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I

‘m now pretty settled in Utah and enjoying it so far,
except for the heat! I know, I know, Iʼm from Florida.
It shouldnʼt bother me, but we were having a mild
Spring/Summer in Florida. And now, it is in the 100ʼs
here! We couldnʼt move into our campground for a
while, so we stayed at Lindseyʼs sisterʼs house. And it
was soooo hot! They have a swamp cooler and no AC.
And we stayed in the basement.....ugh! We had to actually go get hotels a couple of times because we couldnʼt
take the heat. Poor Bambi was dying!

We did finally move into the campground last week, and
I got Bambi a kiddie pool so she can splash around. She
loves the water and used to go swimming in my parents
house all of the time. So, she missed it. We have been
doing a lot of hiking and MTB riding here in Utah. Itʼs
so beautiful; and I have been training Bambi to walk
with us without a leash on. She is doing really well. The
hard part is when we are around other dogs. She gets
very territorial, but she is getting better!
I have done a few private riding lessons out here in
Utah. I have really enjoyed it. It is nice to work one on
one with students. You can get more accomplished in a
short amount of time.
Iʼm getting to like living out here, and it is fun to go

exploring for new restaurants. We just found a Mediterranean store and a Polish store right by us. So, Iʼm pretty excited about that.
While we were still at Lindseyʼs sisters house, I had my
new truck and my trailer parked out in front of her
house. One morning we were having coffee and Lacey
(Lindseyʼs sister) came running down the stairs and ran
to the front window. We all jumped up. Someone had
crashed into my new truck! We ran outside, and there
was a guy that got out of his truck, which was totaled.
He laid down on the ground and was complaining that
he had to swerve out of the way so he hit my truck.
Some of the neighbors had security cameras, and when
the police came, they showed the footage to them. He
didnʼt swerve. He just went right into my truck! The
police said he gets into trouble a lot and he was probably high or drunk.

So, I didnʼt have a car for a loooong time. My truck was
pretty bad and the insurance had to get me a rental car
to use. But it happened over the weekend, so I had to
wait a bit to finally get the rental. I finally got my truck
back and everything is as good as new. Iʼm so happy!
My truck was actually behind my trailer. And when he
hit my truck, it
almost smashed into
the trailer. So, I was
actually lucky it was
only the truck.
I have been enjoying
watching the outdoor
motocross series, but
this week, I guess, I
will just ride myself
or watch the
Olympics since they
are taking a break!
Hope you are all
enjoying your summer as much as I
am!

afmxschool.com
ashleyfiolekmxcoach@gmail.com
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HUMOR THERAPY

All Lie Dating

Dying is easy, dating is hard. It’s difficult to find the right
person and, if by chance you’re lucky enough to find the
right person, often they turn into the wrong person. This
on-line dating has probably made things easier. You can
start to weed people out before you waste a night on a
date. The conundrum is, is that person really who they
say they are?

There are so many perfect people out there. Just read their
on-line dating profile. Amazingly, they have no flaws
whatsoever. Some female’s profile will read “I enjoy hiking, exercising, eating healthy, saving stray animals. I
also love to cook and clean, but my real passion is to give
massages.” You can’t blame them. Honesty has its place,
and that place is certainly not on a dating website. What
chance would a woman have to land a date if she were
truthful? “I enjoy gossiping. I like when bad things happen to people I am jealous of. I love body shaming
celebrities on social media. I am also in major debt
because I love shopping and buying things with money I
don’t have.” My God, if anyone were foolish enough to
be truthful, their dating inbox would be making cricket
noises. Lying and deception has always been the key to
an active dating life. Sure, eventually your date will see
the real you but, nothing wrong with landing a few nice
upscale restaurant meals until they do.

Men are certainly no better. The only difference between
them lying as compared with the woman’s lies is that
men don’t feel guilty. Since little boys they’ve conditioned themselves that lying is usually the easiest route.
8
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They grew up denying they broke a window when a baseball was lying on the floor of broken glass while a mitt
was on their hand. “I don’t know. I think the wind did it.”
On their profiles they write things like, “I’m very oldfashioned. I believe in treating my girl like a queen, holding the door, pulling out her chair and paying for dates.
My annual salary is in the six figures but I’m not about
the money. I also work-out every day. I’ve been told I’m
a really good listener.” I almost vomited while writing
that. If we look under the hood and demanded that he tell
the truth, the whole truth and nothing but the truth, his
profile will read “I enjoy being lazy. I like to spend quality time laying on the couch and watching football. I also
gamble. I don’t know how to fix anything. My passion is
drinking beer and watching pornography.” People don’t
really believe what’s in these profiles, but what keeps
them interested and on the hook is. Maybe, just maybe,
this is the one person on this site who isn’t a liar. But, in
all honesty, lying is just part of the game. If nobody lied,
nobody would get any dates. Maybe instead of “online
dating” it should be called “all-lie dating”
It goes unsaid those men are all about the pictures and the
women are about the profiles. Maybe I’m little different
or not much of a man. but I check out profiles. A lot of
the women write things like, “I’m not into lies, drama or
playing games.” I’m like, well that sucks, because those
are the top three things I am into. I think if a girl has
beautiful pictures up, she can get many dates and it
wouldn’t even matter what she had written in her profile.
“I’m a very high-maintenance, selfish girl. I’m emotional
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unstable, moody, and easily fly off the handle. I enjoy
belittling men. So far I have killed three men in their
sleep.” But the stupid men, and I’m in that category,
would go on that date because she just looks hot.

There is a smorgasbord of dating sites; Christian, teen,
farmers, transexual, cougars, Russian, little people, little
Pilipino, etc. I once went on a date with a lady I found on
an “Women over 80” dating site because I wasn’t haven’t
any luck on the others. We had a nice time. The only problem I had with her is, when we kissed goodnight, I found
her teeth in my mouth. I like to mix things up. Sometimes
get a little crazy. I once when on a date with someone I
found on a BDSM site. It was weird. I’d say something
nice like, “You have beautiful eyes.” Next thing I know is
she hits me with a riding crop. I was wondering what she
would’ve hit me with if I insulted her. The whole date was
a bust. It was simply hard to carry on a meaningful conversation with her when you have a rubber ball in your mouth.

The good thing about the dating sites is you correspond
with the person before you go on the date. This relieves
the pressure of sitting across the dinner table from them
and thinking, “How the hell am I gonna get out of this
thing?” The messaging before a potential date helps weed
out the crazies. Like if someone continually talks about
their cat, dressing them up, sharing dinners at the table
with them, dancing together in the living room to Celine
Dion, etc. Guess what? You’re always gonna be second
fiddle to this person. “You sleep on the couch. Fluffy is
scared and wants to stay in our bed tonight.” And, if

you’re messaging some guy and his favorite subject is
himself, you too, will be a second fiddle. You’ll know
who this guy is when you tearfully tell him some sad
news, like your Aunt Millie just died, and he responds,
“Guess what kind of car I drive?”

Knowing human nature, I’m guessing many relationships
don’t really blossom. At some point people’s true colors
surface and they aren’t the person their profile claimed
they were. On your first date, the woman who portrayed
herself as a light drinker is throwing down bottles of
Cabernet like it was a quart of Ben and Jerry’s ice cream.
The guy who claimed he was making two-hundred grand
as a stockbroker credit card gets declined and the poor
girl is left picking up the dinner check. I don’t blame people for hiding their flaws. The drive to find that special
someone is powerful. People are willing to lie, cheat, get
plastic surgery, hide their kids in the attic just to put up
that stainless façade. I love love so much that I really
hope this formula pays off.

I have no idea what the success rate is on these dating
sites. I hope it’s high. Everyone needs someone. But my
gut feeling is, people are jumping from one date to another in search of that perfect mate. Maybe they’ll get lucky.
I’ve yet to find that perfect person, you know, the female
me. Right now, all I have is my cat… and what a fantastic
dancer she is.
wheelfunnystuff.com

Jeff Charlebois
ABILITY
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张洪 珠峰不在我眼里，而在脚下

China’s blind mountaineer Zhang Hong
China’s blind mountaineer Zhang Hong: I cannot see
Mt. Qomolangma with my eyes, but I can stand upon it

Zhang Hong was born in Chongqing in 1975 and went
blind due to glaucoma at age 21. Currently he works as
a Traditional Chinese Medicine (TCM) physical therapist at Fokind Hospital, a medical institution affiliated
with the University of Tibet. He found his passion for
mountaineering in 2015 and has conquered peaks of
great height ranging from 5,800 meters to 7546 meters
above sea level. He became Asia’s first blind man to
summit Mt. Qomolangma from its south col (dip
between peaks) on May 24, 2021.

Since late May, Zhang Hong has submitted to self-quarantine in a Nepalese hotel. In the middle of the COVID19 epidemic, he is waiting for the news that he can
return to his home country.

Away from all the hustle and bustle of city life, he
should have enjoyed these quiet moments alone. But his
mind still clings to the flashbacks of his recent adventure. May 24th was the day when, atop Mt. Qomolangma, the world’s highest peak, he became the first blind
man from Asia to ever take the challenge, making history in the Chinese blind community.
The hardest year for Mt. Qomolangma climbers

Mt. Qomolangma straddles China and Nepal. For mountaineers, the gentler south col on the Nepal side offers a
better chance of climbing to the top. The peak witnessed
no more than 5,000 successful mountaineers in the past
67 years from 1953, when New Zealander Edmund
Hillary first set foot atop, to the end of 2020.

To prepare for the ascent, all climbers, including Zhang
Hong, believe that “man proposes and God disposes”.
This year, the weather on Mt. Qomolangma remained
frustratingly bad, with more snowy days than in previous years as a result of two hurricanes that swept across
the Indian Ocean and the Bay of Bengal. Even in the
best climbing season, few climbers had succeeded.

Before Zhang Hong's departure, the base camp suffered
another COVID-19 outbreak. Although he had been
vaccinated in China, no one could tell how things might
go.

Hong had spent more than two years preparing for the
climb. Earlier, he had successfully summitted the 5800meter Xogula Peak, the 6010-meter Lodroi Peak, the
7050-meter Chomolhari Kang and the 7546-meter Muztagh Ata.

When the news of his success went viral, Hong was
repeatedly put on a par with Xia Boyu, China’s legless
mountaineer who conquered Mt. Qomolangma on his
fifth attempt in 2018. Hong “succeeded at one go” –
media people often use typical language to address atypical climbs somewhat in an undertone of all those twists
and turns Hong really experienced up there. In those terrifying moments, every wrong choice could have killed
him and his entire team, and now because of this, not a
single day passes that he does not feel lucky.
A cajoling business

When Hong and his team started their climb from camp
No. 4, there was a strong wind up in the mountain.
“Normally, climbing in this weather condition is highly
risky. Strong winds slow you down. In this case,
climbers need more supplemental oxygen.” On May 24,
at 8700 meters, his guide Qiangzi detached his accessory cords from Hong so the latter could have more oxygen left for the rest of the journey.

Introduced by Xia Boyu, Qiangzi is a professional
mountaineering guide with more than 10 years of experience, including ascents to Mt. Qomolangma, but never
with a blind person. He had also helped Hong make
mountaineering plans.

On their way to the top, Qiangzi was Zhang Hong's eyes.
He would follow Hong closely and tell him which foot
to move left and which to move right, and each step must
be “accurate to centimeters”. Now Qiangzi decided not
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But Hong faced one problem: the Sherpas spoke no Chinese and only very limited English, with zero experience of leading the way for blind climbers. How on
earth could he work with them seamlessly to finish the
last 100 meters and reach the top of the world safe and
sound?
Between them were very few spoken exchanges primarily because speaking would consume oxygen. It was
also because there was not much to say. “Left” and
“Right” were repeated instructions from the Sherpa
guides, and Hong listened carefully. Dangerous under
his feet was not only the snow, but also ice cracks that
would cause terrible losses with one misstep.

Saying goodbye to Qiangzi, they moved on around 5
AM. At first, Hong kept asking how much further it was
ahead. The guides kept saying “one and a half hours”,
but as he felt that in all honesty triple as much time had
passed, he simply shut up, pricked up his ears, and
cheered up, because “it was useless to ask anyway.” The
Sherpa guides later told Qiangzi that they were also
very tired and could only “cajole” Hong like that.

to go further up. The first thought that came to Hong’s
mind was “no way” because later he had to climb all the
way down. “He gave me all the remaining oxygen so
that I could safely make my way to the top and then
back down.”
Hong understood this, but he pointedly refused to leave
his partner behind. “This year I don’t go up, but I can
still go next year or the year after,” desperate, Qiangzi
yelled. “If you don’t go up this time, you may never get
a second chance.” With that Hong was shoved into the
care of other three Sherpa guides.

“High up there,” Hong recalls, “we did not have any
time for arguing.” Qiangzi pushed him one last time and
said, “You go up there quickly, no more wasting time.”
Groggily, Hong continued to climb with the rest of his
team.

For generations, the Sherpa people have been dwelling
on both sides of the Himalayas, unruffled by alpine climate, and they move about as if on flat ground. They
often work as guides, developing routes and supplying
daily commodities to the base camp up in the mountain.
They also work with the team to tie safety ropes.
12
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All the way up, Hong tried to balance himself against
countless fissures, some of which only accommodated
half his foot. “The rocks were very hard and bad for the
crampons that I wore. It was hard to find the right spot
and put my weight on it without slipping.” This is a disadvantage for blind people. For a while, Hong groped
ahead entirely on his own. “The guides only said 'up up',
but I had no way to know whether they meant 30 cm or
20 cm up. I didn't know what surface I would step onto
next - tilt or flat. And sometimes he also said things like
‘first up and then down'.” Heart in his throat, Hong
found himself dangerously burning out.
After what seemed like an eternity, Hong felt that he
had arrived at a gentle, snow-covered clearing. “Actually I knew it was now not so far away. Based on my past
experiences, there is usually a gentle slope on the top.”
Right at this point, quite unexpectedly, he was hugged
by the Sherpas. They must also be tired, he thought, but
then he heard them say in broken English, “You! Come
to the top! This is the top!”
A tearful descent

The first time Hong partnered with Qiangzi was in
2019, when they climbed the 7546-meter Muztagh Ata.
There were unpleasant frictions between the two, but
Qiangzi best understood Hong’s difficulties – at least
theoretically: Because he could not see where he was
going, he would not be able to use his energy wisely,
avoid risks, or take reference points as morale boosters.
But a deeper demonstration of empathy was a different
matter.

During his practice in the Lobuche Mountain, Hong sustained so many falls that he started to complain to
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Qiangzi, reasoning that the whole plan would be ruined
if he was unnecessarily injured practicing in such a dangerous place. It was not until he trekked down from the
top of Mt. Qomolangma that he finally realized how different that trail was. It demanded high skills of a
climber – ascending, descending, judging wind directions, and everything else Qiangzi had tried to warn him
about. “I think many people with disabilities, including
blind people, have a common weakness, and that is the
lack of a sense of security, which makes you doubtful
and close-minded.”

From departing with his partner to reaching the top, it
had taken Hong four hours. Atop the mountain, he felt
dazed. Earlier he had visualized this moment in his
mind, imagining what he would do and say at the apex.
“But in fact, I did not feel excited or thrilled.”

It was sunny, but he felt the cold wind hurting his face.
He only stayed atop for three to five minutes before
preparing to climb down. “I knew very well that I had
only accomplished half the mission. The greatest challenge was about to begin.” Of all the fatal accidents,
more than half had happened on the way down the trail.
Hong just wanted to get down alive!

His reunion with Qiangzi down at camp #4 was quiet
and unceremonious. They had to retreat as fast as possible due to weather conditions. Starting from the peak,
Hong descended all the way to camps #4, #3, #2 and
finally getting closer to the base camp. For seven days
and nights, Hong had only slept a few hours. “Physically and mentally I was at the end of my tether. My intuition had me hold onto the ropes.” At the end of those
ropes, Qiangzi remained alert and focused. He must
watch both the way down and Hong’s feet. He issued
instructions every step of the way. “You have to stay
acutely attentive every minute and second. You never
know what you might step into when you can’t see.”

As the base camp drew nearer and nearer, Hong’s mind
worked no less furiously. The tiredness, panic, and tensions he had felt earlier gradually ebbed away; in their
place came thrill and excitement. “I felt all the emotions
rushing through me as I recalled moments in my life
from when I went blind and wanted to commit suicide
to when my soul was awakened, urging me to find a
goal.”
Hong’s eyesight was normal when he was young, but
both his father and his uncle had come down with glaucoma. To walk on the rugged ridges of their farmland,
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they needed to hold a bamboo stick with one end attached
to the child. The villagers, young and old, pointed and
talked behind their backs. Hong grew up with such misfortune and dismay. At age 18 he flunked the College
Entrance Exams, known as gaokao in China. It was then
that he decided to leave home and make his way in the
world with a few hundred yuan from his father.
Before he came to Lhasa, Hong tried to run a massage
clinic in Shanghai and his home city Chengdu, but his
goal was to hold a regular hospital job and “live like
normal.” But most normal hospital jobs were not readily
accessible to him, until he met the president of Tibet’s
Fokind Hospital in Chengdu. With his referral, Hong
stumbled onto a train to Lhasa and became one of the
hospital’s regular therapists when he was almost 40.
It was then that he started to do amateur mountaineering. At first, he just wanted to set a good example for
his child, but he found his dream when he learned how
American blind mountaineer Erik Weihenmayer had
scaled Mt. Qomolangma in 2001. He wanted to be like
him. “It’s not bad to have dreams, not bad at all, especially if you are lucky enough to make one become
true.” With this dry humor, Hong set off. Before he
worked with Qiangzi to climb the 7546-meter Muztagh
Ata, he had already scaled the 6010-meter Lodroi and
the 7050-meter Chomolhari Kang with the help of other
mountaineers.
While climbing the Muztagh Ata, Hong held one end of
a trekking pole and Qiangzi held the other end, using it
to signal up, down, right and left moves. This reminded
Hong of how he led his father and uncle to walk across
farmland back in the old days. “It’s vivid, but hard to
describe.”

