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CHAPTER ELEVEN

On Becoming Autistic: A Parent’s Story
Author: Kelly Searsmith

Introduction by Dean Worton

This book is about being an Autistic parent. Nevertheless, due to the hereditary nature of the
condition, it is full of experiences of raising a challenging Autistic child, so the parent not only
needs to find a way to deal with their own personal daily challenges, but also those of another
being. Kelly’s experience is repeated right across her native America and right across the world.
Despite the genetic nature ofthe condition, it’s impossible to say that every AS
individual inherited their condition from an older family member, but now in the twenty-first
century with more information and diagnostic services available, the parents often start their own
journey of self- discovery when the child is diagnosed. It would be interesting to explore whether
it would be appropriate to invite the parents for their own no-obligation assessment as a matter of
course whenever their child is diagnosed.

Introduction

If I had not become the parent of a son diagnosed with autism, I might never have known
that I, too, am autistic. For many of us diagnosed late in life, our own diagnosis begins with our
child’s.

We knew something about our son was different. Although he was verbal and bright, he
didn’t care for toys with faces. He identified with construction vehicles, robots, and cars; they were
more like people to him than action figures or stuffed animals. He couldn’t stand anything covering
or sticking to his hands. But my husband and I didn’t worry about our son’s differences because
we had differences of our own. We are both quirky people: introverted, analytical, and obsessive
about our interests. Despite them, probably because of them, we have advanced degrees and
successful careers. Our first shock was when the private school where our son went to kindergarten
rejected his application to the first grade class of their brand new 1-8 school. They wanted their
starting class to show prospective students’ parents how high-achieving their students were; the
assessment specialist told me confidentially that she was concerned that our son was not an “early
reader.” She was concerned about his “progress.”

We didn’t accept that assessment, not one bit. We believed our boy was as bright and
capable as any child there. So, in a huff, we moved our son to a different private school for the
second half of kindergarten and began planning for him to enter public school. But, we were
concerned in a way that we hadn’t been before; worry had entered in. Because we knew he had
certain sensitivities, certain stresses, [ asked to sit in on every first grade teacher’s class to identify
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which ones would be a good fit for him. The principal, justifiably considered a veritable saint in
our small town, worked with me and eventually recommended a teacher of his own. We accepted
his recommendation, and so first grade began with Mrs C. at the public school, in as supportive a
classroom as we thought we could hope for. Even to her, though, sometimes our son seemed
different. Although he was cooperative, he was the last to stand for the Pledge, sang to himself as
he filed in line down the halls (against the rules), and seemed more interested in playing imaginary
combat with his erasers and pencils than in participating in class activities. Then, one day after art
class, the students had been asked to go wash their hands and return to line up for recess. Instead,
our son walked out of the building onto the playground and began to play. He often played alone
there, looking for interesting rocks and studying insects. The teacher panicked when she realized
her head count was off. She took the students out to the playground, only to find our son already
there, in his own world. That was it; Mrs C. called us in to talk about her concerns. She
recommended we get him tested.

“For what?” we asked.

“For Asperger’s,” she said.

Really, that was the first we had heard of it. Her concern was rooted not just in our son’s
difference, but in her brother’s. He had been different like our son, eccentric even. Although he’d
shown tremendous potential when he was young, he’d ended up living a nomadic life, doing odd
jobs, piecing together projects, sleeping in rented rooms and on friend’s couches. Her family
worried about him and wondered whether they could have done more to help him, but people
didn’t know as much back then. She urged us with some emotion to get our son tested. The decision
for us wasn’t an easy one. We worried about whether he was different enough to merit testing and
whether having a result of one kind or another would stigmatize him, limit him, define him. Finally,
we decided we would test him, but we wouldn’t share the result. We would use whatever we
learned privately to make better choices for him and to support him as a family.

