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Welcome to Edition 3 of the Autistics Aloud LifeSpans series
where we will be discussing Autism diagnosis in all its forms;
formal, informal, self-diagnosis, and self-identifying.
I would first like to acknowledge this magazine is produced in
Mi'kma'ki, the ancestral and unceded territory of the Mi'kmaq People.
There's a milestone we're very excited to share. We've had our first-ever
Associate Editor! Haylee Milne created & designed her own submission, as
well as designing Birgit's. Thank you so much, Haylee!
As a neurodivergent Indigenous person and Editor of this publication,
creating this edition both during a global pandemic & while the remains of
over 1000 Indigenous children have been uncovered on the grounds of
former residential schools in Canada, has been very challenging.
So I want to dedicate this edition to all the Indigenous lives
lost, with a pronounced dedication to all the Autistic and
Neurodivergent Indigenous people whose lives were so
cruelly taken. And to those who survived but have never
been able to thrive - Autistics Aloud sees you and holds space.
Something else that has been challenging for me is that last October
the Managing Editor and my Supervisor, David Paterson, left to pursue
other avenues. Change is not easy for Autistic people and this
change has been very difficult for me. Through David's
guidance and mentorship, I've grown so much in my career.
Autistics Aloud and I are very grateful for the time David spent
with us and wish him all the best on his new adventures.
I've been through so much change since Editon 2
which focused on Health was published. After David
moved on one of my best friends since we were 13
unexpectedly passed away. Then 5 weeks after that
my worst nightmare came true and my youngest
sister unexpectedly passed away at just 45 yrs old.
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FROM THE EDITORS DESK
My sister was only 10 when I was diagnosed with manic
depression in the early 1980s. This was a misdiagnosis.
Common for that time and sadly even now still. Girls and
women face multiple incorrect diagnoses before and if, they
land on autism. And overwhelmingly when Autism is recognised in girls
and women it's for the white demographic. Some places will not even
recognise that girls and women can have autism.
Contrast my sister being 37 when I received my 1st informal diagnosis of
autism. Unlike manic depression (now known as Bipolar) which we did not
discuss at all, she and I did discuss my being Autistic. Having her support
meant everything to me.
I miss her more
than I can convey.
A combination of many factors led to me flying under the Autism radar till
my early 40's. Just last year I discovered another layer which is I have
ADHD. I was diagnosed with sensory processing disorder around 12 and
fitted for special glasses. It was discovered in High School that I'm
dyslexic. So there were lots of places to get distracted away from autism.
My 1st informal diagnosis came at the same time I developed epilepsy.
Through observation and extensive taking of medical and family history,
the Doctor treating me for Epilepsy when I was in the hospital suggested to
me I was on the Autism Spectrum.
That was too much for me to take in at the time. I had to deal with epilepsy
first. But after 6 months I started my journey of self-disagnosis. I feel this is
different from self-discovery. Had that Doctor not told me he felt I am
Autistic, I may still not realise it.
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FROM THE EDITORS DESK
It's odd how you can search and search for the intrinsic parts
of yourself, for decades, and they remain hidden only to come
exploding into the light at such force it nearly knocks you over.
It's quite a maze to navigate. Online tests that range from simplistic to
quite in-depth and are taken in part from the DSM. (Diagnostic and
Statistical Manual of Mental Disorders, currently on version 5)
What really got my attention was a series of questions curated
by an Autistic professional and geared towards women. It was
beyond eye-opening. I remember feeling lightheaded as it hit me.
Soon after I wrote a 5-page letter to my partner. It began with the words:

I have Autism

3 of the loudest, most powerful words I have ever written, or said.
I had self-diagnosed myself, so now what? Well, I went all
in. I immersed myself in all things autism. I found out that
calling myself high functioning was ableism. Well, I had to
learn what ableism was first. There was SO much to learn
and unlearn and doing that became my entire life.
I soon came across the word Autistic and then I truly found a home. Released
from a world of shame where having Autism is something that needs curing, I
found instead that being Autistic is who I intrinsically am. It's how I see, taste,
touch, smell, experience the world every second of every day. I don't have to
be a medical model of deficits, instead, I am a person, an Autistic person.
Now with such a better understanding of the
entirety of my life, I decided to see a Psychologist.
I felt like with the lens of autism, I stood a chance
of unravelling some of the trauma of my past.
3

FROM THE EDITORS DESK
The Psychologist was versed in the medical model of
autism but was also open to hearing about it from a
social model point of view.
We took a break for about 6 months at one point. In that
time she went back to school and learned more about
autism. When we re-started our sessions she gave me
my 2nd informal diagnosis. She felt positive if I went and
sought a formal diagnosis that I would receive one.
I made a decision. Until BIPOC have access to a diagnosis of autism; until it
is more accessible in every way, until it's recognised that girls are autistic
and not a series of diagnosis that seeks to blame them for having
behavioural issues - well, I don't want a formal diagnosis. I am 52. There
aren't services out there for me - I have to create them and help open doors.
Things have changed a lot in the past decade. I hear
younger people easily say, "I'm Autistic" and I smile
every time. I am part of the movement that is allowing
a generation to see themselves in a way I never got to.
That leans into a social model for autism.
There is a way to go, however. The leap from awareness to acceptance is
taking too long. As is access to diagnosis and supports across the lifespan to
all races and genders.