Further down Mt. Qomolangma, the wind was subsiding, and the terrain was leveling out. Suddenly, Hong
burst out in tears. He was crying all the way down to the
base camp. Everyone, including Qiangzi, let him be,
understanding how tough it must have been for him all
along.
Let Me Be Seen

At the base camp, Hong talked with his wife on the
phone. “Her reactions were not extraordinary, but I
could sense the complex emotions behind her voice. She
has been quite concerned over the past two months.”

At age 21, Hong met his wife Xia Qiong. It was a time
when the hereditary disease struck and crushed him.
Depressed, he tried to end his life several times, and
each time Qiong came to his rescue. Not only did she
refuse to give him up, she also resolved to marry him
despite the warnings from her entire family. All these
years she helped him go about his business and supported him for whatever he set out to do, even though she
had her own concerns.
14
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Before his departure to Nepal, Hong took her to see the
long-anticipated sea beaches, waves, and sailboats in
Shenzhen. “When she decided to marry me, all her family and friends gave her a lot of pressure, but she did not
give me up. I’ve been thinking about ways to let her
know that she made a right choice.” From looking for a
decent job to mountaineering, he was mostly driven by
an idea of “having my wife’s family see me differently”
– and by the sheer will of a man.
“In the first few years I was lost, distant, hopeless and
full of fear.” As a result, Hong developed a hot temper
and increasingly took it out on his wife. He was at once
self-abasing and wanting to be loved.

Blind since early adulthood, he had had his fair share of
emotional struggle, which might have dragged him further down had he not found an outlet: mountaineering.
Upon those almighty mountains, he found freedom as
well as the depth and breadth of his life. “It dawned on
me that I need to be nicer to those around, especially
people who love me.” Hong is changing a popular Chinese impression that blind people can only work as massage therapists. His documentary film, “Let Me Be
Seen”, will be released at the end of this year.
After Mt. Qomolangma, Hong wants to do more. He
plans to challenge himself to scale the highest peaks of
all seven continents and visit Earth’s poles. When he
returns to his job at Fokind Hospital, he will help more
disabled people both as a physician and a volunteer. “I
believe that many disabled people have dreams. They
only need an inspiration or an opportunity to get going.
The hardest of all is to go from 0 to 1. After the first
step, things will become easier.”

Erik Weihenmayer was among those who congratulated
Hong for his accomplishment with Mt. Qomolangma.
He went further to suggest building an international
team of blind mountaineers. In the great outdoors, all
able-bodied individuals are equal. All the amazing
mountains, rivers and places they have reached are also
approachable, if not first, by someone different.

Indeed, Hong has become a “star” that people look up
to, and it is those forever unspeaking, sky-poking mountains that have transformed him. His story does not end
with any formidable summits, cliffs or trails, but rather
a road to freedom, which is accessible to everyone.
by in-house reporter Bai Fan
photos by Inhope Pictures

This story is part of a series of articles published as an
exclusive editorial exchange between China Press for People
with Disabilities & Spring Breeze and ABILITY Magazine
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It's not a Motorcycle Baby,

It's a Choppa.

On July 12th, I managed to set my fourth and probably my dumbest world
record and another successful fundraiser for people living with Multiple
Sclerosis.

With donations from Yamaha, Bridgestone, Low and Mean, Denali Electronics, Aerostich, Rob’s Dyno and Baxter’s Garage, I built a custom chopper
from a Yamaha Bolt. With the paint still wet, I rode it 2930 miles across the
entire country in under 50 hours, becoming the first rider to document the
Iron Butt Association’s extreme 50CC Gold challenge on a raked out custom
chopper.
The attempt was made possible with help from family and friends and a few
new friends like Jeremy Loveall. I knew Jeremy only from seeing his posts
on Facebook. He is a member of the long-distance rider community, but also
posted pictures of interesting metal projects he and his students created. He
is a beloved welding shop teacher at Franklin-Simpson High School In Kentucky. Jeremy was quick to answer my plea for help. I needed a custom gas
tank and a bunch of other stuff welded and assembled if I was to pull this
stunt off. Riding almost 3000 miles in two days on a motorcycle, not made
for the long haul, required stopping as little as possible and being able to
maintain freeway speeds for long hours at a time. The stock gas tank was
three gallons and the low fuel light lit up every 80 miles. Getting off the
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highway to get gas every hour would have cost about 10
hours and would have made the attempt impossible.

Jeremy crafted a 5 1/2 gallon tank for the bike which
allowed me a 200 mile range, saving me about 6 hours!
He also built me a sissy bar, helped with extending the
forks and wiring up the lights. A man I never met in person lent me his pick-up truck, fed me and even had me
picked up at the airport an hour away on the day I came
to get the chopper. I am truly indebted to my new friend.

I decided to start the ride in Wilmington North Carolina,
at Wrightsville Beach on the Atlantic Ocean. It was
2900 miles away from San Francisco, where I planned
to finish. 2900 miles coast to coast qualifies for the
Gold version of the ride, also know as coast to coast the
hard way!

The date was chosen to coincide with the International
Motorcycle Shows first event of the season in Sonoma
California, where I was presenting seminars. As both
18
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my bikes would be on display in the Yamaha tent, I first
needed to get my Tenere 700 to Sonoma from New
Hampshire.
As both my bikes would be on display in the yamaha
tent, I first needed to get my Tenere 700 to Sonoma
from New Hampshire.

I left Wednesday July 8th, rode 3100 miles and arrived
in Northern California three days later. I boarded a flight
for Kentucky to get the chopper as Jeremy was finishing
the final coat of paint. I made some final adjustments
and rode the chopper to the North Carolina coast, getting in to my hotel about midnight. My friend Jim was
already there, waiting to be my official witness for the
start of my attempt.
Originally Jim was going to sign my documents and
then ride with me for a couple hours to see me out of
North Carolina. After about three minutes however, he
sent me a text that read, “That damn Motorcycle is too
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loud I’m heading home.” “Well, it is a Choppa baby,”
was my reply.

“That damn Motorcycle is too loud I’m heading home.”
“Well, it is a Choppa baby,” was my reply.

The first few hours and first couple hundred miles were
pretty uneventful. Eventually my tailbone started to hurt
because the bike basically had zero suspension and the
seat was basically a piece of leather laying on the frame
of the bike!

After the first 12 hours the seat was actually getting an
indentation from my butt slamming violently down on it
after hitting any sort of bump or crack in the road.

my all important gas receipt recording my time, had my
mileage verified by a witnesses and then it was time to
go to bed!
The Nut on a Bolt fundraiser was a great success. The
Chopper will be displayed at all of the International
Motorcycle Shows through November and the raffled
off from all who donated. Speaking of donations, this
record attempt raised $16,000 for people living with
multiple sclerosis.
NutonaBolt.com
LongHaulPaul.com

After all, it’s a Choppa baby.

By the end of the first day I had ridden 1500 miles in
about 20 hrs. and I decided to take a break. I slept on the
ground next to my bike in a quiet rest area just east of
Amarillo Texas. About an hour and a half later I woke
up and continued on the ride. As I got closer to California the temperature began to rise. 100°, 110° and eventually 115° going through the desert!

A few people were waiting for me in San Francisco and
they kept wondering when I would arrive. I was doing
my best but as it got dark my headlight was bouncing and
aiming in the wrong direction. My face shield was dirty,
my glasses were dirty and my new specialty contact lens
which allowed me to ride at night was also dirty. I had no
choice but to stop repeatedly to clean them.

I was determined and I knew that I could make it to San
Francisco in less than 50 hours. I actually arrived in San
Francisco at 11:30 PM and with a couple raps on the
open pipes, I pulled into the gas station. I was greeted
with champagne and a giant congratulations sign! I got
ABILITY 19
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AUTISM: Learning never stops!

E

ach person is unique; and understanding a person’s
differences and recognizing the innate potential in
every individual is of paramount importance.
Sandy Petrovic and David Petrovic are two such individuals who have not let their hearts be dimmed by
autism. Instead, they have worked on creating a fulfilling life for David who is now a teacher, an author, a
motivational speaker and a theater actor. This mother
and son duo have co-authored a book Expect a Miracle:
Understanding and Living with Autism that guides readers through the challenges they have encountered and
the solutions that have helped them through their journey. ABILITY’s Priya Iyer met with David Petrovic and
Sandy Petrovic to talk about David’s journey and
Sandy’s determination and resolve to help him succeed.

Priya Iyer: David, what started you on this path of writing a book initially? In 2014, you, along with your
mom, wrote the first edition of this book when you were
in college. You then decided to write the second edition
in 2020 that also encompasses your experiences in early
adulthood. What put you on this path to writing the
book?

David Petrovic: The ultimate objective was to instill
hope for those on the autism spectrum, but also for
those with other differences, to validate the innate worth
and dignity that lies within every single being. But in
terms of the book, it was my father who kind of planted
20
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the seeds within my mother and me in terms of how we
could potentially do this. You know, how he kept saying
how we could give hope to so many people. We had
such a great story to tell. And we finally agreed after so
many times of him bringing this up.
Through this book, you are getting the perspective of
someone who is living with autism and the parents who
have gone through the long and winding road of trying
to navigate the terms of therapies and accommodations
and what works best. Our book is geared toward people
with autism but is also for those with various differences and those going through any kind of hardship.
The reader can hopefully learn from our journey and
what works best for us, therefore finding some inspiration to pick and choose what works best for them—to
recognize that they have it within them to achieve
everything that they are capable of achieving. It’s all
about recognizing that first and foremost all of us
human beings in this world are a combination of
strengths and weakness.

Iyer: Sandy, what would you say put you on the path of
writing the book along with David? As a mother, you
could have decided to write a book on your own experience with autism. But you decided to co-author this with
David. How did you think about that?
Sandy Petrovic: Well, as he said, it was my husband
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who inspired us and kept encouraging us to go down
this path, and we realized that David learned how to
write. There were so many executive functioning skills
and deeper issues that he had as a young child that we
worked so hard on. Due to the fact that he could become
a creative writer, and the fact that he learned all these
things, we started to feel like we almost had a responsibility to be a voice for people who couldn’t express the
realities and potentials of living life with autism. There
are so many books out there for professionals when
you’re learning about autism, but they’re all very objective. We want to present the hard-core life with autism.
And when I say we would give a voice to people who
can’t, I don’t only mean nonverbal autistic people. I
mean those who just have a hard time expressing what’s
in their hearts or expressing what their concerns are.
David beautifully learned how to do that. We thought
that the combination of us writing together would be
great. So, I write, and he follows in italics. So, you see
the different voice. Sometimes we talk about the same
incidents. Sometimes we talk about something different,
and we hit every developmental stage. At the beginning
of the book, I write most of it, but, as he ages, he writes
more and more until predominantly writing the last
chapter. You see growth, not only in his thought process
and his creativity, but in his heart, his mind, and his
intellect. He has taken over and he can thrive.

Iyer: David, as the saying goes, when you see one person with autism, you see one person with autism. What
is your unique perspective that helped you in writing the
book but also helps you in the classroom, as a teacher?

David: It’s really embracing and feeling secure with my
whole being, recognizing that I as an individual on the
autism spectrum have a great deal of strength that
comes along with it, as well as a great deal of persistence. Everything changed for me once I stopped
dwelling on the challenges that my autism brought upon
me and I instead chose to focus on the strengths. And
recognizing that asking for help is the smartest and the
bravest thing one can possibly do. To recognize how I
learn best to comprehend certain things, and that if
information is given to me this way point-blank I’m
able to get the job done—and not just get it done, but
get it done well.

I like to think that my autism also provides a major asset
for me in the classroom as a teacher. Because of the way
that I learn and the different ways I learned, I’m very
much aware that the one-size-fits-all mentality of education does not apply. So, I try to make myself as openminded and available to the student needs as I can, recognizing that it’s not about me trying to satisfy my
needs or teach the way I know is best, or to teach this
material because it makes me feel good. It’s all about
what makes the students feel good, how the students
learn best, what works best for them. I’m very big at
giving them a voice in their learning and to open that

line of communication to say, “Hey, if you’re not getting something, if this method is not the way that you
roll, please let me know so that we can make adjustments.” Because it is all about–for me as the teacher–
wanting to maximize their potential, to help them learn
and solidify the material and help them see the realworld applications. And what really helps me is, like,
when I was in school, how I had teachers in my life who
let me put a creative spin on some academic assignments or projects.
In the book, I talk about my freshman year high school
English class and writing a rap report on Of Mice and
Men by John Steinbeck. I was able to freestyle rap it as
long as I met all of the objectives that the project had.
That got me my first good grade, which in turn led me
to develop a passion for English language arts. Now
here I am as a social studies teacher so many years later,
and I tell the students, “Hey, for projects, for study
methods, do skits or plays on different aspects of history. We could play games for study skills in order to
review for the test incorporating the study guide.” Or
allowing them to write songs or paint pictures or write
poetry in order to bring what they’re most passionate
about to the subject area. This could then in turn make
the material come to life, make it real.
Iyer: That gives me so many things to think about and
so many follow-up questions. David, you mentioned
that at some point there was a turning point in your life
where you started to dwell on your strengths rather than
thinking about your weaknesses. What would you characterize as that turning point in your life?

David: It was in my junior year of high school, when I
kind of hit bottom in a lot of ways. I mainstreamed from
the special needs elementary school to a typical middle
school in eighth grade and I began going through the
stages of grief in regard to my autism. That’s when reality hit me in terms of my diagnosis, how it affected me,
and how it set me apart from the rest. Going through
those stages of denial and anger, but then eventual
acceptance.

There came a time when I had to swallow my pride and
resume therapy to learn about my autism and how it
affected me. When it came down to it, I had to understand it to accept it, and accept it to explain it to others
and be able to advocate for myself. I went to a Catholic
high school, and I found myself volunteering my junior
year at a retreat for the freshmen. There was a time
when we all had to share a testimonial about what we’ve
been through. In a way to keep the ball moving and to
get the kids to open up, I got up and shared briefly, not
even a minute, about my hope for the kids and how they
could all be welcomed and heard and understood and be
treated with the utmost kindness and respect.
When we get back to school, my campus minister
approached me and relayed the impact that I wasn’t
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even aware that I had had on those students, as well as
on some of the faculty who were there. And she encouraged me to try to see this speaking thing through and
take it to the next level. Which then–going into senior
year–she invited me to speak at the freshman retreat.
This was strategically placed at the beginning of the
school year, so I was able to speak to the incoming
freshman class and share about my autism, the difficulties that it brought upon me, but having come to a place
where I was beginning to love and accept myself for my
entire being, share my hope to lift up others.

With treasured acquaintances at school that I had longed
to be friends with, I had found myself at a standstill of,
“How do I do that? How do I say that?” Once they
learned about my autism, how it affected me, and why I
did the things that I did, those acquaintances, those
peers, became my friends. They were finally able to
accept me for me, which just propelled myself into this
world that I never would have seen myself doing, but
which led to the motivational speaking. This led to,
especially in college, having the ultimate realization that
I not only live a happy life because of who I am, but I
live a fulfilled life.

And it all stems from not trying to fit in with certain
groups of people as I attempted to do back in high
school—not only focusing on the drama kids, but mak22
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ing myself available to everyone: the jocks, the cheerleaders, the student council. —By opening myself up to
everyone, that’s when I came to know myself, and
where I found my place and made my presence known.
I realized that as human beings, we all go through struggles, and a lot of times we don’t even see it in others
based on the physical.

That’s also what inspired me to become a teacher. When
I was going through my “rock bottom,” teachers and
staff, including my campus minister, stepped up and listened to me, supported me, and comforted me. That led
me to think I could do that for others as well. Recognizing that it’s all about embracing and loving myself, recognizing that I’m more than just my autism. I realized
that I have all these traits that need to be adjusted and I
have stuff to work; I made mistakes and I am learning
from them, but it’s all about me moving forward. I’m
inspired to help others move forward as well, to help
them be the best that they’re capable of, whether it’s
autism they are dealing with or other special needs.
Iyer: I guess acceptance is the hardest part, acceptance
by the parents, and by the individuals themselves. You
accepted it and then you decided to work on it. Is that
what has helped you?
David: I think there’s a reason that “acceptance,”
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whether of grief or anything else, is the last of the
Kubler Ross stages—because there’s so much to get to
before that.
Iyer: True. And I’m sure as a mother, Sandy, you went
through those stages, right?
Sandy: Absolutely.

Iyer: Sandy, how did you accept it? How did you work
on it? And when did you see the turning point come
about? That’s a lot there!

Sandy: Yes, there is a lot there. That could be a whole
discussion in and of itself. I’ve always been the type of
person who takes action. If there’s a problem, I’m on it.
The acceptance came immediately when he was a young
child, and I realized he had autism. In his preschool
years is when they started using the then-term “highfunctioning autism.” I began actively seeking therapies
and seeking different niches such social skills, play
groups, and anything that I could do to help him.

David, I have to say, was a wonderful person to work
with because he was so open to anything. He was very
easy to coach. He never fought anything. He wasn’t
resistant. He had tenacity, trial and error, “Let’s try this.
Let’s adjust. Let’s re-try this.” He was amazing. This

was through our whole journey together in what we did.

