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People with disabilities are at least twice as likely to
be victims of violent crimes and are sexually assaulted
at rates up to 7 times greater than the general
population.

BUT WE ARE NOT ALONE

Victim Services Programs are Here to Help

Victim services advocates work with individuals to reduce the effects of trauma.
They help by guiding individuals through the legal system and directing them to
organizations that provide important services like:

counseling

help getting property back

support when going into court
filing compensation claims

and many other important services

Victim services are FREE of charge. Your well-being matters and victim services
are there to help you.

For information about victim services in your area visit:

www.thearcca.org/victimservices

Cal OES

GOVERNOR'S OFFICE
OF EMERGENCY SERVICES

This publication was financially assisted by the California
Governor's Office of Emergency Services (Cal OES)
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else! We haven’t been going out too much just

hanging in the house or with friends. The good
thing about the cold weather is you don’t feel bad to
stay inside and watch TV. I have been soaking up foot-
ball playoffs, the SX (super cross) races that just started
and Winter X games, it’s been some great coverage and
everything has been very exciting. At least it gives me
lots to do.

l | tah has been pretty cold, much like every where

At Christmas we flew to Florida to hang with my family.
It was also my brother’s 18th birthday so we stayed at
Disney’s Fort wilderness campground for his birthday
and for Christmas. The day after Christmas we came
back home and hung out in Saint Augustine before we
had to head back.

We just kind of chilled at the campground, drove around
in the golf cart and looked at Christmas decorations. We
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put lights on our golf cart and my mom brought her
Christmas tree from home to help decorate our site, we
also stung up a bunch of lights and we brought our fire
pit so it was a lot of fun.

My mom and dad bought this new portable pizza oven
from Ooni, it has a brick stone and gets up to 925
degrees! We all made a bunch of pizzas and my brother
made a smores dessert pizza we had so much fun flour
was flying everywhere! My brothers girlfriend came for
a couple of days to hang out for his birthday, that was
nice because we all sat around the fire and we played
some games. My parents brought their 3 dogs plus my
brother and his girlfriend so me and Lindsey slept out-
side in our tent, it was actually lovely the weather was
perfect at night.

When we came back to Saint Augustine we got together
with all of our friends one night and went downtown,
that was a fun time we miss everyone. One of the nights
my family invited some of our family friends over that
we have known forever and we did an oyster roast out
in our backyard. I miss doing that so I'm glad we had
the chance to do that while we were home!

I’m going to pick up a new bike on Saturday and I'm

Ashley Fiolek

Women's MX Riding Coach

excited I will be able
to start riding again I
will just have to bun-
dle up! I'm planning
on riding the Day in
the Dirt races that
will be held at Dade
city in March. My
dad is going to ride
too and we are going
to be part of the iron
man competition. If
you guys are in the
Tampa/Brooksville
area in March come
on by and say Hi!
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YOURSUCCESS ™
BEGINS HERE

Building and supporting an inclusive workforce

Amazon is hiring near you.

Paths to employment - We have an entire team ready to help you with the application and interview
process. If you have a disability and need an accommodation during the application and hiring process,
contact our Applicant-Candidate Accommodation Team. You can reach us by phone at 888-435-9287
Monday through Friday, between 6 a.m. and 4 p.m. PT. Visit amazon.com/AJ2

for more information.

Guidance and accommodation - We offer services to help you maintain and return to work with career
counseling, matching your skills to job duties, discussing technology needs, and maybe even finding a new
role that is a better fit.

PwD Affinity Group - Meet and network with a group of your peers to help each other thrive and create a
more accessible Amazon, for customers and employees.

Find the right opportunity. Visit amazon.com/AJ2 to learn more or text PWD to
77088 to sign up for alerts from Amazon?

* By participating, you agree to the terms and privacy policy at sms-terms.com/amazon for recurring autodialed marketing messages from Amazon, to the
phone number you provide. No consent required to buy. Message and data rates may apply. Text HELP for help or STOP to end.

Amazon is proud to be an equal opportunity employer.




HUMOR THERAPY

Don‘t You Dare Laugh!

So, these two Jews walk in a bar and... Oops let me try
this. A Pollack and Catholic priest are in a plane and...
Never mind. A drunk Irish man runs into a Mexican and
says... I’ll leave that be. A black guy, a Chinese fellow
and a gay Swede were driving down the road... No, I
shouldn’t. What do you call a guy with no arms and...?
I can’t go there. Two blondes were driving, and one
thought her blinker wasn’t working... Forgive me for
not finishing any of the jokes, but I just couldn’t take
the chance of being canceled. I can take being booed,
humiliated, spit on, but not canceled. I have too many
meaningless things to say. This is where we’ve now
come as a society. We must all tiptoe on our words for
fear the someone or some group will be offended.

If, by chance, you have the guts to tell a joke these days
to someone, you must first look all around you to make
sure no one else can hear you because they may have a
stroke if it offends them in any way. Then you must
preface each joke with a disclaimer that protects you
from being labeled something terrible like a racist or
misogynist. “I love the Mexican people. Some of my
best gardeners were Mexican. And I must eat tacos three
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times a week. Anyway, how many Mexicans does it
take to screw in a lightbulb? Juan.” You see, you’ve
covered yourself. You let the person know that you’ve
had interactions with the Mexican population and con-
sider them good people. So, if you’re accused of being a
racist or xenophobe, you can remind them of your initial
addendum. Your protection clause. “No, no, no, remem-
ber I stated I’ve hired them before and even eaten their
food, so I'm good.”

Another trick that is often used before telling a joke is to
state that someone just told you this joke and you’re not
sure what you think of it. They ask you what it was, you
tell them then await their response. If they say, “That’s
terrible” you back track, agree with them then say some-
thing like, “I know. I didn’t even want to tell you it, it
disgusted me, so bad.” But if they laugh, you can now
take full credit without any reservations. “It’s a killer
one, huh? I’ve been laughing about it all day.” This also
opens the door to roll into some other jokes that you
have in your back pocket. You can fire them off until
you hit that one where they say, “Oh my God, that’s
really offensive.” Then you just backtrack and say, “I
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know, isn’t it? When Frankie told me that, I was pissed.
I said I didn’t appreciate it and told him to just keep
those jokes to himself. Racist bastard.”

In the olden days, when I grew up, life was not like this.
Believe it or not, people enjoyed laughing. They didn’t
analyze a joke wondering if or how it could be offen-
sive. They just took it at face value and if it was funny,
they laughed and, here’s the kicker, they moved on with
their day, even with a smile. I believe there’s only about
ten percent of the population that gets offended by
jokes. These are people who have no sense of humor, no
life and lack purpose that they feel they must right the
wrongs of society. Most of them have PHD’s so they
think they know what’s best for everyone. They get
shows canceled, comedians ostracized, employees fired,
etc. They demand apologies then never accept them. |
would like to go through their history and search letters,
emails, Tweets to pull out things that they said that was
inappropriate. Then, cancel their asses.

Sadly, it’s become a thin-skin society and we’re all pay-
ing the price. Our freedom of speech becomes more
eroded everyday. The offended are destroying the cul-
ture of fun for all of us because they lack fun in their
lives so why not tear it all down. Ban the laughs is their
motto. As a comedian, when I write a joke, I find myself
mumbling, “Nope, can’t use that one. It could offend
poodle owners.” We used to look to comedians to say
the things we were thinking, but didn’t have the guts to
say. But even the comedians must tip-toe with material
knowing one trans joke could end their career. We miss

Did you know that mankind was nearly doomed when treasonous animals
on Noahs Ark attempted a mutiny? Or that the entire Roman Empire
nearly unraveled when a crackpot Caesar swooned for—and married—his
horse? Were you aware that a flamboyant cowboy subdued bloodthirsty
gunslingers with a two-step? What abour the vaudevillian hack juggler who
received his first standing ovation in a coma? Don't freak if all this comes as
news. In Bygone Bzﬁoonery, Jeff Charlebois provides centuries aflaughs as
he rewrites the past in witty, short stories you won't find in any dusty library.

“From the moment I picked your book up until I laid it down
Ie Ised with laugh Someday I intend reading it

I9anoodang Imosx§

Groucho Marx

About the Author

Jeff Charlebois is a professional comedian and writer.
He's performed for audiences across the country,
published previous humor books, including Medieal
Secrets Revealed and Lg’fé Is A Funny Thing, and
written columns for Ability Magazine. He is currently
" at work on his debut novel. Charlebois, originally
from America’ erab eapital, Maryland, resides in the
Los Angeles area.
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you, George Carlin. Tell me he wouldn’t have field day
with the easily affronted woke crowd.

I used to love it when I ran into a friend and he would
say those six beautiful words, “Did you hear the one
about...” I never considered it a mortal sin to laugh at
stereotypes of groups of people. The Irish drinking too
much. The Italians in the mafia. The dumb Pollock. The
ditsy blonde. Can’t we just laugh, people? Keep in mind
that almost every joke has an element of truth given the
listener a connection that makes them laugh. Using
“rocket scientist” instead of “blonde” probably wouldn’t
work in your typical blonde joke. As a rule of thumb
regarding jokes, don’t analyze, just laugh.

Every year the bar gets raised higher to tell jokes that
won’t be construed as offensive. At this rate they’ll be
no jokes to tell. We need jokes! We love jokes! What
else is there in this stinking world. For all those who get
insulted and upset, keep it to yourself. Maybe consider
getting an emotional support animal. Don’t ruin it for
those who have a life. Here’s a news flash. If you find a
joke offensive, don’t worry, nobody dies. Just to fin-
ish... So, the blonde asks her to stick her head out the
window to see if the blinker is working. Her friend
sticks her head out the window and says, “Yes, no, yes,
no...” There, was that so bad. Now, just laugh and move

on with your day. BABILITY
% Jeff Charlebois

wheelfunnystuff.com

ABILITY



10 ABILITY



Wang Yuzhong:

Wang Yuzhong was born in Beijing in 1958 and survived
polio, Wang has persevered in the art of Chinese seal
cutting for more than 40 years. In his young adulthood,
his studies with Chinese seal cutting master Mr. Liang
Yanyu gave him a foothold in traditional Chinese seal
art. His further mentorship with Chinese calligraphy
virtuoso Mr. Kang Yin led to the development of his own
style. More recently, Wang’s move to the guidance of
traditional Chinese artist Fan Zeng elevated his callig-
raphy-based seal cutting skills to an even greater
height.

In the Analytical Dictionary of Characters, one of
China’s earliest reference books on the philology of the
Chinese language, the character “IJ”(pronounced “le”
in Chinese, as in “clutch”) is defined as a pattern of
lines that the constant forces of water may leave on
. rocks. It carries a cultural connotation that even the
slightest trickle of persistent effort can make a differ-
ence, attaching greater significance to a process-driven
mindset than to a result-driven approach, as the Chinese
four-character idiom “constant dripping wears away a
stone” implies. Nowadays, people seem more captivated
by the allure of instant gratification. They rush hither
and thither, trying to be everywhere, all for the sake of
achieving some result in the shortest span of time possi-
ble. Few would want to stay put and watch one slowly
drill through “stone.” But there are always individuals
who, with loyalty, tenacity and even ecstasy, save the
“stone” and keep it for as long as possible.

Deep in the China Bookstore on Glass Street in Beijing,
one can find a small room branded with the name “Le
Hut.” Wang Yuzhong, the owner of this property, refers
to himself as the “Seal Creator of Le Hut.” He’s been
practicing the art of Chinese seal cutting for over 40
years, during which time he’s refused all offers of finan-
cial support to open a seal boutique store in the capital
or to practice the art in Japan. He wouldn’t leave his stu-
dio, his city or his country. “There would be no art cre-
ation in its truest sense if I went to Japan, just a money

grab,” he said. “Things will not feel right if they are
separated from their own culture.”

Wang’s 10-sqm studio is
thy people come to seek
life well portrayed through
nese poem, “No one illiterate
But this is not what really matter.
matter is when his stone, by some te
dropped to the ground.

“I can hardly move when I see stones.”

When Wang Yuzhong was seven months old, he
infected with the polio virus (poliomyelitis). Fortunate-
ly, this turn of fate didn’t afflict him with a sense of
inferiority. “Don’t take pity on me,” he insisted.
“Although my legs and feet don’t work well, we are
equal.” Native Beijingers are known to have much
rolling off their tongues once they start talking, but
Wang is calm, reserved, but nevertheless sincere in all
he has to say.

Wang Yuzhong studied alongside able-bodied children
until he finished high school in 1975. His family started
to plan early for his future, hoping that he could support
himself as soon as possible. Chinese universities were
off-limits to students with disabilities at the time.
Wang’s uncle worked in the Capital Stenciling Factory.
A craftsman of the older generation, skilled in making
traditional Chinese hairpins of gold, silver and copper,
he offered Wang guidance and inspiration and brought
him into the seal cutting business. To secure for him a
job that could be performed entirely by hand, Wang’s
uncle took him to Liang Yanyu, a renowned seal artist
who also worked in the factory, after Wang graduated
from high school. There, he began to learn the art of
seal cutting and calligraphy. The seal cutting maestro
became a great positive influence, teaching Wang
Yuzhong not only how make good seals, but also how to
be a good man.
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Wang Yuzhong with Mr. Liang

Wang’s first job after graduation was in a mimeograph
factory set up by the Fengsheng Sub-District Office of
Xicheng District, Beijing, where most of the employees
were elderly or had disabilities. At first, he was assigned
to the printing work group. Later, he moved to the sten-
ciled lettering group. Over 40 years have passed, and
the factory has long ceased to exist, whereas Wang is
still in business today. This far exceeds his original
expectations. He had often entertained the idea of quit-
ting. “The reason I really couldn’t stay was the bad
environment,” he explained. “People around me either
were elderly or had disabilities, and many of them sim-
ply killed time at work, expecting government support.
The thing is, if you’ve lost your legs, you still have your
hands, and even if you’ve lost your hands, you still have
your brain. You’ve got to do something.”

Mr. Liang Yanyu once owned a famous stone seal cut-
ting franchise store —Engraving House —on East Glass
Street, until the People’s Republic of China was found-
ed in 1949. In the mid-1950s, the Engraving House was
merged into the Capital Stenciling Factory. About a
decade later, the brand name was restored to its original
status. Later, the Xuanwu District Government further
revived it at the Glass Street location.

In 1978, Wang Yuzhong left the mimeograph factory to
work in the Engraving House. He’d been one of the ear-
liest students there by the time China began to imple-
ment its reform and opening-up strategy. A ride on this
high tide would still require hard work. It seemed at first
like just another job, but as time went on, Wang found
himself increasingly drawn to it. He discovered that
whatever there is to be done, one must immerse oneself
in it completely. “Once you delve in, it will be amazing.”

Stenciling is also a step-by-step process, and handwriting

12 ABILITY

a standard script was all Wang did in the Engraving
House, as it is usually the step that follows engraving.
At that time, the rules were very strict, and “script
work” should be nothing other than “script work™. “If
we did something different, that would be thought of as
wicked and out of line. At that time, when we occasion-
ally spilled some creative juice, we would be criticized
for goofing around.” Several years later, a dissatisfied
Wang Yuzhong resolved to take a shot at being his own
boss.

One morning, Wang ran into a friend who was working
in the Industrial and Commercial Bureau, and their
exchange unfolded as follows:

“What keeps you busy these days?”

“Trying to start my own business. What would you say
about stenciling?” The question rolled off Wang’s
tongue.

“I see nothing wrong with that.”

Wang Yuzhong thus followed his friend directly into the
bureau, filled out the forms and then went back to work.
Surprisingly, he got his business license within a week.
Beijing’s first self-employer was licensed in 1982, and
Wang Yuzhong joined this new group in 1984.

Following the implementation of China’s reform and
opening-up policies, the number of foreign tourists in
Beijing began to rise. The Glass Street became a popu-
lar attraction, and with that emerged a group of gallery
and painting shop owners, including many of Wang’s
old acquaintances, whom he’d known ever since begin-
ning his apprenticeship. “At that time, most visitors
were Japanese. They were interested in painting and cal-
ligraphy, and had a big appetite for seals. One customer
bought as many as seven or eight seals in one pur-
chase.” Back then, it was common practice to attract
business at the airport and other destinations. It was not
easy for Wang to do that. The gallery owners would
send interested customers to his small studio.

He kicked off his business from home, starting with seal
cutting. Back then, he charged 30 cents for every char-
acter he was asked to engrave. “An apprentice and I
would have to cut as many as 120 seals in one night,” he
recalled. “Sometimes the order would arrive at 11
o’clock at night, and we would have to deliver it by 7
o’clock the next morning.” Staying up all night was a
new normal. On average, at least 40 or 50 seals were
carved every day, and the prices rose from the initial 30
cents to a staggering 5 yuan per character.

From his days in a home-based workshop to the current
era of the Glass Street studio, Wang Yuzhong has con-
tinued to occupy the same 10-sqm hut through more
than 40 years of changes. “In the 1970s and 1980s, one
could get rich by trading in calligraphy and painting
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antiques. If you put your mind to it, it may still be quite
good. But I have a one-track mind, and nothing else can
attract my attention. I can hardly move when I see
stones."

When you lead a horse to water

Seal cutting has a long history that dates at least to the
use of imperial seals and signets, the progenitors of
modern Chinese seals, in the pre-Qin period (2100 B.C.
—221 B.C.). Considering only their practical properties
will yield no understanding of how they ushered into
being an entire genre of art. Aesthetic value’s played an
equally important role.

From a stenciling worker to a respected expert in callig-
raphy and seal cutting, Wang Yuzhong is glad he’s
always had a teacher leading the way so that he didn’t
go astray. In his studio hang photos he took with three
masters of art: Liang Yanyu, Kang Yin and Fan Zeng,
all of whom were famous in China’s painting and callig-
raphy circles.

Liang Jin, a grandson of Mr. Liang Yanyu, has been
close to Wang for a long time, for they came up together
as fellow disciples. “My grandfather had many appren-
tices,” Liang recalled, “and most of them gave up
halfway, as they were not really into this art and craft, or
simply saw it as a way to earn money to pursue fame
and fortune. Yuzhong was the only apprentice my
grandfather took to heart after China’s reform and open-
ing-up in the 1980s.”