NOTHING

Autism diagnosis is a very complicated,
intersectional topic. What comes after
diagnosis for those who get one is also
just as complicated. This edition is the
musings and experiences of 10 Autistic
people and I hope it encourages you to
learn more about autism diagnosis from
Autistic people. Stay safe,

-Patricia George-Zwicker

US

ABOUT

WITH
OUT

US
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I Like Your Carpet, and
Other Out of Contexts

Tayl
or Linloff

It was hot out. June is hit or miss weather-wise in
Nova Scotia. I think we get our tempers from the
coastline. The rut I was in felt as long as the shore,
and trust me, it was just as ragged as the rocks
along the shores of Peggy's Cove.

The corridor leading up to the little private office
was rather dim but had noticeable wooden floors.
Surprisingly stale air despite the building being right
on the main street.
The hollow sound of my Converse sneakers on that
floor matched the pit of my stomach.

The first words she said were-

I like your
carpet.

I was never the best at small talk but I had the
general tendency to be polite enough to make a first impression. I tend to
strike people as pleasant if not a bit awkward. Disclaimer: When I say a bit
awkward, I'm minimizing.
Set a means of writing in front of me though – phone, gel pen, and
scrap paper, hell teach me how to use a vintage mint green
typewriter – and I'll bang out a literary symphony in no time. Let
me unleash a cacophony of visual artistry, sometimes toeing the
line of purple prose, rather than the reddish shade of embarrassed
flush when my racing thoughts tie knots in my tongue.
I supposed there was no point in pleasantries at the time. It was clear that the
weather was warm and flat. What's the purpose of saying "hello how are you?"
in a medical setting? Chances are if you're at an appointment, you're not
feeling too peachy keen. That's the whole reason you're there!
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I Like Your Carpet, and
Other Out of Contexts

Tayl
or Linloff

When I saw that elaborate Persianinspired carpet, my eyes danced
along the intricately woven fibres
of emerald, gold, and white. Why
wouldn't I point out how much I
liked it?

The patient did not look at me for
the entirety of the appointment.
Yeah, about that. I should probably mention that I can paint a mental image
of the layout of her office, including tactile sensations I processed, and
experienced just from looking at the surfaces; the buttery leather of my
doctor's armchair, the cool brushed bronze of the table lamp, and the
alternating crisp and fabric spines of medical tomes on the shelf behind me.
On the other hand, I don't even remember what my psychiatrist of the hour
looked like. Sorry.
There is no doubt in my mind
that Taylor is on the spectrum.
Validation is a powerful thing. I had, on quite a few occasions, suspected I
was autistic, but never outright sought out a diagnosis. I didn't have a lot of
faith in the medical system after being misdiagnosed for a long time, which
honestly makes me wonder how many people gave up in similar situations
and never learned who they truly were.
I strongly believe Taylor would greatly benefit from
psychoeducational testing. However, it is not covered by the
province, and she would be unable to afford such accommodations.
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I Like Your Carpet, and
Other Out of Contexts

Tayl
or Linloff

Of course, a document saying we are who we are is important, my autism
diagnosis was an absolute game-changer in my life, but we cannot live
simply on a piece of industry-standard printer paper.

Diagnosis is only the beginning.
We as a society must break down
the barriers for those who experience multiple
intersections (race, income, gender, location, etc.)
that often result in not even having the opportunity
to seek a diagnosis.
We must ensure that medical professionals diagnosing are actually able to lead us
in the right direction, instead of simply telling us we're autistic. I had to ask my
general practitioner for a copy of my diagnosis letter, which the quotes in this
article are directly taken from, because I didn't even know what it said about me.
To those in positions of power and authority over the
medical field: remember those options post-diagnosis
that I just mentioned? They need to be accessible!
It can cost upward of $1000 for strengths-based tests! It took
months to get into occupational therapy via Zoom calls!
Autistic people, along with the overall disabled population, are twice as likely
to live in poverty and often cannot utilize the options we need to get out of
engineered poverty and inequity. Autism doesn't just exist in cities either.
It's hard to access therapy, despite 40% of us having a co-occurring anxiety
disorder and the majority of us struggling with executive dysfunction.

Diagnosis isn't calling up our good friend DSM-V.