I guess there are different times in our lives when you
accept things, but then in a different frame of reference
and a different set of circumstances, you go back and
think about it. I went through that as well. For example,
when we mainstreamed David in eighth grade, he did
very well with my coaching and with less accommodations than he had in the special-needs school. So, when
we got to high school, I had this false sense of, “Maybe
he’s “fixed.” Maybe academically we could just go in
like everybody else.” And that’s what he desperately
wanted to do as well, come in where nobody knew him,
start fresh. But everything pretty much fell apart by
October, and for me, I finally realized total acceptance:
that accommodations are always going to be needed and
that autism doesn’t go away. Maybe he learned better
academically when he learned what accommodations
worked for him, and maybe it gets a little bit easier to
know what is needed to thrive, but David’s always
going to be autistic. That was my reaffirming acceptance, and from then on, we went full guns all the time.
If we ask for accommodations, we can always back
down on them when he gets more self-sufficient. But
we’re not going to go in and blindly pretend that he
doesn’t need help.
It took him a couple years longer than that to accept it.
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He did go through a period of isolation and had been
bullied for a few years by then. He desperately wanted
friends but didn’t know how to get them. So that was all
difficult. He went back to the pediatric psychologist to
renew social skills therapy and learn more about his
autism. He knew by diagnosis that he had autism, but he
didn’t really understand what it meant for him on a personal level. Those are two different things, accepting it
intellectually and in your heart.
24
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Iyer: Once you started working on these aspects, how
long did it take for you to see the difference? And what
did you start working on next?
Sandy: We always work on something. We didn’t ever
just let things go. But the focus kind of shifted. Over
that junior year, when he was really down, something
had to happen. It was actually during the prior summer
that we started to give him more therapy in terms of
what autism is and what it meant to him. He then
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thought to himself, “Let me try to get a little bit of help
academically. Let me reveal my autism to one person
and see what happens.” And one success led to another
success, and it got him more and more motivated, and I
would say that the change occurred over several
months. It’s not like one day things improved. It was an
evolution. It was a journey. I know that word is
overused, but it truly was. Would you agree with that,
David?

David: Yeah, like sophomore year of college I remember specifically that Mom and I were sitting in a car,
having our regular meet-up, and I used these exact
words, “I realize, Mom, that I not only live a happy life,
I live a fulfilled life.” Everything I’d gone through,
especially the hardships, had helped mold and shape the
person I am today, who I aspire to become.

Sandy: And this is the more mature David in college.
These acceptance levels changed with his developmental stages of life. In high school, when we’re talking
about sophomore and junior year, he’s all of a sudden
starting to have friends and he’s going to parties and
he’s in theater. Suddenly, he’s getting a 4.0 and he’s
doing amazing things, and we’re realizing, “OK, we can
think about college if that’s something you want to do.”
In our early years, we never thought that was in the
cards.

Iyer: David, you’re an inspiration. You give a lot of
hope. Obviously you’ve had your challenges. We wanted to show people that there are challenges along the
way, but there will be turning points, there will be
changes that come about gradually. Be patient, welcome
challenges, and as we move along, you definitely can
lead a very happy and fulfilling life. To come to the profession you have chosen, David, what was it that
inspired you to be a teacher? Because a teacher has
tremendous influence on the lives of children, and can
actually make a difference in a child’s life.

David: Going through bullying and hitting rock bottom
in high school. Like I talked about before, seeing teachers step up who allowed me to talk with them in their
offices on their break time, so that they could be assured
that I was doing OK. I had been through bullying, so I
understood the ins and outs and the inner workings of
when and how the bully works, which maybe some
teachers do not. So I could literally have one foot in my
classroom and one foot out in the hallway to detect if a
bullying situation was coming about so I could then
intervene immediately. That was the main source of
inspiration for why I wanted to be a teacher. And currently I’m a middle school teacher. I would eventually
love to teach in a high school setting. I love that I can
incorporate all my passions of theater and of my faith in
being a teacher. I can show my students, especially
those on the autism spectrum and those with differences, that if a nonverbal autistic three-year-old could
end up becoming a teacher, who’s to say that you all

can’t do the same in terms of how you learn, or what
you are passionate about, or what you can do? It’s all
about finding your niche in life. It’s all about students
finding what their interests are and helping to guide
them in figuring out what their passions are. To encourage them to say that they have it within themselves to be
all that they’re capable of being and to not compare
themselves to others.
We are all on different paths in life. I know for me, at
this point in my life, so many of my classmates and
friends are getting married, having children. Me, I’m
still very much single. Never even had a girlfriend. But
again, I’m doing so much, like this, speaking, and with
my book. I’m trying to relay to my students that they
shouldn’t compare themselves to others. That if they
find what their gifts and passions are, they can go forward and turn that passion into a very successful livelihood. It wouldn’t be just a career, but it would truly be
like a calling, as I believe teaching is for me.

Iyer: I’m not sure there are many people with autism in
academia. I’m not sure there are many teachers with
autism. How do you think you would want to encourage
more people with autism to start teaching younger children? Because I think they could make a huge difference in children’s lives.

David: I think parents, first of all, are the first teachers.
They are the ones who instill the certain values that their
children will carry on in life.
Sandy: In answer to your question, I think it would be
wonderful, incredible to have more teachers on the
autism spectrum if that is something that the person is
passionate about pursuing. I see that in my role as a college tutor. It’s not just a decision of looking at majors
and saying, “I’m going to try this one,” because teaching encompasses so many skills other than just the
teaching piece. You can have all those hard skills, but
you need a lot of soft skills as well. And I think David is
so incredible at it because it IS his passion. If a student
really wants that, by all means, that’s amazing. But it’s
got to be something from the heart that you’re passionate about. And I think also that no matter what job or
profession autistic people go into, they are educating.
Every time you interact with someone with autism,
whether it’s somebody in a trade or somebody in a different position, it teaches people. It changes their perspective. They might think autistic people certainly
can’t be in the business world or have people work
under them. But no, not true.
Autistic people can do anything neurotypical people can
do. And the beauty of David being a teacher is that he
comes to his class saying, “If I can do it, if I can follow
my dream, so can you.” And that’s the huge message.
I’m sure that even the community and the parents, without him saying anything, are all learning about autism in
a different way.
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support, resources, therapy, children can bloom, can
soar.

David: Especially when they’re so young, too. You
don’t slam down the options, that’s when you’ve got to
pull out all the stops. You’ve got to get all the cards, all
the options out there, every single one you can think of.
There must always be expectations, never assumptions.

Sandy: Exactly. The coaching and the encouragement is
crucial, because it’s scary for anybody to step out of
their comfort zone. But then once you do it and good
things happen, you want to try again. I think one of the
big reasons I wrote this book was to give people that
crystal ball that I always wished I had: where David
would be in 20 years. Not that we are all on the same
path, but just to give the hope that with the right support
and exploring all your options, progress is possible. And
also to see that there is a lot of joy in raising a child with
autism. That is so important, and not to worry about
what you cannot control. You do your best.
Iyer: David, I’d like to touch upon your experience as a
theater artist or an actor as well. Many people on the
spectrum find something else that really bolsters their
self-esteem. Was theater something like that?

David: On social media, there is much more publicity in
terms of people on the autism spectrum going to the
Olympics, being artists, making comic books, working
in bakeries and creating such confectionary creations
that are pathbreaking the culinary world, being onstage
or in the movies, being represented on TV, being doctors etc. I try to encourage my students in all aspects.
Some people are built for college, some are not. But
there’s great value in learning a trade. I’m a major advocate for getting a trade, for going to vocational school,
for art school, for any aspect. The world is truly our
classroom. The learning never stops, and so that being
said, asking for help never stops. It is the smartest and
the bravest thing one can possibly do to acknowledge
that one needs help in any aspect of life, professional or
personal, which will lead to maximum results and the
most positive potential. And this is not just for the benefit of those seeking the help, but also for the employers,
for the coworkers, and for the organization itself, since
this can help to build the organization up instead of tear
it down.

Iyer: I think a number of individuals make assumptions
about children with autism when they’re very young.
They just say, “Oh, this child will not be able to go to
college.” You can never assume. I think with the right
26

ABILITY

David: It was a major form of therapy, and I didn’t realize it at the time. Theater helped strengthen my compassion and my sympathy and my efforts through the plays
that I did, the characters I portrayed, the dances I
danced, the songs I sang. And more than that, it helped
me recognize the facial expressions and the emotions of
others, not when they were characters, but when they
were truly being themselves. It helped me embrace all
this beautiful diversity that exists in this world and it
helped me find a sense of belonging. I’m in an environment where my quirks or what I consider weaknesses or
inhibitions are not only acknowledged but they’re celebrated, and I’m encouraged to dive even deeper into
them because that’s what makes me, me. That’s what I
love about musical theater especially. I mean, life is portrayed onstage. When an audience member goes to see a
performance, they get a greater perspective about which
certain groups of people are maybe marginalized in
society or are not really given the spotlight. That’s why
I’m also a major advocate for arts in our schools,
whether or not you want to become professional actors
or actresses. Because, again, to get that encouragement,
and to learn about people from all walks of life and
especially people with special needs, it will truly help
everyone involved (from the director to the actors and
actresses) to recognize that it’s not just about becoming
better performers, but better people. And how we can all
help to do just that, regardless of our abilities.
Sandy: Truly, theater saved him. When he was at his
lowest low, to have a group, an acceptance, somewhere
to go that brought him joy made all the difference.
David actually presents a whole talk on theater and the
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role of it in his life. He’s come up with over 20 ways
that theater has impacted him, including how to learn
social skills and how to accept critique.

David: And being in shows instilled in me confidence,
not just when I’m cast in a show, but when I go to see a
show. Because the theater is such a small community, I
can now go up to an actor or actress and say, “You did a
phenomenal job.” And because of who I am and how I
convey myself, they can respond, “Oh, thank you so
much! What is your name?” I tell them, and it’s like in
the first minutes that we’ve been friends for the longest
time. Again, it all stems from the confidence and the
comfort in oneself and to hold your head up high, which
I can now do.

Iyer: What’s next, David? You’re an inspirational speaker, you’re a teacher, you’re a theater actor. What are you
setting your sights on next?

David: Find me a wife. (laughter) Mom’s already given
a book to my boss, so now she just needs to find a future
daughter-in-law to give the book to. (laughter)
But seriously, I plan to continue teaching, speaking, performing, promoting the book, and putting forth the
greatest amount of effort to be the best person I’m capable of being. That is, being able to lift others up in their
efforts, regardless of their predicaments or their special
needs, diagnoses, or circumstances. Just sharing that
there is potential and value, I believe, in every aspect of
lives.
Iyer: Sandy, what do you think? What are you setting
your sights on next? I’m sure you’re very proud of
where David is today. What do you think?

Sandy: I’m very proud of where he is today. David’s
very humble in his aspirations, and that’s because he’s
learned that if you set your sights as a very concrete
thing, you could be disappointed. We’ve worked on
transitioning, preparation, and having goals, but also to
just kind of go with the flow and see what happens. I
know he has mentioned maybe teaching in a high
school. To his comment about finding a wife, he is
exploring all options. He would love to experiment
more with dating, but he is also considering being a
clergyman within our Catholic faith. He’s considering a
position where he could mix all his passions. So, for
example choosing a teaching order. He’s never stagnant.
He’s always thinking ahead.

As for me, I have co-chaired the Milestones National
Autism Conference for the last few years. We’ve been
asked to write a chapter in another book that’s coming
out on reintegration for autistic people after lockdown.
So again, like he said, being open and just seeing what
life is inviting us to do.
He moved out into an apartment during the pandemic,

which was a huge step for him. One of the hardest
things for me was learning to let him go, just like when
he went to college and started traveling by himself to
speak. It was so difficult. I wanted to do for him, I wanted to make sure he was safe.
Iyer: That’s the tough part, but you’ve accomplished
that.

Sandy: Right. I advocated for him for two decades, and
then turned it over to him. I would teach him the steps,
let him practice with me overseeing to make sure that he
does have what it takes. And then, that letting go part is
really difficult, but really necessary or I am really not
helping him. I’m hurting him more by hanging on to
him when he could do for himself.
I finally recognized that his way of doing things isn’t
going to be my way. For example, in moving out, he is
not going to be ironing his shirts for school and making
three-course dinners. But he’ll go to the dry cleaners,
and he’ll figure out a safe way to eat. I realize that my
way will not be his way, but it is not that one is right or
wrong. His approach will work with him, and therefore
it’s right for him. I learned to let him go and let him fly.
aspergermiracles.com
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Herstory of Autism

Pioneer Jeanne Simmons by Dr. Sabine Oishi

O

ver sixty years ago–well before autism was commonly known– and before Applied Behavior
Analysis, therapist Jeanne M. Simons created
Linwood. A school and residential haven for children
who were destined to be institutionalized, it was the first
and only program of its kind to provide support for the
children and relief for the parents.

Linwood’s unique place in the history of autism is its
early connection to Dr. Leo Kanner, who was the first to
identify the syndrome now known as autism spectrum
disorder. Dr. Kanner coined the term Early Infantile
Autism and conducted his early autism research at Linwood. And in 1965, American University professor and
researcher, Charles Ferster, defined “The Linwood
Method.” Using a federal grant, he studied behavior modification with autistic children and developed the “Linwood Project”, which analyzed Jeanne Simons’ therapy
and broke the methods down into objective behavioral
language.

Simons’ Linwood Method book, The Hidden Child: The
Linwood Method for Reaching the Autistic Child, cowritten with Dr. Sabine Oishi, chronicles her work
through the years and is still used as a guide for training
staff at Linwood and other centers working with people
with autism.

Many of us who have loved ones with autism have often
28
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wondered why they act the way they do, why they react
so strongly or disconcertingly to sometimes seemingly
everyday situations. This is what Jeanne Simmons sought
to demystify. Jeanne wanted to help struggling parents
create an optimal environment for their children by
understanding them and pioneered the Linwood Model, a
groundbreaking approach at the time, to serve children
with autism. It has now come to light that Jeanne herself
was on the spectrum and that helped her empathize,
understand and be patient with the children that she
served. The book Behind the Mirror is a moving account
of the life of Jeanne Simmons, how her autism helped
shape the Linwood Model and the challenges that she
faced in setting up the Linwood Children's Center. ABILITY Magazine’s Priya Iyer caught up with Dr. Sabine
Oishi, the person that Jeanne had entrusted her life story.
Dr. Oishi was educated first as a teacher and a child psychologist. She then earned her doctorate in child development and family therapy from the University of Maryland
and has worked as a teacher, a therapist and a researcher
in Switzerland and the United States.
Priya Iyer: Hello Dr. Oishi happy to meet you.

Dr. Sabine Oishi: Happy to have a chance to talk about
the book and Jeanne Simons.

Iyer: I did get the book and I did spend a lot of time reading it and made some notations to some things that I

Sabine__QuarkTemplate.qxd 8/7/21 11:32 PM Page 29

would like to touch upon. But first, a little bit of my background. My son was diagnosed with Asperger’s syndrome when he was about five years old, now he’s 14. I
left my accounting career because I wanted to figure out
how I could help him. Now he is a fine, high-functioning
individual. I’ve done a lot of reading on this topic overall.
So, it’s very personal to me.
Oishi: Where are you located?

Iyer: I’m in Princeton, New Jersey.

Oishi: New Jersey, if I’m correct, has a lot of facilities or
schools specifically for children with autism. I think it’s
one of the states in the whole country that probably has
the most schools that are dedicated specifically for children with autism.
Iyer: Yes.

Oishi: In other states, either they don’t have any or there
are very few, so it’s very hard for parents at times to find
an appropriate placement for their children.

Iyer: This is all I know. We’ve been here since he was in
kindergarten. It’s not perfect, but my friends in other parts
of the country think NJ is one of the best states.

Oishi: For the book, I was asked to do an appendix with
resources for parents, so I researched the whole country
in terms of organizations to steer parents towards, and I
found it extremely difficult to—In fact, there was not one
central organization that would encompass the whole
country. You had to go individually to each state. And
even when you did that, those lists were not complete. So
I recently met parents of a young man who is now in his
thirties who lived in Maryland. They were looking for a
placement for him because he couldn’t go to a regular
school. They looked all over the country. They applied to
30 different institutions, and they all rejected him. Finally,
somehow, even though they lived really close by, they
finally found Linwood. And when he was 11, he entered
Linwood, and he’s been doing very, very well and is now
in an independent—well, in a supervised housing situation and he has a job. But it just boggles the mind that
somebody who lived within probably 30 miles of Linwood was unable, for a couple of years, to find the appropriate placement.

Iyer: Yeah. It happens.

Oishi: If I were younger and I had more time, I would try
to put together a list of all the schools in the whole country, but it would take months to get that.

Iyer: The information is very fragmented at this point, for
sure.

In the book, you talk about Jeanne Simons, herself, being
on the spectrum. Did you see this in your interaction with

her? Or when did you realize that was the case?

Oishi: Of course, I had no idea. I mean, here is an incredibly accomplished woman who founded the first institution for autistic children and who proved to Leo Kanner,
who was the father of autism, so to speak, that it was possible to treat these children. He didn’t believe that was
possible. People from all over the world came to Linwood. Anyway, I started—I was asked to try to somehow
extract the methods that were being used in Linwood so
that they could be written down because, at that point,
when I met her in 1983, Jeanne Simons was 73 years old
and retired. She was in not very good health, and people
were afraid that her message would be lost.
So, I started working with her, working at Linwood,
going through all the materials. And the one thing that
struck me very early on was that there was a lot of material, like case histories, that had been written down at
some earlier time–that she had dictated or written or that
people had—that she had told people about and they were
on tape, and she told them to me. They were absolutely
word for word the exact same story.
If you tell a story from your children or your past life,
you’ll get the main facts right, but you’ll use different
words. Somehow you’ll elaborate or you’ll leave something out. It was like she was reading from a script.
Things were in case histories that might have gone back
30 years. I found that extraordinary. I didn’t really have
time to think about it much, but I noted it in my head.