“From the moment he took me in to the day he passed

away, he never once raised his voice at me. Back then,
most teacher-pupil relationships would’ve involved at
least a few harsh scolds,” Wang Yuzhong said of his
teacher, expressing deep gratitude. Mr. Liang had
warned him, “Don’t take yourself too seriously, and be
modest.” To this day, Wang has kept this piece of advice
in mind, regardless of the skill he’s acquired. “There
will always be somebody better than you, so you’d bet-
ter be modest.” China Central TV once contacted him
about doing a show, but he refused. “Seal cutting itself
is an apex of art,” he maintained, “and anyone interested
will naturally want to learn about it. I don’t have any
stories to tell, just works to deliver.”

Mr. Liang died in 1998, leaving Wang Yuzhong feeling
empty. “My teacher was gone, and I lost my anchor and
had no idea where to go.” During that time, he put his
mind to making money, but the more contact he had
with the outside world, the less confident he became.

Wang’s second mentor was Mr. Kang Yin, who helped
him transcend the status of skillful technician and
become an artist and a master. In 1985, Wang began to
study inscription and calligraphy with Mr. Kang, a
philologist and epigraphist who believed that the appli-
cation of both calligraphy and seal cutting should be
based on a rigorous study of ancient Chinese characters
and knowledge of some pictographic rules. Mr. Kang
greatly inspired Wang in terms of bronze script, official
script and regular script. During his studies with Mr.
Kang, a dive into ancient Chinese characters broadened
his vision. “You can’t presume to study calligraphy just
because it’s a fad all around, or you’ll make yourself a
fool,” Mr. Kang would often warn his students.
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Wang Yuzhong

The project that has brought Wang the greatest satisfac-
tion so far is titled Lisao, the name of a classic Chinese
poem. It has 96 paragraphs, 477 sentences and 2,472
characters. This text took him more than five years to
inscribe on 217 stone seals. The idea originated from
Mr. Fan Zeng, a teacher whom Wang Yuzhong met
through a friend in 2002, and on whom he left a good
impression. “Known to me is a man of humble, loyal
and benevolent character, and his works are of unyield-
ing strength and integrity,” Mr. Fan said of Wang after
seeing a few of the seals that he’d brought to their first
meeting. “Come often when you have the time,” he
added upon parting. In 2008, Mr. Fan took in seven
craftsmen as his closed-door disciples and presented
each with a piece of his calligraphy work as encourage-
ment. To Wang Yuzhong, he gave the inscription,
“Extremely skilled and well off on a middle way.”

Mr. Fan Zeng told Wang to learn more about traditional
Chinese culture. When Wang was preparing to work on
Lisao, the sheer size of this project was intimidating.
“Take it slowly, it will take years of focused work,”
advised Mr. Fan. In 2019, Lisao was finally completed.
For Wang, this also marked a milestone of his profes-
sional growth over the years. Works of art invariably
reflect the course of social evolution. There were times
when fashion also intrigued Wang, but over time, he
found that his artwork was not meant to be fashionable,
and that he still needed to uphold tradition. “Working on
Lisao was like pumping the brakes,” he reflected, “when
I was headed in the wrong direction.”

“‘Hate’ or ‘love’ the stone?”

Randomly turning a page of the text version of Lisao,
Wang Yuzhong points to the characters inscribed in the
style of Yuan Zhuwen, one of the earliest seal cutting
artists in the Yuan Dynasty. “These lines are all alive,
and they run full and mellow, but now many people
don’t really care if they inscribe in Tiexian or Yuan
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Zhuwen Style.” The topic of seal cutting seemed to raise
his spirits. “Chinese seals follow strict rules,” he
explained, “yet with the right mix of both dense and
loose lines inscribed in a steady and natural manner.
Run wild as a horse, or close up tight in places where
you should. Qin seals are diverse in style and mostly
have dense patterns. What makes it a good seal is that
you can trace it back to something traditional. It’s not
just for fun.” He speaks of preserving tradition as if
there are engravings on his very veins.

When working on a new idea, Wang usually conceives
of it in his mind first instead of sketching it on paper.
“Once it’s there in my mind, I’ll write directly on the
stone and keep going as far as my mind takes me. Noth-
ing can hold me down. My thoughts are always chang-
ing, and I just go along until I can’t change anymore.”
Traditional Chinese culture has been passed down
through a continuous lineage and is vividly reflected in
seal cutting. Every character that Wang cuts out fits into
that tradition, though imbued with innovative elements
as well. New styles and patterns should always honor
morphological traditions.

Mr. Fan once joked, “You’ve been expressing enmity
for stones for decades, carving, cutting and grinding
them. Why don’t you simply call your studio ‘Stone-
Hating Cottage’?” After that, he thought about it for a
bit and then wrote a banner for the property: “Stone-
Loving Cottage.” But what does “love” mean here? “It’s
just that you have to love it to make something good
with it, just like loving your wife.” According to Wang’s
wife, however, he loves stone even more than he loves
her. “He doesn’t like to go out or travel,” she said. “He
feels right only when he settles himself in this room.”
The employees of China Bookstore arrive at work at
8:30 in the morning, but Wang usually arrives at 8:00
am, even on cold winter days, earlier than the security
staff. Sometimes, when it rains in the morning, making
his commute difficult, he waits with agitation. The
minute the rain stops, he dons his coat and hurries off to
his studio. Only then does he feel at peace.

“The insider knows the ropes,” as the saying goes. Peo-
ple in the seal cutting circle take pride in owning a seal
created by Wang, but the himself artist doesn’t much
care what others think of his works. “Anyone who
knows will naturally know,” he maintains. “Even me.
When I finish my work today —wow! But when I look
at it tomorrow, ouch! Art knows no end.” BABILITY

by Wang Yumeng

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



HBAE EFFETER.
MRER A D PROERMRE , M HoBR— B FFiE.

2012 % 3 A 31 B-E 35X 20:30 ¥ 21:30 www_earthhour-org.cn




1

B
g |

In my 54 years on this planet, I’ve yet to be late for Thanksgiving Dinner.

I’m not usually associated with giving up or giving in very easily either. 1 suppose that’s why I:have managed to
stay alive and ahead of all my life’s challenges.

Whether it was my ten-year custody battle ormy 17 years of living with a progressive, often debilitating disease
like Multiple Sclerosis, giving up is not usually in my bag of tricks. My story of finishing the incredible 2001
Iron Butt Rally on an impossible antiquated motorcycle taught me to explore every possibility and take risks and
long shots when faced with bad odds: Except for the $200 I-spent'on Bitcoin last year, my risks are met more
often than not, with great rewards.

Fmmnot like most motorcycle riders. I donjt care what color orhew-shiny my: bike is, I'don’t add fancybits to
make it pretty-or go faster and/T barely follow even half the recommended maintenance schedule.

My motorcycle is‘a-tool ~A vessel to transport-me from one place torthe next, often;across multiple states.and
time zones to-events where I speak, present seminars, fundraise or just display my bike and goal of riding a mil-
lion miles for MS My motorcyele is my car, my bus, my train and my airplane: It has fo start and un and be reli-
able; dependable and ‘as my life depends upon all of its systems-performing properly. Most,of all whatever [ :
throw my-leg oyver in-the morning must abovezaltelse; be trustworthy ‘
 attended all 8 of the Intéfnational Motorcycle Show outdoor events this year all acfoss the country. Unhke pre-
vious'years, all the events were at new. outdoorvenues and during the summier and fall when the weather provid-
ed better attendance by: folks Who wanted to ride in"as‘wellzas be able to test rlde new. models once they amved

4

The last IMS show.of-the 2021 season took place the Weekegd before_Thanksgiving in So"uthé_rn Califqrnia. L'Lke
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every cross-country trip I take, I loaded up the bike with
my clothes and gear, changed the oil and the rear tire
and headed out for a three day, 3300 mile ride from
New Hampshire to California.

The bike was rolling along great and I was making good
time until somewhere in Virginia. It was my third stop
of the day for gas and a quick restroom break. Getting
back on the freeway, I was soon met with stopped traffic
from an accident a mile ahead. As I was slowing to a
stop, the bike started to cough and the engine died. I
rolled over to the edge of the lane and tried to restart it,
but it would not catch. I tried a few more times as the
traffic was limping forward and finally it started, but
would not stay running. I found by revving the motor
constantly, I was able to move ahead with the traffic. A
few minutes of this and the traffic cleared the wreck and
we were running at full speed again. But the engine
wasn’t right, I was finding I had to keep it revving very
high to stay running. Once I reached a reasonable speed,
it seemed to do ok.

My first thought was I had picked up some bad gas at
the last stop and it was clogging the pump or fuel sys-
tem. My bike had 74,000 miles on it and fuel filters get-
ting plugged were common at about this mileage. I
seemed to be doing ok if I kept riding at high speed, so I
did just that. My thought process was that running
through the bad gas in about 4 hours would be easier
than having to find a dealer or a place where I could
remove and drain my tanks without losing a day or
hours that would make me late for California. My plan
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was to push through the bad gas as fast as I could at
high speed and refuel with cleaner gas as soon as possi-
ble. I hoped and believed this would clear it up.

Well, by the next day I had refilled 5 or 6 times, and the
engine did not get any better. It would not idle at all, it
would sometimes struggle to go 65 mph and other times
still pull hard at 80 mph. I was pouring in fuel additives
and snake oil at every gas stop hoping to unclog what-
ever was damaged by running the fuel through the
engine. One thing for certain was I was getting half the
efficiency I was used to, and barely 25 mpg!

I called my friends at Yamaha to discuss and asked that
they ship a new fuel pump and filter assembly to Cali-
fornia, where I would have a couple hours to swap it out
as well as the help of the factory technician attending
the trade show.

I made it to California, not without worry and fear, as
Los Angeles traffic is bad enough not having to navi-
gate it with a bike that stalls every time we slowed
down! I arrived exhausted, beaten from the uncertainly
and dread of breaking down each of the three days and
45 hours I spent attempting to reach the other side of the
country, but received that we would fix it and I would
be able to have less stress on the ride back home.

The show was busy, but I managed to get the new fuel
pump installed between delivering seminars and greet-
ing fans. My bike was hidden from display as tools and
parts were sprayed all across the ground waiting for me
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to complete the repairs. The tech brought me a set of
spark plugs and an air filter and we also changed the
past due oil and filter, hoping the bike would run like
new again. Unfortunately, after a day of repairs, it still
ran terribly. The computer did not show any electrical
issues and all fingers were now pointing to the fact that
I had just ridden it 3000 miles in very poor condition
and probably messed up the injectors or damaged the
valves.

By Sunday, I had removed, cleaned, tested just about
everything I could manage to get to in a parking lot with
limited tools. My engine had real damage and needed to
be brought to a dealership for diagnosis and repair. I
was faced with a grave decision.

I saw only two options. I could leave the bike and all
my gear at a California Dealer, try to find a flight
Thanksgiving week to New Hampshire and then a return
flight after the bike was fixed, possibly months later.
Or, I could take a big chance and try to limp the barely
running bike 3300 miles home, crossing the entire coun-
try yet again. Of course, it was the week of Thanksgiv-
ing, and if riding through holiday traffic on a bike that
wouldn’t idle or go over mountainous hills was bad
enough, I also had to be home the day before Thanks-
giving if I wanted to stay happily married!

The Technician in California wasn’t very pleased with
my choice to risk breaking down and further damage to
the motor, and bet me $50 the barely running bike

would not make it all the way to New Hampshire.

I choose to ride Yamahas because they are dependable,
reliable and have never left me stranded. Any and all
issues I have had over the last 500,000 miles were self-
induced, and if I did break down heading for home it
certainly would not be the bike’s fault. After getting me
to California I felt I could trust my bike to do it’s best
and I was not about to give up either.

Despite learning afterwards that my
engine had suffered a
burnt valve
and I was
riding with
Zero com-
pression in
one of the two
cylinders, my
T7 and I rode
across the entire
country in three days,
arriving home just in
time for turkey, hot
potatoes and the best
gravy ever! EABILITY

NutOnaBolt.com
LongHaulPaul.com
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STEPHANIE ORTOLEVA

With a resume spanning decades, Stephanie Ortoleva, Esq. has founded, headed or sat on the
boards of more groups and organizations than one could hope to shake the proverbial stick at.
A civil rights attorney and scholar by training, she served in the US Department of State from
2004 to 2009 as a Human Rights Officer and as the Disability Coordinator. During that time,
she represented the US government at the negotiations of the United Nations Convention on
the Rights of Persons with Disabilities (CRPD), worked in partnership with the UN and the
Organization of American States, and advanced the participation of women and persons with
disabilities in areas including peace-building and post-conflict resolution, economic develop-
ment, violence prevention, environmental preservation and fighting infectious disease. In 2009,
she received the prestigious Franklin Award for her work on human rights and was the State
Department’s featured employee for Women’s History Month. And yet, as far as Stephanie was
concerned, she was only getting started. Frustrated by the absence of intersectional initiatives
for women with disabilities, she founded her own organization. Women Enabled International
(WEI), incorporated in 2011, partners with grassroots organizations around the world to pro-
vide support and resources to women with disabilities and arm them with international exper-
tise and legal tools. After serving for 10 years as WEI’s executive director and heading up pro-
jects around the globe, in 2021 Stephanie decided the time had come to pass the torch to the
next generation. ABILITY Magazine’s Mekiya Walters spoke with her about making the world
a little bit better for women with disabilities than it was the day before.
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Ortoleva & US Congresswoman Shela Jackson Lee at IFES Congressional Briefing on Women with Disabilities, Peace & Security — 2016

Mekiya Walters: What motivated you, as a young per-
son, to pursue this particular constellation of interests:
law, activism, scholarship and civil rights issues?

Stephanie Ortoleva: Well, I was born with low vision
and gradually became blind, so a lot of it was lived
experience. I have a degenerative condition called con-
genital glaucoma. Basically, there’s too much pressure
in my eyes, and that caused damage to the retinas and
the optic nerve. Nowadays, they have surgical tech-
niques for it, but back then, there was nothing the doc-
tors could do.

I grew up in a suburb of New York City, and I was one
of the first blind people in the community to go to a
“regular” school, as opposed to a segregated program
for people with disabilities. That made a big difference
for me. It gave me a sense of empowerment and made
me feel that [ was part of the mainstream community.
I’ve retained that feeling all my life.

My parents were very supportive. Very loving. My
extended family was another story, but they didn’t have
much say in raising me. In my early years, I didn’t
experience much discrimination. When I got to high
school, there was one teacher who told me, quite blunt-
ly, ““You really shouldn’t go to college, you know.
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You’'re just a blind woman.” That upset me! Of course, I
went to college. No one tells me what I can’t do. I met
some very supportive professors, I worked hard, I did
well, and years later, here [ am.

Mekiya: Here you are! That would’ve been—what? The
’70s? There wouldn’t have been much assistive technol-
ogy available then. How did you navigate the education
system? Were you mainly using Braille?

Stephanie: I never actually learned Braille. Earlier in
life, I wasn’t totally blind, and I'd always find myself
cheating by looking at the dots whenever I tried to learn.
Turns out that wasn’t very productive! I just read large
print until I couldn’t anymore.

Mekiya: And then?

Stephanie: I taught myself to use screen readers once
they came along. That made a big difference for me,
personally and professionally. It was very, very liberat-
ing. I got pretty good with technology, to the point
where my husband was the one asking me for help with
the computer, and he has no visual disability at all. 'm
not quite on the cutting edge like I once was, though;
I’m one of the few people still using the old Window-
Eyes program. At some point, I know I’ll have to teach



myself JAWS because it’s the dominant program now,
and Window-Eyes has mostly been discontinued. But
the thought of tackling a new software right now, in the
middle of starting a business, is a bit daunting.

Mekiya: Understandable. I want to talk about the busi-
ness, but first, going back to your college years--

Stephanie: Yes. I graduated and worked a couple jobs,
but at a certain point, I began to feel that the law was
calling to me. There were people who discouraged me
from leaving my established job and running off to law
school, and I think they had good intentions, but again,
no one tells me what to do. I went to law school.

Mekiya: To study international law?

Stephanie: Back then, most American law schools,
including my own, focused only on domestic law. I
studied constitutional law and civil rights law. Interna-
tional law came later, when I was working for the State
Department.

Mekiya: Did they hire you straight out of law school?

Stephanie: No, I started with the US Department of
Education, in an office specializing in civil rights--
where I met my husband, actually. You know, office
romance: that taboo thing that was strongly discour-
aged!

Mekiya: Wait, I want to hear more about that. Do tell!

Stephanie: Well, it’s funny, isn’t it? Once you reach a
certain age, you’'re either going to meet your partner
through your friends or through your office. Work is
such a dominant part of one’s life, there’s no point in
trying to keep romances from occurring. My husband
and I were very discreet, of course. Some of our col-
leagues didn’t even know we were living together. That
went on for a couple of years!

Mekiya: So, you were in stealth mode, I guess?
Stephanie: Exactly!
Mekiya: Right. Okay, back to the State Department--

Stephanie: The State Department. I was getting more
and more interested in international issues while I was
working at the Department of Education, so eventually I
found my way over to State.

Mekiya: What was your purview there? Were you work-
ing on women’s rights issues? Disability issues?

Stephanie: Human rights. Which is a pretty broad
umbrella. One day, I’d be working on women’s issues,
and the next I’d find myself working on disability
issues. After a while, I began to notice how the work on

women’s issues rarely included women with disabilities,
and the work on disability issues rarely included
women. At a certain point, I decided to leave that job so
I could drill down on the intersection of gender and dis-
ability.

Mekiya: Was that when you founded Women Enabled
International (WEI)?

Stephanie: Exactly.

Mekiya: I’m curious, since we’re an international maga-
zine, about the international trajectory your career has
taken. How does your international perspective inform
your work?

Stephanie: I think it’s essential to approach any kind of
international collaboration as a cooperative effort, not as
something dictated by me or anyone else here in the
Global North. The concerns that I have, as a blind
woman in the US, are going to be very different than
those of, say, a blind woman in Guatemala. We were
always committed to approaching our partners as the
experts on the situations in their countries because, if
you’re in Uganda, you’ll know a lot more than I do
about what’s going on in Uganda. Obviously. We
weren’t there to tell them what to do. We were there to
provide them with resources.

Mekiya: What kind of resources?

