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8      ABILITY

Dying is easy, dating is hard; pretending that you’re
always happy, keeping up that easy-going facade, com-
ing up with lies that everything is great in your life, try-
ing to take off wrinkles with sandpaper, etc. The nui-
sances are endless. It’s almost not worth the trouble to
find someone special. Now throw on top of all those
hassles and anxieties the dilemma of being disabled.
There’s only small clan of special people in the world
that are willing take on questionable goods.

I know, it’s hard to believe and probably everyone who
is reading this is saying, “Oh I’m not like that.” Nobody
wants to admit that dating someone with a disability is
at the top of their ideal qualities they look for in a part-
ner. It’s probably somewhere between “one who still
lives with their mother” and “one who uses a bicycle as
their main mode of transportation.” Some may say that
it’s shallow. As a disabled person in a wheelchair, I
don’t know if I would label it shallowness, maybe it just
a matter of taste. I happen to like brunettes better than
blondes. Most of us have an idea of our perfect mate we
would like to spend our life with. A guy who uses a res-
pirator and firing off leg spasms is not typically thought
of as a fine catch. But most won’t admit it. They’ll
claim I’ll give anyone a fair chance if they are attentive,
caring and kind. It sounds nice. It makes you look good.
The only problem is it’s not true.

I was on this dating site before and I just had a headshot
and my profile didn’t mention anything about a disabili-
ty. This cat was hit up by oodles of eager women. When

I say oodles, I mean oodles of lovely ladies. I don’t use
the word oodles lightly. That made me feel good
because just the day before I was looking at myself in
the mirror and the next thing I know, my mirror spit on
me. After that, my confidence level had gone down a
few notches. Anyway, I would strike up a conversation
with the ones I was attracted to by text or email and all
was well. I’d get responses back like “I was thinking
about you all day” and “when are we gonna meet?” I
could feel their interest in me. Then, after I got to know
them a little, I’d dropped the D bomb. I would be
assured that I could tell them anything and it wouldn’t
affect the relationship. “So, I don’t know if I told you
this yet but, I’m disabled in a wheelchair. Crazy, isn’t
it?” It would usually be a day or two before I’d a
response back, perhaps they needed time to digest the
explosive news that just put a crowbar into their bicycle
wheel. Some never responded back but most replied,
“Oh really, that doesn’t bother me.” But it clearly did
because I would no longer get four or five emails or
texts a day as I had become accustomed to. For some
strange reason, they quickly tapered off. I’m a big boy, I
can handle it. At least they weren’t as rude as my mir-
ror. I don’t make any judgments on it. Some might say I
was false advertising and should put that pertinent info
upfront. Maybe, but maybe I just wanted to feel good
for a little while. I guess I could liken it to dating a
woman and after a month of romantic dinners and
movies she throws out, “Did I tell you I have seven
kids? Oh, and I have herpes, too.” 

HUMOR THERAPY

My Dating Life is Disabled
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I’ve seen calendars like the twelve sexiest firemen—
they have a helmet on, holding a hose and their shirts
buttoned half-opened revealing a well-oiled glistening
chest. I’ve yet to see a calendar of hot men in wheel-
chairs popping a wheelie with oiled glisten chests and
maybe holding a leg bag. I think it’s safe to say, at least
for now, the disabled person is not really viewed as a
sex symbol, even if he or she rides around in a really
cool sporty wheelchair.

In all honesty, being in a wheelchair myself, I’m not
sure if I could date someone in a wheelchair. I have a
hard enough time taking care of me. Sex could be a little
difficult. Somebody should be able to do the heavy lift-
ing in the bedroom, right? If I became intimate with
another person in a wheelchair it would be quite compli-
cated. I’d be afraid we would just end up lying in bed,
smoking cigarettes, and talking about how great it
could’ve been.

I would think a guy in a wheelchair would be a good
catch for many reasons. You can always push him
around; you don’t have to worry about ever standing
him up and he won’t walk out on you. Plus, he has that
parking placard. Perfect for your shopping day at the
mall. You get to board a plane first. If you go to Disney-
land, they move you to the front of the ride lines. How
about when you get in an argument with them? He can’t
really getaway to fast giving you ample time to unload
slew of criticisms “Don’t think you’re gonna roll away
from me! And another thing…” Also, if you’re really
upset, you can always just go upstairs for some alone
time. Or, heck, not to throw out more sick ideas, but if
he really pisses you off, wait ‘til he’s asleep then move
his wheelchair into another room. These are just a few
perks of dating someone in a wheelchair and the fun you
can have together.

Of course, whether you’re disabled or not, it’s never
easy for anyone to find the right somebody. Can I get an

amen? I mean it’s difficult to find someone who can
deal with you, the whole you; you’re annoying manner-
isms, you’re pissy moods, snoring, you’re body odor,
smelly feet, who knows, but believe me, you got some
stuff going on and it ain’t pretty. I’ll throw in bad breath
too. Can I get another amen?

Can there be compatibility with disability? My best rela-
tionships in life were with that one who looked past my
disability and saw the me inside of me. That scared little
boy who is dying to grab you and kiss you goodnight
then be invited into your place for a night cap and enjoy
a nice breakfast in bed. I don’t like when people see the
disability part unless I need to use it to get out of some-
thing I don’t want to do—like clean out the cat’s litter-
box, go pick up the Chinese food or do the dishes.
“Honey, can’t you see I’m disabled!” The good thing
about dating someone who is willing to look past your
disability is you don’t have to go on a lot of dates to
find out that they’re special and a keeper. They are the
ones who don’t huff or make irritating perturbed noises
while you’re taking an hour to button your shirt or put
on your shoes. That’s a quad reference.

Wouldn’t it be great if you could just be happy dating
yourself? Save a lot of time trying to find the right per-
son. You’d probably have a lot in common. Talk about
love at first sight. Could you imagine if you didn’t get
along? Like everything you did pissed off yourself.
What could you do? You can’t leave the relationship.
That’s definitely a “‘til death do you part” situation. No
two ways about it. What if you caught yourself cheating
on yourself? You going to make yourself sleep on the
couch? I have trouble forgiving myself after eating a
candy bar.

I’m going to keep swinging for the fence. There’s got to
be someone out there for me, somewhere. I’ll bet if,
instead of baseball cards, I put dollar bills in my wheel-
chair spokes I’d get some interest. Everyone tells me to

just be myself. I’ve tried that enough.
Wasn’t it Einstein that said, the defini-
tion of stupidity was doing the same
thing over and over and expecting a
different result? The crazy thing is I’ve
been through this routine before in my
life. I search, I find, I begin a relation-
ship then I spend most of the time
wondering how I’m going to get out of
this thing. Breaking up is hard. That’s
a whole new article. Right now, I’m
just focused on finding that perfect
compatible lover that can fill my needs
until we break up. 

by Jeff Charlebois
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Wang Lu and Her “Upper Hand” in Talk Shows
王璐： 断掌少女“有一手”

of round spectacles, quite well-known after her appear-
ance on Rock & Roast. It is also this online show that
has opened up the world for the life of “Palm Girl.”

“I’ve finished my fingers off”

A few years back a time came when Lu, at her uncle’s
home, watched the 80’s Talk Show, which was claimed
to be China’s first TV program of its kind representing
the lives of the younger generation by way of Western-
style humor, with Wang Zijian as the anchorman. Only a
few minutes into the show, Lu began to rock back and
forth with laughter. Seeing this, her uncle chipped in,
“You might as well do that, too.” Surprised, Lu rejected,
“I can’t. No way for me to do that,” though she some-
how did wish to try it.