It's a call to action.
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Journey To
Diagnosis

The decision to allow myself
to validate what I saw as
signs of Autism

MY NANNY WAS THE FIRST PERSON I SPOKE TO ABOUT
THE POSSIBILITY OF ASD
NOT ONLY DID I VALIDATE MYSELF BUT MY NANNY ALSO
AGREED THAT I MOST LIKELY HAD AUTISM
SHE SENT ME AN ARTICLE ON ASD AND GIRLS AND I
LITERALLY WENT THROUGH THE CHECKLIST AND CHECKED
OFF EVERY SINGLE BOX
IT FELT GREAT TO READ THE EXTREMELY TRUE SIGNS OF
ASD AND FEEL WHOLE
NSCC HAD A WELLNESS FAIR IN THE FALL OF 2018
ONE OF THE ORGANIZATIONS AT THE WELLNESS FAIR
WAS AUTISM NOVA SCOTIA AND I CHATTED WITH THEM
ABOUT GIRLS AND ASD AND I REALIZED HOW MUCH GIRLS
ARE DISPROPORTIONATELY UNDER-DIAGNOSED WITH
AUTISM AND IT MADE ME ANGRY.
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So I did lots of research and discovered that
there is so little research on girls with ASD
which just shows how extremely genderbiased research is in the Autism community.
After that conversation, everything felt like
it made sense. I no longer felt crazy. Instead,
I felt like I could celebrate my neuro-diverse
brain as part of my identity.
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Flowers and plants
are representing the
journey of growth
from the rough
times to the
beautiful times.

THE CONNECTION OF OTHER CONDITIONS AND ASD
APRIL SULLIVAN ON DIAGNOSIS DAY DREW A VENN
DIAGRAM AND PUT ADHD, NLD AND ASD IN THREE CIRCLES
ASD WAS THE BIGGEST CIRCLE THAT OVERFLOWED AND I
REMEMBER SEEING THAT AND JUST BEING SO HAPPY AND
OVERFLOWING WITH JOY.

ASD
ADHD

NLD
10

DANIELLE GRIFFEN

My parents knew I was different from a young age.
I displayed hand flapping, head banging, repetitive
actions and routines, severe social inability, low IQ score, and had many
other issues. At the age of five, when I still wasn’t able to speak, I was sent for
autism testing (I was living in England). Nurses and speech pathologists told
my parents that they believed I was autistic. I had all the signs, yet the
psychologists were not able to diagnose me. I’m female.

Females can’t
be autistic.
However, this meant that the psychologists had no idea what to diagnose me
with. They went to great lengths to figure it out, even sending a professional
to follow and observe me at school and at home. Unable to figure out my
diagnosis, the psychologists did the next best thing: they made one up. Yes,
you read that right, I was given a totally fictional and non-existent diagnosis.
It was termed ‘complex learning and language disorder’. It’s actually quite
clever because it’s so vague that it could mean absolutely anything.
My family never expected it to cause as much trouble as it did, at the time
they were relieved to be given an answer (even a made-up one).
At school, the teachers didn’t know what to do with this
diagnosis, so I was put into a dyslexia group that didn’t help.
All social and autism-specific programs were shut off to me,
as those programs required the autism diagnosis. I continued
to struggle socially without guidance. My mum repeatedly
tried to explain my obstacles to teachers.

Over time, I accepted that I wasn’t going to be
getting any help and realised that either I help
myself or life wouldn’t improve. I started
creating my own strategies and techniques.
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DANIELLE GRIFFEN
School recesses and lunch breaks were spent observing
interactions between other students. I created an extensive
library of social situations and interactions in my head.
To this day, the library is updated and used every day. Several
different functions and sections have been added since it was
first started, but I won’t bore you with those details.
My parents also seemed to realise that I needed help, and they did their
best to help by conditioning me through my sensitivities and issues.
They felt it was their only option.
School was the worst part of my life, teachers couldn’t
understand me and resorted to extreme measures to
control me. Of course, this had a severe effect on my
health. I started having depressive episodes very young,
I would get into physical fights at school, and was also
failing school. Due to this, the school decided that I needed
anger management therapy.
The lessons didn’t help, since my school bully (Stewart) was sent to the exact
same class. However, I got to miss math class on Wednesday mornings and
they usually had cake or cookies at the classes. My brother was a huge help
during my time at this school. He fought bullies at his secondary school that
targeted me and even had a ‘talk’ with Stewart (Stewart left me alone for a
whole month, to this day I have no idea what my brother said or did to him).
This school has affected me for most of my life since, and I have had to work
hard to get over a deep distrust and hatred of teachers and the education
system.
My parents were understandably concerned for my
future as well as my brother’s. I had only just started
talking at 10 years old, and still had issues with long
or complex sentences.
12

DANIELLE GRIFFEN

Autism Dx

Does not
have
Autism

We moved to Canada, a long-time dream of my mother’s and
hopefully a fresh start for my brother and I. Immigration services
required that I be tested for autism a second time, in Canada.
However, by the time this occurred (at the age of 11), I had become
very good at mimicking social interactions with the help of my
library. I had become so good at hiding my social inadequacies,
that it made the testing very difficult. On top of that, it was still
unusual for females to be diagnosed with Autism. For the second
time, I did not get an autism diagnosis.

I later learned that my Canadian teachers all agreed that I was on the spectrum
anyway. The teachers were wonderful, despite my distrust. Although they still
couldn’t give me any autism-related supports, they used a lot of visual learning
for me and tried to engage me in class discussions. Academically I developed
very quickly, but social situations were still a mystery to me, and I had to start
a new Canadian section for my social library. Due to my experiences at the last
school, I mostly kept to myself avoided others. Social bullying was rampant, but
I was grateful that it wasn’t more physical and I had a bit more room to breathe.
When I went to high school, I realised that my library had
failed to predict that social interactions change drastically with
age. Social interactions were now far subtler, with much more
body language and unspoken social rules.
Once again, I was the social outcast of the school (nothing new,
really). My classmates refused to talk to me even during group
projects, and they started multiple false rumours, but my
grades soared and masked my social issues.
Then I wanted extra time on my exams to account for my
slower processing speed, but the school needed more
evidence. So I went for a third round of autism testing (at 17
years old). The psychologist knew about girls with autism
and mimicking, and after two long days of rigorous testing,
I finally got the diagnosis.

