What I’ve Learned One Year
After the Autism Diagnosis!
By: Georgia Cuny, Gus’ Mom
This month makes one year since my son, Gus, was diagnosed
Autistic. The learning curve has been steep, but I have gained so
much from other parents, Autistic self-advocates, and especially
from Gus. This journey has taken our family through dark and
happy times, from the fear of difference to the celebration
thereof. Here are a few of the things I've learned along the way.

I have learned to ask for help and support when I need it. As
a transplant to the New Orleans area, I didn't have strong local
support network when Gus was born. And I felt it. I felt it again
when we realized that Gus is Autistic. I had to work to find friends
who understand what we are going through, who can bring their
kids over without the expectation that our play dates will look
"normal," who really know what I'm talking about when things are
hard and who will celebrate with me when my three-year-old son
meets a milestone that most kids have met by 18 months.
Sometimes support comes in the form of my parents acting as a
sounding board all the way from Pennsylvania. Sometimes it's a
friend letting me vent about trivialities that have gotten me
worked up and stressed out. Sometimes it's laughing together, or
crying together, with a bottle of wine between us. Sometimes it's
an hour or two by myself, to just do me and decompress. I am
still in the process of building my tribe around me. But the
support I've found by seeking these people out--and the joy I've
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felt when I just know that this new friend will be a lifelong friend-it has made all the difference.
I have learned to trust myself, even over "expert"
advice. We've been told that ABA (Applied Behavior Analysis)
was the only effective way to teach Gus the skills he needs to
thrive, and we've been told that ABA would harm him in unseen
and irreparable ways. I've learned to do my research, to get to
know the people working with my child, to listen to Gus for signs
that his therapy is going well or that it needs tweaking, and to
advocate for him when things don't sit right. If Gus was not
thriving, if his therapists were not 100% respectful of my wishes
that they don't require him to make
eye contact or try to eliminate his
stimming (self-stimulation) or that
"indistinguishability from peers" is
not our goal, he would be out of
there in a heartbeat. But because I
have learned to be an unwavering
advocate for my child, and because
our team is made up of wonderful,
open-minded, up-beat people who
respect Gus and help him to
overcome his challenges in a
positive environment, he has made
strides I never would have
imagined he could make in only ten
months.
I have learned that communication happens in myriad ways
I'd never considered, and that each of those ways is valid. I
used to think that speech was the only way to use one's voice
(and that sign language was only for deaf people). How wrong I
was. How my privilege informed my naïveté! Do I want my son
to speak someday? Yes, if it turns out to be a comfortable way
for him to communicate. Do I cry over his lack of speech? Not
anymore. Gus now uses sign language, PECS (picture
exchange communication system), and good old-fashioned
nonverbal communication to get his point across. This boy can
speak volumes if you listen closely. He is now approximating
"uh-oh," in a meaningful way, which I'll admit is exciting. But we
will never have the thrill of the first word, because he's been
speaking in other ways for so long. Each sound that Gus
makes, never mind whole words, is hard-won on his part.
Although he now enjoys using "uh-oh" to communicate with us
and elicit a response, it's not entirely natural for him. When our
therapy team met recently to talk about new goals, the
supervisor said she'd like to capitalize on Gus's recent imitation
boom and all the sounds he's making. She pounded her fist into
her palm as she told me she wanted to focus on getting Gus
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speaking. It took me aback, and it took me a few minutes to
gather my own voice in dissent of this line of thinking. I know
that life will be easier for my son if he can speak when he needs
to; I want him to have that skill. But PECS, which seems much
more intuitive for him, and which he has practically mastered in
only a few month's time, is just as valid as a spoken word. My
guy communicates with me in all sorts of ways, and I listen. It is
my hope and my mission that the world will listen, too.
I have learned to ALWAYS presume competence. With Gus,
a surprising realization that he understands more than I thought
is usually just around the corner. I cried when I learned that Gus
understood my directions to turn off the light. I cried when I
learned that he could point out different colors when asked to,
and when I learned that Gus knew every letter of the alphabet
and could identify numbers 1 through 10. I cried with pride over
his accomplishments, but I also cried because I hadn't known he
knew these things. I respect my child, and I demand the same
of others, but it's easy to baby a kid with a disability. It's easy to
assume they just don't understand. I check myself daily to make
sure I am presuming competence and treating Gus accordingly,
and sometimes I rely on
others to point out when
I've failed in this. And I
have noticed something
wonderful: the more I
presume
competence,
the more my son proves
me right.