Since then Lu had become a fan of this program. Watch-
ing it wasn’t merely enough for her; she also made her-
self a “follower.” She was getting to know Wang Zijian
as well as the increasingly popular figures in the talk
show business, such as Li Dan and Wang Jianguo. Later
she learned that Wang’s style is strictly not that of talk

“Because no matter what script I came up with, the
audience would cast an eye over my right hand.” So Lu
changed her strategy: “Instead of having them wonder
about my hand, it would be better just to ‘wave it off’
with a few explanations. Only then could I get their
attention back to what I had to say next.” 

Wang Lu, a Chinese citizen born with right hand defor-
mities in Baoding City, Hebei Province in 1997 and a
performer on Rock & Roast Season 2, one of the most
popular internet talk shows in China.

On August 13 Wang Lu tweeted “Happy Left Handers
Day,” to which her fans replied: Haha, an “unnatural”
left hander!

Lu was born with a right hand that has no digits. Where
it’s perfect to “give me five,” “all I can say is ‘give me
zero.’” Her right hand, which resembles a common Chi-
nese baby toy called “rattle-drum,” has won her a nick-
name: Palm Girl.

Lu is a plumpish young lady with wavy hair and a pair

Wang-Lu__QuarkTemplate.qxd  12/5/19  10:41 PM  Page 11
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shows, but rather of stand-up comedy. It was only for
the sake of promotion that they called it “talk show,” a
more popular name among the audience.

When she was in college in 2017 Lu saw from the 80’s
Talk Show crew an ad about a talk show training class.
Signups required videos of the candidates performing.
Lu felt excited about this. At first she worried that her
disability might discredit her, but then on a second
thought she braced herself and filmed a piece about the
hand.

No phone call followed from the admission staff, but Lu
saw a message in the online fans’ group. “Perhaps Li
Dan saw my video and directly asked in the group:
Who’s this girl without a hand? Did she sign up?” The
entire group mentioned her name. This came as a big
surprise for her as she had not expected to get Li Dan’s
attention. Or to put it another way: she could be easily
remembered just because her hand looks different. 

To attend the training, Lu traveled to Shanghai for the
first time. With other trainees, she studied theoretical
approaches during the day and practiced stage perfor-
mance in turns at night. “Now it is still quite awkward
to watch those videos.” Disability became the first label
by which she was recognized, but she didn’t feel
uncomfortable at the time. “On the contrary I found this
hand quite helpful.” She crafted her first comic piece
about the hand. “I have a little brother who is a kinder-
gartener. He loves to suck his fingers. To correct him, I
say, look, I used to do that a lot, too, and now I’ve fin-
ished my fingers off!” 

Out of her training class Lu plunged right into talk show
theaters in the real world. shuttling between Shanghai
and Beijing for small performing opportunities. Acting
simply as a hostess also delighted her. The audience,
mostly young people, would pay two or so dollars (10 to
20 yuan) for a bit of novelty and leisure a talk show
promised. They would not expect much or mind bun-
gles. For Lu, this relaxing atmosphere was an ideal
proving ground. “The audience got all the ‘ha ha
points.’ They only had a minimal idea of what a talk
show is, so no one intentionally threw eggs at you.“ Not
only was there a cheerful audience; the performers also
lauded one another. “Not bad today!” “Punchlines were
quite intense.” “Nice audience connection.” To these
rosy-sounding comments, she referred deprecatingly as
the “false prosperity” of interpersonal relationships. 

When the lights went up, Lu walked onto the stage, mic
in her left hand. “Hello, my name is Wang Lu.” With
this she raised her right hand and waved it before the
audience. “And I need to tell you that I was born with a
hand like this.” This was her opening cliché because “no
matter what script I came up with, the audience would
cast an eye over my right hand.” So Lu changed her
strategy: “Instead of having them wonder about my
hand, it would be better just to ‘wave it off’ with a few

explanations. Only then could I get their attention back
to what I had to say next.”

The first season of Rock & Roast was a huge success.
Season 2 expanded candidacy creating an opportunity
for land-based performers like Lu. Out of seven contes-
tants, one who overcame the Cruel Open Mic challenge
with top votes would be entitled to a TV production
along with the title of “Hot Comedian.”

Still with a mic in the left hand and the right hand held
high in the air, Lu zoomed through and won the oppor-
tunity to face the national audience on TV.

“I only had one week of fame”

“She sprinted over full of vigor and verve.” To panelist
Wu Xin’s comment, another popular comedian named
Yu Qian nodded, “She came out with an aura of the-
atrics.” Lu beamed under the spotlight, feeling both
excited and nervous, trying to hold her tongue, some-
what over herself inwardly. “Actually this is how I
walk, sashaying along.”

“Sashaying along” was her way as a first-timer to repel
fear and keep cool-headed on a stage too brightly lit for
the performers to remain focused. She opted to do as
many stage rehearsals as possible. When the other per-
formers left, she could only practice with a white spot-
light and a water bottle, which she fetched from her
room as a substitute for the official mic. She would keep
drilling until the security guards came to clear the site.

She valued this hard-earned opportunity. According to
her instructor, she remembered, the creative fountain for
talk show performers is a relentless dig at the difficult,
the horrendous, the stupid, and the bizarre, four underly-
ing aspects of life that provoke negative emotions,
before packing it all up with humor. Going too deep is
unbearable on the performer’s side, but too shallow a
dig can hardly move the audience. An outstanding per-
formance is somewhere in between. This is what talk
show performers need to do – digging long into their
souls and taking out to the audience all that sounds
freshly alive. 

“Hand” was where Lu constantly dug into. According to
her, what should you do when a child asks his mother
about your hand? “Wave it so he can see more clearly.”
Could a disabled guy take five able-bodied friends to
Disneyland without having to wait in line? “Obviously,
those five people want to go there no less than that dis-
abled guy!” What would you say if your team lost a
video game? “Blame my hand if you ask me!” When
you were lauded for your comic work, “that’s because
they don’t have an “upper hand” as I do.” 

This script Lu had repeated countless times, knowing
without thinking which line could make the audience
laugh and at which she should pause to wait for laughs.

Wang-Lu__QuarkTemplate.qxd  12/5/19  10:41 PM  Page 12
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“The key is to be error-free”

When her show was over, Lu seemed more willing to let
go. Unlike other performers, who would judge the
shows as good or bad, Lu minded more the fact that “it’s
finally over,” having blurted out all that she had learned.
She said that stage performance is like sitting for an
important exam when you have certain disabilities. It is
very rare that disabled people tease their own bodily
defects in public. As compared with the mere use of
common laughingstock, Lu’s appearance takes on new
meaning. 

When her show was broadcast, she felt that she had shot
to fame. “When I went to the bathroom during a job
interview, someone waited holding the door frame cur-
tains for me. “Like this thing could ever have happened
to me earlier!” A leisure walk on the street sometimes
also involved a photo-op with fans. “The first thing peo-
ple wanted to do after they had recognized me was take
a look at my hand.” So she had to “show proof of her
identity” over and over with passersby. Later when Lu
found that she was not included in the list of performers
who had performed in that talk show program and who
had built their own fan clubs, she felt a little disappoint-
ed. “A week later it looked like I was already a ‘has-
been.’”

Many of the private messages Lu has received on Weibo,
the Chinese equivalent of Twitter, are from people with

disabilities asking her how to be as resilient and strong
as she is. To this, she cannot offer much advice, for she
doesn’t see herself as disabled at all. “I got my disability
card upon my mother’s request. Not much to feel
about.” As she said in the show, “Many people say I’m
strong, but I don’t want to be strong.” 

“No one looks at my hand anymore”

Though a one-timer in the show, Lu made a good social
circle. Once in the performers’ WeChat group she
replied with a Chinese emoticon of one hand folded in
the other, implying a masculine appreciation of what
had been discussed. Following were many responses
that conveyed a similar “wish to see Lu physically make
that gesture herself.” As it turned out, the wish was
granted when Lu actually did that in the last episode of
Rock & Roast.