Stephanie: A lot of it was legal guidance. We’d help
them identify whatever leverage they had and how to
apply it. Basically, we’d teach them how to work the
international system. We’d also mediate conflicts some-
times. For example, in one country, there was a conflict
because the disabled women felt they weren’t being
included in what the disability rights movement was
doing at the international level. We supported the
women and made sure they had a seat at the table.

Mekiya: Did you collaborate with third parties?

Stephanie: We’d often work in partnership with the
United Nations. Whenever a government ratifies a
treaty--not something we’re all that familiar with here in
the States; we still haven’t ratified several important
human rights treaties!--that government comes up for
review every few years by the body that supports the
treaty. Sometimes, we would work with our colleagues
in other countries to help them prepare and submit shad-
ow reports to the treaty body.

Mekiya: What’s a shadow report?

Stephanie: The government has to submit a report, but
the public can send the treaty body one of its own,
which is called a “shadow report” because it sort of
shadows the government’s report. International collabo-
ration is especially important here because it makes it
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harder for hostile governments to intimidate their critics
or suppress information that might cast a negative light
on them.

Mekiya: I think you were alluding just now to how the
US still hasn’t ratified the CRPD. What impact has that
had, if any, on your work with WEI?

Stephanie: Not much because our focus is global. We’d
occasionally prepare reports on things going on in the
US, but that’s really not the focus of our work. That
said, it’s disappointing, infuriating, mind-boggling that
the US hasn’t ratified that treaty! Especially since we
were so active in drafting it.

Mekiya: You were one of the delegates, weren’t you?
Stephanie: Yes. When I worked at the State Department,
I was part of the US governmental delegation that nego-
tiated the CRPD.

Mekiya: What was that experience like for you?
Stephanie: It felt a bit strange, to be honest, because 1

was officially representing the US government, but in
my heart of hearts, I was more on the side of the
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Ortoleva and UN Special Rapporteur on Violence Against Women Rashida Manjoo — 2011

activists. I met a lot of activists there because it was one
of the first major treaties where a lot of non-governmen-
tal organizations were actively involved in the negotia-
tions. I also got to meet with leaders from some other
governments, which, frankly, were far more supportive
of disability rights than our own.

Mekiya: How did the negotiations work? How were
compromises reached and decisions made?

Stephanie: As with most negotiations, there was the for-
mal part, where nothing much really happened. Repre-
sentatives from different governments would get up and
give prewritten speeches. And then there were the infor-
mal negotiations--the backroom conversations, if you
will--where the real work got done. That’s where we’d
make each other promises, haggle over compromises,
trade power, if you will.

Mekiya: Since then, have you witnessed significant
changes in the international disability rights movements,
especially with regard to women with disabilities?

Stephanie: Nowadays, there are many more organiza-
tions focused on disability issues than there used to be.
That’s happening all over the world. And more of those



organizations are run by women and focus on women’s
issues. It seems to me that women with disabilities are
really beginning to claim their share of power in the
world. In more and more countries, we’re making our
voices heard.

Mekiya: That encouraging. How do you think it’s mani-
festing in day-to-day life, at the grassroots level?

Stephanie: Hard to say because it’s different everywhere
you go. In my personal experience, when I went to law
school, and even when I first started teaching, none of
the law students had ever met anyone with any sort of
disability. At least not that they knew of. As time’s gone
on, especially in the last several years or so, it seems
like that trend has almost reversed. Pretty much every
legal intern who’s worked with me recently has had
some kind of prior experience. Most say they’ve had
classmates with disabilities. Maybe it’s just selection
bias--after all, they’re the ones who chose to work with
me--but still, it’s encouraging.

Mekiya: Does that change the dynamic in the class-
room?

Stephanie: It changes the comfort level. Nowadays, the
non-disabled students and interns seem a lot more com-
fortable working with me. They’re not so timid. They’re
not walking on eggshells all the time. That’s good
because we don’t have to spend so much time figuring
out boundaries. We can just dive right in and get more
work done.

Mekiya: Do you think there’s been a corresponding shift
in media representations of persons with disabilities? Or
is the media still behind the curve?

Stephanie: Definitely still behind the curve. There’s
very little attention paid by the media, in the US or
internationally, to disability issues. Especially where
they intersect with women’s issues. At WEI, we made
some efforts to reach out to mainstream media outlets
to get these issues covered, and we found that it’s
extremely difficult to penetrate the mainstream media
sphere. Maybe they’ll do some cute little story on Inter-
national Disability Day, but even then, they’ll end up
applying some outdated framework, like the medical
model. They don’t seem to think there’s any appetite
whatsoever for--well, for what we’re doing now. A
deep, probing interview.

Mekiya: Speaking of the medical model and problemat-
ic frameworks, how do you feel about the terms we use
to talk about these issues? Words like “disabled” and
“non-disabled”?

Stephanie: I'm troubled, frankly, by the language we
use. “Disability.” “Handicap.” They’re not very positive
words. They’ve been imposed on us by the outside
world, so that’s problematic, but even when we choose

our own language, there aren’t really any easy answers.
For example, with person-first language, you’re sup-
posed to say “person with a disability” instead of “dis-
abled person.” But for disabled women, it gets a bit
trickier. Whichever one you put first, that’s the identity
you’re emphasizing. So, are you a “‘woman with a dis-
ability,” or are you a “disabled woman”? There’s a lot of
disagreement around that.

Mekiya: Where do you come down on that? Which do
you put first?

Stephanie: It depends. In some circumstances, my gen-
der has a greater impact on the interaction. In others, it’s
my disability. I thought about that a lot when I was
founding WEI. I knew I didn’t want to call it “Interna-
tional Disabled Women” or something like that. I went
with “Women Enabled” to put the emphasis on what we
can do.

Mekiya: I guess you’re probably going through that
process all over again, now that you’re starting a con-
sulting business.

Stephanie: Yes. By the way, I want to say something
about why I left WEI. My mother used to have this the-
ory that, every year, on her birthday, she ought to find
one new friend who was one year younger than the
youngest friend she already had. That was how she kept
up with the younger women. She taught me how impor-
tant it is to connect with young people and draw from
the strengths of the upcoming generations. That’s why |
left WEI. As the founder, I was always going to have a
lot of influence and power in that organization, and I
didn’t want my objectives and ideas to overshadow
those of the younger leaders. I think it’s vitally impor-
tant that they’re not just involved with this work, but
also empowered. Without young leaders, the movement
will die.

Mekiya: You don’t hear that very often. I really appreci-
ate it, actually. From where I’'m standing, as a Millenni-
al, it does seem like we’re more often shut out of power.
But at the same time, you’ve got a lot of experience and
institutional memory that younger people don’t have,
and you need that to accomplish anything of substance
in the world. Are you also finding ways to pass that on?

Stephanie: That’s why I’'m starting the consulting busi-
ness, so I can keep working on the issues I care about
and passing on knowledge to anyone who wants it or
needs it. I’m still figuring out exactly how it’s going to
work, but I know the primary goal is to help individuals
and organizations understand what disabled women and
girls have to offer and how to include disabled women
in their work. B ABILITY

stephanieortoleva.com
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ALLWHEELS UP

Michele Erwin is a mother on a mission. After experiencing the struggles of traveling by
air with her son, who has spinal muscular atrophy, she had a “call to action” moment--
something had to be done to make air travel accessible to the disabled community.
Michele soon learned that there was not a single organization out there even talking about
wheelchair accessibility on airplanes.

Michele’s mission took flight when she founded All Wheels Up in 2011. All Wheels Up
is a research organization that advocates for wheelchair accessible air travel and crash
tests wheelchairs for commercial flight.

While still working full time in the fashion industry, Michele’s dedicated focus has
brought together key players from air industry, wheelchair manufactures, and disability
rights organizations to discuss the idea seriously and in practical terms.







Denise Miller: How did you get involved going from
fashion design into airplane wheelchair accessibility
design?

Michele Erwin: I have a son who has spinal muscular
atrophy or SMA. It’s a neuromuscular illness very simi-
lar to ALS, but it affects children. It’s a muscle-wasting
illness. He uses a wheelchair.

I was traveling with him when he was young and
learned very quickly how difficult it was to travel with a
wheelchair. On a very frustrating flight, I was thinking,
how is he going to do this when he goes off to college
or has a career and needs to travel for work? It dawned
on me--how do people travel by air with wheelchairs?

When I got off that flight, I started doing research and
learned that there was not a single organization out there
even talking about wheelchair accessibility on airplanes.
There was no one to call, no group to join, no one to
share frustrations.

It hit me then that something’s got to change. To be hon-
est with you, I wasn’t really looking to create a compa-
ny; I wasn’t looking to invest my life to trying to move
this enormous air travel elephant! (laughs)

Miller: (laughs) What did you decide to do? Where did
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you start?

Erwin: I decided that I was going to stick my flag in this
issue and say, “OK, this is what I want to work on.” 1
decided to move accessible air travel forward--more
than the small box that the airlines regulated it in. The
airlines general perspectives were “we’ve made it as
accessible as we can,” and expected the disabled com-
munity just be happy and accept that they tried to
accommodate us.

Looking around me, I saw many modes of transporta-
tion offered disability travelers accessibility, like, lifts
on buses, trains, wheelchair accessible cars, and more. I
knew it was time make air travel as accessible as any
other mode of transportation to the disability communi-
ty. So in 2011, I started All Wheels Up.

Miller: So what is All Wheels Up? Is it a business or a
non-profit organization?

Erwin: All Wheels Up is a non-profit. We don’t make
anything. We don’t sell anything. We do not design any-
thing. We are set up like a cure-based nonprofit. We
advocate for wheelchair spots on airplanes. We advocate
for funding in Congress and for things to happen.

We learned in 2011 that wheelchairs and wheelchair



securement systems that are currently on the market
today pass a 20g crash test. The airplane seats that you
and I sit in today are tested at 16gs. Just putting these
numbers out there, it begged the question of why could-
n’t there be a wheelchair spot on airplanes if wheel-
chairs and tie-downs already go through the rigorous
testing that they do.

Miller: Tell me about the wheelchairs spots and locking
systems. How does it work?

Erwin: Our proposal is for those who use electric wheel-
chairs, as well as properly modified manual wheel-
chairs, to independently maneuver themselves onto the
plane into the designated wheelchair spot. The wheel-
chair passenger could enter by either the front or rear
entry of the plane. The passenger can fly comfortably
and safely in their own chairs.

We have researched the crash test worthiness of wheel-
chair restraint systems and wheelchairs for commercial
and private flight. All Wheels Up conducted the first
ever crash test for wheelchair spots. We funded two
crash tests one in 2016 and one in 2019 —both proved to
the FAA that the wheelchair spots were able to with-
stand 16 G-forces.

We don’t think that there will be one type of wheelchair
spot that will work for all airlines or all airplanes. I
believe that there are multiple configuration ideas. We
live in a world where every organization is full of ideas,
and I think all of them should come to the table and all
of them should be funded for research.

As for the locking systems, there isn’t a device today
that exists that the FAA has said is suitable for air travel.
There are multiple companies working on that. But the
goal is that there would be a universal locking system,
just like in your minivan or on the bus that would be
able to tie down any wheelchair. That is the ultimate
goal. The goal is for the wheelchair user to use their
favorite chair brand per se and not have to use a differ-
ent brand. We are working with all of the wheelchair
manufacturers.

Miller: Can you explain the cure-based non-profit
approach?

Erwin: When I was saying we’re set up like a nonprofit
cure-based organization, they pay for all the tasks in the
pipeline to a cure. There are maybe five tasks to that
cure. We’re paying for all of those tasks to be investigat-
ed and researched. We don’t necessarily believe that,
just like in drugs, that there’s necessarily one solution.

Sorry that my dogs are barking!
Miller: (laughs) That’s OK! They’re excited!

Erwin: They’re as excited as I am, darn it! “Where’s

that wheelchair spot?”

Currently, we’re funding university projects for support
data, such as, budget impact models, regarding adding a
wheelchair spot. Airlines may consider this a cost detri-
ment, but we want to demonstrate that by adding a
wheelchair spot you can save money and increase rev-
enues.

We’re all about information-sharing. We have been
speaking for over ten years with the regulatory agencies,
FAA, the FDA, DOT, RESNA, and other organizations
that create these standards. We want and encourage all
of these manufacturers to talk to each other. We goal is
to get everybody collectively working on accessible air
travel; working toward the same goal.

Miller: Were you aware of the PVA's fight for the airline
industry to keep tracking damaged wheelchairs?

Erwin: All Wheels Up works very closely with PVA and
we are a part of the PVA informal coalition that works
towards accessible air travel. We have a very good
working relationship.

Miller: Do you know of Dr. Haseltine’s work on protect-
ing wheelchairs during travel?

Erwin: I am not familiar with Dr. Florence Haseltine
personally, but I am aware of the cases. All Wheels Up
applauds all work being done to improve accessible air
travel. We are working on the long-term goal which is a
wheelchair spot that will translate to safer travel for the
wheelchair user (both physically and physiologically),
as well as reduce the risk of damage of the wheelchair
because it will be used as its intended use a transport
seat vs luggage.

Miller: Where are you today?

Erwin: We’re funding a strategic roadmap uncovering
what actions need to be considered —like, financial
impact, safe evacuation plans, and standards for wheel-
chairs that can be used in the designated spots. We are
asking the hard question: how do we get from today,
with no wheelchair spot on airplanes, to implementation
and certification?

Every organization is considered a stakeholder--whether
a plane manufacturer, an original equipment manufactur-
er who creates the inside of the airplane, to the wheel-
chair manufacturers and the wheelchair tie-down manu-
facturers—what is their role? When do they step in?
When do they step out? When do they have to all work
together? We’re creating that road map because now we
have multiple organizations that haven’t necessarily ever
worked together before, but are focused on the same
goal. We want to create a successful collaboration.

Miller: You’re like a hub.
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Erwin: Yes. I definitely would think that we are the pro-
ject manager of this in large scale, absolutely.

As funders and project managers, we make sure that the
ball doesn’t get dropped. We constantly beat that drum to
make sure that the work is being done. If we have to fund
it ourselves, we will, because we wouldn’t be having this
conversation today about a wheelchair spot on airplanes
if it wasn’t for the fact that All Wheels Up paid for the
first round of testing back in 2016 and then subsequently
funded the next round of testing in 2018. Airlines asked a
lot of questions and we answered those questions. So
basically, that’s what we do. The airlines said, “Great,
you’ve proved it’s possible. What will it cost me?”” That’s
now what we’re coming to the table with.

Miller: How is a wheelchair stored during the flight?

Erwin: Power chairs, and any other heavy wheelchair, are
stowed in the cargo part of the aircraft. The DOT requires
airlines to return your assistive device in the same condi-
tion as it was received. However, that does not always
happen. The working number that we’re using, because
it’s good data before COVID, is 28 wheelchairs are dam-
aged per day. That’s over 10,000 annually.

Miller: That’s a lot of damaged chairs.

Erwin: At the end of 2018, the government started
requiring airlines to report the number of damaged
devices. We are funding a paper right now to get what
those numbers were prior to 2018.
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We’re also going to do a forward trajectory of what these
numbers could look like in the future if nothing is done.
I'm a part of the ACAAA informal working group coali-
tion of large organizations like Paralyzed Veterans of
American, which leads that coalition, and others, but some-
thing I learned just recently is that while there’s a mandate
from the FAA Reauthorization Act for fines, no fines are
actually implemented for damages of wheelchairs.

Wheelchairs are frequently damaged; there are cases
where chairs have been dropped on the tarmac, and even
lost. Disability activist Engracia Figueroa died in Octo-
ber 2021 due to the damage done to her custom chair by
the airline. Engracia used a loaner chair that airlines
gave her in July while her chair was being repaired. She
ended up with sores because of an ill-fitted chair .She
died due to the complications from the sores. We
already know that there will be a public hearing with the
DOT to discuss the damages of wheelchairs.

Miller: That is terrible. People’s chairs are their life-
lines; it’s their connection to the world.

Erwin: I think for damaging someone’s wheelchair is
basically breaking their legs and their hearts. For the
sake of argument, let’s say the airlines are fined $700
per damaged chair. I think it should be more, but let’s
use it. That’s over $7 million on 10,000 wheelchairs.
What we should also be asking is why aren’t the airlines
fined? I understand that they’re paying damages to
wheelchairs, but why aren’t they being fined? I think we
should definitely be asking our Congress people why



this hasn’t been implemented.
Miller: How has the pandemic impacted your activities?

Erwin: Back in 2020, when the world shut down, we
were told that there was no appetite for accessible air
travel. While there wasn’t necessarily “work to be done,
we didn’t stop. We worked internally, figured out what
we’re going to do.

We launched our Fly Safe Today program. In our initial
pilot program, we gave away special needs harnesses
for those with reduced upper trunk strength to support
them in the seat during air travel. We also gave away
ADAPTS evacuation slings that can assist crews trans-
fer special needs passengers in emergency situations.
We ran out within 48 hours. We are now funding anoth-
er hundred sets. We don’t feel that people with disabili-
ties need to fund their own safety, and if the airlines or
airplanes or airports aren’t going to provide this, we’re
going to try to do that. We’re now providing these for
free, all contingent on funding.

We have a deeper waiting list than the hundred, because
there is such a need in white space for this program. It
would appear that, again, we were the only organization
looking to fund research for a wheelchair spot and the
only organization looking to fund safe, accessible air
travel within the parameters that is it today.

Also we are advocating in Congress for very specific
ADAPTS evacuation slings to be added to every emer-
gency kit, of which there are three on any single-aisle
airplane, to be added to every plane.

Miller: How are the slings designed to work to help
evacuate a disabled person?

Erwin: The slings can be brought on in the passenger’s
bag. If there is any emergency, the sling can slide under
the passenger. The sling is from the head to below the
knees. I think they’re over six foot long. And they have
multiple handles on each side. Several people can get
that person down in the aisle and onto the sling. The
sling can then be lifted by flight attendants or good
Samarians, and the passenger can be carried out safely.