We waited until summer to have our son tested at the local university’s psychological
services center. | explained to our son we were trying to understand what was causing him stress
at school so that we could help make that better for him. He knew what stress we meant. The worst
of it was when he had a meltdown at school. He’d withdraw to a distant part of the room and cry.
If a teacher tried to comfort him, he’d tell her to leave him alone and, when he was particularly
upset, he’d say over and over, “I just want to die. I’'m going to kill myself!” We would get a call
and come to the school to make sure he was okay; we tried to leave him there so he would learn to
stand on his own, but sometimes we took him home instead. Later, he would tell us he didn’t mean
what he’d said; I understood it was his way of trying to express how upset he was. He knew no
stronger terms. I hid what a gut-punch it was, though. I come from families that have suffered
suicides: a great-grandmother, an aunt, a cousin. I wanted to protect him from those feelings if I
could.

As we went through our son’s testing process with him, we filled out questionnaires,
solicited interviews, and sat through hours in waiting rooms while the psychologist took him
through a range of direct tests from those focused on reaction time to empathy. Although our focus
was on helping with our son’s diagnosis, we couldn’t help noticing that many of the answers we
were giving described me just as well as they described him, even though by then I was a woman
nearing forty. I shared his social difficulties and sensory sensitivities; I had many of the same
stresses. From the beginning, we shared the diagnosis with our son, telling him that the doctor said
he born with a brain that helped him to think and experience the world a little differently, and that
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this difference came with gifts as well as challenges. Eventually, I would add that I thought I might
be different in that same way, too.

Five years later, I went through diagnostic testing myself, which confirmed it. Realizing
that I am also autistic has given me an advantage in parenting an autistic child. We’re able to bond
over experiences that many neurotypicals don’t share, such as our heightened senses and
discomfort with certain sensory experiences. The good result of this awareness is that I am not
only more supportive of our son’s sensitivities, but also more accepting of my own. I was raised
to ignore what my father took to be minor complaints, such as a hot household temperature, but
now that [ understand the connection between sensory discomforts and stress, I take more seriously
creating a better sensory environment for myself. I do the same for my son, listening when he
describes his sensory stresses and helping to eliminate them as much as possible, no matter how
different from my own sense of my embodiment in the world they seem. Looking at the differences
in him through the loving eyes of a parent, in my forties I have finally learned to accept and care
for the differences in myself.

Through participating in online support groups for parents of children with autism, I have
learned about the wide range of views people have about parenting and autism. Many neurotypical
parents struggle with whether and how to limit their children’s “indulgence” in their special
interests, especially computer games. Because my own special interests have been lifesaving to
me, the absolute emotional core of my world (which would conventionally be occupied by other
people), I have resisted this idea. To limit a child on the spectrum’s access to their special interests
seems awful to me. I would not have survived my emotionally difficult childhood without
unfettered access to reading, writing, role playing games, world cultures, and art, and my adult life
would be much less fulfilled without them. At the same time, because I have also achieved success
in school and career, I understand how to balance the powerful pull of my interests with external
demands on my time. I have helped my son to learn to negotiate these successfully, early on in a
very hands-on way and now through casual check-ins to make sure he is staying the course on his
own. What [ was never inclined to do was to limit his access to his interests arbitrarily, or to impose
guidelines for typical kids on my own child, who is admittedly atypical. Instead, when I become
concerned about the narrowness of his interests, I help him to expand to those nearby, such as to
the actual historical contexts of his alternative history games through providing him with books
and articles on them.

Being on the spectrum myself, I understand from experience that our interests are fixed but
not as narrowly or rigidly defined as they may even seem to ourselves. For example, although I
had taken little interest in children before becoming pregnant with my son, I became fascinated
with the gestation process during my pregnancy and enjoyed the feeling of his being with me
everywhere I went. When he was born, I adapted that interest to becoming interested in him as a
person, observing him and enjoying his psychosocial development and individuation. Although I
still do not identify with being “a parent” or “a mother” as general social categories, I have found
that being his parent, his mother, has enriched my life and in ways I had not expected. I have come
to accept the whole of myself late in life, and to find healing in encouraging him to do the same
from the start.
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