What Lu had not expected, however, was controversy
against her performance. Some netizens thought that
joking about disability was “cruel.” Some even went so
far as to accuse her of exploiting loopholes and spong-
ing off Disneyland. “If I don’t talk about my hand, there
must be doubts if you have an issue about your disabili-
ty. If not, why do you keep silent about it? If I talk about
my hand, there must be some thinking that I’m here to
win cheap sympathy. No way out of this as if you were
on a boat.”

Wang-Lu__QuarkTemplate.qxd  12/5/19  10:41 PM  Page 13
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What others say about you is as good as a passing cloud.
The truest is how you feel at your worst. Lu had enjoyed
herself ever since she stepped into the talk show com-
munity. Earlier, Fridays always involved commutes to
Beijing and Sundays back to Tangshan. The alternative
would be a full stretch of school vacation working as an
intern in Beijing. All was for more opportunities to per-
form in big cities. “I was quite broke at that time and
could barely afford the travels. So I also was a part-time
volunteer plus worked as a hostess at other venues to
cover at least part of my travel expenses.” After the
show, Lu worried about where she could spend the
night. “I have slept at the homes of many fellow per-
formers.”

Lu has a relative who owns a small company in Beijing.
“I slept on the couch there at night and before the staff
arrived the next morning, I had to make it look like no
one had been there. Now looking back, the situation
really seems dismal, but I felt so happy back then.” Lu
particularly dislikes it when her story is seen as a proto-
type of success. “A lot of people love to send me suc-
cess stories about some people with disability because
they think that my hand is abnormal. Whenever they do

that, I would like to send them the ‘girl-with-small-
boobs-can-also-be-a-model’ sort of thing.”

As Rock & Roast Season 2 drew to an end, so did the
limelight on Lu. But she still envisions her future career
in comedy. Even writing comedies would not be so bad
as long as it could make ends meet. Now Lu still man-
ages to get a number of performances a month at small
theaters. “But so far this industry doesn’t look like a
place to make big money. The first thing is to scratch
out a living.” Despite that, she’s found herself so well-
known among the audiences at those theaters that no
one stares at her hand anymore. This may be a great
opportunity to make a change for herself. “I can create
better comedies for them.”

by Bai Fan 

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

Wang Lu on stage
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Drizzly, cold and dark was never my favorite way to
embark on a thousand mile day on the bike, even when I
was riding to an event I had been looking forward to. I
was heading to Newnan Georgia to share my Ural in the
Iron Butt Rally story to a large group of Harley David-
son riders. It was November, we had just changed the
clocks to steal away another hour of precious daylight
and although I was heading south, I was headed for an
even colder morning. About 200 miles into my ride,
with my heated gear working to fool my core by keep-
ing the chills away, I was making good time. I wondered
where I stood in my million mile quest for Multiple
Sclerosis and I knew I was getting very close to the big
400,000 milestone. I poked at my cellphone with my
stylus which failed to wake it’s brain. I then activated
the voice command to open my bike maintenance app.

400,000 MILES FOR MS

16    ABILITY
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After seven years traveling the country as a patient
advocate for Multiple Sclerosis I know my adventure is
really going somewhere. This particular trip started in
Atlanta where the Harley riders welcomed me with open
arms, trading a plate at their annual Thanksgiving lun-
cheon for my inspiring presentation. Although I wasn’t
paid to be a speaker, they passed the hat and raised
$1200 for the MS charity I work with. I then rode across
the United States to do a second presentation in Costa
Mesa, California. This event, held in a high school audi-
torium was organized by a fellow long distance rider
who invited family and friends to hear me speak.
Again, donations were collected and approximately
another $1000 was raised for the charity.

From Costa Mesa I made my way the short distance to
Long Beach, CA where I would spend about 30 hours

The mileage page opened up reminding me I was 6,000
miles overdue for an oil change and then it scrolled to
the records page. A quick mathematical calculation
made me realize I would reach a major milestone in the
next four or five hours. 

300 miles never took so long to rack up. 
The sun was up and the temperature stopped dropping
and ever so slowing started to rise. Soon it would climb
above freezing and maybe in a few hours I could even
lift my helmet visor briefly to take a sip of water off my
Camelback. Winter weather was here, although the cal-
endar disagreed. I watched the bike’s odometer click up
to 79,900 and without any fireworks or party horns to
celebrate, I settled for a simple smile that creased my
cheeks against the thick padding of the helmet. I had
documented 400,000 miles Chasing the Cure.
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working at the International Motorcycle Show. My bike and I
were on display for the tens of thousands of attendees. At their
press conference, Yamaha announced a brand new smaller
adventure bike called the 700 Tenere. They also introduced me
and renewed their continued support of me and my journey.
They ended by telling the motorcycle world that they were
going to give me one of the new bikes! 

I can’t wait as the new bike is similar to my old Tenere, but
smaller and really capable off road. It will be quite a change
from what I am riding now, but will allow me to explore even
more of the back roads and rural parts of this country. I am also
very excited that Yamaha is stepping up and continuing to sup-
port me in my journey Chasing the Cure! 

As ridiculous as it may sound, getting diagnosed with MS has
created so many opportunities and opened so many doors for
me. Although my disease has been stable and manageable, I
also know others who are
not responding to treat-
ment and who’s disease
continues to progress. Ded-
icating the next 600,000
miles to them, I will not
slow down, and I will not
stop until we have a cure. 

longhaulpaul.com

Long Haul Paul at the 2019 International Motorcycle Show in Long Beach, CA
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When I was five years old, I was deemed a fire hazard.
Like millions of American children that year, I was
entering kindergarten. It was 1952 in Brooklyn, NY
and my mother was taking me to my neighborhood
school to make sure everything would go smoothly on
the big first day. It didn’t. The principal who personally
“greeted” my mother and me at the school entrance
informed us that my wheelchair, the one I’d used since
I had polio at 18 months old, made me fire hazard
because I could not independently exit the building. I
was told to go home and stay home and not to worry
because a teacher would be sent to me, segregating me
from my peers.

This episode became a template for the experiences I
would have throughout my life. My high school princi-
pal, for example, didn’t want me on the stage with the
other graduates. Later, as a prospective teacher, exam-
iners asked me humiliating questions about how I go to
the bathroom. Still to this day, flight attendants talk to
my colleagues about me rather than talking to me
directly. Through these challenges I have learned a
painful, but important lesson: my life was constricted
not by my disability, but by the stories others told
themselves about what disabled people are capable of.

Looking back, I’m struck by a simple question: What if
those who barred my entrance to school, asked inap-
propriate questions at a medical exam, or otherwise
expressed their ideas about disability, had been taught
to understand disability differently? What if they’d had
the benefit of learning, from popular media, from the
TV, films, and news programming that are central to
our lives, that disability—which affects more than 56
million Americans of all race, class, and gender identi-
ty—is simply another way of being human? 

PULLINGBACKTHECURTAIN
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Consider the way our understanding—and the media
representation—of other historically marginalized
groups has changed. The characters portrayed in Ryan
Coogler’s “Black Panther,” for example, depart type
from characters who populated 1970s Blaxploitation
films, like Gordon Parks’ “Shaft”. Constance Wu and
Henry Golding, who delighted audiences in Crazy Rich
Asians, don’t look much like the characters portrayed in
earlier movies like “Thoroughly Modern Millie” or
Mickey Rooney’s character in “Breakfast at Tiffany’s.”  

However, these efforts to diversify popular media hasn’t
extended to disabled people. As a child, I rarely ever
saw myself—or anyone like me—represented in movies
or TV shows. The few disabled stereotypes I did see —
facially disfigured James Bond villains or the powerless
victim of Lenny in Of Mice and Men — were rarely real
people facing the same kinds of challenges non-disabled
people face, including the struggle to find love, build a
career, deal with financial turmoil, or cope with family
illness. More often they were disabled characters as one
dimensional as a cardboard cutout, positioned like props
for entertainment purposes. It’s 2019 and this week, Ali
Stroker was the first wheelchair riding actor to be nomi-
nated for a Tony. While progress is being made there is
so much more that must be done. 

