, period. It’s also important to enjoy our children. I think it has to be
stated even more so when there is such pressure for us parents to be super-charged teachers or “warrior moms
(and dads).” We need more balance in terms of what our roles should be and the supports we and our children
deserve.

Right, there’s the PECS I have to print out. The team told me I have to label more around the house — they give
me a lot of tasks.  More schedules. Safety rules to teach, the phone skills he needs to learn now. I’ve managed to
at least put the PECS on the phone. It’s waiting to be programmed. There was that four page instruction list of
OT recommendations for evenings in order to keep Adam organized and ready him for bed. There is the
homework we do — at least I’m good at  that, piano practice. Adam is exhausted by the end of a long school day
and likes to entertain himself on YouTube for a while. But we have so much work to do….

I’m exhausted by all this planning and coordinating of people. I’m guilty that I’m exhausted, some days, and
wonder if I’m a good enough mom. I should be teaching him more on the iPad, his Vanguard — crap, I forgot I
have to do that too and program it. Then there’s typing, reading books and comprehension questions I have to
ask him every day. Reading an article in the Globe & Mail yesterday, Autism: Tracking a Decade of Treatments,
and Dr. Cummings states that treatment includes looking “at the role of parents in working with their kids at
home.” Holy *&^6. I’ve been doing this for nearly a decade and you want to lay on more?

The reality is, Adam comes home from school, eats his snack, likes to hang around me leisurely in my office or
in the kitchen. We do homework, a bit of music and music comes easily to us. He sits beside me and we play
duets and it feels like the path of least resistance when we are simply relaxed, doing stuff together. Later, has a
shower and winds down for bed. I mean, how much time is there really in the day to be super autie mom? Heck,
forget the autie part. There are some moms who home school and nurture genius. Maybe I’m just not one of
them. Life has changed.
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I try my best, even if some days I feel my best isn’t good enough. They are moms who run those PECS off every
day at their computers. They are moms who crack the whip so their kids learn to type and publish books. I try to
just keep things moving, negotiating with people in the background, but who are in the foreground of Adam’s
life. For me, that’s a full time job right now. I’d guess that for all of us it is.

It hits me. I’m learning my limitations as a mother and as the person I am. I’m learning what I need to do and
how to do it so that there is abudance of happiness, not stress, in my home. My laundry list of worries is part of
my awakening.

I’m really good at the most important part of mothering Adam. That is, loving him. Lately he calls my name a
whole lot more. So I guess he knows it. At least I know it too.

Party time.
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