Autism
Diagnosis
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DANIELLE GRIFFEN
It was such a relief, I was excited to finally access some of the social programs
available and possibly resolve some of my social anxiety and obstacles. So
imagine my shock, my humiliation, when I sat down for my first Social
Thinking session, and it was clearly meant for kids under the age of 10.
I was so disappointed, but I continued with the sessions because it got me out
of class and away from my classmates. A 17-year-old girl is rarely interested
in childish interactions. I wanted to learn about dating, social life in
secondary education, or workplace environments.
My depression hit an all-time high and unfortunately, I verbally lashed out at
teachers and ended up in suspension twice (honestly the best days in high
school). I just pushed through high school, taking it one day at a time, and
hoped university would be different. University was much, much better. The
professors do not care how socially adept you are; the academic work is much
more important. The students and adults are also much more open-minded,
and I’ve managed to make many friends and have lots of new experiences.
I’m happy now, but still have a lot of issues to work through from my school
experiences.
In short, a late diagnosis can have severe
impacts upon the life of an autistic individual in
several different ways. My story is a surprisingly
common one, many women I have met on the
spectrum were also not diagnosed with autism
until later in life. Gender stereotypes and lack of
equality have led to inaccurate diagnoses for
women, and research into female autism is only
just beginning. Although I’ve faced many
L
obstacles with lasting impacts on my health, I
u
am grateful for these struggles. I feel strong and
n
confident that I can get through anything in the
a
future, and that hopefully, my experiences will
urge medical professionals to improve the
diagnosis criteria for future women.
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A STORY

Jennifer Lisi
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BY: JENNIFER LISI

JAKE LEWIS
I’ve always known that I’m Autistic. I was
diagnosed when I was five. I was lucky to be
diagnosed at such a young age, instead of
being diagnosed when I was older, like so
many other Autistic people. I myself don’t
remember much about being diagnosed.
My mom, however, does.

Jake
has
Autism

I was followed by APSEA (Atlantic
Provinces Special Education Authority)
since birth because of my visual
impairment of ocular albinism. When I was
four, my parents wondered if I should be
assessed for Sensory Processing Disorder.
This was because I had a hard time
changing clothes from one season to the
next, I cried whenever anybody sang happy
birthday at my party or anyone else's
party. I still panic when I hear the dreaded
opening verse of “Happy Birthday”.
I also liked to eat a lot of the same kinds of
food. My mom went on, saying how she
remembered trying to give me several
different things for dinner, just to get me
to eat something.
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JAKE LEWIS
It was then that Debbie Sundstrom, my
itinerant APSEA teacher, spoke with my
parents about their concerns. I mean, who
could blame them, they had a five-year-old
that would literally implode when sung
“Happy Birthday” to.
She told them I should be assessed by APSEA, so they could
determine if I should go to the Autism team at The IWK. So, my
parents took me down to The APSEA building, and I was assessed.
Some indiscriminate amount of time later I re-emerged. The APSEA
people told my parents I should be seen by the IWK Autism team.
You can see where this is going.

After my fifth birthday, I had my appointment and met with the
poor souls who were going to have to diagnose me. A variety of
activities later, I was then given the diagnosis of ASD. My mom
wasn’t surprised, my dad was probably asleep in a waiting room
chair somewhere, and I was eagerly waiting to go to Toys R Us to
buy a new toy train. I started primary in the fall. My parents were
glad they could provide the school I was starting at with some
documentation. This allowed them to get an EA for me, which, by
the way, I needed. I was then able to have an EA full-time all
through elementary school.
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JAKE LEWIS
Now that I have aged significantly, I see my ASD diagnosis helps
people learn to have more patience toward me, and understand
that: if it doesn’t involve sleeping, eating, or writing, then I’ll find it
challenging. However, I have been able to take part in camps, clubs,
and meet others like me. Through these experiences, I’ve had a
realization: The world and I don’t fully understand each other, and
at this point I doubt we ever will, I am constantly at war with it in
regards to fitting in. But at this point maybe it’s just a matter of
people learning how to fit in with me?
Perhaps as time goes on I might be
able to find people who can do this.
Again, it wasn’t until I started reading the writings of the other
contributors to Autistics Aloud, that I realized just how hard getting
a diagnosis can be. And how fortunate I was to get diagnosed as early
in my life as I was.
At the end of the day, I’m just me. Jake “The Elon Musk of dodgy
ideas” Lewis, a sixteen-year-old boy who lives in rural Nova Scotia,
and I, as well as numerous others, just so happen to be Neurodiverse.
It’s just another way to be, we are not less or more. For the last six
years, I’ve been able to advocate for myself, as well as for others.
People like me can do anything we set
our minds to. I am clever, handsome,
hilarious, talented, and incredibly
humble.