Although we constitute about one-quarter of the popula-
tion in the US, just 2.1% of the primetime broadcast TV
series regulars are disabled, according to GLAAD’s
Where We Are on TV ’18-’19 report. An Annenberg
Foundation and USC Annenberg Center report found
that 2.5% of the top 100 grossing films over the past
decade included disabled characters. And, the Ruder-
man Foundation found that in 95 percent of these exam-
ples, these characters were not played by actors with
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actual disabilities. This means that audiences have few
opportunities to learn about us or our experiences, and
have few examples to change their common thinking
that disabled people are somehow broken, abnormal or
in need of repair.  

Late night show host Trevor Noah, speaking about the
prevalence of non-disabled actors playing disabled char-
acters, touched on how jarringly strange this phenome-
non is when seen from a different perspective.

Noah cited a disabled actor who addressed the problem
in a conversation online by explaining that, currently,
the issue is not that disabled actors like him don’t get
these parts but that they don’t even get called to audition
for them. “As someone who is not in a wheelchair, I
never thought of it that way,” Noah told his Daily Show
audience. “It’s powerful because you [usually] don’t
think about representation, you don’t think about how
important it is for people to see themselves on screen in
a real way.”

This is more than a missed opportunity. It’s a blight on
the progress we’re making on the issue of diversity in
media. When we talk about diverse representation in
media, we need to include people with disabilities in the
diversity conversation. 

Remember the unspeakable video of Donald Trump
mocking a disabled reporter? The President’s display
provided an excellent example of the worst, most mean-
spirited kind of misrepresentation—and misunderstand-
ing—of people with disabilities who live, flourish and
contribute to our diverse and ever-changing world. 

What if people were to realize that many of their best

friends, closest relatives, dearest loved ones, and most
valued colleagues have some form of a disability, and
perhaps one we cannot see? What if they were to experi-
ence the inner lives of disabled people through story-
telling, to learn about the social injustices disabled peo-
ple face as well as how our day to day lives are like
theirs?

Never before has our society made such a concerted
effort towards inclusivity. From the political sphere—
with Congress now made up of a more diverse group of
representatives than ever before—to award shows like
The Oscars and The Tony’s—that have suddenly
become a celebration of diversity, a veritable rainbow
coalition of black, white Asian, LGBTQI performers.
Yet, in a world of increasing inclusivity, it seems partic-
ularly odd that popular media still excludes one very
large section of the population. Meaningful change
begins with starting a conversation about changing the
way disability is represented in the media and taking the
necessary collective actions which finally results in
authentic and meaningful inclusion of disabled people.
One girl in a wheelchair presents far less of a hazard
than does a culture that denies the truth of a prominent
portion of its constituents.  

by Judy Heumann
•  •  •

Judy Heumann is an internationally recognized leader in the disability
rights community and a lifelong civil rights advocate. She has been
involved on the national and international front working with disabled
people’s organizations and governments in the U.S. and around the
world.
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Karah Behrend is all about breaking down barriers. She’s an adaptive athlete who not only
completed the grueling eight-day, off-road Rebelle Rally—her first time ever—but the
medically retired Air Force veteran placed second. With Behrend behind the wheel of a
Mitsubishi Eclipse Cross, made accessible with hand controls to accommodate her, and her
teammate Rachael Ridenour serving as navigator, the duo raced from Lake Tahoe to an
endpoint near Mexico. With basic navigation tools and coordinates, they barreled through
the wilderness, confronting dense forests, rugged scrublands and stark sand dunes. During
the last section of the rally, Behrend met up with ABILITY to talk about her career as an
adaptive athlete, her love of sports and her warrior’s spirit. 

ABILITY: Since retiring from the Air Force what you do?

Karah Behrend: I play wheelchair rugby, and I travel the country playing sports and talk-
ing to people. 

ABILITY: How long were you in the Air Force?

Behrend: Six years and four months. Not that I’m counting.

ABILITY: (laughs) You’ve always been an athlete?

Behrend: Before I joined the Air Force I was a cheerleader. During the Air Force, I would
do unit sports and play sports with my friends or whatever we could. And then after I was
hurt, I found adaptive sports, and that was my new drive.

NEW OFF-ROAD WARRIOR
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KARAH BEHREND
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ABILITY: How’d you get into rugby?

Behrend: It kind of fell into my lap. I was in an event
where they had me try it out, and I fell in love with it. I
ended up contacting a team called Oscar Mike’s to see if
I could play with them for the season, and they had me
try out. They took me last year, and I’ve been playing
ever since.

ABILITY: Did you see the movie Murderball?

Behrend: No. Somebody got me into a rugby chair and
had me hit somebody, and I was like, “Whoa! That’s an
adrenalin rush I haven’t had in a while! How do I get
that again?” As somebody with a quadriplegic function
level, it’s difficult to feel free, it’s difficult to feel like
you’re able to be as aggressive as you want, to be able
to do the things you used to do and be empowered.
Wheelchair rugby has given that back to me.

ABILITY: Will you try out for the Paralympics?

Behrend: I’ll try to. This is my second season now, so
eventually I’m hoping to be the first or second female
on the Olympic rugby team.

ABILITY: I never thought about male-female when it
came to rugby. 

Behrend: The sport is four percent female.

ABILITY: So you said you’d be the second—

Behrend: I want to be the first or the second. There’s a
girl who’s really close to making it, and I really, really
hope she makes it.

ABILITY: Oh, not first and second in the sport, but in

getting onto the team?

Behrend: For the country. We’ve never had a female on
the Paralympic team.

ABILITY: Oh, that is what you were saying. But there
are other females on other teams around the world?

Behrend: Yes. Australia has a female, and I believe
Japan, Canada, and Britain each have one. I don’t know
who else. But I know there are quite a few females
playing.

ABILITY: What did you do in the Air Force?

Behrend: I was a communications signals intelligence
analyst.

ABILITY: You had high level clearance? 

Behrend: (laughs) That’s literally all I can tell you.

ABILITY: Can you talk about how you got involved
with the rally.

Behrend: It’s a really long, funny story. This guy broke
up with me because, you know, things—

ABILITY: Life.

Behrend: Yeah, life. People aren’t always okay with the
chair and whatever. So this guy broke up with me, and
my friend was like, “Hey, let’s go mudding.”

ABILITY: Wait, what, mudding?

Behrend: Mudding. We took some ATVs out and we
went mudding out at this park in Texas. We got really

Rebelle Rally cross over winners Rolls Royce and Mitsubishi — placing 1st & 2nd respectively
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stuck. I was waist-deep in mud. If I had gotten out of
the buggy, I would have been swimming to get out. So
I took a really dumb video and I put it up on my Insta-
gram, and my rally partner, Rachael Ridenour, saw it.
She had been following the #adaptiveathlete for a little
while. They had known that they wanted to find an
adaptive athlete to do this race. And when she saw a
sarcastic video of a quadriplegic stuck in mud, literally
can’t get out to do anything, just making the best of it,
she said, “That’s who I want my next partner to be.”

ABILITY: Nice! That wasn’t that long of a story. Make
it longer! 

Behrend: (laughs) I don’t know how. That’s literally
what happened.

ABILITY: So she was already doing rallies?

Behrend: This is her fourth. She’s an original Rebelle.
She has done the rally every single year.

ABILITY: How was it with modifying the vehicle?