This sling has already been used in an emergency situa-
tion. We sent this information on this particular evacua-
tion to the FAA, the DOT, and the Senate Transportation
Committee. This particular device was used in an emer-
gency landing at Dulles Airport in 2018 with a young
man who had cerebral palsy, and he was safely evacuated
down the deployed slide. There was smoke in the cabin,
and other people with disabilities and elderly were left on
board because the crew didn’t know how to get them off
of the airplane. The ADAPTS evacuation sling was bor-
rowed from this family because the flight attendants were
unprepared. They borrowed this ADAPTS sling from this
family to rescue the other people from that airplane.

If this is not an example of the airlines being ill-pre-
pared for an emergency when it comes to people with
disabilities, I don’t know what is.

Miller: What is Congress doing? What’s the next thing
that’s slated for you to talk to Congress about?

Erwin: We have a lot of different projects that we’re
working on. The first one is the ACAAA, the Air Carri-
ers Amendment Access Act. That is an updated version
of the ACAA, which is the Air Carriers Access Act. Dif-
ferent wording is being added that specifically to make
airplanes more accessible. We tried to get an expanding
wording in there than just the very broad stroke of makes
planes “accessible.” We wanted to specifically have a
wheelchair spot added to that. We were unsuccessful.
However, we think maybe in the 2023 FAA Reauthoriza-
tion Act, we push a little harder and maybe see where we
can get there and ask for maybe funding for the OEM to
invest specifically into that.

Erwin: There are so many things that we need to investi-
gate. I’d like to see the reporting of how many disabled
people are injured whether it is from the transfers from
the wheelchair to the airplane seat or sustained injuries
because of not having their wheelchair. I'd like to see
some of these numbers. Just like we’re really surprised
with the number of damages of wheelchairs, I think
we’d be really surprised. I have been told that Engracia
Figueroa’s death is not the first one; it’s just the first one
that’s been reported.

We need to make sure injuries, meaning pressure sores
or anything like that, are also documented. If this is hap-
pening, we should see if we can get the airlines to pay
for medical services in addition to wheelchair repair
damages.

Miller: So this kind of comes full circle--back to the
wheelchair itself. Don’t airlines have guidelines on how
to stow wheelchairs?

Erwin: There is work being done by a lot of organiza-
tions, the airlines, the wheelchair manufacturers trying
to figure out what the best way is to handle wheelchairs
and have them be stowed. At the end of the day there is
no best way.

For example, we can say, the best way for a 400-pound
wheelchair is to have a lift and the lift from the ground
up into the conveyer belt and in. Even if one airport has
one lift, it’s not getting to the gates that are in need of it.
If there are over 40 gates at an airport, you need more
than one lift.

Miller: Would this fall under a safety violation by dam-
aging the wheelchair?

Erwin: I don’t know if this is necessarily a safety issue
in respect to the damage to the wheelchair. But I would
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say that probably a safety violation is that airlines are
the only organizations that get to sidestep OSHA. If you
read OSHA regulations, employees can’t lift over 50
pounds, and especially not in a twisting motion. You are
required to use special devices. Airline crews are lifting
disabled people into an airplane seat, and on top of that,
they’re doing that lift into twisting motion in a very
small, very restricted area. And then you have four peo-
ple lifting a 400-pound wheelchair, that’s still 100
pounds, 50 pounds over OSHA’s regulations.

Again, the airlines and the airports are the only organi-
zations that are not fined by OSHA in regards to not
meeting these safety regulations. To me, it’s always the
why. Why? Everybody keeps saying that the airlines are
so big, things like that. To me, that’s an interesting—
when I learned that, that’s interesting to me, that there
are no fines there, either.

In our budget impact model, we’re also showing how
many airline staff are out on disability whether it’s the
lifts of the wheelchair or the lifts of the people getting
into the airplane seat and how many people are out on
medical disability. However, why aren’t there fines also
being incurred by these organizations for putting these
people at risk?

Miller: Really, it’s a very complex problem!

Erwin: Quite, quite, yes. The airline industry that says
they’re all about standards and the rules, but they don’t
seem to follow the rules when it suits them. That is what
amazes me is, they’re all about the red tape, but they
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can easily skirt any of the rules when it bene-
fits them.

Miller: Are the airlines losing potential cus-
tomers from disabled community?

Erwin: One hundred percent. We know about
40% or more of disabled people do not travel.
If you think of one person who uses a wheel-
chair who won'’t travel, they typically don’t
travel alone. If you say 40% or more people
aren’t traveling, think of that one ticket and
times it by four because that one person is
traveling with a significant other or an aide or
their entire family. If they could have the
opportunity to fly, instead of driving to that
destination, they would fly to that destination.

Miller: Right. And definitely it’s not all for
pleasure. I’m sure it’s for medical care and
medical assistance, research, test trials, things
like that.

Erwin: Absolutely. We are communicating
and trying to work with the pharmaceutical
companies and talk about our work and say,
“We’re here for you. You’ll get access to clini-
cal trials, access to your medicine, access to
care.” We’re definitely beating that drum as well. It’s a
multifaceted problem, and when you start unraveling
this very large onion, and it has so many layers, it’s not
even access to care, what about fair and equitable
employment. We know people who have to take their
own vacation time to drive to conferences, to business
trips because air travel is not accessible. Why are they
expected to take their own private vacation time to drive
because they need to be at peer-related events?

If large employers, say the Fortune 1000 companies are
saying that they want equitable employment for people
with disabilities, and then this should also be on their
platform, making sure that accessible travel is there for
their employees.

We’re working on a new bill to create special funding
specifically for accessible air travel, so OEM can get
that special money. Whatever we’re working on, you
can keep informed if you follow us on social media.

Miller: What does your son say about you and all your
energy for him and his future?

Erwin: He’s 14 now. I started this 10 years ago. He
loves it. I don’t think he knows a life without it. He’s
used to Mom traveling for this all the time. He knows |
go to Washington DC a lot or other places around the
country and the world to talk about accessible air travel.
I think he’s proud of me. WABILITY
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Have you ever thought of hiring employees
with disabilities? Perhaps it's time. It is true
at people with disabilities are a little...
different from your average employee.

They work a little harder, care a little more
and actually show up on time. Your only
regret will be you didn't find them sooner.

a click away

Are you a person with a disability who wants
to work?

Qualified? Capable? Anxious to prove things
to an employer? We've got plenty of job
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and government who want to hire. We're
warning you though, they might be a little
biased. After all, since many already employed
people with disabilities, their expectations
might be a bit higher than average.
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Lu
RANDALL

Born and raised in Rochester, New York, Lu Randall earned a
BS in art therapy and art education from Buffalo State Col-
lege and a master’s in rehabilitation counseling from Wright
State University in Dayton, Ohio. From there, she relocated
to Philadelphia, where she ran a day program for adults with
chronic neurological damage. In the early 1990s, she moved
to Pittsburgh, where she started working with the parents of
children with autism while raising three sons with her hus-
band, Bill. She now leads an organization that helps people
with autism and their families access support, information
and resources. ABILITYs Itto Outini chatted with Lu about
her on going work.

Itto Outini: Can you start by sharing a bit about your organi-
zation?

Lu Randall: My pleasure. The organization’s called Autism
Connection of Pennsylvania, and we’re an affiliate of a large
Pittsburgh disability nonprofit called Achieva We have about
20,000 subscribers to our email newsletter, and maybe six or
seven thousand followers on social media, and we focus on
support, referrals and education. So, someone might call us
up and say, “I have a daughter who’s autistic, she’s got this or
that problem,” and I’ll refer them to someone who specializes
in whatever she needs. Therapy, education, vocational train-
ing, all kinds of things. My staff and I take about 270 help
requests every month—through texts, email, Facebook, web-
sites, phone calls, etc.—however you want to connect with
us, we’ll make it work. That’s what we’re here for.
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Itto: What initially sparked your interest in advocating
for people with autism?

Lu: My dad almost certainly had autism, although it was
a self-diagnosis. He was a brilliant satellite radio engi-
neer, but he needed a lot of structure in his life and
always struggled during social interactions. I used to
help him with anything involving other people: calling
places to see if they had the parts he needed, going out
to pick things up for him, those sorts of things. So, I got
used to that from an early age.

Itto: And how has your understanding of autism evolved
over time?

Lu: I'd say it’s broadened and deepened as I've met
more people with autism and gotten more education.
I’ve witnessed a lot of diverse experiences and come to
understand how that diversity’s grounded in neurologi-
cal differences. I don’t have autism, but I do have
PTSD, so I'm not neurotypical, either.

Itto: How does that affect you?

Lu: It makes me kind of hyper-vigilant, but at the same
time I can be really bold as an advocate because when
we survive life-threatening events, we can sometimes
become braver about other things. I’ve done therapy and
had a lot of support over the years, and that’s enabled
me to move on from being a victim to being a survivor,
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and then to being a thriver. I think it helps me connect
with others who are different, too, even if it’s not the
same difference. And I think it’s helped me raise my
sons to be more aware of those differences. For exam-
ple, one of the kids in the neighborhood where they
grew up is autistic, and when they were younger, they
would play with him, and he didn’t have any spoken
language, so they learned to read his body language and
behavior. Once, I remember, at dinner, my older son
asked his brother, “Did Adam speak any autism today?”
And his brother said, “Oh, yeah!” which showed me
they’d heard me when I said he just has another lan-
guage and accepted that.

Itto: You also do public speaking, right? And training
sessions?

Lu: I'm not speaking in the public schools right now
because of the pandemic, but I’m still working with a
friend of mine, City of Pittsburgh Police Lieutenant Eric
Kroll, leading trainings for law enforcement in the city
and surrounding counties. One of the board members at
Autism Connection, attorney Bill Ward, used to be a
judge, so we offer justice system training and legal edu-
cation, t0o.

Itto: What are you focused on now?

Lu: Currently, breaking down the cradle-to-prison
pipeline. We want kids with intellectual disabilities and



autism to get accurate diagnoses when they’re young so
they can get the help they need instead of having misun-
derstandings at school and getting punished, suspended,
expelled, which might lead to even worse outcomes,
homelessness, encounters with the police, etc. I think
American society is still very much in denial about how
much time and money we spend punishing people with
disabilities for their disabilities.

Itto: What do you do to address that? How do you chal-
lenge people who are in denial?

Lu: Oh, I’'m a terrible dinner guest! I’'ll show up with a
casserole and a lecture, like, “People with disabilities
don’t just go to jail because they feel like it, you know!
That’s what happens when you don’t have access to
food and housing!” I talk about these issues all the time.
I make people listen.

Itto: Can you elaborate on the part about going to jail,
please?

Lu: In the US, people with developmental disabilities
like autism are incarcerated at a much higher rate than
most people would ever imagine. I’ve been working in
my community for a long time, and I started with chil-
dren, so I’ve gotten to watch a lot of them grow up and
deal with different situations, and I’ve witnessed how,
whenever anyone acts a little bit differently, there’s
always someone who calls 911. From there, things can
easily spiral out of control.

Itto: What’s the relationship like between the incarcera-
tion rate and the crime rate for persons with develop-
mental disabilities?

Lu: Totally divergent. People with developmental dis-
abilities are much more likely to go to jail, but they’re
also much more likely to be the victims of crime than
the perpetrators. Even when they do get involved in
criminal activities, it’s usually because someone else
manipulated them. People with autism, for example,
tend to be very honest, trusting people, and they expect
the same from others, and nefarious people take advan-
tage of that sometimes.

Itto: And that’s why they’re more likely to go to jail?

Lu: That’s part of it, but there are other factors, too.
Sometimes, people with autism make social errors, and
people who don’t know about autism, especially when
they’re police officers and trained to identify threats,
read those errors as suspicious behavior. People with
autism also struggle with communication, and our crim-
inal justice system has, let’s say, narrow standards for
what they deem credible. Someone with autism might
be trying to give testimony, for example, by saying
something like, “He hit me. Last Tuesday. It was Sean.
He did this to me,” and the detective comes along and
shoots it down: “That’s not going to hold up in court.”

I’ve got tons and tons of victims who’ve come forward
and communicated, which is already very, very hard,
and then someone tells them they’re not credible. It’s
destructive, and it’s sad.

Itto: What can be done to change that?

Lu: These problems are rooted in silence and stigma.
The only cure I know of is more education. I’ve seen
powerful people—judges, for example—decline to ask
if someone has a developmental disability because they
don’t want to hurt their feelings. I understand it’s moti-
vated by compassion, but it only reinforces the stigma.
It implies that having autism or whatever is shameful or
bad. The more we talk about disabilities, especially the
invisible ones, the more we break that stigma down.

Itto: What do you think can be done to combat stigma
for people with invisible disabilities?

Lu: I'm a strong believer in science. I love teaching
people about neurological differences and how they lead
to different types of thinking. Sometimes those differ-
ences are even advantages. People with autism have
extra nerve cells in their brains, which can boost their
memory and creativity and let them do amazing things,
like memorize the entire periodic table, but sometimes it
also causes brain “traffic jams.” If you don’t know what
that traffic jam looks like, you might think that person’s
not intelligent, or maybe they have bad intentions, but
really it’s just a different kind of processing. We need to
give people time and space to process things in different
ways.

Itto: Is that just for people with invisible disabilities?

Lu: No, it’s for everyone! Something people need to
understand is that no two brains are the same, and with
every difference, there are advantages and disadvan-
tages. When people have autism, their brains get stuck
with social interactions. But that’s normal. Brains get
stuck all the time. Someone could choke on a carrot
when they’re two years old, and then they might never
eat carrots again. It might be something you’re born
with, or maybe something that happened to you, or a
combination. It doesn’t matter. The problem only comes
in when someone’s different in a way that’s poorly
understood by their community. That’s why education’s
so important. I like to show people brain scans so they
can see for themselves.

Itto: Do you have any ideas for how to better educate
people about invisible disabilities?

Lu: Kids are very receptive, so that makes me opti-
mistic, actually. When I was speaking at public schools,
I would always start by saying, “I have glasses, and my
eyes are connected to my brain, so I have a brain differ-
ence, too!” I might mention people who are hyperactive
since that’s such a common diagnosis in the US, and
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pretty soon, kids will be raising their hands and shouting
out, “I have this! I have that! I go to a therapist!” We’re
taught to be ashamed of these things, but once you start
talking about them, people start to feel proud.

Itto: You said you’re optimistic. In your opinion, are
things already changing?

Lu: Yes. Slowly but surely. Since 1973, people with dis-
abilities in the US have had the right to education. Usu-
ally, that means public education. So, a lot more young
people are going to school with people who identify as
having disabilities. I think that’s having an effect on
people and communities. Even when I’'m talking to
police officers, the younger ones are usually much more
comfortable and receptive. Once I get them talking,
they’ll open up and tell me things like, “Oh, yeah, my
old boyfriend was autistic!” or, “My brother’s wife has
autism.” That’s helping to break down the stigma—
though of course it’s far from gone.

Itto: What do you think about media representations of
people with autism and invisible disabilities?

Lu: There’s a lot of media coverage, especially TV
shows that are fiction, where someone has autism, and
it makes them a genius, and they have a really high-
level career. That story sells toothpaste and cars, which
is what TV is for, but I don’t think it helps people
really understand each other, or understand invisible
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disabilities.
Itto: So, on TV, it’s like a kind of toxic positivity?

Lu: You could definitely call it that. I don’t want to bash
positivity —there’s value in positive representations —but
they should be realistic representations, too. If something
bad happens to a person, the first thing you say isn’t,
“Oh, come on! Cheer up! Could be worse! At least it
isn’t this or that.” That doesn’t help them process what
they’re going through at all. It’s the same with the media.

Itto: Why do you think that is?

Lu: Most people with invisible disabilities are underem-
ployed, which means they lack economic power. That’s
why the media doesn’t like to pay attention to them.
Then you have over-incarceration, which causes people
with invisible disabilities to be even further marginal-
ized. Those are the stories that aren’t getting told.

Itto: Why are people with invisible disabilities still
underemployed if things are getting better?

Lu: It’s complicated. Some studies have shown that
when people send employers their resumes, they’re a lot
less likely to get hired, or even get an interview, if they
say they have a disability. I think there are generational
differences. People coming out of the education system
nowadays have been around a lot of different kinds of



people, so they have a lot less bias, but hiring managers
tend to be older and maybe retain more stigma.

Itto: The US is a very competitive country. Do you think
that might affect employment rates for persons with dis-
abilities?

Lu: I think it depends on specific hiring practices. For
example, in some sectors, applicants have to complete
an online logic test. If they pass, then they take a pro-
gramming language test. Then maybe something else.
People with autism tend to do well on those tests, but
then they struggle in the interview because it’s a social
setting. Maybe they get confused because of small talk,
maybe it takes them longer to process the questions, and
the hiring manager ends up thinking they’re not intelli-
gent, but it’s not about intelligence. Interviews just
aren’t a setting where they tend to excel. That said, I do
think we’ll eventually get more hiring managers who
know about invisible disabilities, and that will make a
difference. But that day’s not today.

Itto: Do you think there are any specific American cul-
tural attitudes affecting persons with disabilities? If so,
what are they, and how are they affecting people?

Lu: We put a lot of emphasis on people self-reliance.
Kids leave home at 18, and poof! They’re supposed to
be independent, but it’s a pretty lofty goal, if you ask
me, for anyone to become independent at 18, especially
in today’s economy. I know some people from India
whose whole family lives together, all the different gen-
erations under one roof, taking care of each other. I
think that’s the norm in lots of countries, but not here. In
the US, I think we have unrealistic expectations. For
people with disabilities, it can really take a toll.

Itto: Would you say that American families are less sup-
portive of their children with disabilities because of that
emphasis on self-reliance?

Lu: In my experience, American families are very
invested in their kids with disabilities, but they don’t get
enough support from society as a whole. For example,
maybe their kid needs something —speech therapy, bet-
ter nutrition—so they try to provide it, but they don’t
have the money, they can’t get it covered by insurance,
whatever. Then there’s not much they can do. I'm cur-
rently running a support group for parents whose adult
children have disabilities and are incarcerated, and that’s
probably the most emotionally strung-out group I’ve
ever met. They’ve spent their kids” whole lives trying to
support them, and then they still end up behind bars,
where they might get beaten up or punished any day,
and where they can’t even see each other. It’s awful.
The families are invested. Society doesn’t support them.

Itto: How could society do a better job? Are there things
that could be done through NGOs?
Lu: NGOs, as far as I'm concerned, are already trying to

do a lot of work that the government should really be
doing. All the money’s in the government programs, so
we end up fighting over scraps instead of using our time
and energy to better support people.