I am Me.
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h Kintzi
Rebeka
nge
r

I didn't always know I was autistic.
That's the thing about knowing something. When it comes to knowing, we only have
access to what we're exposed to in most regards. I lived in a particularly small town
in a province in a decade when autism was not as forefront a topic as it is today. My
parents weren't exposed to a knowledge of Asperger's Syndrome, which is what I
would later be diagnosed with. Certainly from my personal experience, no
professional during any of my school years ever suggested autism as a cause of some
of my strengths in class, or the reason for any of my challenges. Looking back
however is a lot different, because now I have been exposed to a greater
understanding of autism. There is no scenario in which I don't recognize my younger
self as autistic - the traits and signs of autism were there the whole time, and all over
the place. I lined up toys and organized them a lot when playing, and when I chose to
read I read only books from specific
authors or series. I played a single
video game from its inception in 1991

to its current version in 2019, and no other computer game I have played to that
extent. I immediately couldn’t stand the sound of specific things, like the sound a
vacuum makes or my sister eating her food. The smells of bacon and perfumes
agitated me so much I verbalized my frustration in random ways that often
confused or upset my family members, instead of just asking for an accommodation
for the sensitivity. I wore the same clothes over and over because
it was agonizingly uncomfortable if I didn’t.
I grew more and more depressed over the course of
two years. I experienced echolalia often as a child,
which is repeating words or phrases. This echolalia
stood out to my mom mostly because I would
repeat something that she said in the car over and
over, as we were driving to school in elementary
and it would easily annoy her. My mom didn’t
understand how pleasing it was to repeat the
phrases she was saying over and over.
20

Rebekah Kintzin
ge
r

My other repetitive behaviours that stood out
to family sometimes did so in a way where that
behaviour was often redirected because it didn’t
fit function or the social situation.

the resin
was
made in
single
batches
and

...that
took 6
months
to
finish!

I love
football.
Let's go
to a
oh, game?

No, I'm
going
home
now.

i see...

I had select topics I was interested in, and liked
to talk about them with other people for a very
long time. I was very chatty about the things I
liked, but when it came down to being able to talk to people about their interests I
was not so chatty, and eager to be away with myself doing other things. I did not
look at people in the face all the time, certainly not enough for them - it was
constantly mentioned.
So how did I grow up without a diagnosis? Well, part of me still isn’t sure how I
did, and that part wishes that I hadn’t. But the other part of me has some ideas. In
1987, when I was taking kindergarten for the second time - because I “wasn’t
ready” the first time - there were likely no early intervention programs for
autism, and little to no screening tools for autism in my community of less than
4,000 people.
It is difficult for me to see that the teachers and teacher’s
assistants at the time would have had more than a narrow
understanding of the autistic spectrum, if having had any
understanding of the spectrum at all. And I think that most
understandings of autism in the ’80s and ’90s would have
fallen under ‘classic autism’ in whereabouts I lived. There is
no doubt that most of my teachers and family members
considered me unique, I remember hearing that a lot.
I have kept a lot of report cards even dating back to elementary school
remarking on some behaviours and characteristics that stood out from
typical behaviour. But like I said about knowing things, we access
what we are exposed to - and I just don’t think at the time these
teachers were exposed to enough about the autistic spectrum to link
any of who I was or what I was behaving like, to the autistic spectrum.
21

Rebekah Kintzin
ge
r

What growing up without a proper diagnosis did in my life, was to put a lot
of pressure and stress onto me to figure things out for myself. The things I
was trying to learn by myself were things that are extremely
difficult for a child to accomplish alone.

Essentially I was navigating a domestic life, educational life, and social
life without a lot of skills that came naturally to my family members,
peer groups and just people all around me at any given time.
In addition to causing much confusion for others when my 'natural skills' were
absent, for myself as a child it felt like a race to catch up on something else everyone
had already learnt and I was consistently erroring in. Such as trying to correct my
wrong timing of speech or not waiting my turn, making sure I didn’t continue to use
poor word choices or constantly monitoring my awkward body language.
I had to actually become aware of all of these things including the fact I had slow
processing of jokes, or I didn’t get them at all. These weren’t things I knew right off
the bat and it changed the way I fit into a social situation. In fact, all the above are
things that made fitting into a peer group very difficult. So to cope, very quickly in
life as a female on the spectrum (but not knowing) I learned to mimic others,
camouflage myself, and fly under other people’s radars.
For example, even my style of dressing myself seemed to separate me
from my peers, so I was often trying to adapt my style of dress while
staying inside my comfort zone. I just want to say about style, I was
not successful in this endeavour, until much later in my twenties, haha.
The challenge of navigating social relationships caused me a lot of anxiety,
which I successfully masked with meltdowns, shutdowns and more camouflaging. Effectively at times so no one in my family knew I had anxiety.
I started experiencing headaches early in school, and those continue even
now when I am in a situation where I am processing too much. I also had stomach
aches during my school years, which I did not attribute to anxiety and yet I might
have been able to, looking back. Anxiety is a tricky emotion, in that you might be
experiencing anxiety and not even realize it because it is coming out in
different ways.
22