Behrend: It was awesome! A nonprofit called Control
The Road stepped in and helped us find a person in 
California where the Mitsubishi was who would install
hand controls and do all of that. I flew out on the first of
October, a couple weeks ago, and same-day install. They
hooked it up and made sure that everything was in there
properly and made it so that it would be safe for the rally.
It was all off-road, and the wear and tear on hand con-
trols is kind of hard. They really did a great job.

ABILITY: And so far it’s held up?

Behrend: We haven’t had a single issue. Knock on
wood. It’s been awesome.

ABILITY: Let’s go back a bit. Tell me how the rally
works and the rules It’s all women in the rally? There’s
a whole story behind that.

Behrend: Sure. The Rebelle Rally is an all-female navi-
gation rally. There is no GPS allowed. It’s straight com-
pass and map navigation with lat-long coordinates
you’re given. Sometimes you’re not even given coordi-
nates, you’re given a degree from a certain point and
you have to do all of the math and triangulate a specific
meter point on the train you’re on.

ABILITY: All in longhand?

Behrend: Oh, yeah. Everything is compass, map,
ruler—you’re literally calculating where on the map you
are and then using terrain associations and headings to
find where you are. You then click a tracker to click in
and get your points.

ABILITY: If you get to a point early, do you get points

taken away?

Behrend: It depends on what part of the rally you’re on.
For the timed enduros, yes, you would get points taken
away on that specific event. But during the checkpoints
you have a certain close-out time and you have to hit your
tracker on that point before that close-out time. Today we
had some pretty aggressive close-out times. We had three
points that closed within an hour and a half, five that
closed within three hours, four that closed within seven,
two within nine, two within ten, and four within eleven.
You have to use time management throughout your whole
day with everything and trying to think ahead of the ter-
rain so that you can get where you need to be in time.

ABILITY: Do you have any idea other than knowing
that you’re coming—did you even know you were com-
ing to the end?

Behrend: I did know, because it is traditionally the last
day of the rally.

ABILITY: Other than that, do you know what type of
terrain that you’re going to hit? Do you know if you’ll
be in a rocky, muddy or sandy area?

Behrend: No, you have no idea where you are. They do
a really, really good job of keeping it fair and making
sure nobody has any idea of where we’ll be so no one
can go and do their homework. On the morning the race
starts, they’ll give you a piece of paper with your lat and
long coordinates, your azimuths, whatever you need,
and they’ll hand it to you two hours before you start.
You have to clock all of these points on the map and
plan a route and find the washes, these weird little
roads. You have to literally read the map and figure out
where you have to go.

ABILITY: Are you all doing the same thing, and that
way you follow tracks?

Behrend: No. There are a few different routes. They
make it so you can’t team up and—

ABILITY: —follow somebody?

Behrend: Yeah. You can’t do that.

ABILITY: So everyone’s on their own?

Behrend: For the most part everybody has their own
stuff. We do collaborate when we have the chance, just
because the whole point of the rally is female empower-
ment and empowering each other and making sure that
we are able to accomplish our goals together. We’re not
going to leave somebody behind, but we’re also not
going to give them the answers. We make sure they do
the work.

ABILITY: And there are different classes, different
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types of vehicles?

Behrend: There are two classes. There’s the 4x4 class.
They have the different gears for control. We’re in the
crossover class. We’re taking a normal stock street vehi-
cle and—

ABILITY: Is that what “crossover” means?

Behrend: Yeah. It’s a straight street car, something you
normally wouldn’t taking off-roading, and we take it off-
road and race it.

ABILITY: What are you driving?

Behrend: We’re in a 2017 Mitsubishi Eclipse Cross.

ABILITY: What size engine?

Behrend: It’s 1.7 or 1.6, I believe.

ABILITY: So it’s four-wheel, automatic?

Behrend: This one is all-wheel drive, smart all-wheel
control. There are three settings. One is auto, for your
regular ground. One is gravel, for anything slippery.
Rough terrain is rock. And then you have your snow
setting for wet terrain—water and ice.

ABILITY: When you’re in the really sandy condition
like the dunes, what do you use?

Behrend: It depends on what we’re doing. If we’re rid-
ing the dunes, I’d probably keep it on snow. But if we’re
going to try to get ourselves unstuck, we’d stick it in
gravel, just to get a little more torque on the wheels.

ABILITY: And what will you be doing with air pressure?

Behrend: We drop it down to 13. We have some really
awesome tires and wheels on the Mitsubishi. We have
Vision off-road wheels and BFGoodrich KO2 All-Ter-

rain tires that we’re running, and they have been fantas-
tic. We’ve had multiple competitors pop tire after tire
after tire and we haven’t.

ABILITY: Is that because you’re shooting their tires?

Behrend: (laughs) No. That’s because I’m picking my
lines and my tires are amazing.

ABILITY: That’s really cool. So you had some prior
driving experience in the sense of doing this type of
race, or is this brand-new to you?

Behrend: It’s a mix of both. I’ve done off-roading, that’s
normally just the cars that I run. You just take them off-
road if you can. But other than that, I haven’t had a
whole lot of actual off-road racing experience. This is
my first off-road race.

ABILITY: Tell me about the chair you’re using. Do you
know the history of these things?

Behrend: I’m in the GRIT Freedom Chair. I love this
thing. It uses a bike—a ratcheting system so you can
propel yourself forward through really rocky, rough ter-
rain. I can get up over hills and embankments and stuff
like that without—

ABILITY: Using your upper body muscles?

Behrend: Exactly. You just do kind of a push-up motion
and it propels you forward.

ABILITY: Do you know its history and who invented it?

Behrend: I do not. I could find out.

ABILITY: They were PhD students who came out of
MIT. We did a story on them. They went to Africa to
test off roading. 

Behrend: I’m testing this for off-road stuff for them too,

Karah driving a Mitsubishi Cross Over in Glamis Dunes
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like where the best mounting points would be and what
we need to do to keep it stable and safe. We strapped it
down wrong, and the weight of off-roading and bounc-
ing it around bent some things. We got that fixed, and
we’ve figured out how to keep it stable.

ABILITY: I think they chose Kenya. They wanted to
make something like this that had torque and to go off-
road on terrain, but also be able to have materials that
could be fixed in a bicycle shop.

Behrend: Exactly. Which is perfect. A lot of us don’t
have many options for wheelchair repair either, so even
just having the option of going to a bike shop for this
rally for one of my tires—we didn’t have tubes or any-
thing, we’d be in trouble.

ABILITY: I was surprised to see you in this chair. I
think it’s a great idea.

Behrend: I love it. It’s a little rough.

ABILITY: You have to have some body conditioning.

Behrend: You do have to be in condition, but that’s true
of anything you’re doing. It’s not something you just
jump into. It’s something you need to work on.

ABILITY: Where do you live?

Behrend: I live in Houston, Texas.

ABILITY: So most of your time is spent doing sports
now?

Behrend: Yeah, and the Wounded Warrior Games. Any-
thing I can get my hands on I try to do.

ABILITY: Tell me about some of the tattoos. You men-
tioned an owl earlier.

Behrend: I have a bunch of tattoos. This is one actually
about my disease.

ABILITY: Tell me about the disease.

Behrend: It’s called reflux sympathetic dystrophy (RSD).
It’s a malfunction between your brain and your limbs
that causes the signals to be messed up, I guess. Normal-
ly it just causes a lot of pain. For some reason it para-
lyzed me. We’re not really sure why, but here we are.

ABILITY: That tattoo is an image is what?

Behrend: It’s a ribbon of fire. That’s normally what you
feel with RSD; you feel like you’re on fire. The original
ribbon is this orange ribbon with a fist with flames com-
ing out of it.I had it made more personal to me.

ABILITY: The owl you were mentioning, for wisdom?

Behrend: Yeah, I have an owl on my arm to remind
me to listen to the wisdom of those who have come
before me. 

ABILITY: What other ones do you have?