The other thing that made it a little bit difficult was that
when I would write something that she thought was not
quite correct, I would write a chapter and I would give it
to her to read, she would review it and OK it or we’d discuss. But at times I would come back and she had only
read the first four pages, and there was something that she
didn’t agree with or that she felt was wrong, and she
couldn’t get past it. She couldn’t make a note and say in
the margin, “I’ll discuss that,” and just read on. She
couldn’t get past that, and I found that very annoying. It
cost me a lot of time. But every person has quirks.
And then among all the materials I was given, boxes and
boxes of old stuff, there were also a few little snippets,
like little childhood memories, that she had written down.
One of them that appears in the book in one of the chapters was the experience of her and her sister being evacuated from Belgium during World War I. And I read that,
and I thought, “That child is autistic.” And I didn’t know
what to do with it, because—would I just say, “Jeanne, do
you realize this child is autistic, which is you?” So for a
while, I just kind of sat on it. And then I just asked her. I
said, “You know, I read this, and if I didn’t know better, I
would say this child is autistic.” And she said, “Yes.” I
said, “How long have you—I mean, nobody knows.”
And she said, “Well, I know.” “How long have you
known this?” “Well, it was probably around ’65.” At that
point she would have been 55 years old.
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Jeanne M. Simons

And then she said, “When I realized it, a whole lot of
stuff started to make sense to me.” But if you met her–
and by that time there were many people who knew a lot
about autism–you’d have no idea. She didn’t hide it, but
she didn’t advertise it. To her, it didn’t really make any
difference. It didn’t make any different to who she was, to
her work. But she did finally acknowledge that being on
the spectrum herself was helpful in her work.
Iyer: How do you think her being on the spectrum gave
her advantages in developing the Linwood approach and
starting the Linwood school?

Oishi: She didn’t know she was on the spectrum when
she started Linwood. She started working with—her first
autistic child was a patient of Dr. Kanner’s she treated
when she was still at Children’s House in Washington,
where she had moved to after the war, after she had gotten her master’s. She worked with that child, that chapter
is in the book with her story—
Iyer: The child called Lee, right?

Oishi: Yes. She approached him as she approached all
children. She took him how he was, and then she tried to
slowly shape his behavior a little bit. She did not think
about him as autistic or anything. She thought of him as
Lee. Then there was a group of children at Children’s
House who were so difficult that they were going to be
kicked out because nobody could treat them. Nobody
could deal with them. They were destined for institutions.
So, she asked whether she could take that group of children and work with them. That’s basically—that was her
inspiration to start Linwood because she saw not only
how difficult these children were to work with, how different, but also how incredibly burdensome they were for
the parents. She always said that she started Linwood not
for the children, but for the parents because she felt that,
30
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having experienced Lee and how he consumed every
minute of her time–She realized that for some of these
parents, they were simply at the end of their tether. And
their only option that they saw was to institutionalize
their children, which was a horrible choice. So she said
she did this for the parents. But obviously who benefited
were not just the parents but the children.

As I said, she never thought of them as something or
something else. The interesting thing is that this first
group of children later, after a few years, Leo Kanner
examined all of them. He found that not all of them were
autistic. Some of them were schizophrenic. Some had
other severe psychoses. But they all profited from her
approach. So, it wasn’t an approach for autism;it was an
approach to help a child somehow slowly be able to
become socialized and get out of the prison of their condition. And some of these children ended up going to
college.
Iyer: Great! In your view and in having talked to her,
what did she see as the success of her approach? What
was success to Jeanne Simons? How did she feel once
she had done this, the Linwood approach, the Linwood
school?

Oishi: She had absolutely no ego. I think this is one of the
things that we struggled with when we talked with each
other. She was happy that Linwood was successful. She
was happy when people came to Linwood to learn. She
was incredibly generous in terms of going to other institutions, other countries, and teaching people or consulting
with them, even at the cost of her own health. But she
never had a sense of pride. She just felt that this is what
she was meant to do, and this is what she did.
When she got older, especially after she had had another
fairly serious illness, she was very focused in selecting
some of her younger staff and started training them to
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take over. Once they had taken over and started running
Linwood, she bowed out. She still was on the board. She
still consulted with them on cases. When I met her, I
think she ran a parent school at their request. She still
helped training new staff. But she no longer thought of it
as “her” Linwood. It was “their” Linwood. The changes
that were inevitable, because of changes in law and all
sorts of financing, she accepted as organic growth that
had to happen. She never said, “This is not how I used to
do it; this is no longer my Linwood,” or whatever. She
would say, when she got another honor, she would accept
it, but she would say, “I don’t know why people are making such a fuss.”
Iyer: (laughs)

Oishi: “It isn’t anything special. I did what I had to do
and what I could do. I did the best I could do, and I’m
happy that the children are profiting.” She didn’t feel that
she now had to establish other schools or have her name
on anything. She was autistic, and in that sense, as I say,
she had no ego. And that made her an incredible therapist
for autistic children because you can’t establish a relationship in the sense of “Well, I’m a therapist; well, I’m a
psychologist.” But I used to be a therapist, and we always
posited that change happens within a relationship. It’s
mutual. You get something back and somehow you get
satisfaction when a child’s doing better or you struggle
with resistance. She had none of that, absolutely none.
When a child left Linwood, she would remember the
child, but it wasn’t like she missed that child.

Iyer: It’s interesting you mention that. I did think you
mentioned that in the book as well, right? That she had
absolutely no ego? And one of the things that you said in
the book that struck me was, “Being autistic myself, I
have a need for emotional distance that makes it easier
for me to see and respond to the needs of others without
becoming too involved or too interested.” I thought that
32
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was very poignant, if you will.

Oishi: The last chapter of her memoir, to me, was the
most moving one. She wanted to call the book “Who Am
I?” And unfortunately, that title was already taken. But
when she realized that she was autistic, which as I say
was in middle age, she realized she had observed that she
was different in some ways from other people, but she
simply accepted that every person is different from every
other person. It never hindered her in anything. She dealt
with it in a way that’s unique. From early on, as a little,
little baby, little child, she somehow figured out how to
face these challenges.

And people didn’t realize, her family later said that they
thought she was a little different, a little strange, but
never to a point where there was a question because she
was always successful and always managed to survive–
more than survive, thrive. But when she then realized that
some of these challenges, she had were not normal, not
the usual people’s experience, she realized that not only
her need for some distance but also what it resulted in
was not that she felt lonely–because I don’t think she ever
did–but that there was something missing. That’s when
she describes her left side and her right side, her right side
being somewhat like crippled or undeveloped, underdeveloped. She was trying to understand that, and she was
trying to accept it. Ad she was trying to integrate those
two parts of herself, which never totally happened. But
she did start struggling with that.
But it never affected her work. And she had many very
devoted friends. She lived on a pittance. She didn’t pay
herself a salary. She couldn’t because Linwood, early on,
was paid for by parents. And the parents paid as much as
they could, but it was never a lot. The house had to be
upgraded. She basically had no money, ever. I think when
she got Social Security, that was probably the first time
she had any money of her own. But she had many good
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friends, and some of the parents of some of these children
were wealthy. They helped support Linwood and they
also helped her with rent and other basic necessities.
These were very devoted people because they were so
grateful to her. And she liked them. She went out and had
lunch with this person or that person.
But there was never a sense of–like we have close friends
and then we have acquaintances. There was never that
sense of having a close friend that if that person was not
there or she hadn’t seen them for a while, she would miss
them. She was always very, very happy to see me, but it
wasn’t like, if I didn’t for some reason call her or something, that she would call and ask, “What’s the matter? I
missed you.”

Iyer: That’s interesting. I know you mentioned that she
would get stuck on something and not move on. Besides
that, what other challenges did you face while writing this
memoir with her?

Oishi: The biggest challenge was money. She bought Linwood with I don’t know how much of her own money.
She had a few hundred dollars, probably with borrowed
money. It was in terrible shape. It’s a beautiful mansion,
but the last family that had lived there had I think 11 children. It had never been upgraded, didn’t have central
heating. The whole infrastructure was missing. As she
describes in the book, it’s a miracle that they even
allowed her to open. It was dangerous. She spent a lot of
time fundraising so that she could slowly bring this house
up to code. It wasn’t until the disability law kicked in that
the state paid for children to be there. Before that, the parents had to pay. Of course she tried to keep those fees as
low as possible because they were a big burden on the
parents. So, money was always a problem.

The other problem was that once the disability law did
kick in, then all of a sudden, it became more interesting
for public schools to have programs for children. The
public schools started siphoning off the children with
higher abilities. Eventually, and in Linwood today, as I
described in that chapter that I added, the children who
are going there are, at least 80%, probably 90% of them,
are very low functioning. They simply would not be
accommodated in a public setting. Of course, that makes
it much more labor-intensive. When you have a goodly
mix of children who are at the lower end of IQ and
functioning and higher end of functioning, it is easier to
run these groups than it is now, with the intensity of services needed and the children making much slower
progress and with a prognosis that is much less hopeful
or positive.

Iyer: Thank you. What about the challenges while writing
the book?

Oishi: First of all, I was told that many people had tried to
do this, and nobody had been successful. Jeanne had the
reputation of being very difficult to work with. I think

part of that was because earlier, when people had tried to
codify her message, she was still running Linwood. That
was a full-time job, and she didn’t have time to spend
with people doing this work. By the time I came along,
she had been retired, and she, herself, was eager that the
methods would be codified. She said, “If I’m the only one
who can teach these children, then I’m a freak. This is
something that people can learn to do. But when I’m no
longer around to train them, there has to be something
there.” She was more motivated when I came along.
Iyer: What would be the takeaway for parents who read
this? What do you think Jeanne would have liked to convey through this book?

Oishi: First of all, it gives you an insight that not even
Temple Grandin has been able to give–Her insights are
very narrowly focused. –This covers the whole lifespan,
basically from birth on. That alone is like shining a light
into a cave. And maybe you’re afraid of this cave, you
think there are snakes in there or something. But then you
shine the light, and you see what it’s really like, the fact
that it’s possible to overcome with help–and in her case
without help–but in most cases with help. That would
seem to me to give a message of hope to parents.
But also, that they understand that the behavior of the
children–and this is not just parents, but also important
for educators–that their behavior is logical. It’s not “bad.”
It’s something that stems from their experience and their
reaction and the only way that they know how to react to
it. Some children are overly sensitive to some input, like
visual or auditory input or smell or taste. That has to do
with their nervous system. Their reaction to that, closing
off, repetitive movements that are self-soothing, they all
have a reason. They’re not senseless or bad. And once a
parent or an educator understands that these kids are not
bad and they’re not stupid and that these behaviors have
some kind of trigger and serve a kind of function, I think
it makes it easier to accept it and then hopefully to get
help to deal with it. I think those two things, the hope that
there is a way to help these children, and also the knowledge that this has absolutely nothing to do with character,
they’re not “bad seeds,” I think would be helpful both to
parents and to educators.
Iyer: That’s a good point. I realized it very late, that this
behavior is conveying a message. If I had had literature
like this that would have helped me understand it when I
was a young parent. It would have really helped..

Oishi: The environment of these children can be manipulated much more easily than the child. One of the things
in the book, the methods described in the book point to
the fact that it is helpful, important, that the environment
be adapted.
One of the things I think most all people on the spectrum
have enormous trouble with is change. If it’s possible to
keep an environment, a room, a setup the same, that is
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there is such a wide spectrum (laughs). You can talk
about neurodiversity, there is more diversity within that
spectrum, and neurotypical people. It’s a way of not—I
guess people want to avoid stigmatizing, so they find new
ways of expressing and naming something. But when you
get right down to it, at the end of the day, it is what it is.

Jeanne Simons

helpful. A move is difficult, as Jeanne very vividly
described. The changeover from home to school is difficult, especially at first. Then, when it is becoming clear to
the child that the environment at the school and the environment at home are always the same, that transition
eventually becomes easier. Overstimulation is usually
bad, difficult to deal with. They have to close themselves
off. There are things that parents and teachers can do to
manipulate the environment to make it less difficult for a
child.
Iyer: You had mentioned putting a lot of work into trying
to find local sources for parents across the country.
Oishi: It’s in the book. It’s the last appendix, the parent
resource guide. It’s four pages long. “An Autism
Resource Guide,” it’s called, Appendix B. At the very
least, it gives parents an entry into the different support
sources that are available, both country-wide and in their
particular states.
Iyer: What do you think of the term “neurodiversity”?

Oishi: I know it’s being used more and more. There’s also
“neuronormal” or neuro-whatever. And “neurotypical.”
The expression “autistic” has fallen in disfavor. When I
started working with Jeanne, those children were autistic,
and people had autism. First of all, the diagnostic criteria
have changed over time. When you look at the DSM, the
Diagnostic and Statistical Manual [of Mental Disorders],
that describes all mental conditions or illnesses, we’re
now on DSM-5, which I think is awful, the understanding
of—the description of autism has changed because it has
been extended to include what previously were called
“developmental disorders.” So finally, now, we have the
expression ASD, autism spectrum disorder, people are
“on the spectrum.”

Kids who used to be called “Asperger” are now “highfunctioning on the spectrum.” The expression Asperger is
hardly used any more, even though there are groups of
people who call themselves “Aspies.” That’s their prerogative. But psychiatrically speaking, when you’re diagnosed, you don’t use that term anymore. Because now
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There are people who have what we used to call “normal” development, which I describe at the beginning of
the book, and then there are children who don’t. And if
they are on the spectrum, they don’t in very specific
ways. If to diagnose, you observe. If you tick five of so
many or eight of so many characteristics, you make the
diagnosis. If they suffer from something else and you tick
something else, the diagnosis is different. It’s always a
challenge as a psychologist or a psychiatrist to diagnose a
child who has behavior that doesn’t fit the norm. What
we call “the norm,” because there are no “normal” people
anyway. You’re normal, I’m normal, we’re very different.

Oishi: The reason I wanted this book written, I wanted
the story out, I had no investment in this personally, but I
wanted that story out. I spent months listening to Jeanne,
writing it down, and all of that. And nobody wanted the
story. That was back in the 1990s. At that time, autism
wasn’t yet—well, I’m sure it was as prevalent as it is
now, but it wasn’t recognized. Now there’s one in 59 children born on the spectrum. One in 59! That’s like an epidemic. And now people finally have woken up to the fact
that this is something that’s worth paying attention to. At
the time they said, “Memoirs don’t sell.”

But having persuaded Jeanne to tell me this story, and
having persuaded that it was an important story, and she
agreed it was important, I absolutely felt that it had to be
published. And so, I’m very grateful to Hopkins that,even
though they told me that they don’t publish memoirs ever,
that we were able to package it in such a way that they
could see their way to publishing it. I had to cut it back
by at least half. Some of Jeanne’s adventures that I found
fascinating I had to cut out because they wanted me to
focus very much just on her methods and her treatment
and all of that. She had many more adventures that would
have been very interesting and to me they’re funny and
interesting and fascinating.
But I was able to get it out and in such a way that I think
it enhances people’s understanding of the whole disorder
and all the various aspects of it. And then Dr. Harris’s
appendix, which brings it up to the state of the state of
what we know at this point in terms of ideology and treatment and diagnosis I think also makes it valuable for professionals who want to know more than perhaps a parent
or a teacher. It covers many bases.
Oishi: But the heart of it is Jeanne’s story. That’s why it
needed to be published.
linwoodcenter.org
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BYkids
Seeing the world through a child’s eyes

When the world starts listening to children or young adults, great things happen. Over
recent years, more and more children began advocating for their cause - whether it is
Greta Thunberg and her work around climate change or Malala Yousafzai and her fight
for female education - and their voices influenced not only public opinion but also caused
political action. However, children still aren’t getting the attention they deserve. Holly
Carter wanted to change that. Her organization BYkids allows children and young adults
to produce documentary films and show their world from their perspective. ABILITY
Magazine’s Karina Sturm talks to journalist, filmmaker and founder Holly Carter about
the organization, as well as to Faith Guilbault, one of the young adults producing a film
about her life with cerebral palsy.
BYkids is an educational non-profit organization, which uses documentaries made by
children on topics like antisemitism and ableism to support the development of skills like
empathy, social and self-awareness.
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and the politics didn’t get in the
way,” Holly explains. “So what if we
gave the power of telling stories to
the community, and what if we let
the kid be the reporter rather than the
outsider?” The idea behind BYkids
was born.

Harry Lennix and Jennifer A. Goodman in Conrad series

Shortly after, Holly found her way
into filmmaking and created the Full
Frame Documentary Film Festival.
“I love filmmaking because it’s
messy, collaborative and
dysfunctional, whereas journalism is
very solitary.” A few years later,
Holly meets her friend, Albert
Maysles, a popular documentary
filmmaker, and pitches her idea. “I
said, ‘We are revolutionizing
journalism and American education
by letting kids tell their own stories
rather than a bunch of experts who
sit at their desks at the UN.’ And he
was immediately all in, and we had
our first mentor.”
Young filmmaker Faith Guilbault

Holly Carter is the founder and executive director of
BYkids and has more than 35 years of experience in the
media world. “I was a print journalist at the New York
Times, and I saw superficial storytelling too often,”
Holly says. “Sometimes, people who didn’t know
anything about another country would fly in, write a
story, and it would be on the front page.” Back then, in
the 90s, only a few major news outlets existed. It really
bothered Holly that she couldn’t give a proper voice to
the people for whom these stories are their lives. “I
describe my career as a necklace, but I only found out it
was a necklace later,” Holly says. What she means by
this is that each step in her career resembled one pearl
and all of these pearls together brought her to BYkids.
“Being a print journalist at a major metropolitan
newspaper was phenomenal to understand the power
and reach of storytelling.” Her first kernel of wisdom. “I
really wanted to give people a voice.” Fast forward to
when she had her own children, she began to realize
what actually mattered in journalism. “It dawned on me
one night when we came home from a dinner party,
where everyone was bragging about their Pulitzer
Prizes, and my kids had a much fresher and authentic
view on what went on in the world because their ego
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Faith Guilbault is a 17-year-old who
lives in Baltimore and loves
horseback riding and sky diving.
“Sky diving is freeing for me. I am
not tied to a chair or walker, and you
can just float,” Faith says. “When
Faith had a major surgery where they
broke her tibias and femurs, the one
thing she was looking forward to was when she finally
can go back to skydiving,” mom Karen says. Faith’s
favorite subject at school is science. On her list of
occupations she might want to have once she graduated
is becoming a daycare worker, a photographer, or an
author.