Rebekah Kintzin
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I don’t remember experiencing my first panic attack
until I was in grade 12 English class. I was just beginning a book presentation
in front of the class, that I had over-prepared for. That’s right, I had overprepared for a presentation on a book called Alice in Wonderland. I was
supposed to give a brief on the book and its symbolism in ten minutes
or less, which I couldn’t manage to do. In fact, I had prepared overhead
sheets, an intro song (“White Rabbit” by Jefferson Airplane) and many
pages on what I considered levels of symbolism in the book.
It was unlikely I would do the presentation in ten minutes, and more likely that I
might greater than double that time. The fact that I had done all of this, and not
thought twice about it had immediately set me apart from my peers again, but
being set apart from my peers socially or by the way that I functioned in class
was almost nothing new.
Sometime during the introduction song, while I was preparing the
overhead sheets I started to feel funny. I was feeling light-headed and
the room felt really bright. I could hear myself talking but I did not
feel like I was in control of the talking, I could just hear my voice
talking. I was so disoriented and all of this really freaked me out so I
ran! I ran right out of school, off the property, into the public library
and hid there until the school day was over.
Something else also had happened and I couldn’t speak. I had lost
my tongue and I couldn’t put out any sound. It seemed I was so
terrified! That was my first experience with a panic attack.
I probably should have told my parents about this, about the presentation, the
running out of school, not being able to speak for hours, and feeling locked inside
my head! The reality is, I did not tell my parents about this for years, because I
didn’t understand it, and it was hard to talk to people about things that I didn’t
understand.
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I now know that not being able to express emotions and articulate them to others
can sometimes be called alexithymia, which is characterized by a difficulty to
identify, distinguish, and describe emotions to other people. Alexithymia is a
subclinical phenomenon that greatly overlaps the autistic spectrum, and around
fifty percent of autistic people experience it. My anxiety was real, but it still felt so
out of the blue because I had been masking other forms of it for
years and not addressing it, that this expression of anxiety caught
me off guard and shook my confidence in public speaking
for over two decades later.
Girls and
women
are also
Autistic!

I think that if I had a diagnosis of Autism or Asperger’s back in
my developmental years, I could have been more prepared for
an event like this, and the fallout from it would have been a lot
less impactful on my life, and health. This, and reasons like this,
are a strong motivator for my advocating today. I advocate for
women and girls to get the proper diagnosis they need, so that
they have access to the information and resources that will help
them succeed and experience health in their lives.

There are a lot of ways to journey through life, but right now there are a lot of
females on the autistic spectrum who do not have a proper diagnosis. Commonly
they are misdiagnosed with a mental illness when they do not have one, and
being treated with pharmaceuticals they do not need. This is common for females
who are actually autistic because the mental health industry is not usually
assessing for neurological developmental abilities alongside mental health issues,
and the impacts of being pharmaceutically treated for something you do not have
can be tremendous on the health and happiness of a person.
Perhaps females instead go without a diagnosis because
they fly under professionals’ radars - not receiving any
help at all, and are left without access to any supports
that would likely really help them thrive in the world.
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What would make a lot of difference in the way we address this problem, is
including more females in studies about autism. Specifically if those studies
were about what the female phenotype of autism looked like in comparison to
the male phenotype, and then if the results of those studies were incorporated
into diagnostic material. Clinicians and Diagnosticians need to become
increasingly aware of the differences in presentation of autism between
females and males, so that women and girls aren’t going most of their lives
without a diagnosis of autism and missing out on the value of what that
diagnosis could mean to them and the families taking care of them.
I didn’t always know I was autistic. That’s the thing about knowing something.
You know, when you find out. When I found out I was autistic, my life changed.
I needed help from some people to change my life and tell me about autism. I
eventually found my true diagnosis, and I am a much, much healthier person
for it.
On my life’s journey you could say a
fork in the road formed, and I took
it. I am not someone who doesn’t
look back, I look back on my life
often, reflecting down that old road.
But when I turn around again and
keep moving forward, I know I am
in the right shoes on the right path
going in the right direction. There
are a lot of people out there who
are still trying to find their path,
and I want to help them if I can.
I even now, getting diagnosed so late in my life, it is hard for my family members
to look at me as autistic - because my whole life they have just thought of me as
something else. They decided I was different, quirky,
easily frustrated, very rigid.
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Even though my autism can be plain
as day, my family members
understand only a pamphlet amount
about autism, and what traits I have
as an autistic person don’t really
show up on their pamphlet.
Given more time to get to know who the real me was as a young person, I would
have been accepted more than I am now. It is easier for some of my family to
accept my misdiagnosis than the fact that I am autistic, and that really hurts
and I find is uncomfortable to be around.
Advocating for autistic people and their families across Canada is something I
can do pretty endlessly at this point in my life. It gives me real happiness and
sense of purpose. I am working with a future-forward organization that focuses
on a National Autism Strategy. I want to make sure the future for autism is
recognized on a national level, and that the current barriers between the
provinces and territories don’t continue to inhibit the successes of the autistic
community.
There is another component of a National Autism Strategy which I think is
important, and it is the way that we acknowledge all that we know about the
autism spectrum, and share that with others in our country so that people are not
feeling ignorant of such a large community of Canadians. There are a lot of people
out there who do not know enough about autism, and they want to. They need
access to accurate and timely information, so that they can relate to, employ, and
otherwise engage with the autistic people in their lives. A National Autism
Strategy improves the communication of what the autistic
community’s needs are throughout the country so much
better than what we have in place currently. I also
think we need as many voices from the
autistic community as we can to build a
healthy National Autism Strategy, because as we say:
Nothing
Nothing