Itto: Is that the only issue? Money?

Lu: I can work 24 hours a day, seven days a week, but I
can’t provide housing for someone who’s stuck right
now in crisis residential placement where he’s over-
stayed by five months. NGOs don’t have the money and
resources to solve those big, societal problems. Can we
influence policy? Yes. Can we educate people?
Absolutely. That’s better than nothing, but there’s a lot
more that we need to do.

Itto: What’s the way forward?

Lu: Hopefully the government will start doing more, but
we can’t just sit around and wait for that. We have to lis-
ten to the people who’re affected by these issues. And
we have to put more people with disabilities in leader-
ship positions. At Autism Connection, I’m governed by
a board of directors, some of whom have autism them-
selves. When I meet with them, I try to listen more than
I talk. That’s the only way to know if my choices make
sense, if our projects are helping.

I’'m having a really hard time these days with the notion
of “inclusion.” I have ability privilege—for instance, |
can drive a car, [ have a job—and that means I have a
responsibility to make sure people who don’t have that
privilege still get a seat at the table. But the idea that
maybe I’ll “deign to include you” is ableist, for one
thing, and it leaves out the question, “In what capacity?”
It’s not enough to give people seats at the table. For these
issues, people with disabilities, especially people of
color with disabilities, should be at the head of the table.

Itto: What does it look like when that happens?

Lu: I'll end with this: I’ve got a friend, an autistic social
worker—that’s how they prefer to be known, as an
autistic social worker—and their name is Cori Frazier.
They started a mutual aid Facebook page with a col-
league for disabled people in Pittsburgh, which now has
maybe 700 members. It’s intersectional and cross-dis-
ability. Someone can post something like, for example,
“Hey, I need a trans-friendly gynecologist,” and some-
one else will give them a referral. If they say, “I'm
autistic, I don’t know what to say on the phone,” or
“I’'m completely deaf, I can’t make phone calls,” some-
one there can help them make the call. Whatever you
need, there’s someone there to help you. If they don’t
know how to help, they’ll find someone who does. I
think that’s what it looks like. That’s what we need
more of. B ABILITY

photographer Martha Rial

autismofpa.org
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Greg Grunberg is known for much more than his roles in “Heroes” and “Star Wars.” Beyond his acting, produc-
tion company and playing in celebrity cover bands, Greg Grunberg dedicates time to his passion of building
awareness of people with epilepsy and other disabilities through celebrity podcasts, videos and other creative pro-
ductions. ABILITY’s Chet Cooper, connected with Grunberg in all his “busy-ness” to get into the details of his
projects and what’s up next. It was a wonderful idea fest.

Chet Cooper: We’ll start off with epilepsy. I heard that you just got back from an event?

Greg Grunberg: I’ve been shooting a new series called “The Caregiver.” Meeting other caregivers. Right now,
we’re doing epilepsy. It’s wonderful. No matter what, I always encourage people to talk about whatever they’re
dealing with or if they’re caring for somebody who has any kind of an issue. You never know who you’re going
to meet. No two situations are the same, but you’ll hopefully glean some information from somebody that could
help you as a caregiver or help with the person you’re caring for. If people go to “The Caregiver Series” on
YouTube and put my name in, Greg Grunberg, you’ll see a teaser trailer for it.

Cooper: Talk About It, is that part of your nonprofit?
Grunberg: No. This is something I can’t talk about yet until it launches. My site, and thank you for bringing it up,

is called TalkAboutlt.org. I’ve had it for years. I started it with Ken Lowenberg from the Epilepsy Foundation and
Phil Gattone, who was CEO, president of the foundation years ago.

\




Grunberg playi

The one thing I’ve found in this whole journey of being
a parent with a child who has epilepsy is that people just
don’t want to talk about it. There’s a stigma attached.
It’s very scary to see someone have a seizure. The more
we talk about it, the less ignorant, scared or intimidated
when seeing someone have a seizure. From the basics,
to what to do in case you see someone have a seizure to
knowing what’s in the pipeline, how there’s so much
hope out there for new medications, new therapies.
Great doctors are working on anti-seizure treatments. I
hate to use the term “It’s an exciting time,” but you
know, it’s a hopeful time because of all the research
that’s being done right now.

Talk About It is a place to share information. I enlisted
the help of every celebrity and actor I’ve ever worked
with to help me get the word out, along with doctors,
clinicians, nurses, nurse practitioners, and scientists. 'm
meeting and talking to so many wonderful people. I
have a podcast called “Talk About It.” That’s all part of
it as well. I encourage anybody, just go to Talk About It,
check out what we’re doing there, and the podcast.

Cooper: You have great endorsements of people talking
about it. The home page is a nice presentation of what’s
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happening behind the scenes. How many podcasts have
you put out so far?

Grunberg: We’ve put out three or four episodes so far,
and we have a bunch in the pipeline. Although Talk
About It does have a splashy page, one thing I wanted to
do was to have a celebrity face on there, but we want
the information to come from real people knowledge-
able on the topic. So, let’s say Jennifer Garner or Milo
Ventimiglia ask a question, or J.J. Abrams talks about
something. They ask a question that we’re all thinking
in the community, about seizures or epilepsy, then they
freeze, and we bring a doctor or an expert on-screen
who answers that question.

It’s tough. It’s not called Talk AboutEplepsy.org because
I want to eventually —and we’re doing that now—help a
bunch of different causes. When you put a label on
stuff, when it’s public awareness, it eliminates a lot of
people. “Oh, I’'m not affected by that,” whatever. Hav-
ing all of these faces that you recognize will hopefully
encourage people to go to the site. Because, again, |
hope no one is affected by epilepsy, but over three mil-
lion people have it in the U.S. alone. Their caregivers,
friends, and families, that’s 20-plus, 30 million people



out there who need to directly know what to do or be
aware of what’s going on in the community. It affects a
lot of people. I don’t mind “tricking” people to get to
the site if they’re like, “Oh, look, there’s Hugh Laurie!”
and then hopefully they poke around, and learn some-
thing along the way.

Cooper: That’s the logic we had over 30 years ago with
the magazine. We have celebrities on the cover of the
magazines. It was to hook the people in. “What does So-
and-So have to do with it?” The title is “ABILITY it
doesn’t say “disability.”

Grunberg: Right.
Cooper: Had you talked with Tony Coelho?

Grunberg: Yes, I've known Tony for a long time. He
and I see each other usually every year. I was going to
the National Epilepsy Walk on the Mall in DC, and I
would see him all the time. I also went and spoke to
some of our government officials on behalf of the ADA
and on epilepsy as far as getting more NIH funding.
That was years ago. I’ve known Tony for a long time. I
consider him one of my heroes. He’s just incredible.

Cooper: Of course, without Tony, who knows if the
ADA would have come together?

Grunberg: I know. And it seems that every year, every
term, when new people come into office, they’re always
looking for a way to cut here and cut there, and the
ADA inevitably gets mentioned, although it shouldn’t,
absolutely. That should be one of our cherished protec-
tions. Hopefully, that stays.

Cooper: You know what happened with the ADA AA?
Grunberg: No.

Cooper: The ADA AA—including Tony and others
were pushing to get this relatively new established con-
nection to the ADA. The term is unfamiliar, people just
think of it as the ADA. But there was the lack of under-
standing by the courts of what a disability means, and
epilepsy kept coming up. So, it went back to Congress
for a re-write. One of the things the courts were saying,
was “Look, you’re on meds. You haven’t had a seizure
for a while, so therefore you’re not protected under the
ADA. You no longer have a disability.” So, the ADA
AA brought that to light and described specific issues
that were defined under the ADA.

Grunberg: Is that going to forever have to be updated?
Cooper: No, they defined it, and it’s part of the law now.
Grunberg: Oh, that’s great.

Cooper: Epilepsy was part of that, and again, back to

Tony. If he hadn’t been part of that push, who knows
what the courts—the courts kept on chopping it down
every time there would be a case. The things they were
suggesting would limit the power of the legislation.
(brief ringing sound) If that’s for me, tell them I'm busy.

Grunberg: It’s Tony!
[laughter]

Cooper: There he is again! He follows me everywhere!
You’ve got so much I want to talk to you about, these
issues that are close to both of our missions of how to
change awareness.

Let’s talk quickly about Bandwagon. Tell me about how
that happened.

Grunberg: Bandwagon is my production company. That
came about years ago while I was acting and writing at
the same time. [ was acting, then I would have an idea,
and hopefully pitch and have to partner with other pro-
duction companies. Large or small projects. I don’t
mind partnering, but some of them I don’t need to.

I started directing, and you need a production company
behind you. I was working with so many great people.
One of them is Brad Savage whom I've known forever.
We partnered, have a studio in LA, and Bandwagon’s
been around for many, many years. We produced a show
with Kevin Smith that I did called “Geeking Out” on
AMC. We have a bunch of other things, a few feature
films.

It’s my production company, but it’s not in name only. A
lot of actors have a production company, but they don’t
do anything with it. I do a lot at the building and outside
the building. We’re producing “The Caregiver” series as
well. It’s a resource I created many, many years ago. It’s
kind of like, if you build it, they will come. [laughs] A
lot of people talk and talk and talk, but if you have
something tangible, great people you’ve worked with,
equipment, a building, a studio, it makes life so much
easier. And people take you more seriously when you’re
pitching an idea.

Cooper: That’s what I noticed. Just like you said, a lot
of celebs have been in name only a production compa-
ny, you’ve had brick and mortar, you have something
that is there.

Grunberg: Yeah, it’s a lot more responsibility. It certain-
ly would be a lot easier to just act—And I’ve been very
fortunate for the last 30 years to have made a living
doing that. But I have so much more that I want to do,
and I’m a hands-on guy, a bit of a control freak, as we
all are. So, if I want to shoot something, I just want to
go out and shoot it. I don’t want to have to get some-
body’s permission. And now, with technology, if you
shoot something on the iPhone, it looks just as good as
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anything else. It really comes down to creativity and
experience. Again, I love being able to have a tool box
filled with all the toys that I need so that I can do what I
want to do.

Also, there are so many friends of mine who are super-
creative, and they didn’t pour their blood, sweat, tears,
and money into something like this. And I love hooking
them and going, “Look, I love working with you. Come
aboard, do what you want, and let’s see what happens
from there. If you want to continue working with me,
here’s a great place to try out what you’re thinking
about. Do a little sizzle for a TV show, record your pod-
cast here.” We have a lot of live performances. My band
plays there. It’s a lot of fun.

Cooper: That was another thing, music.

Grunberg: I’ve been playing the drums for as long as |
can remember. [ remember starting to play the drums
right around 12, before my bar mitzvah at 13. I remem-
ber picking up the sticks with a friend of mine, and we
played in the garage. So, I’ve always had that. But I
never took formal lessons, so I was really good at play-
ing cover tunes, listening to Tom Petty, some of my
favorite—sometimes it was just stupid. I was one of
those kids who would listen to Rush and think that I
could emulate that. Or Stuart Copeland or something.
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Over the years, I've played garage bands and stuff. And
then I was asked to play at the House of Blues for a
charity event when I was on “Felicity.” I played one
song, a Cheap Trick song, and Macy Gray was there—
There were a bunch of people there. And then “TV
Guide” had an Emmy party, and they said, “Hey, that
celebrity band you have, we’d love to hire them.” I was
literally on the set of this small movie I was shooting—
and I was like, “What are they talking about? I don’t
have a celebrity band.” But I said, “Yeah, sure!”
Because I'm thinking to myself, “I want to raise money
for epilepsy, and I want to try to find a way, a sustain-
able model where I can have fun doing what I'm doing
and I don’t have to ask people for money. I enjoy doing
this and I can turn that into a company that would make
money, the proceeds, I’d love to send to epilepsy.”

So, I said, “Yeah!” and I put together this quick band. I
was shooting an episode of “House,” believe it or not. I
was a guest star, but I knew Hugh Laurie played key-
boards and sang. So, I said, “Hey, Hugh, I played this
thing at the House of Blues. Would you want to join me,
just mess around?” He said, “Sure!” So, we rented a
rehearsal space. I called James Denton, who was on
“Desperate Housewives” at the time, and had asked me
to do a table reading for a charity that he was doing. |
said, “Hey, James, come join us!” “Sure!” He comes,
I’m there, Bob Guiney, who was “Bob the Bachelor” at
the time, great, great singing voice. Brad Savage, my



producing partner, who was in my garage band for
years. Chris Kelly, Barry Sama, all these guys. We start-
ed playing, and we sounded pretty good.

Now, remember what I said. I'm great at playing covers.
That’s all people want to hear is covers. These celebri-
ties who have bands that are playing original music, no
one cares!

[laughter]

Especially at the party! No one cares! We played the
post-Emmy party for “TV Guide”. They paid us so much
money, and it all went to our various charities. It was so
much fun, and I thought, “Man, this is really some-
thing!” Twelve years and millions of dollars later, we’re
responsible for various charities. Epilepsy is mine.

I’m the drummer, and Scott Grimes is in the band, a
major part of the band. We have two bands. One’s called
Band from TV and the other’s called The Action Fig-
ures, where if you don’t have an action figure from a
character you’ve played in a movie or TV series, you
can’t be in the band.

Cooper: You’re outta here!

Grunberg: (laughs) You're outta here! Sorry! It helps,
maybe, because a lot of people are like, “I’d love to
come up and sing,” but it’s not karaoke. We do a lot of
rehearsal. We’re really good, in our heads.

[laughter]
Cooper: We’re so good!

Grunberg: We have such a blast. It’s always a good
time. Corporations have hired us for their parties. We’ve
played a bunch of charity events. And now Comic-
Cons.

Cooper: Oh, especially with “Heroes”.

Grunberg: Yeah, with “Heroes”, “Star Wars”, “Star
Trek™, all of that. It’s been great. So, I’'ll say, “Yeah, |
want to come, sing and do my normal thing, but I would
love my band to play.” If they can afford it and we can
plan it out! Let’s say a shoe company’s having a big
launch party, hire us, and know immediately they get at
least five or six real celebrity faces to come to their
party. Great press. And we have fun! With the Action
Figures, it’s a charity, or not, depending on the celebrity,
but with the Band from TV is all charity. It’s been a real
blast.

Cooper: So, they pay you in shoes? Is that what I heard?

Grunberg: (laughs) Exactly! I am the Imelda Marcos of
celebrity cover bands.

Cooper: (laughs) If I could give you some advice to help
raise money for other charities, I would probably come
up with maybe an app idea, like a coupon app. What do
you think about an idea like that?

Grunberg: You are so good at segues! Here’s what hap-
pened. You're referring to the app that I created called
Yowza!!, which is a mobile coupon app. It was one of
the first. That came from a guy name Rick Yaeger and
August Trometer, two really brilliant guys. One in
design—he works for companies working on logos and
things like that, graphic design—and August Trommeter,
who’s a coder and much more than that. It’s creative.
He’s an actor, too. Just brilliant.

Those two guys contacted me and said, “Hey, we’re big
fans. We’d love to create an app for the band. So, you
could just download the app, and every month (dona-
tions) could go to the person’s charity who downloaded
the app. We don’t care, as long as it generates charity
dollars.” Apple does not have a model for that. There’s
not one charity app in the App Store. Not one. And no
one knows that. You look up “charity.” Nope.

Within certain apps you might be able to donate to your
charity, like through Kickstarter. We wanted to create
something similar. In the conversation, I said to them,
being the entrepreneur that I am—very similar to my
character years ago on “Felicity,”—I said, “I’ve always
had this idea of creating an app where all of the coupons
that you forgot at home were right there on your
phone.” So, it was born. And a year later, we came out
with it. It was out for a few years. We sold it to a com-
pany in Phoenix. I don’t know if it’s still out there.

That was a ride. Going through that whole machine.
That’s when I learned to focus. Everything I do—I
mean, you’re going through this laundry list, and every
time I do an interview, I'm like, “Man, I do a lot of
things!” It’s all fun. It’s all creative —that was a diver-
sion. I had the opportunity to go on “Ellen,” on “The
Today Show” and I could get people to download the
app. And they did. I got a million and a half people to
download it. Companies listed their coupons. We did
well.

But it wasn’t focused. I wasn’t being creative in my
world. I had the capability of doing business. I got that
from my dad. I think I’'m pretty smart at raising charity
dollars and marketing. But you can easily get deluded
creatively. And there’s only so many hours in the day.
And so, when we sold the app, it wasn’t like a “Oh, my
gosh!” a huge exit. But when that other company took it
over and we sold Yowza!!, it was a huge relief. Most
people lose money on the tech side, 99.9% of these
companies fail, and the ones that make it are massive
successes. I felt good about it. To this day I learned a
great deal in business, but I mainly learned that whatev-
er new idea I have, it’ll be towards a movie, a script, a
band — something creative.
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Cooper: Within your wheelhouse.

Grunberg: Exactly. Organic to who I am. Having a child
with epilepsy fuels and has for the last—Jake’s 25, and
he got epilepsy when he was seven. So, I'm always real-
ly concentrating on being creative to help the epilepsy
community.

Cooper: Is your son going into acting?

Grunberg: He’s acted a few times. He’s played a young
version of me a couple of times. We have three boys: a
senior in college, a senior in high school, and Jake
works in the movie business. He’s working at Bad
Robot (Productions) with his godfather, J.J. Abrams,
which doesn’t hurt. J.J.’s been so kind, and Jake loves it.
Jake’s doing everything at Bad Robot. He’s got the
opportunity of a lifetime being with the greatest compa-

ny in Hollywood. The best. Everybody there is fantastic.

Run by Katy McGrath-Abrams and J.J. He’s shlepping,
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doing the mail in the morning, cleaning trash cans, but
he’s learning what the editors do, what the graphic
department does, the special effects department, the
music. He’s going to hopefully select something he
wants to focus on, he’s got a great gig.

My other two boys are baseball players. One’s playing
college-level baseball, I don’t know what he’s going
to—He loves communications and the entertainment
industry, we’ll see. And Sam’s in his last year in high
school, he’s committed to playing baseball at Chapman
University. They have a great film department, but I
don’t know if he’ll have time because he’ll be playing
baseball.

