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The lens which we understand life comes from our own experiences, and the lens which | wear is of a late
diagnosed aulistic adult who has been failed and traumatized by the medical system multiple times.

As | read through the inferview, | felt depressed. Having fallen through the gaps in the healthcare system my
entire life, | understood the despaur. | resonated with the lack of agency, the fear, the trauma and the betrayal. How
could a system meant to help people be so detrimental?

But | also felt conflicted. Here | was, i this urugque position as an autistic with Lved experience, but who am
I to define another person’s experience? After alll, | also remember when language was a luxury | did not have.

Before | could commuwucate for myself, others defuned my life for me. When | was furst diagnosed with speech
and language delay, my dad cried. My parents were told what | was capable of and what to expect. My mom fought
for my right to an education as my kindergarten teacher didn’t want me in her class. People assumed | didn’t know
what was going on. When | was 7, | was called stupud in front of the class by my teacher. | couldn’t respond back,
even though | waried to say, “Only stupid people call other people stupd”.

Today, | have a voice, and | don't take that for granted. | am also cogruzant there are others who don',
and depend on others to help them. 3 different situations, 1 comic, “BOX” is the story about being neglected by the
healthcare system.
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& This s a story of someone who cannot speak for themselves.

Aaru is my %:Z %
nﬁn-verbal, autistic :
son. He also str with g
bipolar, OCD.%gulfsef[u 3
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Thas is a story of a mother who is disillusioned by the medical system’s ability to do right for her non-verbal son.
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Life is already
a challenge, and everyday is a
struggle. So when we engage with the wedical

world, yout hope that the process would be siwple,
buf if's nat. It's frustrating, and I'w angry
that it’'s not making my life easter.

And | am an autistic artist who had thetr own traumaic experiences in healthcare.
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I this tale of three, who and what is this story about?
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I remember when | dudn't have a voice. It took me until

| Iwas 5 years, 2 wonths and 20 days old to say my furst sentence,
& and even so, much of my speech was mispronounced. | confinued
b having difficulty commurucating years afterwards.
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It heartbreaking
for me to wateh Aaru
struggle to communicate
and, express himself.
I ask myself “what '
can we do to help him?” and as awful
as 1t is, there isw't much we can do. At school

Aaru has a Lot of programs in place such as picture udmttgﬁ,
PECS...etc, but it's not going so well. While he does use thase
tools when given the opportunly, these things are very limifed.
The bigger things like: what is he feeling? What does he want
To ell me? These things are shrouded i silence :
and we can only guess.




As a result, | remember not having control over my own life, as well as my many different attempts to commuricate.

Since Aaru is completely
nonverbal, he cowmunicates by
leading we to what he wanis or bringing
us an object. Someties hell bring us an
object: a plate for when he's hungry,
or a cup when he's thirsty.

) know he s frustrated.
It's frustrating when you cant
communicate: when you cant express your
feelings. Because of that, a lot of the
behaviors we see from Aaru is
all communication.

Aaru doesn'T couperate at all.
When he gets very scared he wants fo lash
out. So he starts urinating, he starts removing
his clothes because that's his way of telling us:

“Take Me Qut of Here,
| don't want fo be here.”

He understands that if he does these things, I'tl
panic. He's hupi_n%ﬂwI “Mow'll get we out of 48
here if | do these things. . =\
This is what he has

learned over the years; this is hus
commurcalion sirafegy.




It's been a very tough road,

and it’s very challenging for us fo bring him
utto doctor offices.

Aaru is involved in a Lot of

§IBs, which includes aggression towards
athers as well as himself. Theres a Lot of banging and o

he's Wifting his head, his face to the potnf where if's swollen

and bleody. He hits his legs, and there 15 a Lot of bruising every-

where. Of course, there’s also property damage. Nothing is left

unfouched: not the doors, the walls or the furniture.
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; It's 50 easy to be overwhelmed. Everything

15 Louder, brighter, and more infense.
S0 you freeze, flee or...
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Wher your brain cant process any ore,
and you cant understand your
dastress, it boils out Like a ballvon.
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But how can a system made to standardise
the human experience find a place for
newrodivergent people?
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| have fo keep approaching
the nurses, the doctors, anyone there:
“My son is getting restless, he's peeing, he's
making a ess 50 can you please gel us in quicker?”
I is urgent buf everyone s doing their own thing
and no one is listening. Were just talking info
. he void, because we can't fught against the
flow of the hospital’s policy.

If the answer is sedation, why not
Limit the short and long-term risks?

This child is constantly be
put to sleep, and | don't want him fo have
50 much anesthesia for every little thing,.
So if two or three dufferent procedures
can be done fogether, why not?







Bleod work has goiten
Lost at Least two or Three times
L at least. We ask the nurses where
S the blood work has gone and
B they don' know.
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acceptable answer. I1's already
50 hard o get bleod taken from
Aaru, and now we have to

do if agawn.

There's no coordination.

There's a disconnect between the
offices, the Labs, the procedure centres and
the operations cenfre and it needs
fo tMprove.
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When we ente the hospital, there !
are 5o many checks and questions asked. | have
a special needs youth with we who cannot understand
and cannot waif. He doesn't know he has to wear a wask,
to sanifize his hands and about social distaneing.  <E———r
‘\\\\ ' but the hospital doesn't care.
A I1 has the same expectations for a
i spenial needs chuld as they do with every-
\ one else, and if’s not only unrealistic
= = but also unfawr.
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| get it. We're supposed
To watk for our turn, however for
people Like my son, they don't have
that sense. They don’t understand
what a wail is.




Why not make the system Less traumatising for newrodivergent people and their caregivers?

| can see that he s extremely
stressed because he knows that sowething big
15 happening and he knows he's going
to be puf to sleep.

He lashes out in the car, :
even as you are driving. You can' \
bealone wm m§|m car because he'll start
hitting and p us. Yomeone has to be w the back
with bum. I've almost had an accident because of this
and Vve had To call. 911 a few times as well.
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N | can barely sleep, and
/| feel terrible because | know what's cowing, ‘ !
But we have no other choice; we have to take N

him to the hospital. I

This 1s a story of someone who cannot speak
for themselves. This is a story of a mother
who 15 disillusioned by the medical system’s
ability to do right for her non-verbal son.
Andt | am an aufistic arfist who had their own
terrible expertences wn healtheare.

In the end, this is a story abouf change.



The odds are still stacked against aufistics.

The average lifespan for autistics is (depending on the study) 39-54 years old. In addition, we tend to die from
health complications 20 years sooner than the general health population. Why?
Is it because our health needs are less likely to be met and that we tend to be more medically complex patients? Is it
because there is a lack of access for adult services? Is it because we are at greater risk for trauma, and for comorbud
psyctuatric conditions, such as PTSD, EDs, O0CD etc. Qur swicide rates are abysmal and downright horrifying. How can we
possibly thrive n a system not made for us - a system that believes that the Lves of autistics and other people with disabul-
iies are Less worth living?

Personally, | was kept on medication (despite protests) that gave me seizures for a total of two and a half weeks
because | didn't fil neatly into a textbook. Later, | was derued care because | was not the typical patient. | became a game
of hot potato that doctors played. Eventually, | was diagnosed i 2023 by a neuropsychuatrist after bewng admitted into
hospital, and | feel | was “lucky” to become sick enough to have access to a diagnosis. It was there | was told that the
reason | had such adverse effects to medication was because | am aulistic. However, the damage has already been done. To
thus day, | have to constantly engage with the system that gave me medical PTSD.

My story is not unigque, vor is the story of the child in the inferview. The system must change.

AFTERWORD