However, the one thing Faith is most passionate about is
raising awareness for people with cerebral palsy, a
group of disorders affecting a person’s muscle tone,
movement and posture, a condition she lives with
herself. Additionally, Faith has cortical visual
impairment and epilepsy and uses assistive devices to
maintain balance and posture. “I need help a lot, but I
do as much as I can alone. I am improving those things
because I want to live on my own,” Faith mentions.
Living independently is important to her, as she states
several times throughout the interview. Due to her
disabilities, everyday tasks, like tying her shoes, putting
on clothes, and cooking are hard. “But I can make
microwave food by myself,” she says.
Cerebral palsy can affect everyone differently, as Faith
knows. “People should ask questions if they don’t
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understand cerebral palsy. Some say, ‘I understand you.’
And I respond, ‘Yeah, you understand me but in
different ways. But that’s okay because that’s what
makes you different and unique.’”
Faith walked the runway at the New York Fashion
Week

Since Faith is so outspoken about her life with her
disabilities, she was invited to be part of the Runway of
Dreams Foundation’s annual fashion show for adaptive
clothing. She walked the runway at the New York
Fashion Week in 2019 and participated in a virtual
version in 2020. “It was a super long day, but worth it. I
got to meet a lot of inspiring people,” Faith remembers.
“I was so afraid I was going to fall off the stage. With
my vision, it is hard to tell where to go. But I did see
people in the audience smiling, and I liked that they
heard my story.”

Through the Runway of Dreams Foundation, BYkids
became aware of Faith and contacted her to be involved
in the film project.
BYkids creates documentaries about social issues
around the globe

So far, BYkids has produced 13 films with children and
young adults from countries worldwide. “We wanted to
plant a garden where these stories that are very personal
and sophisticated in the way they access climate change
or what it means to be disabled help people who don’t
have the tools and the comfort level to lean in to a
conversation,” Holly says. One example of this is
Michael Martin’s story. Mike was incarcerated when he
was 17 years old and shares in his documentary what it

means to be young, male, black and wrapped up in the
juvenile justice system. “We wanted to give people a
personal way in rather than starting from fear,” Holly
explains.

BYkids finds their young filmmakers by following a
specific process. First, the board and Holly determine a
globally relevant topic they want American students to
learn about; then, they collaborate with a non-profit in
the chosen country to find a child to work with. “We are
partnering with those organizations because we are not
the experts in this particular topic, so the non-profit is
widely valuable to us,” Holly says. The children then
get paired with established filmmakers, including Anja
Baron (Last of the First), Joyce Chopra (Smooth Talk),
Evan Mascagni (Circle of Poison), and Cat
Papadimitriou (Nia on Vacation). “We chose mentors
who are not ego-driven. They don’t use the kid to tell
their story. They gently put their hands behind the child,
seeing through their eyes,” Holly says. The filmmakers
only offer technical support. “The children begin to feel
their own power,” Holly states. “It’s really amazing to
see these kids step into their light.”

In the current season three, teens from the United States,
Germany, and Bhutan document their struggles and
triumphs in dealing with the challenges they face due to
disability, antisemitism, generational trauma, and
globalization. One of these teenagers is Faith, who
produced a documentary film called Faith’s World.
Faith’s World

Faith’s World portrays the 16-year-old Faith and her
daily life with cerebral palsy. With guidance from
filmmaker Joyce Chopra, Faith shines a light on her
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world, inviting viewers to focus on the similarities
rather than differences between people with and people
without disabilities. Furthermore, she emphasizes that
she does not want or need anyone to feel sorry for her
because Faith is resilient, hard-working, and determined
to realize her dreams. “I used to be in front of cameras a
lot when I was younger, but now I got some social
anxiety - not a lot of people know that about me - so it is
good for me to get out of my comfort zone,” Faith says.
The camera team filmed Faith in New York for two
days and then accompanied her in her hometown in
Maryland for another eight days.

In Faith’s World, the audience follows the teenager
through her daily life from school to physical therapy
over skydiving and walking the runway in New York.
One sequence that particularly stands out is a scene in
40
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which Faith talks to her friends about how they all just
feel ‘normal’ and don’t understand why people call
them ‘inspirational’ for living with a disability. When
Faith learns that I was very surprised but also impressed
that teenagers her age already know about the concept
of ‘inspiration porn’ - a typical narrative by mainstream
media to portray a person with a disability as an
inspiration for simply living their life with their
disability - she says, “I think I get the smarts from my
dad.” Her mom sits next to her and laughs. “I didn’t
really know how things turn out. I just kind of rolled
with it,” Faith says. “And it wasn’t for the fame; it was
only for advocacy.”
Faith hopes that her film will teach her audience that
people with disabilities aren’t victims. “People with
disabilities can do whatever they want, and they can
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achieve their dreams,” Faith emphasizes.
BYkids reaches 84 million households

Films by BYkids air on PBS and CBS and therefore
reach 84 million people combined. Additionally, they
host online screenings and panel discussions at schools,
show their films at festivals, and broadcast the films to
1.6 million teachers through PBS LearningMedia. For
each episode, BYkids offers study curricula, which can
be downloaded, and video-based resources. They also
provide online lessons via PenPal Schools, a
collaborative learning community for students between
12 and 18 years, to discuss the films with peers around
the globe. “Kids not only observe their world through
moving images, they also express themselves with
moving images,” Holly says. “We really have to meet
kids in the language that they speak.” According to
BYkids, more than 17,500 students in 64 countries have
participated in Films BYkids’ study groups.
Future Goals

When Holly is asked where she wants her organization
to be in ten years from now, she says, “BYkids 2.0

would be a national brand that people know to use as a
resource. I would hope in the future, we are not a film
library but a conversation factory and that we spark
global conversation and inspire kids. And the real goal
for me is: Wouldn’t it be great if American education
would not be about every kid knowing when the civil
war started, but instead the child was able to own and
use their voice for social good?”

Faith has big plans for her future as well. Not only does
she want to make a new film, she even thinks about
having a reality TV show! “It should be about me living
on my own and all its challenges and opportunities.” So
maybe, in a few years, we will see Faith’s World 2.0, a
reality TV show about people living with a variety of
disabilities. Wouldn’t this be a step forward in terms of
inclusion and diversity in the entertainment world?
Faith’s World will premiere together with three other
episodes (Against the Current; L’Chaim; Buddhism,
Bhutan and Me) on public TV.

photos: BYkids

by Karina Ulrike Sturm
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More than 30 years ago, Marlee Matlin graced the first cover of ABILITY Magazine. Again a decade later,
and now for her third interview once again, accompanied by her sign language interpreter and business
partner, Jack Jason.
Her successful career as actress, writer, producer, deaf activist and mom of four, spans more than 35
years. Most recently, she plays Jackie Rossi in the film, CODA, streaming on Apple TV+. Seventeenyear-old Ruby (Emilia Jones) is a CODA, Child of Deaf Adults. Her life revolves around acting as interpreter for her parents (Marlee Matlin and Troy Kotsur) and working on the family’s fishing boat. When
Ruby discovers a gift for singing, she finds herself torn between obligations to her family and the pursuit
of her own dreams.

Matlin sat down with ABILITY’s Chet Cooper and George Kaplan. She discusses how great sign language
interpreters have more than just knowledge of the signs. Coincidently, Matlin’s newest project as executive producer and starring role in a comedy set in the ‘fast-paced, cutthroat sign language interpreter
industry' is currently in development. Matlin also spoke candidly of her success and struggles of the past
and shared her perspective on the current state of diversity in the entertainment industry and what more
needs to be done.

Chet Cooper: I recently heard you talk in an interview, about the need for more accessibility within TV
and film. Can you talk about that?

Marlee Matlin: Because I’ve been around for 35 years, and I’ve always told the story about the importance of disability, inclusivity, and diversity for the deaf and disabled community, I talk about it. And a lot
of times during interviews, they sort of nod in agreement, or they’ll say, “Yes, OK, fine,” and sort of pay
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Stevie Wonder and Marlee Matlin

lip service to it and say, “Yes, that’s good.” But nothing
really ever seems to be done in Hollywood, specifically,
and beyond, in general. Every job, every educational
setting, every household, hospital, whatever you’re talking about.

Now with CODA coming out, it is bringing home the
point once again. And also, we’re talking about other
films that came out earlier this year. There are other
films with deaf characters in them that are now appearing more frequently. So, the visibility is coming back
into focus again, but I still find that I have to talk about
it, about how important it is to have what we deserve to
have, which is the opportunity to work whatever it is
that we want to do in our lives—the opportunity to live
equally. A lot of people, I think, are afraid to use actors
who are deaf or disabled, or they think that we’re a special case to be included with one character, that we have
to handle it with “kid gloves.” It seems to be a constant
battle. It shouldn’t have to be, but hey, it is what it is.
And we’ll just continue to make noise.
George Kaplan: What do you think are key points that
44
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are holding back the real opening?

Matlin: I think it’s a lot of fear. A lot of it is just not having the understanding and exposure to somebody who’s
deaf. Maybe it’s people who just aren’t clued in. You
can’t really be mad at people who don’t know or
who’ve never seen—you can’t really be mad at them.
But if there’s an attitude of those who know or who are
familiar, that’s something, then, I have to bring out, to
shut down if there’s somebody who’s clued in but continues to oppress people who are deaf or disabled.
Cooper: We’ve met at Media Access Awards.

Matlin: Media Access is a great organization. I’m very
grateful that they exist. They recognize the work of individuals who have created opportunities, regardless of
the disability or whether they’re deaf as well. I am very
appreciative of their effort to increase and put us in a
better light that most people can view us. The awards
that they give out to producers and writers, directors,
actors, whoever it is. Again, I think that’s great. But it’s
only been a few. You could count on a hand how many
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have reached out to our community. Most not so much.
People in Hollywood, the rosters are constantly changing. Somebody new comes in to take over and they
have to start from scratch. It’s always a game of trying
to juggle it. Some people are willing to listen, to create.
Some people are willing to create with us the products
that they eventually come out with and hopefully can
sell and get it made. I’m talking specifically about Hollywood. I think there’s some incremental improvement
made, but it’s very slow. People who make things happen should understand that there aren’t limits to what
we can do. Maybe some person with a disability or
somebody in a wheelchair or somebody who might
have a visual barrier, they’ll say, “Oh, is that going to
be a problem on set?” They just have to be open-minded about it. We all have great stories to tell, to share, to
create.
Kaplan: Did you go through a casting process for your
new film CODA? Did they know you were the person
from the beginning?

Matlin: I had heard about the project ever so briefly and,
naturally, I was drawn to it, particularly, because they
mentioned that they had a female deaf lead character as
one of the characters in the film. And that got my attention. I got the script, read it and I couldn’t put it down. I
said to myself, “I feel great in being able to do this project.” That’s what I typically do when I read a script. If
it feels good in my gut if it’s something that excites me,
then I just hop on board.

So, I met with Sian Heder who wrote and directed film.
We had a three-hour lunch, or breakfast. We never even
touched our food. And I said, “This is really a great
script that needs to be done.” So, we had some discussions about various aspects of film. I had heard that they
were making an offer to me, and I said, “Great.” So,
then I told them, “Well, when you cast the father character, the husband, he has to be deaf.” And there was only
one person I had in mind that I had. It had to be Troy
Kotsur. I couldn’t imagine anybody else playing that
role. I mean, it’s safe to say that I’m one of his biggest
fans, too. But it seemed that—I mean, the script said,
“three deaf characters.” And I wouldn’t allow a studio
to say, “No, bring in a character who is hearing to play
deaf.” One studio said, “Yeah, we’ll use somebody
famous.” And I said, “No, if that’s the case, I’m out of
the movie.” And though I don’t always have the luxury
to say that in general, I could in this one. Obviously,
they agreed with me that all the characters should be
played by deaf actors. So, I was very pleased about that.

Cooper: Did you do a book tour with “I’ll Scream
Later”?

Matlin: I did do group book tours. I went to various
bookstores. I didn’t do a massive get-in-your-car-anddrive tour, but I got to go home to Chicago. And my
friends came to see me there. That was a plus, and I did

New York City. And I did Los Angeles and San Francisco. But a lot of it was pretty well received and more
positive than I thought it would be. As transparent as I
was to talk about my past, hopefully to inspire, to motivate someone who might have identified with some of
the struggles that I had in the book domestic violence,
my drug addiction, and my sexual molestation, how I
got into Hollywood, how I became a mother and all the
various chapters of my life. It was important for me to
be able to speak out at the time, yes.
Cooper: I know there’s a lot to it.

Matlin: Only this much of my career and my life. (gestures)
Cooper: That’s how you feel about it when you look at
the pages?

Matlin: Yeah, I mean, you can only write so much, and
then you’ve lived an entire life. How old was I when I
wrote the book? I was in my forties. So there’s a lot
more that’s happened since then, yet I feel what I wrote
was important enough that people would hopefully be
able to identify with it.
Cooper: What is the tattoo [on your arm]?

Matlin: They’re my kids’ names: Sarah, Brandon, Tyler,
and Isabelle here.
Cooper: You spelled Isabelle wrong.

Matlin: I know (laughter) No! I checked 20, 25 times
before he wrote that indelibly on my skin!
Cooper: So, as you continue to have children—

Matlin: (laughs) There are no more children, maybe
grandchildren eventually, but I’ll save that for the other
arm, for them.

Kaplan: I thought it was an interesting story of how you
met your husband. Do you want to share that?

Matlin: So, we met when I was doing my first television
series, called Reasonable Doubts, a show I did with
Mark Harmon. And on the first day of shooting, we
were shooting on location in Burbank. I think it was an
old hospital set. I’ve always been interested in law
enforcement growing up, and I saw Kevin [Grandalski]
standing there because he was one of the off-duty officers doing traffic control. Typical me, I just went right
up to him and asked him questions about being a policeman. He was nice enough to listen to me and talk to me
ever so briefly, and then I left for the day. And then
about four months into working on the series, one morning, I got to work, and I was very tired. We had worked
long hours the night before, and I went up to him and I
hugged him because I thought he was someone else
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Marlee Matlin’s first interview with ABILITY Magazine

Matlin’s second interview with ABILITY Magazine
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Cooper: We did a feature on her.

Matlin: Oh, she’s a blessing, a great—she’s great.
Kaplan: What are you doing with them?

Matlin: Well, because Easter Seals is probably one of
the most premier globally well-known organizations
having to do with collaborating with disabled and nondisabled people, and they’re a great conduit for getting
our message out there, everywhere out there. They work
in a variety of areas and arenas having to do with our
communities. They’re a very powerful organization.
They get it. They understand where we’re coming from,
what we need, and eventually what we’re aiming for.
First of all, I was very excited about (my collaboration
with Easterseals). Angela has a new and fresh approach.
I feel her energy is extremely positive, and her enthusiasm to work out with the community is great.
Kaplan: Do you know about abilityEntertainment?
because he looked just like him, mustache and everything. It was supposed to be Tim, and it was Kevin. And
I felt like he stiffened up. And I went, ‘Oh, wait! Oh!
Sorry, wrong policeman!” And Tim came, and I said,
“Who’s that guy? Who’s this one?” And he goes, “Oh,
keep away from this guy!” It was a long story. So, the
rest is history.
Cooper: I’m sure he’s happy he took that assignment. I
saw where you did an interview with the CEO of Easter
Seals.
Matlin: Yes, yes. Angela Williams.

Matlin: Not, yet.

Kaplan: It’s the first major talent database of actors with
disabilities for the entertainment industry. It’s called
abilityE.
Matlin: Is it sort of like our own form of IMDb? You
know what the IMDb is?

Kaplan: Yeah. It’s a little bit better than that because it’s
specifically tailored to authentic disability. I would love
to get on a Zoom with you and show you the back end
of what abilityE is doing and show you all the talent that
is already there. But I also want to talk to you about
what we’ve done on the employment side, general
workforce employment. We have the first accessible
online career fair. Our career fair is built from the bottom up so it has the capability of a screen reader, if
you’re blind. It has text-to-speech, and also, it’s face-toface video, and if a job seeker happens to be deaf, a
third video appears and a sign language interpreter communicates between them. We’re the first in the world to
do that.
Matlin: When does that take place?

Kaplan: We have one coming up next month.
Matlin: That’s great. How is it promoted?

Cooper: I have a sign, and I walk around. (laughter)
Kaplan: He spins it around.

Matlin: Right here on the corner?
Cooper: You’ve seen me!
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Matlin: I won’t tell anybody, sorry, yes, I did.

Cooper: You worked with the National Corporation for
Community Service?
Matlin: Yes. That was in 1994, a long time ago, ’94.
Wow!
Cooper: Yeah, I know.

Matlin: I’ve done so much that—it’s been a pleasure,
absolutely, in my career, to be involved in trying to
make a difference, and yet we still have a lot of work to
do, regardless of the fact that a lot has been done. Technology has been a big factor to help us, but I still want
to bring it down to a level where we’re not just talking
about technology but on a human level. Because there’s
so much work to do in terms of attitudes. I see a lot of
positive results, a lot of positive changes, but I don’t
think we can—we can’t sit on our laurels. We can’t
complain all the time. We have to make things happen.
And in order to want things to happen, you have to work
for things to happen. I continually work, and I don’t
believe in sitting back and just being a bitter party of
one.
Cooper: I wanted to ask the question, when I first met
you, Jack was there. How did you two get together?
Matlin: He won’t go away!

Cooper: Did you ever know that this was—either of
you, the history of this, that this would happen?

Matlin: No, we did not. I didn’t know what the future
would bring. I was very young when we first met. I didn’t know. I was too new in the business to understand
that—I didn’t see that far ahead of myself until I really
had to take care of myself, get sober at 21. That little
light bulb went off on the top of my head saying, “OK,
you need to get your life together and get sober.” And
that was probably the first time in my life I learned to
grow up. Having Jack by my side all those years helped
reinforce my desire to be as independent as I can be.
Cooper: What year was this when you met Jack?