Cooper: They do have a great film department.
Grunberg: Jake’s the only one who caught the acting

bug, but I'm like, “Jake, stay behind the scenes, it’s so
much more solid and steady if you lock in with great
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people who want to work with you.”

Cooper: He’s following in his father’s footsteps and
doing more than one thing.

Grunberg: I know. Who am I to say no? I'm not discour-
aging him, and I see where his strengths are. That’s
what a parent does. “You're really good at this, so why
not try that?” He’s so great working on the set, and
behind the scenes. We’ll see.

Cooper: Since 1990, we’ve been working to help busi-
nesses, governments and NGOs engage job seekers with
disabilities. More recently ABILITY Corps, our sister
nonprofit, is connecting actors with disabilities to the
entertainment industry, called abilityEntertainment, abil-
ityE.com. We are looking to have a talent showcase(s)
— is your studio space large enough for a showcase of
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performers with disabilities?

Grunberg: One hundred percent yes. It’s totally accessi-
ble. The stage is raised, but we put a ramp. It’s all on
ground level. I'm telling you, that would be—oh, my
gosh, it would make me feel so great to be able to do
something like that. It’d be so much fun.

We need to talk about this website —it was started for
epilepsy —called TalkAboutlt.org. It’s me and Ken
Lowenberg and Phil Gattone. That’s 50 years of non-
profit and awareness and PR in this space. We can throw
gas on any of these beautiful fires that are out there. If
you say, “I’'m having this event, and I really need...” Or
someone says they have a cause they want to get the
word out about, I have plenty of these friends. On the
celebrity side, the celebrity says, “My child is dealing
with this, and I see a need.” Now we go out and get



companies, we do events, we attach ourselves and we
get celebrities to support it. That’s what we’ve done.

And I’ve learned over the years that the communication
between corporate America, charity cause America, and
organizations, they don’t all speak the same language.
Not that we’re blocking for people, but when a company
says, “This is what we want this basketball player to
do,” I say, “OK, let’s not ask it that way.” Because I
know from personal experience what I’'m comfortable
saying and doing. It’s been a really great way for us to
be the go-to and conduit for this triangle. It’s been
working really well.

Cooper: I like the way you think. Who was the person
who wrote “Airplane,” one of the producers or writers
of it?

Grunberg: Oh, yeah. Jim Abrams.

Cooper: When you said J.J. Abrams, I was thinking,
wait a minute.

Grunberg: That was Zucker, Abrams and Zucker. Jim
Abrams’s son, Charlie, has epilepsy, and he started the

Charlie Foundation. He was one of the first people to go
on the ketogenic diet and have success. I’ve interviewed
him. I interviewed him on the podcast. He’s amazing.
Jim is one of the most talented guys. I did a movie with
him, I believe he was part of it because it was the Zuck-
er guys, too, called BASEketball, years ago. It was a
ridiculous movie.

Cooper: I think I saw that.
Grunberg: I had a small part. It was really fun.
Cooper: You were the BASEketball.

Grunberg: (laughs) I was the BASEketball, yeah, look at
this head!

I was just thinking; Imagine if you’re watching a foot-
ball game and, during the game, they highlight some of
the people with disabilities who are making up their
crew, a camera person—just to say, not for pity—but say-
ing, “Don’t let anything stop you. We are part of this.
We are normalizing this.” I don’t know. There has to be
more awareness.

ABILITY
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Cooper: Casting needs an easy access to talent with dis-
abilities. That’s abilityE.com’s goal — having a known
location studios and casting can tap talent. We already

have thousands of actors with disabilities in the system.

Grunberg: That’s great!

Cooper: Just this week we realized we have our first
animal actor. We have a trained deaf blind puppy called
“Piglet.” His story is in the magazine. It’s such a cute
story. Piglet has close to 300,000 followers on Face-
book.

Grunberg: Wow! Another thing about the way you
should think about it because it’s not called disability
casting, which I love. abilityEntertainment. It shouldn’t
just be casting. One of the things we’re doing at TalkA-
boutlt—We haven’t started it yet—but I want to have a
summit where creators can come and say, “OK, so the
next time you’re going to write something about
seizures, here’s what not to do. And here is how to prop-
erly do it.” I have friends, David Shore, for example, is
unbelievable. He’s so amazing. He did “House,” he’s
got another medical show on that’s wildly successful
now. He does his research. He cares. I’'m not saying that
you can’t make a joke about any disability because
that’s normalizing it, too, not in a disparaging way. But
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we joke. I’'m like, “Jake, what do you want for dinner?”
He’s like, “How about seizure salad?”

[laughter]

We don’t mind making jokes, you have to. But don’t
make jokes at someone else’s expense. And certain
things aren’t funny to make fun of. I’ve taken up the
cause sometimes. They’ll say, “Oh, they made a joke
about seizures.” A lot of times it’s like somebody’s
dancing on the floor? “Is it a seizure or a dance?” It’s
like, “OK, well, but that’s physically what it looks like
if somebody’s having a seizure, but it’s not funny to us
in the community.” So, I’ll take them to task on that.

Because by the way, most of the time it’s after the fact. I
get a call saying, “Hey, we shopped this scene, I just
want to make sure that you—"" And I'm like, “Why did-
n’t you call me ahead of time so I could say to you, no,
you don’t stick anything in anybody’s mouth? That
whole thing needs to be cut, it’s not correct.”

I think there are ways to work together. I love what
you’re doing. I support it a thousand percent. B ABILITY

TalkAboutlt.org



If you “Google” (why is this a verb?) the definition of
“epilepsy,” the result is more confusing than it need be.
The basic definition of epilepsy is a condition in which
a person suffers recurrent seizures. The reason the
search result is so confusing is that instead of just saying
“epilepsy is recurrent seizures,” the writers are trying to
include all of the many potential manifestations of a
seizure. Seizures come in many forms and entail a vari-
ety of symptoms, a meaningful discussion of which is
far beyond the scope of this discussion.

for example, imaging techniques like MRI or electrodi-
agnostic techniques (EEG or electroencephalography)
can localize, quantify, and qualify seizure activity.

The actual causes of seizures are varied and often poor-
ly understood. Babies will often have a seizure when
their fever is high. Young people will sometimes have a
seizure after a hard blow to the head. Alcoholics some-
times have seizures when particularly intoxicated or
more commonly when withdrawing. Remember, the
occasional seizure is not epilepsy.

Seizures are generally not dangerous unless one’s con-
sciousness or motor/sensory function are impaired while
driving a car or climbing a ladder, for example. In most
states, persons who have had seizures must be seizure-
free (with or without treatment) for one year to maintain
their driver’s license. On the other hand, the condition

Seizures can include a loss of consciousness, no alter-
ation of consciousness or simply altered consciousness.
Shaking, called “tonic-clonic” movement of one arm
and leg on one side or all 4 limbs may occur. Loss of
bowel and bladder control may occur. Often the afflict-
ed person experiences phenomena of one or more of the
senses (sight, smell, taste, hearing, touch). Vocal output
may occur, anything from an incomprehensible sounds
to words or phrases; even singing. Sometimes a person
with seizures can tell when they are about to have a
seizure. This is called an “aura” and is most commonly
an unusual odor, but can be a sound, taste, or other sen-
sation, even something seen.

The manifestations of a seizure are “all over the map”
because on a physiologic level they are a condition of
“out of control” activity of a group of neurons (brain
cells). While this most frequently occurs in the temporal
lobes of the brain, it can occur in any part of the brain,
“controlling” any number of brain functions. Often the
abnormal activity spreads throughout one side or even
the entire brain, thus the possibility of any number of
manifestations. Sometimes diagnostic tests of the brain,

of intractable seizures, repeated seizure activity that will
not stop, often despite emergency treatment, called sta-
tus epilepticus, can cause permanent brain damage.

To the unfamiliar, observing a seizure in a friend or
loved one can be particularly frightening, but seizures
are mostly harmless. If one observes a person having a
major seizure, simply remain calm, help the person avoid
a major fall or accident, lie them down and wait. Nearly
always, and typically after a period of drowsiness and
confusion (called the post-ictal period), they will come
around as say, “I had a seizure, didn’t I?”” Do not stick
your fingers or anything else their mouth to “pull their
tongue out of their throat.” This is an “old wive’s tale.”
You could lose a finger and it will not help the victim.

The diagnosis and treatment of seizures has progressed
by leaps and bounds over recent decades. Most can be
controlled with the regular use of medications with few
risks or side-effects. Epilepsy that cannot be controlled
with medication can sometimes be reduced with brain
surgery. This requires a highly sophisticated team of
experts, including a specially trained neurosurgeon and
advanced technology. BABILITY

Thomas Chappell, MD
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Chet Cooper: Is there a movie in the works about your life, Randy?

Mary Travis: There’s been noise. They have a two-hour documentary.
One hour of it was shot prior to the stroke, the second hour was shot
after the stroke. We got the hour done before the stroke, of course not
knowing you were going to have one—thank goodness we have that—
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and we decided after the stroke to say, “This was then,
and this is now.” It’s supposed to be coming out in the
very near future. It’s finished, it’s completed, and from
that, they’re already talking to people about doing a
movie of his life and his music.

Cooper: That would be great. You’re controlling the
documentary, then? You had your own filming going on
before and after?

Mary: It was done by a guy named Shaun Silva, who’s
the director. He’s out of Nashville. Warner had it done
and yes, we were present for it. We didn’t do it, but we
were there for it. We know what it is. It’s not a trash
documentary. It’s not somebody who just put one
together to trash an artist. It was great, very true to life.

Cooper: Are you living in Texas now?

Mary: We are in Tioga, Texas. It’s north of Dallas, about
an hour and a half. That’s part of the reason we have
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internet issues.

Cooper: Tioga? That’s Native American for “bad Wi-
Fi.”

(laughter)

Mary: (laughs) It is Native American for a fork in the
river, so maybe it’s just a fork in the Wi-Fi!

Cooper: (laughs) But you’re normally in Nashville?
Mary: We’re in and out of Nashville a lot. In the last
two months we’ve been there on four different trips. But
this is home base.

Cooper: Has it always been home base?

Mary: For the last 11 years.

Cooper: That’s a good amount of time for a home base.



I was going to talk to you about aphasia. I saw the video
that you had conducted from a group with aphasia.

Mary: That was more recent than when we did the
Houston aphasia one. We were back in Marshall, North
Carolina, his home town, in September. Every year they
have a Randy Music Festival in his home town with
about 2,400 people.

Cooper: Did I see a childhood story about a stick and
Randy’s mouth? As kids he fell and a stick hit his
throat?

Mary: That was with sister Rose in September. That was
the first time I heard the story. There were six siblings.
Rose was younger than Randy. And I'd never heard the
story either, but she and Ricky were there; Ricky was
the brother who was one year older than Randy. Rose
had a stick that Randy wanted, so he was chasing her.
She threw the stick behind her, and it just happened to
hit Randy and went down his throat. I don’t know how
that happened, but she said, “The world can thank me
for that.” (laughs)

Cooper: Yeah, I knew I'd heard it. Randy, do you think
that affected your voice?

Randy: No.

Mary: He always had that voice, from what I under-
stand. He had a voice from early on.

Cooper: Did you always have a deep voice? Or did it
develop after puberty?

Mary: It was pretty deep, from what I’ve been told by
family. For a kid his age before puberty, they started
taking guitar lessons when he was nine years old from a
lady named Miss Kate Langer. Daddy had told Miss
Kate that one of them has to sing. “They can both play
the guitar, but I want one of them to sing.” Rickie was a
year older, and he said, “I don’t want to sing, I just want
to play the electric guitar.” So Randy had to sing and
play the acoustic guitar, which worked out beautifully.

Cooper: That’s a pivotal point right there.

Mary: There it was! And Miss Kate said, “I think we
have something here!” He was nine years old, so, evi-
dently, he had something. And I did ask Rose and Den-
nis, his other brother who lives in Nashville, and Rickie,
if he always had a deep voice or did it change, like you
asked, with puberty? They verified that it was always
deep, and it got a little deeper after puberty.

Cooper: Well, you started smoking cigarettes when you
were four, right?

Mary: (laughs) Maybe that did it! We need to thank
Marlboro! (laughs) funny!

Cooper: That’s a bad joke. Did you ever smoke?
Randy: [Nods yes]

Cooper: You did?

Mary: At a very young age, you're right!

Cooper: Got to be careful with the jokes! Do you have
animals on the ranch?

Mary: Oh, yes, we have dogs. You were asking about
animals when the whole herd started barking. Here on
the farm we have long-horned buffalo and horses.
Randy was a great horseman. He trained horses himself.
We still have those. It’s interesting, because I can take
him down in the golf cart and the horses will come over
to the fence and lay their head on his shoulder. There’s
this relationship, the sweetest of emotion that goes on
between him and the horses.

Cooper: Have you heard the term “hippotherapy”? Hip-
pos in Greek means horse. Lots of people are benefiting
from the horses’ gait; somebody will get on the horse
and through the programs these horse therapists use, it
helps walking ability. Just as you said, whatever is
going on with the horse and that connection— the bond-
ing with the rider—there’s another emotional therapeu-
tic component to the relationship between the horse and
the rider.

Mary: Absolutely. From what I understood with equine
therapy, the gait of a human and the gait of a horse are
very similar, so riding the horse gives the rider a sense
of what their gait used to be. We’ve had a little horse
down here in the arena a few times, so we’ve got that.
My fear is that Randy just didn’t feel like he could
before, so I don’t want to do it anymore.

Cooper: It’s baby horse steps.

Mary: (laughs) That’s right. So anyway, what we
learned most out of this as far as all of the therapies was
just getting out and doing what you want to do. We used
a hyperbaric chamber, neuro-acupuncture, and we went
through a few stem cells. I don’t think we got to exactly
the right stem cells—it’s so limited here in this state—
but I think that the greatest thing to do is living and
doing what you want. It’s hard, and I know there are just
so many people who have these difficult medical set-
backs, and they are or aren’t comfortable in public, but I
feel like they become introverts; they don’t want to
leave the house, they don’t want to see people, they
don’t want to be seen. I think that’s the worst thing you
can do. Get out there and do the best you can and enjoy
life, because it’s so short, and it gets shorter every day.
We’re 62 years old now, both of us.

Cooper: So you're 31?7
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Mary: (laughs) 31, yes, if you divide by half twice. Just
get out and live. Get out and do what you want to do.
We do it all the time. We go out. The feedback we get
about Randy is for him to be who he was and do what
he did. It would be so easy to fall off that tall mountain
and say, “Why me, Lord?” Poor pitiful Pearl, “Why
me?” But Randy never, ever did that. He would say,
“Why not me?” That’s Randy. That’s the heart I'm for-
tunate enough to be with, that man right there. “Why not
me?” (near tears)

I wish more people would do the same. That’s what we
did. People said, “It’s so good that you’re out. It’s good
to see you out laughing and having a good time, in spite
of it all.” We’re given different challenges in life and
depending on which road you choose, that’s the land-
scape you get to see. And ours is still beautiful. It’s dif-
ferent. We’re not going from concert to concert, but
we’re still doing what we probably wouldn’t get to do if
we were still on the road doing concerts. So it’s OK.

Cooper: Are you familiar with a golf cart called the
SoloRider?

Mary: Never heard of that.

Cooper: It’s a golf cart, but you could use it for any-
thing. It is built for people with mobility issues. It has a
mechanism that allows a person to play golf from the
cart. It’s cool. The way you get in and out of the cart is
easy, it’s a one-person golf cart. It is built with hand
controls on either side, so you don’t need your feet to
drive. It's a universally designed vehicle. I think they’re
made in Plano, Texas. It might be something to look
into.

Have you ever gone to any events that are disability-
centric, like the Abilities Expo and CSUN, which stands
for California State University Northridge? CSUN is the
world’s largest IT conference for people with disabili-
ties. It includes assistive technologies, if you have no
physical ability at all and can only use your eyes, you
can experience eye gaze to browse the web or products.
Stevie Wonder always shows up to learn the latest tech-
nology for people with blindness or low vision. I think
you’d find it really interesting, it’s well worth the visit.

Another place to visit is abilityEntertainment. A website
that you can post your acting profile.

Mary: [looking online] “abilityEntertainment, where
your character makes the difference”?

Cooper: I like the way you read that. Can I record you?
Mary: (laughs)

Cooper: The site helps performers with disabilities con-
nect with the entertainment industry.

Mary: That’s wonderful! I need to go on there and build
a profile for Randy! He’s a SAG-AFTRA member
already.

Cooper: That makes sense.

Mary: He was on “Matlock” and did several Western
movies, everything from “Blue’s Clues” to “Touched by
an Angel”.

Cooper: We interviewed Roma Downey for a cover
story many moons ago.

Mary: What a beautiful lady she is!

Cooper: Yes. It was great casting. I remember that she
was really sweet.

Mary: She’s wonderful. Randy knew her and the whole
cast well. I think he did five different episodes, if not
more. We still have the guitar he used hanging on the
wall. I'm excited about that, because I’ve been wonder-
ing how to let them know he can do that kind of thing,
so long as the part fits the disability.

Cooper: Absolutely. Before we leave, can you tell me
about your background?

Mary: I was born and raised in Texas on a farm, milked
cows, picked cotton, bailed hay, did all of the stuff on
the farm all my life. Went to Baylor University, graduat-
ed there in 81 in marketing and management.

Cooper: Wow, you've come full circle!

Mary: (laughs) And then I went into interior design, real
estate, worked with my brother, and I was a flight atten-
dant with Southwest Airlines for a while. I have two
kids. Randy’s known them since the day they were born.
Life’s been good. I’ve been a lot of places, but I'm still
right here in Texas.

Cooper: Other than aphasia being a core issue right now,
are there any other nonprofit causes you work with or
support?

Mary: We have the Randy Travis Foundation we set up
for creating awareness of aphasia and also for detection
of myocardial myopathy. Also we support music in
schools. When they’re cutting budgets, the first thing
that goes are the arts, which I think is a terrible disser-
vice, because had it not been for music, we wouldn’t
have Randy.

Cooper: Have you tried music therapy?