About
About Us
Us

Without
Without Us
Us

26

Diagnosed at Twenty-Five
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Diagnosed at Twenty-Five

Natasha Power
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Neurodivergent

I'm not
alone!
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Ashley Henneberry
Those of you that have read the first edition of Autistics Aloud will remember
that I spoke very briefly about my diagnosis then. This time I’m getting into a
little more detail.

School.........

What a place. There were days when it
was a fun place to be and days when it
was very much not a fun place to be.

In the early 1990’s there wasn’t much known about Autism.
In fact, in the 7 years I was in my Elementary School I only ever encountered
one child with Autism. That was in a school of over 400 students.
There was also me. Only I didn’t know it yet and didn’t have a diagnosis. I
didn’t know what it was either.
It wasn’t spoken of. The only reason I knew about that boy was that when I
think about the tics he had and his speech, it was obvious.
Teaching staff just told us he was special. He was very
special indeed. Such a gorgeous little boy and so full
of wonder. I got to be his reading buddy a few times
and it was fantastic.
The first thing I noticed about myself was my inability to multitask. I couldn’t
focus on more than one thing at once.
I was also noticing that I needed my Grade Primary teacher to
break everything down for me in steps. First, you do this and then
this. It used to make her extremely angry because she wanted to
teach only one way and that was it.
She used to scream at me for having to repeat herself and for any kind of error
I would make from writing to cutting to drawing.
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She’d write on my report cards that my pictures were much too immature and
that she was considering holding me back a year because I couldn’t follow
directions.
I did pass through into Grade 1 and what a relief it was to get out of her class.
Things got a little easier over the next few years but then more issues arose.
By the time I got
to Grade 5 that’s
when the Social
awkwardness started.

I tried so hard to make friends with
other girls in my classes. Girls who
wore nice clothes and had well-kept
hair and who wore jewelry, nail polish, etc.

That wasn’t the kind of girl that I was though. I was more
about dressing for comfort. My interests were also different
from theirs. It was hard to find common ground with them
and if by some chance I did they’d get competitive and bully
me even more. I would try to mimic them and mask, but it
just made things worse.
Some of the boys were the same way and some even worse. One of my most
notorious bullies was a boy.
When I went off to Junior High School the first year was fantastic. I had made
some new friends to add to my current circle and I had a great teacher.
Then the second and third years came and I was right back to square
one. Sure I had my friends but I was still getting bullied and my
issues with learning were getting worse. Particularly with Math.
When I first noticed the issues I was having at Age 10 anytime I’d say that
something was wrong with me nobody would take it seriously and it would
fusturate me and make me cry.
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At age 14 in Grade 8 I’d had enough. I begged and begged my
parents to have me assessed for any learning disabilities.
So off we went to Oxford Learning Centre. They didn’t
find anything. I now know that it wasn’t the kind of
assessment I needed.
My poor parents were heartbroken because they knew how much I was
struggling but we didn’t know why. They knew nothing of Autism and didn’t
know what to look for.
High School was ok. Many more different classes. I still had the same group
of friends. I still got bullied though for the same kinds of things and still had
troubles with learning.
Despite the struggles, I still managed to graduate.
I even got accepted into University. I didn’t finish
University though. I went to College instead and
graduated with an overall 87% average which still
makes me proud today.

The older I’ve become though the
more my mask has slipped. It scared
the lights out of me at first.
I’d make social errors that sadly cost me some friendships and made certain
family distance themselves from me. It hurts. It hurts a lot. Especially because
they are people I would have never turned my back on. I can’t dwell on it
though. We can’t control how people react to us. That’s their issue. All we can
do is educate and advocate.
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There are various sounds that trigger me and send me into a
full-blown panic attack. One such sound is people cracking gum.
Over the last several years they have been bothering me more and more. They
used to bother me as a child too but back then it was easier to go run and hide.
I have a 7-year-old son who was diagnosed
with ASD at age 2.
When he was diagnosed I joined a parent
support group. It was there that I encountered
a woman in her thirties with a teenage
daughter. They both had ASD diagnoses. This
was interesting to me because I’d never
encountered a parent that had it as well.
The more this woman told us about her life and her experience in school the
more I was relating to her. I thought could I be too?
Another woman gave me a link to check out to take a questionnaire.
When I got home I did the questionnaire
and scored very high.
I found myself sitting there at my desk
asking myself again.
I didn’t care though I needed an answer.
I needed to know if this is why I was bullied
and why I struggled so much with learning.
If this was the case I wanted to know so that
I’d have a better understanding of how to help my son.