Jack Jason: We met in 1985, December 1985. December
2nd, 1985. As you said, “A day that will live in
infamy!” (laughter) December 2, 1985. I was supposed
to interpret for her—She wanted somebody to keep her
company. She had never been in New York before.
Matlin: We met in New York. He was a Ph.D. student at
NYU.
Cooper: You were?
Jason: Mm-hmm.

Cooper: Did you finish?

Jason: No, I never finished. It was her fault.
Matlin: I didn’t tell him not to.
Jason: Yeah, you did.
Cooper: (laughs)
Matlin: I didn’t.

Jason: (laughs) I’m kidding. I did not. No. I was getting
tired. It was going nowhere.
Cooper: What was it going to be in?

Jason: In educational film and technology.
Cooper: Did you know that?

Matlin: Not really. As I said, I wasn’t—at that young
age, I wasn’t really paying attention to career aspirations and goals. That’s why I had to get sober to get
clarity in my life, so I could look at life more clearly.

Cooper: But you were already an actress at that point,
right?

Matlin: Yes, I was. Children of a Lesser God, the initial
photography had been completed, but then I got sober
right after that, a year later.
Cooper: So, during that first filming, you were still—?

Matlin: No, I was not sober, no. It didn’t matter, though.
I wasn’t—I made sure that I was always sober during
work.
Cooper: So, you worked with her during this period?

Matlin: No. He wants me to make sure that I say it right,
that he had a part of this shoot. No, he wasn’t there. No,
no! Interpret, interpret, interpret, interpret!
Cooper: You’re interpreting the interpreter!

Matlin: I’m interpreting the interpreter. No. During the
three months of shooting, Jack wasn’t there. It was
August through October. It was only when I had to
reshoot, I think, two or three different scenes, that Jack
was there as part of the film.
Cooper: You were brought in originally—the company
brought you in?

Matlin: Yeah. No. My old boyfriend’s assistant found
Jack at NYU. He likes to tell that’s story. That’s fine. He
can tell the story. No, no, no, that’s fine. That’s it, that’s
the story.
ABILITY 49

Marlee-Matlin__QuarkTemplate.qxd 8/7/21 11:39 PM Page 50

preters found it really helpful in the Iraq war, they
would hire interpreters, but if they had no knowledge of
the culture or the ability to be flexible, you don’t get
your message across. But a cultural mediator between
two languages is helpful because you can put personality into it. Marlee says sometimes when I’m not available, it’s sometimes hard to find an interpreter who
expresses her personality.
Matlin: All the time, not sometimes.

Cooper: I’m so glad you added that because I’ve
watched you before, and from the little sign that I know,
what you’ve said, he’s interpreting beyond that, and it’s
in sync with what you’re thinking and saying. I’ve
always liked the way you’ve done that.

Matlin: Yes, exactly. He’s the only one who’s able to do
that because he’s had the experience of 35 years that
he’s gotten better and better. He knows what I’m going
to say; he guesses what I’m going to say. A lot of times I
bust him, and then he gets caught off-guard, and then
we turn that into humor. I trust him very, very explicitly,
and vice versa. Working with interpreters—listen, interpreting is not an easy job. I couldn’t even imagine being
able to do that. I have a lot of respect for interpreters.
Good interpreters who take their job seriously. And they
have lots of now deaf interpreters, whom I tip my hat to,
too, because they can translate from a sign language
interpreter who’s doing English and incorporating deaf
culture in their sign language.
Marlee Matlin on Dancing with the Stars

Cooper: The long relationship, what is that, 35 years?

Matlin: Jack’s parents are deaf. Signing is his first language, so that’s one really plus that really was helpful to
me. And we—our communication is very rapid and
easy.
Cooper: And he adds words that make you sound better.
(laughs)

Matlin: Yeah, he does. Of course. Why do you think I’m
sitting here with him? (laughter) We work well together.
I still watch him. I’m still checking up on him to make
sure he’s doing exactly what he’s supposed to be doing.
I mean, I’m entitled to.

Jason: I’m not exactly the best example of a professional interpreter because a professional interpreter would
have no personality. (laughter)
Matlin: He’s not!

Jason: I’m not the best example. I am an example of
what you call a cultural mediator. Because a lot of inter50
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Cooper: When we did the deaf-blind connection for our
Gallaudet Job Fair, we had two different interpreters to
connect with the deaf-blind students. So yeah, absolutely there’s different levels of that ability.

Matlin: You know, they’re called CDIs, certified deaf
interpreters, or just DIs, deaf interpreters. A CDI is one
you typically see in a court. They’re certified to work in
a school, in an academic environment, I’m assuming,
Jack, right? Yes. And there are deaf interpreters who
work in general in any social situation. I have the most
respect for them. Altogether, the interpreters are really—CDIs and deaf interpreters, I’m fascinated by their
careers. They really—it’s because we have the same
energy being that we’re both deaf, you know?

Cooper: But when you’re doing these interviews (in the
job fair), you have these sign language interpreters who
come on, and they are so—I’m sorry to say, they’re
almost as good as [Jack] in that they take this brand-new
person they’ve never met before who’s a job seeker and
communicate with the recruiter. It’s done in such a way
that you feel like you’re getting to know the job seeker,
even though there’s that interpreter in the middle. I’ve
been really impressed.
Matlin: I mean, that’s why it’d really hard to find good
interpreters, interpreters who take their job seriously,
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who know their stuff, who understand deaf culture, who
can do the language. It’s not just picking up a book and
then learning sign language and then taking that and
applying it to an interpreter. It’s more than interpreting.
And they have so many different specializations, interpreters who are good at—medical interpreters, interpreters who are good at oral interpreting, interpreters
who are good in court settings, CDIs who are good at
psychiatric evaluations. There are so many levels. If
somebody who is black wants a black interpreter it’s
really an important thing to increase the diversity of
interpreters.
Cooper: Do you remember the deaf cruise that happened? There were about five thousand people who
were deaf?
Jack: (laughs) Yes! Marlee goes. Looks at her face!

Cooper: Did you go?
Matlin: Yes.

Cooper: You didn’t like it?

Matlin: I liked it until Halloween because the whole
week I don’t know if this is the same cruise that you’re
talking about. The last one I went to 2017. I think it was
2015. Anyway, so that whole week I was very nice and I
was very open and I was very personable, talking to
everybody, pictures, sure, autographs, sure. Talking to

everybody as much as I could. Until Halloween night,
and everyone wore a mask, and they just, like, they just
decided to hug me and kiss me. I couldn’t see their
faces, and I was like—it was horrible.
Kaplan: What are you working on right now?

Matlin: Right now, I’m working on trying to get work,
basically. But I have several projects that I’m producing,
that are lined up. But I’d rather—listen, the thing I really look forward to is the next call sheet that tells me
what time I have to be on set. But no, seriously, I’m
developing projects, true stories, fiction, some that are
in the process of development at the studios. I want to
be able to write when they’re ready to go. They’re both
film and streaming projects. And figuring out what my
fourth child needs for college because he’s going
through his first year of college. That’s another project
of mine.
Cooper: What’s his major?
Matlin: Theater—
Kaplan: Oh, nice!

Matlin: —and psychology.
Cooper: Perfect.

marleematlin.net
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Much has changed over the last years regarding disability representation on- and off-screen
and accessibility for people with disabilities in all areas of life. However, we still have a bit
to go, especially in one particular sector: gaming. ABILITY Magazine’s Karina Sturm
speaks with Anita Mortaloni, Director of Accessibility Xbox at Microsoft, about Microsoft’s
efforts to continuously improve the gaming experience for people with disabilities, and
gamer Paul Martin, aka CerebralPaul, about accessibility for and representation of people
with disabilities in video games.

More than 50 percent of the US is gaming.

According to a report by Insider Intelligence, the number of monthly gamers is expected to
increase by 1.1%, up to 177.7 million people in 2021. This is mainly due to the COVID
pandemic. Overall, this means that more than half of the US population is gaming—a high
number. Video gaming is one of the fastest-growing markets in the US. Since a quarter of
all people in the US live with some kind of disability. Apparently, gamers with a disability
make up a significant part.

CerebralPaul has been gaming since age 9.

Paul Martin is one of these gamers. The California native lives with cerebral palsy, a group
of conditions affecting the body’s motor function. “In my case, it’s mostly on my left side. I
don’t have good control of my left hand; I can’t walk, so I use a scooter or crutches.
Cerebral palsy also affects my speech when I get excited, but I am considered a mild case,”
Martin explains. Early in his life, he got into gaming. “I used to miss the bus a lot in middle
school because I would be in the back playing with the computer,” he says. And he plays a
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little bit of everything. “I like Dead Redemption and
Fallout—games that allow me to wander around. I also
play shooters, but I am not good at them. But I play with
friends since they understand I have limitations, and
they don’t pick at them—at least not in a serious way—
even though they always shoot me in the face,” Martin
laughs.
Different disabilities lead to varying barriers in
games.

However, Martin wasn’t able to enjoy playing all those
varying games until a few years ago. Due to his
disability, some games are hard or impossible for him to
play without the right accessibility features. “Anything
that requires quick reactions or multiple button pushes is
a problem. I can’t have my left thumb on the thumbstick
and my left finger on the trigger at the same time. My
hands don’t close that way, and that can be an extreme
limitation in games. In most driving games, it means I
just don’t use breaks.” Paul chuckles. “Now you know
why they don’t give me a driver’s license in real life.”
54

ABILITY

Accessibility tools or features open up gaming for
people with disabilities.

If Martin cannot remap his controllers or adjust the
difficulty level, he is excluded from playing or at least
finishing the game, which is frustrating. “Also, every
game that allows me to try one situation a couple of
times and then says, ‘Hey are you having trouble with
this? Would you like to skip that part?’ is a good game
in my book because it enables me to continue with the
game,” Martin adds.

The Xbox Adaptive Controller & other accessibility
tools.

One major progress in terms of the accessibility of
games was the invention of the Xbox Adaptive
Controller. “The Adaptive Controller allows you to
connect devices into a hub, so it works with external
devices, like buttons and joysticks, to get that custom
gaming experience a lot of our gamers need,” Anita
Mortaloni, Director of Accessibility Xbox at Microsoft,
explains. Mortaloni is very passionate about
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accessibility. At the beginning of the interview, she
gives an extensive image description of herself, and it’s
apparent she knows what she is talking about. “I got
into accessibility through engineering and immediately
connected with the idea of inclusive design and the
importance of seeking out diverse perspectives to create
products that more people can enjoy,” she says.
Mortaloni moved into the gaming department at Xbox
in the middle of a pandemic, “because what better time
to focus on fun and play. We believe that play is a
fundamental human need for everyone.”

According to Mortaloni, the Xbox Adaptive Controller
is much more than ‘just’ a product enabling gamers with
disabilities to play games they haven’t had access to
before. “It started the momentum that accessibility can
go beyond features like captions and difficulty settings
and showed that we can really be innovative and meet
the needs of people that previously were excluded from
gaming. It allowed us to use the controller as gold
standard to show the impact it can have on the
industry.”
Positive examples for accessibility in games.

Accessibility has also been the center of attention for
some game developers. One example of a game praised
for going beyond regular accessibility features is the
Playstation game The Last Of Us Part II. With more
than 60 customizable options, the game is accessible for
people with a wide variety of disabilities. They even
offer a text-to-speech setting to support the gaming
experience for people with low vision.
What’s done to improve accessibility?

And Microsoft is right there with them. According to
Mortaloni, Microsoft’s speech-to-text feature was one of
the latest tools for accessibility they released as well.
Microsoft specifically outlines its accessibility
requirements for Xbox in a ‘best practice’ guidebook
called the Xbox Accessibility Guidelines 2.1. “It’s a
checklist for developers to assess the accessibility of
their games in 20 different accessibility areas,”
Mortaloni says. It’s an extensive document that
highlights different barriers gamers might face and how
to overcome those. For example, the chapter ‘text
display’ explains the challenges gamers with low vision
might have when reading text on-screen, and it does that
by asking the developer questions like, “Is the ability to
read text a requirement in your game?” In its speech-totext guidelines, the book states, “The provision of voice
chat isn’t the same as making text chat accessible. The
provision of text chat isn’t the same as making voice
chat accessible. Players should be able to communicate
through the method of their choosing.” “We encourage
all developers to first go to the Xbox Accessibility
Guidelines to familiarize themselves with all the
accessibility ideas out there. And as a second idea, we
ask them to look at the Game Player Experience Guide,

a companion book built on those guidelines. After they
go through all of that, they get an idea of where the
opportunities in the game are and who to bring in from
the disability community,” she states. “What I would
like to see is that the developers go beyond that list. It
would be nice if they reach out to people like me and be
like, ‘How can we make this better for you?’ Because
even Microsoft might not be aware of all things,”
Martin adds.
More ways to foster accessibility for gamers with
disabilities.

Microsoft actively seeks out the opinions of players
with disabilities with their Xbox Accessibility Insider
League (XAIL). “At Xbox, we want to empower
gamers around the world to play the game they want
with the people they want on the devices they want.
This translates to actively seek out the perspective of
gamers with disabilities and intentionally create titles,
ecosystems and communities where players and
creators with disabilities feel welcome, safe and
represented,” Mortaloni says. By joining the league,
gamers with disabilities have the opportunity to
directly communicate with the development team. This
way, they can inform the developers of barriers in
games, and the creators will hopefully provide a fast
solution to improve access. Additionally, Microsoft
recently launched The Game Accessibility Testing
Service, where developers can send Microsoft their
Xbox or PC title and have it analyzed and validated
against Microsoft’s Accessibility Guidelines. They then
receive extensive feedback on where issues were found
and how to fix them.
What about representation in games?

The accessibility of games clearly improved over the
last years, but what about representation? How many
characters with a disability can we find in games?
ABILITY Magazine recently reported on PBS KIDSs
efforts to represent as many children as possible, which
applies to different genders, ethnicities or disabilities.
They act as a role model, with characters with
disabilities being represented in many of their TV shows
but also in their online games for children. However,
within the adult gaming world, we still barely see any
person with a disability.
Characters with disabilities are lacking.

“I don’t think we are represented enough! If you look at
games, you very rarely see a playable disabled
character. You might see a person in a wheelchair, but
you don’t interact with them,” Martin says. He has
brought this topic up often lately with different
developers: People with disabilities need to be an active
part of all kinds of games. “Personally, I would be a
great support guy! I could be the guy in the main
hideaway, making sure that everything was in order. I
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would have a good use. Even though I know in a
zombie apocalypse, I’d be the first to die… I cannot run
fast,” Martin laughs. Microsoft is aware of this problem
too. “It is important to us to accurately depict people
with disabilities and everybody in our community.
Representation and identity in gaming doesn’t only
matter for the community but really for the world at
large. And we aim to build a platform where everyone
can see themselves, but we know we still have some
work to do to fulfill that vision. It’s on our radar, and we
are working towards it,” Mortaloni adds.
Some positive examples of disability representation
in games exist.
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Even though characters with disabilities are not found in
games for the most part, lately, a few games have shown
progress. For example, Marvel’s Spider-Man: Miles
Morales shows a deaf character who speaks ASL, which
is then translated via subtitles. Another example that
gives reason for hope is Marvel’s Avengers. In this
game, a wheelchair user is depicted. To accurately
portray how a person in a wheelchair moves, they used
motion capturing of a person using a wheelchair in real
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life. Unfortunately, the list already ends here.

The ultimate goal: Accessibility and representation
become the norm.

We are moving in a good direction, but still, a lot needs
to be done. Accessibility has become more of a focus
for game developers, but we also need to catch up on
representation. While access to games seems to be more
important at first, it is just as crucial that everyone—
regardless of gender, ethnicity or ability—can identify
with the characters in games. Maybe Microsoft will take
on this issue next? “For me, the ultimate goal is that all
players with disabilities have games they can play. And
as an industry, I hope we get to the point that we are not
talking about baseline accessibility because it’s standard
and always there, and we can focus on the true
innovations,” Mortaloni ends.
All photos: Xbox Microsoft

Karina Ulrike Sturm
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Twenty-five million people in the US are affected by rare
diseases - many of them are genetic and life-limiting. One
of these conditions is Ehlers-Danlos syndrome (EDS), an
unknown and neglected disorder of the connective tissue
that can lead to severe disability. Over the last years, popular figures like Jameela Jamil and Mandy Harvey publicly spoke about their lives with EDS, which helped raise
awareness. ABILITY Magazine recently interviewed
Jameela, who shared her journey as an actress having
several chronic illnesses. However, most people with
EDS don’t stand in the spotlight, and their experiences
might differ vastly. These people need to be heard as
well, and this article is dedicated to all of them.
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The yellow walls of my living room are spinning around
me. I can’t feel my face or my tongue and collapse. It’s a
sunny day - the last golden hour rays of light fall through
my ceiling-high windows. “I think I have a stroke,” I say
with unclear speech. My partner is overwhelmed; tries to
catch me as my legs give out and I lie on my couch. I try
to get back up, but I can’t feel my feet. “What is happen-
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ing to me?” I whisper, with my tongue not working,
sounding like I am drunk.

I was 24 years old in August 2010 when my life changed
from one moment to another. A harmful medical treatment I received a day earlier started a myriad of symptoms and a four-year odyssey, which would cause me to
leave my hometown Germany to find medical help in the
US, began. Looking back at this time feels unreal and like
it’s been a lifetime ago. And in a way, it is.
Today, I am sitting in my living room in San Francisco,
working as a journalist after giving up my career as a
research associate when I got sick. My writing focuses on
telling the stories of people with chronic illnesses and disabilities through a ‘Nothing About Us Without Us’ lens.
The last 11 years have been a journey like no other. I
went from being a healthy and athletic 24-year-old who
just moved into her first own apartment and started her
career in a research lab in Germany to a disabled journal-
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ist with more than a page full of diagnoses, with the
underlying cause being a rare disorder called Ehlers-Danlos syndrome.

stem, which is the part of the brain that controls most of
the body’s life-depending functions, like breathing.