Mary: Oh, yeah. Do you want to know something really
interesting? When we finally were able to leave they
said, “You can leave the hospital and go to therapy.
Where do you want to go?”’ I immediately felt that we
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needed to go back to Nashville. There’s music there,
that’s what he needs to be around. That’s where his band
is, that’s where he’s been for the last 25 years, so we
need to go back there. We got back to Vanderbilt, to
their rehab, and they didn’t have music. There wasn’t
anybody in music in the rehab. So there was a young
nurse who was there in Nashville to play music, he
came in on his lunch hour and he’d play the guitar and
sing to Randy.

We ended up having to go back to the hospital after a
staph infection and some other things that we think he’d
picked up in the hospital. We ended up at Vanderbilt for
another month and a half or two, finally got back to
Texas when we stabilized, and when we were released
again at Baylor in downtown Dallas, we went to therapy
there. First thing I said was, “Is there music?”” No, there
wasn’t any music. They had a lady who came in with a
keyboard twice a week, she'd play and sing with Randy.

When we finally got out of there, right before Thanks-
giving, we immediately started going to Select Rehab
Rehabilitation in Denton, where we went for two and a
half years. We got no music, but a young woman named
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Stacy, who was head of the marketing department and a
North Texas State University music major graduate.
She'd come in after work, bring her keyboard and sing
with Randy. She was ultimately the one who taught him
how to sing “Amazing Grace,” which he sang at the
Hall of Fame induction.

But to go to three different, very well-recognized rehab
facilities and find there was no music was beyond com-
prehension. It blew my mind. I thought, I cannot believe
that these places don’t have music because there are so
many studies on music rehab and how it helps so many
people with a lot of different maladies —music is medi-
cine. I don’t understand to this day why they don’t have
it, it should be part of their programs.

Cooper: We’ve done several stories on music therapy
over the years. Are you still able to bring anybody into
the house or do some music therapy today?

Mary: Sure, yes. We surround ourselves with music any
time we can.

Cooper: Randy are you able to hold the guitar, play the



keyboard, making a tactile connection during music
therapy?

Randy: No.

Mary: We’ve done that before. He can hold the guitar,
he just can’t strum with his right hand. But with his left
hand, he can chord everything. So if someone will strum
it, they can play a full song.

Cooper: That’s great.

Mary: He hasn’t forgotten any of the chording. People
will come and ask him, “You know, on this song you had
this diminished quarter. How did you do that?”” And he’ll
show them the chording. They know how to strum, but
they couldn’t figure out his chording. He had some pretty
masterful chords going on in his music that they recog-
nized and they’re wanting to download that out of him.

Cooper: I’ve seen a game where you connected a guitar
to the computer. Do you know what I’'m talking about?

Randy: No.

Cooper: It’s called Guitar Hero. You’re playing against
the computer, there’s a game element to it. That might be
a really fun kind of brain-awakening, if you will, experi-
ence that you could do on your own. You don’t have to
wait for somebody to strum the other part of the guitar.

Mary: That’s wonderful. Because the computer plays
the strumming part, right? I’ll have to look into those.

Cooper: You come home one night and he’s just rocking
out.

(laughter)

Mary: Singing in Spanish, doing things like that. That’s
great!

Cooper: This has been fun. Randy, I hope to see your
profile up on abilityE. Let’s stay in touch.

Mary: I don’t think we talked bad about anybody, did
we?

Cooper: I think we bad-mouthed Kirk Douglas a lot.

Mary: (laughs) Oh, no, I love that man! I should go a lit-
tle farther with that. He sent his book with this kind note
that meant so much to us at the time. It was right after
we got home from the hospital. We were needing all the
encouragement we could get, and then when you get
this book and note from Kirk Douglas, you’re like, “Oh,
wow!” So I wrote him a thank you note for being so
kind and sending the book, thinking about Randy. And
he sends me back a thank you note for my thank you
note! And I'm going, “Dang, this guy is amazing!” So I

wrote him back, just to let him know how Randy was
doing. We’ve kind of stayed in touch over the years,
until he passed. He was one fine man, and what a great
actor over the years. We grew up with him.

Cooper: Want to hear my quick story about Kirk? I'm
assuming you’re saying yes.

Mary: (laughs) Yes, absolutely.

Cooper: Finished the interview with him. He signed a
book for me, too, and I later opened it up to see what he
signed, and he said, “To the comedian.” I guess I joked
a lot with him, which I tend to do. I got in my car and
was about to leave, and I see him sitting outside of his
house on his stoop. I get out of the car and ask, “Are
you OK?” He said, “Yeah, I don’t know what’s happen-
ing. My driver’s supposed to take me to go play golf.” I
said, “I’ll take you.” He said, “OK.” It’s a really low
stoop, and he tries to get up, and I said, “Here, let me
help.” He takes my arm, I take his arm, together we’re
holding on to each other, and he also has his hand on a
flower plant on one side. So I start to pull him up, and I
hear all this cracking; it’s like a machine gun going off.
His back is cracking. You know how you crack your
back and you hear a couple cracks? It is just going off.
I’'m midway through the pull where he’s getting up and
I’'m thinking, “T don’t know if I should let him down, if
I should keep pulling.” I immediately was thinking,
“I’'m killing Kirk Douglas.”

(laughter)

He gets up and I ask, ““You OK?” And he says, “Yeah,
I’m fine” I take him to go play golf, and I hang with him
part of the day, and he’s hitting these driver shots like
nobody’s business. And I think he had one of the best
days of golf because I had stretched him out so much!

(laughter)

Mary: He had his chiropractic therapy. That’s good. I
love that.

Cooper: (laughs) Right. He was in his late *80s and he
was still playing golf when I met him.

Mary: He was an amazing man. Not many people can
say they broke Kirk Douglas! (laughs)

Cooper: I cracked him up in more than one way.

Mary: That’s awesome. That’s a great story. You’ll be
hard pressed to find us talk negatively about anybody.
There’s always good in everyone. We’ve found that to
be so true. Sometimes you have to look harder in some
than others, but it’s always there. You just peel the
onion a little.

Cooper: Yeah, different layers of the onion. Did you
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ever do anything with Habitat for Humanity ?

Mary: We did something with Habitat for Humanity
years ago. He did five Bob Hope USO tours all over the
country, all over the world. He has a great heart for the
soldiers. He went on his times off to Walter Reid Hospi-
tal to see the soldiers. He always got re-energized when
he went up there to see those guys. He’d go in and be all
smiles, they were so happy to see him. He said, “I'd just
break down and start crying, for their service, and
they’re lying there with no legs, no arms, all for the ser-
vice to the country. I go back and do what I love doing,
singing, because of them.” It’s a real eye-opener. We
love to do Wishes for Wings and the Make-a-Wish
Foundation with the kids. We do a lot of those kinds of
things. Those are dear to us, the soldiers, the kids, ani-
mals. Wherever we can make a difference. He leads the
charge and I just follow. We like to go out and do what
we can do.

Cooper: How is your balance?

Randy: [Shrugs subtly]

Mary: He’s unsure of his balance. He can walk pretty
well, but he likes to hold on to me. And he can’t use the

walker because of the right side paralysis.

Cooper: I think he’s just using that as an excuse to hold
you.

Mary: (laughs) No. Neither one of us minds, we’ll put it
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that way. Our home, we’re
blessed, because when this hap-
pened, of course, you don’t
even think about having your
home handicap-accessible when
you’re 54 years old and in top
health. That’s the last thing you
think about. Six months later,
when we came home, it was
nice because most of the house
is on the first floor —the living
area, the kitchen, no steps to get
into the house, and we had an
elevator. Of course, that was
Christmas storage, stuff that
needed to go up to the other
level, so I had to clean that out.
But it had an elevator, which we
never thought we’d ever use.
But that sure came in handy.
And the house has wide door-
ways, wide hallways. The
shower was just a little step-in
shower with two doors. There
was very little retrofitting we
had to do for the house other
than grab bars. That’s pretty
much all we had to do, drop the
level of the bed, and we were
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rockin’ and rollin’!

Cooper: It’s very lucky that you had the basics—not
everyone has that. I’'m in a one-story, but I have two ele-
vators.

(laughter)

It’s important to know about the term “aging in place.”
If you have a home that’s built in such a way that it’s
hard to retrofit, aging in place becomes very difficult.
Most people can’t afford to put in an elevator, even
though there are some new companies out there modify-
ing very small spaces for elevator capabilities. But it’s
still expensive. If people are lucky enough to have that,
aging in place becomes easier, and they might have to
do something with the bathrooms and hallways. It
sounds like you have the perfect scenario.

It was wonderful meeting both of you and talking to
you. Maybe we’ll see each other in person, or go to the
CSUN conference and experience that world of technol-
ogy. You would be so amazed at what is out there. Bril-
liant people working to make the world more accessible
for everyone.

Mary: We’d love to do that. We have some friends out
there. There’s so much more to know about. BABILITY

randytravis.com
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Are you an employer looking for high
quality employees?

Have you ever thought of hiring employees
with disabilities? Perhaps it's time. It is true
at people with disabilities are a little...
different from your average employee.

They work a little harder, care a little more
and actually show up on time. Your only
regret will be you didn't find them sooner.

Are you a person with a disability who wants
to work?

Qualified? Capable? Anxious to prove things
to an employer? We've got plenty of job
listings from dynamic companies, non-profits
and government who want to hire. We're
warning you though, they might be a little
biased. After all, since many already employed
people with disabilities, their expectations
might be a bit higher than average.
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A Young Deaf Woman Finds her Calling through Technology, Community and Educot{en

When the Centre for Disability in Development (CDD)
offered Sarna Shah an internship in 2018, she almost
didn’t take the job. “I needed it,” she recalled as we
spoke over Microsoft Teams in early 2022. “I really
needed something. But I was tired of internships! I'd
done two unpaid internships already, and I felt like I
was getting nowhere.”

Sarna graduated from the University of Dhaka in 2017
with an MBA in human resource management, but
degree or no degree, she was a young, Deaf woman in
Bangladesh, and things were looking grim. “The situa-
tion’s not good in my country,” she explained. “Not for
anyone. There aren’t enough jobs. There are so many
young people graduating with advanced degrees, and
then they can’t find employment. That’s true even for
the non-disabled. And most Bangladeshi employers
aren’t very friendly to persons with disabilities.”

Sarna lost her hearing at the age of seven to a bout of
meningitis, an experience that she described as initially
“traumatizing.” “I shut down,” she recalled. “I didn’t
speak for a year.” When she had no choice but to com-
municate, she would use a pen and paper, but engaging
with strangers always triggered anxiety. “When you
have a disability in Bangladesh, some people might be
scared of you or your family,” she said. “They might
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think someone in your family’s a bad person: they
must’ve done some bad thing, and God gave you a dis-
ability to punish them.”

Despite societal pressures, Sarna’s family showed her
nothing but support and love. “They never stopped
speaking to me,” she said. “For this, I’'m so grateful! I
can speak now, by some miracle.” Both of her parents
worked fulltime as bankers. “It’s really inspiring to have
a working mother as a role model,” she reflected, “but
difficult, too, because she couldn’t always be there
when I needed her. But I think this taught me indepen-
dence from a young age.”

After a year, Sarna realized she was learning to lip-read.
“It’s not simple, though, like some people think. It’s
actually really, really hard!” Tentatively at first, and
gradually with more confidence, she began to speak
again. She also started studying Bangladeshi Sign Lan-
guage, though without exposure to a signing communi-
ty, she wouldn’t achieve fluency until years later, after
she was working for the CDD.

Upon resuming school, she faced bullying and discrimi-
nation, sometimes even from her teachers. “Once, in a

Bangla language class, the teacher was covering idioms,
and he came to my desk and stood over me, saying, ‘Do




™
©
>
=
=
[aa)]
<




64 ABILITY



“It allows me to
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conversation
- at eye level."

- BillWinchester, Tek RMD
& Numotion Customer
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you know what ‘deaf ear’ means? What is ‘deaf ear’?’
Of course, I knew the idiom. I also knew why he was
asking me. These incidents made me feel terribly
small.” Other teachers were kinder, but even those who
did wanted to support her lacked training and resources.
Years later, these experiences would motivate Sarna to
work alongside educators, sharing resources and tech-
niques to help them better support deaf children.

At the University of Dhaka, things took a more positive
turn. “I discovered books,” she said, “and I realized that
everything’s in them! Whole new worlds opened up. It
was liberating.” Academic success bolstered Sarna’s
confidence, as did her increasing social integration.
With time, she started feeling “normal,” no longer sin-
gled out because of her disability. But, upon graduation,
everything changed again.

“All my college friends were struggling,” she remem-
bered, “unable to enter the workforce, and none of them
identified as disabled. For me, it was even harder.” She
sent applications and got no responses. “Or maybe they
tried to call me on the phone, but anyone who knows me
knows to text me. If someone’s calling, I just assume it’s
a wrong number.” She struggled with depression and
isolation. “By the time the CDD reached out to me, I
was feeling hopeless. I almost ignored them. But then I
thought, ‘Oh, well, why not? I might as well apply.””

The CDD is a Bangladeshi not-for-profit organization
founded in 1996 “to develop a more inclusive society
for persons with disabilities.” They partner with over

Mobility
Reimagined

Imagine being able to independently
and safely sit, stand and navigate
environments that were once
inaccessible - all while standing at eye
level. Tek RMD is easy to board, and is
done unassisted, providing you greater
independence. With just a gentle pull,
the gas spring mechanism brings you to
a standing position, while the joystick
control gives you the freedom to

take your own path. Tek RMD. Upright
mobility, greater accessibility and an
improved perspective.

ShopNumotion.com

~ Mobility starts here.

350 organizations, both nationally and internationally, to
promote inclusion of persons with disabilities and pro-
vide PWDs with community support and access to assis-
tive technology and education.

“I started learning all about the disability rights move-
ment,” Sarna said, lighting up as she recalled these reve-
lations. “I hadn’t even known there was such a thing,
and then all of a sudden, there I was in the midst of this
huge, diverse community spread all around the world!”
She started working on projects with people in other
countries, participating in live events, even attending
conferences and trainings abroad. “I learned about cap-
tioning technology, and suddenly, I could attend meet-
ings and know what was going on! I learned about the
Convention on the Rights of Persons with Disabilities
(CRPD), and I thought, ‘This is amazing! Absolutely
amazing!””

Sarna’s internship began in 2018. In January of 2019,
the CDD retained her as a technical officer focusing on
inclusive education outcomes for deaf children in
Bangladesh. In 2021, she started working with a team
conducting accessibility audits while also serving as
assistant coordinator for sustainable education support
for deaf children.

“Deaf kids face a lot of developmental difficulties when
surrounded by hearing people,” she explained. “We
don’t want to keep deaf children segregated because
sooner or later, they’ll have to interact with the hearing
world. But throwing them in with no support is even
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worse. They might struggle to socialize with their peers
and end up feeling isolated. If they’re not exposed to
language, it can disrupt their intellectual development. I
focus on getting children with deafness and hearing loss
successfully integrated into classrooms and communi-
ties, providing them with tools and strategies for navi-
gating the hearing world, and educating their parents,
teachers and peers about how best to support them.”

The CDD distributes Deaf-friendly teaching and learn-
ing materials and trains children and teachers to use
them. They adapt textbook lessons to make them acces-
sible and provide Bangladeshi Sign Language training
to children, parents, teachers, peers, community mem-
bers and government officials to improve communica-
tion between the Deaf and hearing worlds. In coordina-
tion with local partners, they organize campaigns to
educate communities about deafness and combat social
stigma, as well as inclusive cultural events and sports
and drawing competitions. By sponsoring advocate
clubs, they help cultivate empowering spaces where
deaf youth and parents of deaf children can meet and
mingle, discuss their shared experiences and find solu-
tions to their common problems. Finally, they have Deaf
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staff members stationed in three districts, serving not
just as administrators, but also as role models for local
deaf children, parents, teachers and communities.

Before the pandemic, the CDD operated three early
childhood development centers for deaf children, each
in a different district, but these are now indefinitely
closed. With schools shut down, the CDD has shifted
more attention and resources to supporting the parents
of deaf children at home, especially in rural areas, as
they struggle to educate their children.

For Sarna, visiting rural communities comes with its
own distinct challenges. “There’s a lot of stigma. And
for me, as a Deaf woman, misunderstandings are bound
to happen.” Her disability can be invisible under certain
circumstances, so if she’s not speaking or responding
when spoken to, people think she’s just being polite or
submissive. “This is socially acceptable,” she noted,
“but it’s not what I want to project.” Alternately,
strangers sometimes think she’s being rude when they
address her and she doesn’t respond.

In Bangladesh, there’s no reliable way for Deaf people



to reach the police, compounding the risk of traveling
alone. “There’s one emergency number for everyone,”
Sarna said, “but if you’re Deaf, you can’t hear them if
they’re asking where you are, for instance, or instructing
you to do something. This is a really big problem, espe-
cially for women.”

Finally, there’s the work schedule. “I stay up very late
sometimes,” she said. “I work with colleagues all
around the world, in all different time zones. Sometimes
I have meetings after one a.m. For me to stay up so late
working, as a woman...it’s frowned upon.”

The pandemic has piled on even more obstacles.
“Covid-19 has been terrible for the Deaf community. In
the beginning, when everyone else was panicking, lots
of deaf people didn’t even know what was happening.
Some people don’t have stable internet connections.
Some people don’t read. Of course, we can’t listen to
the news unless we have someone interpreting. Most
Deaf people get their news from each other. So, a lot of
people were going around wondering, ‘Why are all the
stores closed? What’s up with all these face masks? Is
this some new fashion trend?’”’

Information about the pandemic did eventually pene-
trate the Deaf community, but misinformation spread
faster still. “Now things are just a mess. People with dis-
abilities are especially isolated. When you’re deaf and
people are wearing masks, you can’t lip-read. Transcrip-
tion apps won’t even work because their voices are too
muffled. And, of course, I can’t ask people to remove
the mask. I don’t want to jeopardize anyone’s health.
But it really leaves me in a bind!”

For Sarna, as for many others, technology has played a
life-saving role, even with its limitations. “I can partici-
pate in events online, which helps me stay connected
and engaged, and that’s amazing! But it’s not perfect.
For instance, the internet’s not stable. Outages happen
all the time.” She uses apps like Uber for ride-sharing,
“but the drivers haven’t been trained to use the map to
find you. They always want to call, and I end up need-
ing help from someone.” The same applies to food
delivery and online shopping. “And many apps don’t
work in Bangladesh at all,” she adds, “or they don’t
have captioning, or they have captioning, but only in
English, which doesn’t work for people who read only
Bangla.”