Behrend: Those are two of my buddies who passed
away. The nickname for my disease is the “suicide dis-
ease.”

ABILITY: I didn’t know that. I’ve heard of the disease,
but I’ve never heard the nickname.

Behrend: Yeah. The last study I read said that four out
of five people end up taking their life. That’s something
I try to fight against.

ABILITY: Is that partly—

Behrend: —the pain.

ABILITY: —also connected to depression?

Behrend: Probably. Any major change in your life that
takes away something you thought you were going to do
can cause depression and anxiety. I can see how that
would drive people to that. Unfortunately, it’s a really
rough road. But it’s a disease that’s not very well
known. There’s barely any research going into it.
There’s no treatment. What else am I supposed to do? I
chose sports. Other people, unfortunately, haven’t gone
that way.

ABILITY: They need an owl on their arm. Any other
tattoos?

Behrend: I have a tattoo on my ankle that says, “I heard
you care about me.” My little brother is autistic and he
was in Hawaii and he wrote a note on the window of the
car hoping I would see it. My mom put a piece of paper up
to it and took a picture of it and sent it to me and I went
and got it tattooed on me. (laughs) It’s his handwriting.

ABILITY: Did he get to see it?

Behrend: Oh, yeah.

ABILITY: Does he understand it’s his hand writing?

Behrend: Yeah. He’s high-functioning. He’s ridiculously
smart. He’s just a little socially awkward. He loves it.
He thinks it’s the coolest thing ever.

Behrend: Thank you. And on my ribs it says in French
“Into your own life you bring the sunshine.” It’s to
remind me to bring my own light to life.

rebellerally.com
controltheroad.com

gogrit.us
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During a recent, historical news maker’s event
at the National Press Club, former U.S. Sena-
tor Tom Harkin (D-IA), Vinton Cerf, Rob
Wong, Chet Cooper, Kim Charlson and Gregg
Vanderheiden discussed “Driving Economic
Growth Through Assistive Technology and
Workplace Inclusivity.”

The country must find a way to significantly
reduce the 11 million unemployed adults with
disabilities in the United States. The disability
population is the largest minority group in the
United States.

Despite the strength of the U.S. labor market,
persons with disabilities are strikingly under-
employed. As of July 2018, only 29 percent of
Americans with disabilities between ages 16
and 64 were employed, compared with 75 per-
cent of Americans without a disability.

The speakers offered ideas to reduce the 11
million unemployed adults with disabilities.
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JOHN
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G a t h e r i n g  t h e
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Their ideas were based on their past and present experi-
ences in assisting people with disabilities secure
employment. During the presentations it was evident
that education, access to universally designed assistive
technology and inclusion are the tools needed to get
more people with disabilities employed. None of the
speakers mentioned enforcing the Americans with Dis-
abilities Act and other Federal anti-discrimination laws.

Harkin set the tone for the event. He called the 11 mil-
lion unemployed people with disabilities a blot on
America’s history. According to Harkin, when President
George Bush signed the Americans with Disabilities
Act (ADA) on July 20, 1990, there were four goals
associated with the law. The goals were full participa-
tion, equal opportunity, independent living and econom-
ic self-sufficiency. Harkin introduced the ADA to the
Senate and guided it through the legislative process so
the Senate would pass it.

Harkin said the country has done well in three of the
goals, but in achieving economic self-sufficiency, the
needle has not moved in 29 years. Wanting to put a pos-
itive spin on employing people with disabilities, Harkin
cited data from a recently release four-year study by
Accenture.

Headquartered in Dublin (Ireland), Accenture offers ser-

vices in communications, media and technology, finan-
cial services, products, resources, health and global
resources. 

New research from Accenture, in partnership with Dis-
ability: IN and the American Association of People with
Disabilities (AAPD), reveals companies who embrace
best practices for employing and supporting more per-
sons with disabilities in their workforce have outper-
formed their peers. In large part, companies haven’t
leveraged the talents of persons with disabilities for
three reasons: a lack of understanding of the scope of
the talent available, a lack of understanding of the
potential benefits, and misconceptions about the cost
versus the Return on Investment (ROI) regarding dis-
ability inclusion.

The speakers unanimously agreed that the three reasons
mentioned above are barriers to employing people with
disabilities.

The report found that companies with a disability inclu-
sion policy achieved tangible financial benefits. For
example, the research shows that leading companies
with inclusion policies, on average, were twice more
likely to have higher total shareholder returns than those
of their peers.

John Williams speaking at the National Press Club
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Despite the strength of the U.S. labor market, as of July
2018, only 29 percent of Americans with disabilities
between ages 16 and 64 were employed, compared with
75 percent of Americans without a disability. In 2017,
the unemployment rate for persons with disabilities was
more than twice that for those without a disability—9.2
percent versus 4.2 percent.

The research also revealed employers achieved – on
average – 28 percent higher revenue, double the net
income and 30 percent higher economic profit margin.

The U.S. Office of Disability Employment Policy cate-
gorizes persons with disabilities as the third-largest mar-
ket segment in the U.S., after Hispanics and African-
Americans. The discretionary income for working age
persons with disabilities is $21 billion—greater than
that of the African-American and Hispanic segments
combined.

The speakers were policy makers, advocates, educators,
and business representatives. They all have the same
goal to increase education and employment opportuni-
ties for people with disabilities worldwide. Each provid-
ed their strategy. 

THE AWARDS

Before the event started, each one of the six speakers
received an award from people with disabilities. The
money to pay for the awards came from about 80 people
with disabilities. Each inscription on the award honored
the recipient in their area of specialty.

THE POLICY MAKER

Harkin discussed the work of The Harkin’s Institute for
Public Policy and Citizen Engagement at Drake Univer-
sity, Des Moines, IA. Its mission is to persuade employ-
ers worldwide to hire people with disabilities in a com-
petitive integrated environment. That is equal pay for
equal work. Another solution is for employers to set a
goal over a 10-year span to employ twice the number of
people with disabilities working for them.

“If two percent of your employees have disabilities, hire
an additional two percent. If the number is four percent,
make it eight percent,” Harkin said. He has strong senti-
ments that doubling the number of employees with dis-
abilities in a decade is doable.

The Harkin Institute for Public Policy and Citizen
Engagement has sponsored four summits with more
than 600 people from 50 countries attending. Harkin
says, “The people from other countries who attended the
summits left knowing that people with disabilities can
be educated, employed and can compete with their able-
bodied peers, Harkin emphasized.

Harkin is a strong supporter of people with physical
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disabilities having access to assistive technologies.
Assistive technologies are defined as “any item, piece of
equipment, or product system, whether acquired com-
mercially off the shelf, modified, or customized, that is
used to increase, maintain, or improve functional capa-
bilities of a child with a disability.”

Assistive technologies eliminate physical and attitudinal
barriers that for thousands of years have prevented peo-
ple with disabilities from being included in their com-
munities.
Harkin speaks from experience when he says that.

Harkin’s enthusiasm for assistive technologies creating
opportunities for people with disabilities showed when
he read an article that appeared in the Minneapolis Star
Tribune about Almed Ali, a 21-year-old Somali Ameri-
can with Cerebral Palsy who is speechless. It was
Almed’s dream to give a speech when he graduated
from high school. How could he make the dream hap-
pen? With the assistance of a text to speech synthesizer,
Almed gave the speech he had wanted to give for years.
When asked how he felt about giving the speech, Almed
said, “It was one of the happiest moments of my life.”

Harkin urged employers to familiarize themselves with
assistive technology products. He suggested that
employers consider the purchase of assistive technology
as a capital investment and as a tax reduction; He
encouraged the developers of hardware and software to
make them so everybody can use them and not a select
few who understand the intricacies of technology.