I was born with EDS, but growing up, I didn’t notice too
many issues. I had small things, like frequent severe nose
bleeds, causing me to end up in the ER; I was able to pop
my hip in and out of its socket - this is called a dislocation - and I was constantly in pain, which doctors dismissed as growing pains. Additionally, my digestion was
constantly off, which, again, was dismissed either as
stress or as psychosomatic. I remember sleeping a lot as a
child, often up to 12 hours, especially after I had participated in sports, and I didn’t know life without widespread
pain that randomly jumped from one joint to another.
Back then, nobody saw a connection between all my
childhood issues, and they didn’t bother me too much. So
I ignored them - until I couldn’t ignore them anymore in
2010 when my symptoms became so severe that I
thought I might die.

It was a winter day with all streets covered in thick snow.
Jaime texted her employer, telling him that none of her
coworkers should leave the office because the road conditions were terrible.

The Ehlers-Danlos syndromes are a group of rare, inheritable connective tissue disorders that affect the whole
body. The most prominent sign is joint hypermobility and
skin involvement. However, really any organ or system
can be involved. As of now, we know of 14 different
EDS types that vary in prevalence. The most common
type is the hypermobile EDS (hEDS). All types but hEDS
can be diagnosed via clinical examination and genetic
testing. So far, there is no known genetic mutation for
hEDS.

But finding out what caused all my sudden issues wasn’t
simple. It cost me four years of my life, which were solely focused on finding answers, and additionally a fortune
of money for treatments, traveling to experts, and in the
end, even flying across an ocean to seek help. Most
healthy people disregard my experience as an exception,
as something that couldn’t happen to them or any of their
loved ones. But let me tell you something: My story isn’t
unique. It’s the reality for most people living with a rare
and unknown condition. And this article spotlights some
of their voices.
***

The financial strain when living with a rare condition
“The medical bills are overwhelming” - Jaime

Jaime is a thriving artist who lives in London, Kentucky.
She has had more surgeries than ten people ever have to
together in a lifetime. Due to EDS, many of the vertebrae
of her cervical spine are unstable, putting pressure on her
spinal cord and brain - one of many dangerous complications of EDS. She developed this comorbid condition
called craniocervical instability (CCI) even before she was
diagnosed with EDS. CCI is a mechanical problem of the
first two bones of the cervical spine. If they are unstable,
being able to move much further than usual, they compress the spinal cord, nerves, blood vessels and the brain-

However, CCI wasn’t Jaime’s first symptom of EDS.
Minor problems have troubled her all her life. “I worked
a whole lot when I was younger. As soon as I was old
enough to work, I was working and going to school at the
same time. And then weird things happened. For example, I developed pain all over my body.” She injured
many joints by doing simple tasks, such as lifting a table,
but none of her doctors could find anything wrong with
her. It wasn’t until years later, when a car accident accelerated her downhill progress and forced her to search for
answers.

At the same moment, while driving up a hill, a small red
car was coming right at her in the middle of the street.
Jaime tried to dodge it, hit ice, and crashed into an
embankment three times before shooting up in the air and
slamming down on the driver's side. “I instantly got the
worst headache of my life,” she remembers. Jaime’s doctors told her she had a simple whiplash injury and would
feel better soon, but she never did. After trying various
therapies that all made her feel even worse, Jaime visited
a physical therapist who pointed out to her that she was
severely hypermobile in her joints and told her she might
have a connective tissue disorder.
Jaime was finally diagnosed with EDS in 2013. Shortly
after, she visited one of the few experts for CCI in the
US, who was located in a different state, meaning no
insurance coverage for her. “He told me I was one of the
most severe cases he had seen in his practice to date,”
Jaime says. Additionally, she was also found to have a
condition called Chiari malformation, where a part of the
brain shifts into the spinal canal - another comorbid condition of EDS. Jaime needed an urgent brain surgery followed by a fusion of her upper vertebras - a major operation, but only her first of many. She remembers as if it
was yesterday when she received this life-changing diagnosis. “It was Thanksgiving, and I didn’t know if I was
going to live through Christmas. My surgeon ended up
saving my life on January 21st, 2014.”

Right before surgery, Jaime was bed-bound. She endured
constant seizures and mini-strokes; she couldn’t get up or
walk. “I was having a severe vertigo. It was so bad, I
couldn’t think or do anything. So my life was basically
just laying down, not moving.”
Jaime’s brain decompression and neck fusion seemed to
have solved those problems at first. She felt much better
and was even able to go back to creating artwork. However, the success didn’t last for long. She was found to
have another condition associated with EDS, tethered
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***

Even in a country as big and diverse as the United States,
only a hand full of doctors dare to operate on patients like
Jaime. Neck instability, especially in the upper regions of
the cervical spine, is dangerous or even life-threatening,
and adding an underlying connective tissue disorder to
the equation makes it more complicated. The situation in
Europe is even worse. Some countries do not have a single neurosurgeon taking those cases, forcing the patients
to raise large sums of money via fundraisers to afford
traveling abroad and getting surgery in the US.

Jaime

cord, which means, as the name suggests, that the spinal
cord is tethered, causing neurological issues with walking, urination and more. Jaime lost the feeling in her legs
which also started to curl up. Consequently, six months
later, in June 2014, she went in for her next surgery: tethered cord release.

Her neurological issues improved, but more and more
other symptoms appeared. For Jaime, it never stopped. If
one problem was fixed, another arose. In 2015, the bones
below her neck fusion started to become unstable, requiring further fusion surgeries. Since her first fusion in 2014,
she had not gone one year without an operation. “I think
the hardest part for me is having known what it’s like to
be able to do certain things, and then all of a sudden, it’s
impossible to do those. Not being able to go to places I
want to go, and not being able to see things I want to see,
not being even able to work.”

One of the biggest challenges for everyone living with a
rare condition and only a few experts that can help in the
whole country is being able to afford the treatment they
desperately need. “The medical bills are overwhelming.
When I had the brain surgery and the craniocervical
fusion - even though I had been working - we still couldn’t afford it. You’re going to spend a couple of thousand
dollars, just for a few days. If it wasn’t for all the people
supporting me and for fundraising, I couldn’t have done
it.”

Jaime isn’t alone with this. Many people from all across
the world fundraise to see one of the experts in the US.
“It has been a big financial strain and really drained us.
But the one thing we try to remember through everything
is that you can’t put a price on your health.”

Overall, she has had more surgeries than birthdays, she
says: Jaime just turned 41. “Last year, I had four. And the
one before, I had 17. Yes, 17 in one year.” And there are
more already planned in the future.
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On the other side, the US has one of the most expensive
health care systems in the world. Paying out-of-pocket
for complex fusion surgeries can lead to tens of thousands
of dollars in debt, or, if those people don’t get the treatment they need, to death. So some patients die from a
lack of access to care that does exist - just not in the right
country.
In Jaime’s case, she lives in the US, but without proper
health insurance, seeing those experts out-of-state can be
just as expensive. In 2006 alone, 26,000 Americans died
from a lack of health insurance. And these days, due to
COVID, many more families lost their job, and, therefore, their insurance as well. One study found that from
all causes of bankruptcy in 2007, medical debt accounted
for 60 percent.

This is an ongoing problem in the US. Adding a rare condition many doctors don’t know anything about exponentially increases the financial burden. Almost for all medical procedures, the US is at the top of the list in terms of
costs. Now, many people with EDS have not only one
comorbid condition, but several, for which they need to
find experts all across the country, adding a stack of medical bills on a constant basis, since those conditions are all
chronic and need permanent care.
To name just a few of the comorbid conditions and symptoms that require long-term care: mast cell activation syndrome (MCAS), craniocervical instability, tethered cord
syndrome, dysautonomia, small fiber neuropathy, gastrointestinal problems, chronic pain and fatigue, heart or
blood vessel complications, and many more. Most of
these lead to a myriad of full-body symptoms, and they
also influence each other, making it necessary for the person to have a medical team consisting of specialists all
across the country or even the globe.
Personally, I have traveled from Germany to Maryland,
and then later from California, where I relocated to, several years in a row, paying doctors visits, medical tests
and all the travel expenses myself since neither my German insurance nor my California insurance would cover
the experts I had to see, even though there were none in
my state. A single trip can quickly add up to a few thousand dollars. So my yearly medical trips were somehow
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also my imaginary Hawaii vacation at the same time.

In the greater context, EDS isn’t too different from other
neglected chronic illnesses in terms of getting the right
care and being able to afford that care. However, people
living with EDS deal with additional challenges. One of
those is facing gender bias, because most of the diagnosed population is female.
***

Brianna

Gender bias in medicine
“Medical trauma is a real thing.” - Brianna

Brianna is a 31-year-old physician assistant professor living in LA. She was diagnosed with hypermobile EDS
when she was 20, but her symptoms started a decade earlier. As an avid softball player, she noticed her knees constantly moving out of place. “I was also kind of a chubby
girl growing up. So for the longest time, everybody told
me my knees just hurt because I was a bit overweight. A
nice way to shame a child for being obese,” she says.

Shortly after her knees started to cause issues, her shoulders dislocated as well, leading to her first shoulder
surgery at the age of 16, followed by a knee surgery at 18.
Doctors prescribed her strong pain medication, which hid
her symptoms for a while, so Brianna went back to being
an athletic training student in college. When other body
parts started to cause her pain, a physical therapist she
visited noticed her hypermobility. “‘You are too young to
have all of this,’ he said,” Brianna remembers. “Most of
my doctors told me I was depressed, and when you are a
young person, you just believe what they say. It took literally only one person to give a shit,” she says.

Fortunately, after finishing physician assistant school,
fewer doctors doubted her symptoms. “Healthcare
providers treated me significantly differently because I
was able to speak their language. When you drop medical
jargon, they ask if you are in the medical field. If you say
yes, you’re a human worthy of their time. Obviously not
how things should go in the medical field, but that’s how
they do,” she says.
However, being dismissed based on our symptoms isn’t
the only hurdle women with EDS going through the medical system have to overcome. Brianna isn’t only a
woman with EDS, she also has Hispanic roots and identifies as bisexual. “Getting healthcare as a woman of color
in the United States is hard. Having those intersectionality issues - whether somebody is LGBT, a person of color,
or disabled - it changes the care that you get,” she states.
In the past, Brianna experienced severe discrimination
because of her gender and ethnicity when she visited the
emergency room for a spinal fluid leak, causing her arms
and legs to contract uncontrollably. “The paramedics told
the nurse, ‘Don’t worry, it’s just Hispanic panic.’” And
they refused to do any diagnostic tests or treatments.

This incident shouldn’t remain the only time she was discriminated against. Even her professional environment
wasn’t free from gender and ethnic bias. When Brianna
told her former employer about new symptoms she had
developed, including weight gain and feeling nauseous all
the time, he responded, “Well, are you sure you’re not
pregnant? Because when pretty Latinas start getting nauseous and having their bellies grow, it’s always because
they’re pregnant,” she remembers. As a medical professional, of course, she had excluded the possibility of a
pregnancy before approaching her boss. “I was raised
from a young age to know that racism does exist. I
remember even going back to when I played softball, my
dad told me, ‘You’re going to have to be twice as good as
every other person on your team because of the color of
your skin.’”
Being misdiagnosed for so long and dealing with many
situations of discrimination and, as a consequence, a
neglect of care have left deep wounds. “I turned a lot of
that anger onto myself. I didn’t even have the energy to
advocate for myself anymore because I just saw myself
as such a low self-worth. And I didn’t realize that all of
those lifetime-long microaggressions contributed to the
way I saw myself.” Brianna is working with a therapist to
get over this trauma. “It really made me scared to go to
the ER. We just went to a hospital yesterday, and the
whole time, I was in this slightly triggered state. Just hospitals, in general, carry a lot of concern and provoke a lot
of anxiety for me,” Brianna explains.
Brianna uses her trauma to incorporate it into her teaching, so that other medical professionals and PAs don’t
cause more harm to chronically ill people. “I tell them
medical trauma is a real thing. It really affects and shapes
how the people are going to sit in that chair across from
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you. And you need to be extra kind to your chronic illness patients, because it’s guaranteed they had some type
of encounter where they were mistreated, and it’s important that you go that extra step to help put them at ease.”

Brianna’s experiences made her the person and professional she is today, and now she uses her knowledge to
help and treat other newly diagnosed EDS patients, especially those who belong to a minority. “It horrifies me to
think, ‘How many people with EDS that have darker skin
are going to go their whole lives not knowing that this is
a thing?’ So yeah, that’s something that really keeps me
up at night and makes me fired up to advocate.”
***

Discrimination based on gender isn’t a new problem in
health care. It’s widespread, and there are many studies
confirming that women who state their symptoms are
more often dismissed than men. Stereotypes such as the
‘typical woman’ is hysterical, complaining, emotional
and sensitive to pain have fed into those biases, and it’s
hard to eradicate them. Women also get prescribed less
pain medication than men when presenting in the ER
with severe pain. And in case of serious, life-threatening
illnesses such as coronary syndrome, they have to wait
for much longer than men for appropriate care.

Chronically ill women experience this discrimination
even after getting a diagnosis. And this constant gaslighting, belittling and dismissing their symptoms, leads to
trauma and self-doubts, like in Brianna’s case. Every person I have spoken to that has been misdiagnosed over
years at some point doubted their own perception of their
body and whether it was really ‘all in their head.’ For
some EDS patients, this led to complete avoidance of
medical care out of the fear of not being taken seriously
all over again.

As a white woman from Germany, I have had a certain
privilege in the US that other women don’t have. However, I have experienced gender-based discrimination on
many counts; the most obvious, when I visited a male
doctor while accompanied by my husband. All of a sudden, the medical professional wouldn’t talk to me anymore, but to my husband, who doesn’t know nearly as
much about my health than I do. My chronic pain has
also been dismissed on many occasions as me exaggerating. As a consequence, I wasn’t given proper pain medication. At the same time, when I told doctors that I am
currently not taking any pain medication (because I didn’t
have access to those), they would tell me that if I can
cope with my pain without treatment, it can’t be that bad.

Not only women experience challenges when they live
with a rare condition. Having EDS as a man comes with
its very own hurdles.
***
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Dakota

A rare male perspective
“What people think about you isn’t important” - Dakota

Dakota is a young man who calls himself “social in other
ways outside of the norm.” I wasn’t able to meet him in
person, even though we spent time in the very same
room. He attended a film screening of my documentary
about Ehlers-Danlos syndrome, which mainly featured
females, as the condition seems to affect more women
than men. Eager to share a male perspective, Dakota
approached my friends and offered to lend me his voice
for an article showing his side of the condition.

Dakota is 18 years old and studies history. Unlike most
people with EDS, he was diagnosed early on, at age 4.
“My mom was very avid about telling doctors that I wasn’t a normal baby. My skin was super soft, and I bruised
easily. A lot of doctors would turn her away and say, ‘Oh,
he’s just a baby. Babies hurt themselves.’ But I had a lot
of digestive issues and other injuries too,” Dakota says.
His mom’s persistence paid out, and he was sent to a
geneticist, who eventually diagnosed him with classical
EDS.

Growing up with EDS as a male was hard on Dakota,
especially at school. Every time his friends wanted to
play basketball or football with him, he had to decline. “If
I was on the playground, I would just constantly get hurt
and end up in the health office,” he says. In middle
school, he was forced to take PE, but without having to
participate. So while all his friends played games, he
would sit on the sidelines, keeping score. “I remember
one day, I was like, ‘All right, I’m just going to do it.’ I
played soccer with them, and I tripped and totally messed
up my arm; got bruises everywhere. After that, I realized
it’s fine not to participate. I would just get hurt anyways.”
He learned to compromise and became more interested in
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photography and technical theatre.

Being a growing young man with a chronic illness causing chronic pain is challenging. “It makes you feel fragile, and that’s something you don’t want to be known for.
I’ve had friends joke about me being fragile, and this
really doesn’t make you feel good. So I try not to tell people unless I have to.”
On top of EDS, Dakota also lives with anxiety and
depression, which makes coping even harder. He recently
started to date, and doesn’t want to constantly have to
explain his condition to others. “One date was really
strange. This girl thought my condition was really weird
and just wanted to play with my double-jointed fingers.
And then there are these people who want more of a muscle-type guy who can go to the gym with them. And I’m
just not that.”
As a young, shy man with EDS, Dakota was hesitant to
connect to other people with the condition. In fact, the
first time he saw someone else with EDS was at the film
screening. Since then, he has joined a support group.
However, the lack of male voices does bother him. “It’s
different if you talk to another guy that’s affected versus
to a girl, because there are specific ‘men problems.’ Men
and women’s bodies aren’t alike, and EDS affects us differently.”

When I ask Dakota what the hardest part about being a
man with a chronic condition is, he explains that he hates
those stereotypes emphasizing that men have to play
sports and are generally unemotional, or don’t show how
they are feeling. “I’m a normal, average guy; nothing is
different, except for the EDS. But that causes a lot of people to make assumptions about whether I am into boys or
girls. It’s really offensive to even ask that question,
because it doesn’t matter. And it’s also a personal thing
that shouldn’t be anybody else’s business, but people
make those assumptions when you are a drama kid
instead of a football player.”

Dakota always finds ways around his limitations, so he
can still be involved in his college community. Recently,
he became a community service officer who patrols campus and keeps everybody safe. “It’s a nice way for me to
be able to have a positive impact on the community and a
good job, where I don’t have to be standing or running
around.”