35

Ashley Henneberry

My assessment made for an exhausting day but
it was worth it. Two and half months later the
Psychologist called me while I was driving into
the Naval Dockyard to pick up my husband.
She told me she was giving me a diagnosis.
I never dreamed I’d be getting a diagnosis of ASD at age 32 but I did. If you’re
an adult and think you possibly could be too check it out. You’ll be glad you did.

It’s been almost 3 years and for the
first time in my life, I’m content.
I now know what I knew all along.
I’m different and that’s ok. I know
and others know why I behave and
think like I do. It makes me unique.
I was traumatized by vicious bullies because I was different. That’s their
problem, not mine. I don’t care. I’m a strong believer in karma and they’ll
get theirs one day.
The best part is that now I know how to properly care and advocate for my
son because I get it. I can make sure that he can live life to the full extent and
that he’s reaching his full potential and has all of the services and support he
requires. I also now have a job working with children with special needs,
providing them with the support I needed way back when to ensure a
quality education tailored to their needs. There is no greater gift than that.
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CRISIS TEXT LINE
provided by Kids Help Phone

Available for all ages, not just kids
Text or online messaging

FREE
and

Can help with issues big or small

CONFIDENTIAL

Open 24 hours a day, 7 days a week
Available anywhere in Canada

Are you in crisis? Do you need support?
You can text a real person at the Crisis Line right now, for free.
It's confidential, and all you need is a computer or a cell phone.

Below are the steps for the Crisis Text Line, using a cell phone.

Step 1

Text "CONNECT" to 68686

Step 2

You w i l l g e t a n auto response
f r o m t h e C r i s i s Text Line

The images below are from an iPhone, but you can use any cell phone that texts.

This will give you directions
on their privacy policies and
their terms of agreement.
You do not have to do
anything after you get this
auto response.

Developed by
Autism Nova
Scotia, 2020

Your text will be sent to a
responder and they will text
back in 2-5 minutes.
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Step 3

After 2 - 5 m i n u t es, you will get a
r espo n s e f r o m a text responder
They will introduce
themselves.
This is an actual person,
not an automated
response.
They will ask you how
you are or why you are
texting.

Step 4

YOU C A N R E S P O ND

You can tell them
about your issue.
They are here to listen
and support you.
You can text the Crisis
Text Line for issues
big or small.

Step 5

YOU CAN END THE CONVERSATION
AT ANY TIME BY TEXTING STOP

If you want to end the
conversation quickly,
text STOP.
The text responder will
not be able to text you.
You can also end the
conversation once you
feel better about the
issue you talked about.

Developed by
Autism Nova
Scotia, 2020

You can text back anytime by texting CONNECT again,
like in Step 1. You will probably not get the same text
responder, but there are many people there to help you.
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Autistics Aloud is a print and digital grassroots publication based in Nova Scotia, Canada.

a grassroots magazine

Autistics Aloud has been supported by Autism Nova
Scotia since it began in 2005 as a quarterly published
Newsletter. It was started by Danny Melvin, who
saw a need for Autistic led perspectives.

Danny stepped aside in 2016. Volumes 1 - 9 had an impressive and respectable 11year run. In April 2017, Disability Rights activist, poet/creative; Patricia GeorgeZwicker came on board as Editor. Patricia decided to take the newsletter to a
magazine format - a big change after 11 years, but they kept the original values in
mind.
On June 23, 2017 Autistics Aloud was published as a Magazine for the first time. It
was 18 pages long. The Autumn edition that followed doubled to 36 pages. The
Winter edition was a whopping 48 pages. 31 unique first-person perspectives
were shared. That's 102 pages of content ranging from poetry to reviews; feature
articles that take on topics like autism and addiction, making a case for an
Autistic Neanderthal, and Autistic identity!
We highlighted artists, woodworkers, bakers, photographers, plumbers, original
music, and original cartoons. We signal boosted organizations that promote
autism-friendly events and gave space to anyone on the Autism Spectrum who
has a business they'd like to promote. Autistics Aloud Volume 10 made it into
Question Period at the House of Commons on Parliament Hill in April 2018.
Copies were personally presented to Members of Parliament, Senators &
Leaders in various stakeholder Autism Communities all throughout Canada.

Autistics Aloud is currently in the process of publishing the LifeSpans Series.
This being the 3rd edition in the evolving series.
The LifeSpans series endeavors to share the first-person perspectives of Autistics
in Canada by exploring a wide variety of topics. Edition 1, "What is Autism?" was
recognised in the Nova Scotia Legislature in 2019 and in early 2020 was placed in
the Isabel and Roy Jodrey Memorial Library in Hansport, Nova Scotia.
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HOW
a grassroots magazine
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To inquire about how to make a submission, or any other questions
about the magazine, use one of the contact methods below.
Please note: people under the age of 16 will need parent/guardian
consent. We don't require a formal diagnosis, and all entries are
subject to approval before publishing.

EMAIL: autisticsaloud@autismns.ca
WEBSITE: www.autisticsaloud.ca
Low Traffic Mailing List:
https://goo.gl/oNzZ5b

SOCIAL MEDIA
/AutisticsAloudLifespans
/autisticsaloud
/AutisticsAloud
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