During our interview, Sarna, who knows both English
and Bangla, used the Live Transcribe app on her phone,
supplemented by text messages, because captioning on
Microsoft Teams wasn’t working. Later, I discovered
that the audio hadn’t been recording, either! The first
draft of this profile was reconstructed from memory,
and Sarna fact-checked and filled in the gaps, further
demonstrating not only technology’s limitations, but
also the creativity, adaptability and patience required to
overcome them.

In addition to assistive technologies, Sarna finds spe-
cial value in a suite of devices and softwares that most
people, whether or not they identify as disabled, now
consider mundane. “Google is really important because
it lets me find information without having to ask
strangers,” she said. “Google Maps, especially.” She
uses the service to let her loved ones know where she is
and whether she’s safe. “My mother was never too
good with technology, but she’s getting better and bet-
ter every day! Now, if she needs to know where I am, I
can simply drop a pin on Google Maps and let her
know.” Most smartphones now come with these fea-
tures built in, but as Sarna pointed out, they’re expen-
sive. She feels lucky to be able to afford one. Not
everyone can.

Though financially independent, Sarna still lives with
her family in their hometown of Tongi, Gazipur, near
Dhaka. “We have a really good relationship,” she said,
beaming. “We always have. This means so much to
me.” Though her parents don’t sign, she’s become an
excellent lip-reader and uses Bangla and English with
her family, colleagues and friends. In the evenings, she
and her family sit together and watch the news, and her
parents repeat the newscaster’s words in case she
doesn’t catch them. They’re proud of everything that
she’s accomplished, but Sarna says she’s only getting
started.

“I’m really, really excited,” she said, “because even
though I haven’t done much yet, I’'m getting closer. 'm
finally working with the people and organizations that
are focused on the projects and the issues I believe in.
I’m learning about ways to help people. I'm building
connections. I’'m discovering all these things I have in
common with strangers all over the world.”

Getting interviewed for an international magazine took
courage, Sarna admitted, “but it was worth it.” She
never used to like to share her story until one day when
she was at the ENT clinic, and her mother started talk-
ing about her to a total stranger. “I was an MBA student
at the time, and the stranger had a five-year-old kid who
was Deaf, and I saw how it just filled her up with hope
and inspiration when she learned that I was Deaf and
studying at the most reputed university in our country. It
made me realize how much you can inspire people
sometimes, just by sharing your story. I hope my story
does that. I hope it reaches someone out there who
needs it and helps them.”

Now, Sarna says, her goal is to serve as a bridge
between the Deaf and hearing worlds. “In a few years,
maybe I’ll be doing really big things. Helping lots of
people, giving back to the community, making things
better for my country and the world. It’s my dream.”

W ABILITY

by Mekiya Walters
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Elizabeth
SAMMONS

For over 30 years, the United States Information
Agency ran cultural exchange exhibits in Russia, a pro-
ject that spanned the bulk of the Cold War and ending
less than a year before the break-up of the USSR. In all
that time, Elizabeth Sammons was the only blind Amer-
ican woman to serve as one of the program’s cultural
ambassadors. “I never thought of myself as a pioneer,”
she recalled as we conversed by phone one morning in
January, 2022. “I just thought, ‘I want to do this, and
I’m going to find a way.”” This theme runs through her
entire life, linking her time as an exchange student in
Switzerland, a Peace Corps volunteer in Hungary, a
teacher and disability advocate in Novosibirsk, and a
writer and human rights activist in her native Ohio. Her
adventures and achievements are too numerous to name,
but you’ll get a taste below as we discuss topics includ-
ing arts and literature, international marriages, disability
in the USA and Russia, talking to strangers, and travel-
ing with extremely low vision.

m-’v ‘l"“-'."‘r";’:i:; Itto Outini: Can you start by telling us a bit about your-
.'@ - d"ﬁ;’:-u-%_‘m, P self? Who is Elizabeth Sammons?
i W "

Sl |,
o i

Elizabeth Sammons: (laughs) Let’s see. I’'m a person of
faith. I'm a globalist, by which I mean a citizen of the
world. I’'m a woman, and glad to be a woman, and I
really enjoy the arts and writing and meeting new people.
Those are probably the most important things about me.

Itto: I heard a story about a doctor giving advice to
your mother.

Elizabeth: Yes. I was born in 1966, and I was blind. A
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doctor told my parents they should put me in an institu-
tion, but I was fortunate because my mother was a
nurse, and my father was a librarian, and they loved me
very much and didn’t listen to the doctor. Later, a couple
of operations gave me basic color and shape detection in
one eye, but I use braille and always carry a white cane.

Itto: Where did you grow up?

Elizabeth: Mount Vernon, Ohio. It’s a small town, and
most people there didn’t have any connections to the
international community. My family was the exception.
My mother was a military child and spent five years in
Japan as a girl, and she loved experiencing other cul-
tures, and my father was very compassionate for the
international students who were struggling at his col-
lege. On Thanksgiving and Christmas, we’d always
have people over.

Itto: And that exposed you to people and cultures from
around the world at an early age.

Elizabeth: Yes! The world came to me before I went to
the world. I had so much curiosity and so much desire to
learn languages and discover other cultures, and I think
that had a little bit to do with being blind and growing
up before the ADA. I wasn’t always welcome at social
functions. Sometimes the other children wouldn’t play
with me at school. I always felt—and still feel, some-
times— like an outsider in my own country.

Itto: This explains how you became a world traveler.
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When was the first time you traveled abroad?

Elizabeth: I visited Canada and Mexico with my family,
but my first real adventure on my own was when I was
16. I graduated high school two years early and did an
exchange year in Switzerland. I'd studied French and
loved it, and I lived with a French-speaking family for a
year while studying at an academic high school. It was
difficult at that age, but also wonderful. It really opened
up my world. That was 1982.

Itto: You went alone? Your family didn’t go with you?

Elizabeth: I went alone. My parents were probably
braver than I was because they knew much more about
the world than I did, and they still let me go.

Itto: Can you tell us—if you still remember—when you
boarded the plane, were you afraid?

Elizabeth: I’'m not afraid of anything!
[laughter]

Itto: That’s great! How about excited? What were you
feeling?

Elizabeth: I was so excited! I was the only student with
a disability in the program, and it didn’t matter! I didn’t
even think about it. I just thought, “After all the books
I’ve read, all the hours I’ve studied French, my dreams
of traveling are finally coming true!” There were about
30 of us going as a group from the USA, all bound for
different European countries. We had a big pillow fight
on the plane!

Itto: That’s a fun way to start the program! Once you
were there, did you feel homesick?

Elizabeth: Of course. But I've always loved meeting new
people. That tempered the homesickness somewhat.

Itto: How do you go about meeting people?

Elizabeth: Oh, I meet people all over! The other day, for
example, I was in a café, and I heard a woman singing
along with a song very softly, and I stopped and said,
“You have a lovely voice.” I found out that she’s a fel-
low writer. Then she started introducing me to other
writers in the city.

Itto: That’s lovely.

Elizabeth: Sometimes, if I hear someone speaking with
a foreign accent, or speaking a language I know, I’ll go
to them and say, “May I help you?” I'm not afraid of
strangers.

Itto: I was just having a conversation with someone, and
we were discussing how, for blind people like ourselves,



you don’t even think about it; you just go and talk to
people on the street! Offering help, or asking for it, or
just making conversation.

Elizabeth: Oh, yes! Some people offer me help out of
nowhere, when I'm just walking along! I think it’s
always best to be polite, whether you need their help or
not. Sometimes some people with disabilities get angry
about that, like, “I don’t need your help! If I needed
help, I would’ve asked!” But think about it this way:
what if, next time, that person sees someone who really
does need help, and they don’t offer it because they’re
afraid of offending someone, because you blew up about
their good intentions?

Itto: I agree. Somebody once tried to tell me that if a
stranger tries to help me, I should yell and hit them with
my cane! And I was just like, “What are you talking
about?”

Elizabeth: It makes me sad when people with disabili-
ties react like that when someone tries to help them. 99
percent of the time, that person’s simply being kind.
Sometimes they need to help you as much as you need
help, or more. The only time to be wary, in my experi-
ence, is when someone seems overly helpful. Some peo-
ple really do have ulterior motives. But usually, no. My
advice is, be careful, but be friendly whenever you can.

Itto: You've traveled all over the world, and that’s
worked for you?

Elizabeth: That’s worked for me.

Itto: Getting back to Switzerland—you said it was 1982.
You didn’t have WhatsApp, text messages, iPhones. How
did you keep in touch with your family?

Elizabeth: I wrote letters every week. I used a type-
writer. In the whole year, we had maybe two or three
phone calls.

Itto: Wow!
Elizabeth: Phone calls were expensive!
Itto: You must’ve been strong.

Elizabeth: There was no alternative. Today, when people
leave the country, everyone expects a lot of communica-
tion. We didn’t have that expectation then. I think it gave
me a better immersion experience. If I was tired of speak-
ing French, I couldn’t just pick up the phone and call my
family; I had to keep speaking French until it started feel-
ing natural. I’m grateful for my French immersion.

Itto: What did you do after the exchange program
ended?

Elizabeth: I went to college and double-majored in

French and Communications, and then I went to journal-
ism school and got an MA. But I was eager to go abroad
again. In college, I spent time volunteering with immi-
grants and refugees. The older ones would never really
pick up English, so if they needed a letter written, for
example, or a phone call made, I would help them. And
that helped me, too. It kept me thinking internationally. I
also had some pen pals, some young girls in Poland and
what was then Yugoslavia, and I knew some students in
Czechoslovakia. When I finished my Master’s in 1988, I
decided to take a trip alone and visit them.

Itto: How did you connect with them in the first place?

Elizabeth: You know, it was so strange! Back in high
school, my cousin sent me a list of people who said they
wanted to correspond with people in the West. I wrote to
all of them. There were maybe seven or eight, but only
three or four wrote back to me, and we kept writing
back and forth. It was just really exciting, receiving
those letters with beautiful stamps and envelopes with
different textures, different smells, from those faraway
countries. When we first began to correspond, I never
imagined we would meet, but after college, I had just
enough money to make it work. First, I went to Poland,
then to the Czech Republic, then to Hungary, then to
Yugoslavia, and then to England to visit my college
roommate. Now, when I look back, it seems amazing.
But at the time, it was just like, “Well, I know these peo-
ple, they’re friendly, they’re my age, so why not?”

Itto: You ended up living in Europe for a while. Why
was that?

Elizabeth: After that trip, in fall of 1988, 1 went to
Washington DC to study. At the church I attended, I met
a woman who’d worked on the US Information
Agency’s cultural exchange exhibits in the USSR. She
told me about “Design USA,” the exhibit she worked
on, and she said they needed guides. Cultural ambas-
sadors, basically. And then she said, “You’d be perfect!
You really should apply!” This was 1989 —

Itto: That’s the year I was born!

Elizabeth: Perfect! Good things were happening that
year. I thought, “I have no chance of getting this job,
being blind. I have no chance at all.” But I told her,
“That sounds great!” The next time she saw me, she
asked if I’d applied, and I said, “Well...no.” And then
we met a third time, and she said, “You know, I’ve
already spoken to the people who direct this exhibit.
You really need to apply, if you haven’t already.”

Itto: What were the application requirements?

Elizabeth: You had to pass some health and security
checks, and you had to be bilingual in English and
Russian, which I'd studied by then. Volunteering with
the refugees had helped me greatly. You had to pass a
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Recruitment Consortium

Find Jobs at Smart Places

Find your ideal job within our national network of 700+
colleges, universities, hospitals, and labs working together
to promote equity and excellence in the higher education
workforce.

Visit www.hercjobs.org to access free resources and
manage your career:

® Search 30,000+ faculty, staff, and executive-level jobs
* Create a free account to save searches, upload your

resume and get job alerts
* Get career advice from higher ed professionals
including advice for professionals wtih disabilities

To browse jobs or become a member institution visit www.hercjobs.org

ACROSS

1 Disability rights activist from Germany, Raul ___

7 Zhenglu ___: founder of the International Art Education
Center for the disabled

9 Teachers

10 Actor with cerebral palsy who plays Walter White on
"Breaking Bad", R.J. ___

11 TV network that cast Peter Dinklage (has achondroplasia) as
Tyrion Lannister

12 Multilingual accessibility advocate and human rights activist
from Morocco, Itto

14 Major musical composition

16 Fisherman's lure

18 Johnny Depp stars in "Edward hands"

20 Collarless shirt

22 Desired future

23 Available assets

27 Trademark, for short

28 He's traveled 500,000 miles on his bike and raised almost
$300,000 for MS, 3 words

29 Calf's mother

30 Italian singer, composer and author who is a advocate
for removing architectural barriers for persons with
disabilities, Federico __

31 Protagonist in the film "The Green Mile" - John

34 Time period on a financial statement, abbr.

35 Ensuring the survival of an environment

DOWN

Hold onto

__ Dhabi

Country music great recovering from stroke, Randy ____

Garlic flavored mayonnaise

Japanese raw fish

Animated Disney character with fin, that he calls his "lucky fin"

Relax, 2 words

Special

13 Brings people together

14 Or best offer.... in classified ads

15 Skywards

16 Hospital unit

17 Contents of some bags

18 Uphill battles

19 Halloween decoration

21 Gives qualities or abilities to

24 Rise above the ordinary

25 Chinese lady who overcame having no left arm to become an
artist and leader in the fight against COVID-19, Zhang _____

26 Madison Ferris, a disabled actress, starred with ____ Field in
"The Glass Menagerie"

27 Senator who s a triple amputee, __ Duckworth

28 Portion of land

29 Convention on the Rights of Persons with disabilities, abbr.

32 Oprah's network

33 William Penn state, abbr.
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and just listen.
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The ALL-NEW
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The Inogen One G4 delivers

the independence of a portable
oxygen concentrator in one of
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user today.

With the Inogen One you can
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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
policies, see att. info for details. tDIRECTV App & Mobile DVR: Available only in the US. (exdl Puerto Rico and U. . 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
download to mobile device using Genie HD DVR model HR44 or higher connected to home Wi-Fi network. Rewind and fast-forward may not work. Limits: Mature, music, pay-per-view and some On Demand content is not available for downloading. 5 shows on 5 devices at once. Al functions and programming subject to change
atany time. Programming, pricing, promotions, restrictions & terms subject to change & may be modified, discontinued or terminated at any time without notice. Offers may not be ined with other ional offers on th vices and may be modified or discontinued at any time without notice. Other
conditions apply to all offers. HBO MAX™ is only accessible in the U.S. and certain U.S. territories where a high-speed broadband connection is available. ©2021 WarnerMedia Direct, LLC. All Rights Reserved. HBO MAX is used under license. ©2021 AT&T Intellectual Property. All Rights Reserved. AT&T, Globe logo, DIRECTV, and all
other DIRECTV marks contained herein are trademarks of AT&T Intellectual Property and/or AT&T affiliated companies. All other marks are the property of their respective owners.
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WELLS
FARGO

Who we are:

Wells Fargo & Company is a diversified, community-based financial services

company with $1.9 trillion in assets. Wells Fargo’s vision is to satisfy our

customers’ financial needs and help them succeed financially. News, insights,

and perspectives and perspectives from Wells Fargo are also available at
Wells Fargo Stories (https://stories.wf.com).

Key Facts

70M Customers

26.7M Mobile Banking mobile active users

1in 3 Households

32.9M Wellsfargo.com digital (online and mobile) active customers

$161.8B Market value of stock*

*Based on sales, profits, assets, and market value as of March 31, 2021.

Diversity and inclusion

At Wells Fargo, we believe that diversity and inclusion is key to being one
of the world’s great companies. We strive to build and sustain a diverse
and inclusive culture for all Wells Fargo team members —one where they
feel valued and respected for who they are as well as for the skills and
experiences they bring to our company.

What other people are saying about us:

» Diversitylnc magazine has ranked Wells Fargo No. 7 on the list of the
2021 Top Companies for People with Disabilities. Diversitylnc also
ranked Wells Fargo No. 25 on the Top 50 Companies for Diversity,
No. 17 on the list of Top Companies for Employee Resource Groups,
and named among the Top Companies for LGBT employees.

e For the tenth consecutive year, readers of CAREERS & the disABLED
magazine recognized Wells Fargo as one of 2021’s Top 50 Employers
of people with disabilities.

e Equal Opportunity magazine ranks Wells Fargo No. 15 on the 30th
Annual Top 50 Employers 2021 list.

Accommodations and accessibility assistance for team members and job seekers:

wellsfargojobs.com/accessibility

Accessibility at Wells Fargo: wellsfargo.com/about/diversity/accessibility

Relevant military experience is considered for veterans and transitioning service men and women,

Wells Fargo helps strengthen
communities through:

Diversity & Inclusion:

Ensure all people feel respected and
have equal access to resources and
opportunities to succeed.

Economic Empowerment:

Strengthen financial self-sufficiency and
economic opportunities in underserved
communities.

Sustainability:
Accelerate a just transition to a
low-carbon economy.

éQA b Y
Q‘V TOP g,
JISD o

2 EMPLOYER ©
2021

All qualified applicants will receive consideration for employment without regard to race, color, religion, sex, sexual orientation, gender identity, national origin, disability, or status as a protected veteran.

©2021 Wells Fargo N.A. All rights reserved.
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| READY IN
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Serving the Community
Since 1979

“| always come to the Expo
It’s where | learn somethlng --g
new every year!” - Maria M.

Up your game and...

* Boost independence with latest products & tech
e Learn tips and tricks from community experts
* (et moving with adaptive sports & dance Vg
* Build relationships with your community FREE

« Find solutions for all ages and abilities  \QUSTID,. + CH

Los Angeles  New York Metro Toronto Chicago
March 4-6, 2022 April 29-May 1,2022 ~ May 13-14,2022  June 24-26, 2022

Houston Phoenix Miami Dallas
August 5-7, 2022 Sept. 9-11, 2022 Nov. 4-6, 2022 Dec. 2-4, 2022

Abilities.com|* Reqister onling tooay.

f @AbilitiesExpo , @AbilitiesExpo @abilities_expo
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