Dakota’s main advice to other young men with EDS is to
get connected and not let gender norms control you. “You
are who you are. You don’t have to be 6’1 and super muscular to be a man or to be a person. You can be 130
pounds and totally skinny. What people think about you
isn’t important; what you think about yourself is important.”
***

The ‘typical’ man is described as ‘stoic, tolerating pain,
denying pain, autonomous, in control, not talking about
pain,’ says a publication about gendered norms in chronic
pain patients. And as Dakota confirms, these stereotypes
are deeply rooted in our minds and quite hurtful for
young men living with a chronic condition. So while
women are dismissed as being hysteric and weak, men
are made fun of and expected to keep their pain to themselves, contributing to neglected care and a decline in
their health as well. They must be ‘brave and manly,’
therefore they might avoid care overall. The same study
also found that men who live with chronic pain are often
viewed as being less masculine. So gender bias works
both ways and is always harmful to the patient - whether
it is a woman or a man.
Now, adding another intersection to the picture, such as
living with a rare condition and belonging to a minority,
for example, being a person of color, exponentially
increases the challenges faced.
***

Ethnic bias in health care
“I know for a fact that she would never say that about a
white person“ - Nia

Nia is a 30-year-old TV reporter who lives in Boston,
Massachusetts. She has been diagnosed with EDS two
years ago and lives with several common comorbidities
of EDS.

Her journey with EDS started in 2014 when she developed severe digestive issues. “It was as if overnight my
life changed completely. My whole gastrointestinal system shut down,” she says. Nia experienced symptoms
like reflux, pain, loss of appetite, and hair loss from malnutrition. “I lost a lot of weight; I was very fatigued and
tired all the time. I could hardly walk upstairs,” she
remembers. Additionally, she lived with bladder issues,
as well as with a dysfunction of her autonomic nervous
system.

After seeing many experts, - even visiting the Mayo Clinic - ruling out conditions such as lupus, and spending
most of her income on doctors and therapies, she almost
gave up hope. “I’ve had doctors tell me there’s nothing
else they can do for me; there is nothing wrong with me,”
Nia says. At this point, she was continuously losing
weight until she was only 117 pounds. “Doctors would
say, ‘Well, you don’t really have to eat three meals a day,
you know.”

Then she moved to Boston and made a last attempt at
finding answers for her diffuse symptoms. By coincidence, she found a gastroenterologist familiar with connective tissue disorders, who immediately diagnosed her
with hypermobility disorder, sending her to a geneticist to
confirm the exact underlying condition, which was
hEDS. “I wanted to cry because he knew everything that
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“Whenever we are navigating the health care system, we
must be really diligent; we must always do our research
and always believe in our bodies. If you feel like something is wrong, trust your instinct. If you go to the doctor
and the answer isn’t satisfying, get a second and a third
and a fourth opinion, till it works.”
***

Nia

was wrong with me, and why it was wrong with me. And
he’d been studying these things for years, and the heavens opened up. I just couldn’t believe it after all of this
time,” Nia remembers.

From there, Nia joined support groups and immediately
noticed that there aren’t many people with EDS who look
like her; who are women of color. “So few doctors even
know about EDS, and then on top of it, there are these
misconceptions about African-Americans or black people. The US health care system has a long history of bias
towards African Americans,” she explains. “On the flip
side, there are a lot of black people in the United States
who have various misgivings about medical practitioners
and the health care system, because of the way black people have been treated historically.”
Even though Nia calls herself more ‘privileged’ than
other black people because she has always had good
health insurance, she still faced discrimination herself.
“Doctors believe black people less compared to nonblack people. I definitely think my treatment in some
instances was consistent with the way many black people
in America are treated in the US health system.”

One of those instances happened in the hospital where
she received a false treatment for a misdiagnosis. When
Nia rightfully questioned her nurse’s directions in a
respectful manner, the nurse reacted by calling another
department, telling them Nia was a pain in the ass. “And I
know for a fact that she would never say that about a
white person,” Nia says. “Imagine if I’m going through
that, and I have good health care, what other people are
going through that either don’t have access to health care
or don’t have good health care, you know?”

When I ask Nia about a good advice she has, especially
for ethnic minorities seeking a diagnosis, she responds,
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Historically, people of color have faced bias in health
care on many levels. They have been left untreated for
medical conditions due to the misbelief they were
immune to certain viruses or bacteria; infections like HIV
affected black communities at a disproportionally higher
rate than other ethnicities. Even today, ethnic minorities
die at a much higher number from COVID than any other
population. Their access to care is inferior compared to
the care white people receive, and the quality of care they
receive, as well as the outcome are worse as well. Apparently, this also leads to differences in life expectancy.
Moreover, people of color more often die from heart disease and strokes than other populations, and the infant
mortality rate is increased. Research has also shown that
a low to moderate amount of implicit racial bias was
identified across most studies that have been conducted
on this topic, and this obviously contributes to disparities
in health care for people of color.
One of the most dangerous parts of this bias is the many
misconceptions medicine still has about the bodies of
people of color, for instance, the wrong belief that people
of color feel less pain. It has been found that even to this
day, medical students often believe black bodies are biologically different and stronger than those of white people. Apparently, this leads to black people not receiving
appropriate care, often in the form of a lack of pain management. Other harmful beliefs are, for example, that
black people’s blood would coagulate faster compared to
white people’s, or that their skin is thicker. Obviously,
none of these are remotely true, but even a percentage of
medical professionals do still believe those. And then, of
course, there is just plain racism that some people of
color face when they seek care.

Sooner or later, all people living with EDS will experience a harmful interaction with health care professionals some more significant, others less. Medical professionals
around the globe aren’t knowledgeable about the rare
condition, and as the people in this article described, this
can cause severe consequences to their physical and mental health. However, this lack of knowledge can go even
further: families with chronically ill children facing child
abuse allegations.
***

Wrongful child abuse allegations
“These people can come in and do whatever they
want.” - Jennifer
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Jennifer is a 52-year-old stay-at-home mom, who lives
with EDS herself. She has nine children, of which three
are hypermobile. Her 14-year-old daughter, Christine, is
the most severely affected and has several comorbid conditions of EDS.

When Christine was six years old, she developed first
signs of EDS. She would constantly sprain her ankle simply by walking. Her symptoms increased with age, but no
doctor took her seriously. “She was constantly dislocating. She was continuously vomiting. She kept passing out
when she’d stand up. And nobody could figure out why.
They just kept telling me, she’s depressed,” Jennifer
remembers. While walking through a grocery store,
Christine would pass out 10 to 15 times - every couple of
minutes.

Christine experienced a severe childhood trauma, which
her doctors used to dismiss her physical symptoms. When
the young girl couldn’t cope with her symptoms and the
neglect of medical help anymore, she tried to take her
life. “It's overwhelming when you can’t get anyone to
hear you. She told me, she’s tired of throwing up. She
was tired of never being able to do anything without dislocating. And she was tired of passing out nonstop.”
As a consequence of those events, a doctor turned Jennifer in to child protective services. Even though she saw
dozens of medical professionals with her daughter to
finally get help for what she knew was Ehlers-Danlos
syndrome, she was accused of child abuse for ‘a lack of
medical care.’ On the other hand, another doctor assumed
Jennifer had Munchhausen by proxy, a condition defined
as a caregiver causing an illness or injury to the person
under their care - two very contradicting accusations.
“When the CPS worker came to my house, she said,
‘What is going on? I have one hospital telling me this
child is obviously hypermobile and not getting proper
care, and then I have the doctor in the clinic saying the
mom has Munchhausen by proxy.’”

Fortunately, Jennifer found a sports medicine doctor who
examined Christine properly, and found her to have EDS.
The EDS diagnosis started a chain reaction leading to
finding all the other diagnoses, such as POTS, gastroparesis and more, that doctor had been dismissing as depression or anxiety.

However, the child abuse allegations were only resolved
after Christine’s therapist got involved and showed them
that Jennifer, as well as Christine, have been working on
the girl's mental health problems, as well as on her physical symptoms. It’s been the doctors that had been dismissing mother and daughter.

It took seven months for the case to be closed. “The therapist told CPS that there is something else going on and
somebody needs to just listen to this child because she
has seen her over and over again. And the one thing the
child keeps saying is, ‘No doctor hears me. No one hears

me. My mom hears me. You hear me, but no doctor hears
me.’ And I think it’s partly because they look at her file
and see she has anxiety and depression. So they conclude
that must be what’s wrong before they’ve ever stepped
foot into a room.” Those allegations left deep scars in
Jennifer’s family. The children are scared. "These people
can come in and do whatever they want. They have full
control.”
Today, Jennifer and her children at least have a diagnosis
and doctors who are willing to listen. However, for Jennifer, the worries never stop. “To watch your child go
through what you went through is a lot harder than going
through it yourself.”
***

Sadly, this isn’t the first time I have heard a story like
this. When I traveled through Europe to produce a documentary about Ehlers-Danlos syndrome, every family I
visited - whether it was in the Netherlands, Belgium or
the UK - who had children told me they were at least
once questioned about child abuse when they brought
their children in for an injury due to EDS, especially with
bruises, a common symptom. Child abuse allegations
have severe consequences on the mental health of the
child as well as the parents and might continue even after
receiving a diagnosis of EDS due to a lack of knowledge
of how the condition presents. This is always the same:
Doctors just don’t know enough about EDS.
After I got severely ill, I made it my main goal to raise
awareness for people with chronic illnesses and disabilities. I quit my job as a research associate and transitioned
to journalism to better support my community. People
like us deserve to be seen and to be heard, because nothing will ever change if we don’t speak out.

This article features a diverse group of people who can in
no way represent our whole community since we all present so differently from one another. But they certainly
can highlight challenges that count for all of us, and they
bravely shared their stories with me to make all of you
readers aware of what we have to deal with every single
day. For us, nothing ever comes without a fight. And this
will continue until every last person has heard of EDS.
This article is a start. Share it. Spread the word. Educate
people on EDS. Support us to get the care we deserve.
You can literally help to save a life.
chronicpainpartners.com

EDS Documentary We Are Visible:
we-are-visible-film.com
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ACROSS

1 Torrance, CA Congressman who is a vet supporting vets, 2
words
5 Actor who played Forrest Gump, Gary _____
9 New Jersey actress and comic who performs in her wheelchair, ____ Muha
10 1994 film where Holly Hunter took the role of a girl who
couldn’t hear or speak, 2 words
12 Chinese independent director who made several films throwing a spotlight on the lives of disabled in China, 2 words
14 Actor with cerebral palsy who played in the dance perfor
mance “Diagnosis of a Faun” Gregg ______
17 Downturn
18 Medical TV show
19 Code
21 Weave hair strands together
23 Superman actor who for many years helped raise money for
the American Paralysis Association, Christopher _____
24 Alien craft
26 Wedding walkway
29 Godfather’s character, title
30 Smokey Robison title, “The ____ of My Tears”
33 A Disney bear
35 Cries of discovery
37 Modular housing unit with an accessible bathroom and bed
room for people with mobility issues, 2 words
39 Supporter
40 Friend
41 Disabled actor who played alongside Scarlett Johannsson in
“The Undateables,” ____ Peraon
42 Celebrity actor who has donated to the Lupus Foundation and
the Make-a-wish Foundation, Will _____

1
2
3
4
5

DOWN

Try out
Racket
Through an innate sense
All nations org.
Actress and comedienne who actively supported the National
MS Society, Amy ____
6 Short rest
7 Blue expanse
8 Director of “A Beautiful Mind,” Ron ____
11 ___ Wells, sci-fi writer (initials)
12 Title a Knight
13 2009 Pixar movie
15 Striped animal
16 Amy ____ of “Julie & Julia”
17 Bambi for one
20 Indian American actress who has a role in “Little Things” with
Denzel Washington, Sheila _____
22 Sitcom star who supports Autism Speaks, Jerry ____
25 Mighty trees
27 Little troublemaker
28 Better
29 The break of day
31 Record store section
32 Real heel
34 TV personality whose foundation helps women and children
with education and health care around the world
36 Island Setting in the film, “Eat, Pray, Love”
38 Quick getaway
39 Dawber who played Mindy
40 Letter addition
answers on page 66
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Portable Oxygen
For The Way
You Want to Live
The ALL-NEW
The Inogen One G4 delivers
the independence of a portable
oxygen concentrator in one of
the smallest, lightest, and quietest
packages available to the oxygen
user today.
With the Inogen One you can
jump in the car to run errands,
take a weekend trip to see family,
or even take it on vacation!
The Inogen One G4 is one solution
for oxygen at home, away,
and for travel, 24/7.
It’s oxygen therapy on your terms.
Weight - only 2.8lbs!

JUST
2.8 LBS.
TRY RISK FREE FOR 30 DAYS!

CALL TODAY! 1-800-816-5990
© 2016 Inogen, Inc. All rights reserved.

MKT-P0052
ABILITY 71

ads-events-72_ads2-3-7 74-75 76 8/3/21 11:57 PM Page 72

72

ABILITY

ads-events-72_ads2-3-7 74-75 76 8/3/21 11:58 PM Page 73

DON’T JUST KINDA TV.
DIRECTV.

CHOICE™ ALL
INCLUDED
PACKAGE

Access 80,000+ shows and movies On Demand

59

99

$

mo

For 12 mos.plus taxes
andfees.

W/24-mo. agmt & other qualifying AT&T svc (min. $35/mo. + taxes
and fees). Autopay & paperless bill req’d. Prices higher in 2nd year.
Regional Sports Fee up to $9.99/mo. is extra & applies.*

Requires subscription to top-tier PREMIER™ programming package, Movies Extra Pack, EPIX, Hallmark Movies Now, Lifetime Movie Club and Pantaya. Other
packages will have fewer shows and movies. Additional fees apply for new releases and library titles available through DIRECTV CINEMA.

Watch your favorite live sports, news and entertainment
anywhere†
HBO Max™ included for a year
Subj. to change. HBO Max auto-renews after 12 months at then prevailing rate (currently $14.99/mo.), and Cinemax,® SHOWTIME,® STARZ,® and EPIX® are
included for 3 months and auto-renew thereafter at then prevailing rate (currently $38.96/mo.), unless you call to change or cancel. Req’s you to select offers.
Access HBO Max only through HBO Max app or hbomax.com. HBO Max also includes HBO channels and HBO On Demand on DIRECTV. Online account registration
required. Data rates may apply for app download/usage. See back for details.

*$19.95 ACTIVATION, EARLY TERMINATION FEE OF $20/MO. FOR EACH MONTH REMAINING ON AGMT., EQUIPMENT NON-RETURN & ADD’L FEES APPLY. Price incl. CHOICE™ Pkg., monthly service and equip. fees for 1 HD DVR & is after $5/mo. autopay & paperless bill
and $10/mo. bundle discounts for up to 12 mos. each. Pay $74.99/mo. + taxes until discount starts w/in 3 bills. New approved residential customers only (equipment lease req’d). Credit card req’d (except MA & PA). Restr’s apply. See back for details.

Don’t settle for cable. Call now!
Iv Support Holdings LLC

(888) 905-1337
CHOICE Package 1-YR ALL INCLUDED PACKAGE W/ OTHER ELIG. SVC: Ends 3/27/21. Available only in the U.S. (excludes Puerto Rico and U.S.V.I.). Pricing: $59.99/mo. for first 12 mos. only. After 12 mos. or loss of eligibility, then prevailing rate applies (currently $122/mo. for CHOICE All Included), unless canceled or changed prior
to end of the promo period. Pricing subject to change. $5/mo. autopay/paperless bill discount: Must enroll in autopay & paperless bill within 30 days of TV activation to receive bill credit starting in 1-3 bill cycles. First time credit will include all credits earned since meeting offer requirements. Must maintain autopay/paperless
bill and valid email address to continue credits. No credits in 2nd year for autopay/paperless bill. $10/mo. bundle discount: Internet: Req’s new (min. $35/mo. plus taxes and $10/mo. equip. fee) or existing svc. Excludes DSL. Wireless: Consumers only. Sold separately. Req’s new (min. $50/mo after discounts) or existing AT&T
postpaid svc on elig. plan (excl. Lifeline) on a smartphone, phone or AT&T Wireless Internet device (excl. voice-only AT&T Wireless Internet). Both svcs: Eligible svc must be installed/activated w/in 30 days of TV activation and svc addresses must match to receive bill credit starting in 1-3 bill cycles. First time credit will include all
credits earned since meeting offer requirements. Must maintain both qualifying svcs to continue credits. No credits in 2nd year for bundled services. Includes: CHOICE All Included TV Pkg, monthly service & equipment fees for one Genie HD DVR, and standard pro installation. Additional Fees & Taxes: Price excludes Regional
Sports Fee of up to $9.99/mo. (which is extra & applies to CHOICE and/or MÁS ULTRA and higher Pkgs.), applicable use tax expense surcharge on retail value of installation, custom installation, equipment upgrades/add-ons (min. $99 one-time & $7/mo. monthly fees for each extra receiver/DIRECTV Ready TV/Device), and certain
other add’l fees & charges. See att.com/directvfees for additional details. Different offers may apply for eligible multi-dwelling unit and telco customers. DIRECTV SVC TERMS: Subject to Equipment Lease & Customer Agreements. Must maintain a min. base TV pkg of $29.99/mo. Some offers may not be available through all
channels and in select areas. Visit directv.com/legal or call for details. GENERAL WIRELESS: Subj. to Wireless Customer Agmt (att.com/wca). Credit approval req’d. Deposit/Down Payment: may apply. Additional monthly fees & taxes: Apply per line & include Regulatory Cost Recovery Fee (Up to $1.50), Administrative Fee
($1.99) & other fees which are not government-required surcharges as well as taxes. Additional one-time Fees may apply. See www.att.com/mobilityfees for more details. Usage, speed, coverage & other restr’s apply. International and domestic off-net data may be at 2G speeds. AT&T service is subject to AT&T network
management policies, see att.com/broadbandinfo for details. †DIRECTV App & Mobile DVR: Available only in the US. (excl Puerto Rico and U.S.V.I.). Req’s compatible device. Live streaming channels based on your TV pkg & location. Not all channels available to stream out of home. To watch recorded shows on the go, must
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