I have learned how to
explain neurodiversity
to both children and
adults, and I have
learned that people,
children especially, are
more
understanding
than I may have given
them credit for. I work with children, and boy, they can be
brutally honest. But they also recognize when you are honest
with them. I don't pretend that my child is typical--instead, I have
a conversation about strengths and challenges, and how we all
have them. My students are happy to point out both what they
are good at and what they need help with. And when I shift the
conversation to what that means for people with disabilities,
they get it. Explanations of how Gus uses pictures to
communicate, and how he can remember a tune and hum along
perfectly, elicit exclamations of how cool these strengths are. To
be honest, I have had more trouble explaining Autism to adults
than to children. But even us adults, who are stuck in our ways
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and whose assumptions about the world have crystallized, we
want to understand others. We will change our understanding,
most of us, when we are presented with new information and
perspectives. Neurodiversity means respecting and celebrating
the different ways people experience the world around them. As
our children grow, the more they learn about each other and
learn to empathize with one another, the more the vision of a
neurodiverse community becomes attainable.
I have learned how to shut down people who make negative
assumptions in a MOST satisfying way, while still leaving
the door open for further discussion. There was the man
who asked if my son was "slow," the woman who described him
as "touched," the cashier who said he didn't look Autistic when I
explained why he wasn't speaking to her, and that it certainly
wasn't because he's shy. These things hurt. It's easy to blow up
and make a scene, or to just walk away with a weight on your
heart and cry in the car, out of sight of tactless strangers. I've
done both. I've also learned how to turn these interactions into
teachable moments. I can educate others while standing up for
my son and demanding that they show him the respect he
deserves. Keeping my voice quiet helps, and a simple
explanation--much like how I explain Autism to kids--usually
suffices. It makes them reconsider their assumptions, and if they
feel embarrassed for their rudeness or their ignorance or
because they're now being spoken to like a child, well, that's just
a perk that comes with being able to respond in a calm, cool
manner. And then there's the matter of the R-word. I have
acquaintances and students who use "retarded" in ways they
would never dream of using the word "gay" anymore. I can
hardly believe that I'm still explaining to people why this isn't
okay. Maybe they will go on using it, maybe they are just jerks,
but if I don't say something, I am tacitly condoning their
jerkiness. It helps that Gus is young and cute and loves people.
It makes them feel bad to realize what they just said about such
a sweet boy. I'm sure I will be dealing with this issue far into the
future, when my son is only young and cute to his mother. But
I'll continue to expand my repertoire of shut-downs and comebacks, and snappy one-liners will never go out of style.
I have learned that I can deal with a helluva lot more than I
thought I could, and that I can kick ass while doing it. I'm a
good mom. I don't always feel that way. Sometimes I flail for the
right thing to do; sometimes all I can see are my shortcomings. I
am often at a loss about how to handle a problem behavior or
what is the best way to help him with all the hard work he does
in therapy. Do I continue with the same expectations at home,
so that there is continuity, or do I let him relax completely
because he's already working a full-time job at three years old?
The answer is usually a compromise. Happiness, for us, lies in
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the gray spaces between the black-and-white. Allowing
ourselves and each other room to be unsure, to reassess
situations, to mess up--that is what keeps us sane. It's what
keeps us good parents. I never thought I'd be the mother of a kid
with special needs. (Truthfully, I'd never fully conceptualized
being a mother at all, until I was one!) I know one thing is true,
though. That hallmarky thing people say to make themselves feel
better, that special kids only go to special people who are
somehow better-equipped to deal with hardship? That's BS. We
are all doing the best we can. We all have our difficulties to deal
with. We all just make it work, for ourselves and our families. It
doesn't come easy, but we do what we need to do. And that, to
me, is what is really special.
I have learned what an incredible father my husband really
is. During the school year, I see my son for two hours a day if I'm
lucky. My husband, August, takes on the responsibility of picking
Gus up from therapy, feeding him dinner, keeping a tired boy
happy until bedtime. I've never met a father who is more pleased
to spend this time with his child, even after waking up at 4
am and working a full day himself. I've never met a father who
believes more in his son than August believes in Gus, who is
more proud, more understanding, or more loving. Watching my
guys together is the highlight of my life. If I'm lucky, Gus will grow
up to be as compassionate and giving of himself as his daddy is.
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And as for what Gus has learned, well, you'll just have to
ask him to show you some time.
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