THE CORPORATE VIEW

Vinton Cerf is known as one of the two founding fathers
of the Internet. He is hearing impaired and wears a hear-
ing aid. He works for Google. As IBM, Google,

Microsoft, HP, Amazon, Verizon other companies move
into the accessibility area, Cerf supports Harkin’s view
that when engineers start developing hardware and soft-
ware, they need to ask themselves: “How can I make
this product useable for everyone?” Speaking from
experience Cerf said, “I tell my engineers at Google that
it is easier to make interfaces hard to use. It is harder to
make interfaces easy to use.”

Cerf challenges some of the vocabulary used in the dis-
ability field. He would replace accessible with usability.
To Cerf, usability implies technology can be used every-
one. He favors changing the word disability to cool abil-
ities. He believes the term disabled has a negative con-
notation associated with it. He is certain that if everyone
in their life experienced a temporary disability and had
to overcome physical and attitudinal barriers, they
would have a more positive attitude regarding the chal-
lenges a person with a disability faces.

Cerf said that Google is working on developing usabili-
ty products. He pulled out a handheld usability tran-
scriber from his coat pocket and said, “This transcriber
has recorded every word I said since I started speaking.
It can do so in 70 languages” Transcriber Live was
developed by a Russian friend who is deaf and is diffi-
cult to understand.

Cerf supports the inclusion of people with disabilities in
the job market. He believes inclusion is good for the
person with a disability’s self worth, the economy and
country. He says, “People with disabilities who are
working bring out of the box thinking to the job.” He
sees them as problem solvers. He knows that many peo-
ple with disabilities have started their own companies in
the assistive technology field and are successful.

Looking to the future, Cerf sees the importance of edu-

Kim Charlson, Rob Wong, Gregg Vanderheiden, Chet Cooper and Vint Cerf
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cating people on new technologies. “If people don’t
learn to use new technologies they will be left behind,”
he said.

A forward-looking teacher, Cerf said, “The model we
have today for living is learn a little, earn a little and
retire. That model will not survive as the world becomes
more technologically advanced. Learn a lot. Learn a lot.
Learn a lot is the replacement. People must want to
learn and learn.”

THE EDUCATOR

Starting where Cerf stopped, Dr Gregg Vanderheiden–
always the teacher–and with 47 years of experience in
the assistive work, strengthened Cerf’s comment on the
rewards of learning about and mastering technologies.
He commented on a serious problem “of our own mak-
ing” that can only be eradicated by hardware and soft-
ware developers making products usable by everyone.

Vanderheiden says, “People do not understand how to
use modern technologies. This includes computers, cell
phones and other communications devices. Today’s
technology is too complex for most people to under-
stand and operate. This complexity is creating an educa-
tional barrier even among the most intelligent people.” 

A problem solver, Vanderheiden went looking for a
solution that would make it easier for students to oper-
ate a computer. His solution is a program called Mor-
phic. Morphic is an extension of a computer’s operating
system. The program unlocks the flexibility, power and
simplicity of a computer. A benefit of Morphic is you
can take the settings with you and when using another
computer. Vanderheiden believes we must start learning
about tomorrow’s technology now and the technology
must be universally designed so everyone can use it. He
created the term Technology Quotient (TQ). TQ is
applied to people who know and understand technology.
He says people who understand technology will succeed
and those people who don’t will not. This includes half
the world’s population. He believes that as the technolo-
gy revolutionizes, people will be spending more time
learning.

Vanderheiden has been working with technology for
people with disability for 47 years. He is a Professor at
the School of Information Studies (School) and Director
of the Trace Research and Development Center at the
University of Maryland, College Park, MD. He is the
principal investigator of the Rehabilitation Engineering
Research Center on Information Technology Access.

THE ADVOCATES

It is quite possible that Chet Cooper’s name and face are
recognized worldwide for his 30 years of advocacy
work on behalf of people with disabilities. Cooper has
been advocating for inclusiveness, housing and employ-

ment issues on behalf of people with disabilities for
three decades. He wants to eradicate myths and stereo-
types associated with people with disabilities.

Creating a positive image for people with disabilities is
one of his lifetime goals. Like Cerf, Cooper wants to see
a more positive vocabulary when dealing with disability
issues. Cooper believes that people hear the word dis-
abled in so many different contexts, including the media
with its repetition of “disabled” (disabled car, disabled
truck, disabled link, and disabled bridge), that subcon-
sciously they have developed a bias against disabled
people.

His activism in raising the awareness of the abilities and
needs of people with disabilities can be seen in many of
his activities. In 1990 he launched ABILITY Magazine,
which gave a fresh look at the abilities of people with
disabilities. It continues to do so today. 

In his speech Cooper gave examples of his efforts to
persuade employers to look at a person’s ability and not
disability. Cooper created a specialized career system
for job seekers with disabilities so companies could
find this untapped talent. In 1995, he assisted in creat-
ing the first employment website for people with dis-
abilities called JobAccess.org/ABILITYJobs.com.
Since its inception it has helped hundreds of thousands
job seekers with disabilities connect with thousands of
employers.

He also developed ABILITY Awareness, dedicated to
enhancing volunteer opportunities for people with dis-
abilities, showcasing employability. Cooper also co-
founded ABILITY Corps expanding partnerships with
NGO's around the world. His activism can be emulated
worldwide. 

Williams and Senator Tom Harkin
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A BLIND ADVOCATE

Kim Charlson is blind. She is the executive director of
the Perkins School, a division of the international NGO
Perkins School for the Blind. She is recognized world-
wide as a strong advocate for the blind community’s
right to be treated as first class citizens. She was the first
woman president of the American Council for the Blind
from 2013 to 2019. Charlson said, “ The Perkins’
School has long recognized the value of educating
employers on disability issues and awareness. Eliminat-
ing attitudinal barriers are the most difficult barriers to
eliminate. Education is the way to accomplish jobs and
inclusion for people with disabilities.” 

The Perkins School has a number of tools to help people
with disabilities obtain jobs. Charlson says, “One path
the school has selected is working with Harvard Exten-
sion School.” Perkins developed a 12-week, free educa-
tion program titled Ed Ex. The program creates an
awareness of disability issues that tell employers what
they need to know in hiring a person with a disability.

Speaking from personal experience, she discussed the
challenges facing her and other blind people when an
on-line website is not accessible. Inaccessibility to web-
sites means a blind person isn’t able to find information
needed to complete forms, apply for jobs or respond to
e-mails. She uses a screen reader to carry out her duties.
Without her screen reader, she would be unemployed.
Screen readers are software programs that allow blind or
visually impaired users to read the text that is displayed
on the computer screen with a speech synthesizer or
Braille display. A screen reader is the interface between
the computer’s operating system, its applications, and
the user.

Charlson mentioned how important having the proper
infrastructure such as buses and subway trains. It is
extremely important for blind and visually impaired
people to move around a city like Washington, DC. To
ease travel for blind and visually impaired people,
Perkins School developed a two-way communications
device funded by Google, that takes a blind person with-
in four feet of a bus stop. The program Blind Ways is
being tested in Washington, DC in 10 Metro Stations
and 20 bus stops.

As an advocate, she is working on legislation that will
allow blind people to use an autonomous car. An
autonomous car is a vehicle that can guide itself without
human conduction. This kind of vehicle has become a
concrete reality and may pave the way for future sys-
tems where computers take over the art of driving.

Charlson sees Blind Ways and the autonomous car as
increasing independence and job opportunities for blind
and visually impaired persons.

She echoed the opinions of the other five speakers that

in building a website you put accessibility apps at the
beginning of the project and not later. She mentioned
that the W3 and Access Board have guidelines on mak-
ing websites accessible. She said accessibility to the
web is vitally important for blind and visually impaired
people in filling out job application, in securing other
data.

As a blind person, she could not understand why Domi-
no’s does not want to make its websites accessible to
blind and visually impaired people. She added, “Making
their web sites accessible to everyone will increase their
business.”

THE BUSINESS VIEW

Rob Wong is the CEO of Control Bionics. His company
manufactures the NeuroNode 3.0 Trilogy, combining
touch, eye, EMG and motion control. NeuroNode Trilo-
gy addresses the needs of people with ALS / MND,
spinal muscular atrophy syndrome. He has seen technol-
ogy change a person with a disability’s entire life. He
holds the opinion that technology is the great equalizer
for people with disabilities.

Wong advocated getting assistive technologies into
schools so children with severe disabilities can be edu-
cated and employed. His focus was on the results assis-
tive technologies provide the user. Wong believes “A
mind is a terrible thing to waste.”

He is committed to developing newer, less expensive
and easier to use assistive technology. Making tech-
nology easier to use will expand markets, create new
businesses and unlock the ingenuity of people with
disabilities.

The plans suggested by the speakers to increase jobs
and inclusion can be adopted by anyone. It is important
that people are working on programs to change the sta-
tus quo. The speakers are certain that education, inclu-
sion and access to usable technology will create oppor-
tunities for everyone.

I was also was a recipient of an award from the disabili-
ty community for which I am thankful.

by John M. Williams

John M. Williams is an award-winning writer who has been writing about
disability issues for 40 years. He coined the phrase “assistive technology”.
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Watching travel shows, or reading articles on vacation
destinations can’t take the place of being out in the real
world. For many the open road has been an accessible
challenge. According to the U.S. Census Bureau, 2012
report, there are around 3.6 million people over the age of
15 who use a wheelchair, with an additional 11.6 million
people using a cane, crutches or a walker.

For the last four decades, RV buyers have approached
Winnebago Industries to customize their personal coaches
to make them easier to use for their family members using
wheelchairs, or others who have special mobility require-
ments. While the company serviced their requests, Win-
nebago has taken their commitment a step further with a
product line that addressed 40 percent of the total floor
plans for accessibility. 

A Win for RV Wannabes with Winnebago’s
New Wheelchair-Friendly RV Line

Winnebago now offers standardized floor plans with
wheelchair lifts, roll-in showers, wider hallways and
more. 

Access to the Real World
ROADTRIP!

36    ABILITY
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Nerissa Cannon
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For those who use a wheelchair or have special mobility
requirements, it is now possible to visit a dealer and
actually see and experience the vehicle, when in the
past, every order was a custom order. Customers can see
first-hand how these new Class A AE coaches meet a
broad range of unique needs and requirements that
allow mobility challenged individuals to begin or con-
tinue living the RV lifestyle. 

A welcome and needed travel option for these individ-
uals, Winnebago now offers three accessibility-
enhanced motorhomes, the Intent 30R AE, Adventurer
30T AE, and Forza 34T AE. These three new Class A
motorhomes are produced at Winnebago’s production
facility in Forest City, Iowa. All three offer standard-
ized floor plans, and more importantly, these AE
motorhomes are currently featured in the inventory at
select dealer lots, including Lazy Days, Stoltzfus RV,
and U.S. Adventure RV. 

Real World Knowledge

To create the standard designs, Winnebago leveraged
knowledge gained through fulfilling custom order
requests over the past 40 years and designed these three
standard AE models to accommodate the most common
requests.

All floor plans feature a platform wheelchair lift with an
800-pound lifting capacity; expanded hallways; electric
adjustable queen beds; thermostatically or remote-con-
trol roof vents; wall-mounted light and generator

switches; and lower installation of the systems monitor
panel. 

There was also a lot of thought put into providing
greater accessibility in bathroom areas. Each model fea-
tures a large roll-in shower with an assist bar and avail-
able folding bench seat; extended lever faucet controls
and adjustable shower head; raised toilet with assist
bars; and a roll-under sink.

The new 2020 models, introduced in September at
America’s Largest RV Show in Hershey, PA, now
include remote controlled, air-assisted doors for wheel-
chair liftsIn addition, the new door provide an improved
sound and thermal barrier. Should a power failure ever
occur, this door can be easily opened manually. Addi-
tionally, the new Intent 30R AE includes a power Mur-
phy bed providing additional living space when not in
use, while the 2020 30T AE Adventurer boasts a sofa-
bed, to accommodate additional passengers.

Beyond these standard options, further customization on
a Winnebago AE RV is available, including bed and toi-
let height specification, placement of handrails, ceiling
track system installation for mobility without a wheel-
chair, specific furniture requirements, cabinetry, and
aesthetic changes. 

Real World Experience

Regardless of the features, customer experience and
satisfaction is the number one priority for the team at

ADAE 30T F2B interior     
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Winnebago. These vehicles reduce the need for extra
planning related to out of town or local travel, provide
more options for service animals, and give owners com-
fort in knowing they’ll always have a wheelchair-friend-
ly bathroom and sleeping arrangement. 

And for people like the Freeman family, the Winnebago
AE was a literal life-changing method of travel. Always
the outdoor adventurists, the family was dealt a tragic
blow in 2013. Their 23-year-old son Patrick was hit by a
car that was running a red light as he was crossing a Los
Angeles city street. Patrick suffered a severe, traumatic
brain injury and lost the use of his legs. The accident
was devastating to both Patrick and his family.

After the accident, Mike Freeman and his wife Cheri
moved to Southern California to support their son with
his recovery and rehabilitation. Patrick’s mobility
issues, and the size of his wheelchair made any travel
difficult, even with the accessibility van the family pur-
chased. Long-distance trips proved extremely challeng-
ing and stressful. So, while taking care of his son and
planning for future travel that could help support Patrick
in his rehabilitation, Mike began searching for a vehicle
that could more effectively accommodate their needs. 

In March 2018, the family purchased a Forza 34T AE,
which Winnebago custom-fitted with a motorized
wheelchair lift, a roll-up door on the lift opening, and a
specialized ceiling lift system to help Patrick move from
one position to another. The Freemans also customized
the bath with a relocated toilet and enlarged roll-in

shower due to Patrick’s height; as well as customized
bed placement with a power unit that raises the head of
the bed so nurses can easily provide care. 

Mike says acquiring the Forza was life-changing for
Patrick and his family

“Before our accessibility-enhanced Winnebago, the
thought of going on vacation was more stressful than
just staying at home,”  said Freeman. “Most people take
for granted the ability to hop in a car, plane, train at will
to take a vacation, visit friends and family, or explore a
new destination. Our accessibility-enhanced RV has
opened up a wider and richer world for our whole fami-
ly and even makes day trips easier. We can leave the
house with confidence and excitement rather than anxi-
ety and stress. I hope more people like us will discover
their freedom and adventure with Winnebago’s new
offerings.” 

In the summer of 2018, the Freemans traveled in the
Forza from California back to Indiana, where Patrick
was born and raised, and where most of his extended
family lives. 

“Taking this trip in the Forza helped with positive life
activities,”  Mike says. “Being back in Indiana, where
most of our family is, and where Patrick grew up, he
blossomed, his demeanor was better, and his cognition
and ability to do things improved.” 

   Patrick Freeman inside their RV
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Last summer, disability advocate and outdoor enthusiast
Nerissa Cannon took a trip across the United States in
an AE Winnebago with her partner of two and a half
years, Kelsom Owens. More than an RV enthusiast,
Nerissa is well-known for climbing, and with the help of
27 friends and fellow hikers, climbed to the summit of
the 14,000-ft peak of Mount Bierstadt in Colorado.

Cannon’s journey, from the Winnebago factory in Forest
City, Iowa to the No Barriers Summit in Lake Tahoe,
California, covered 2,300 miles, six states, three nation-
al parks, and multiple states and federal recreation areas.
The No Barriers Summit is a multi-day festival that
motivates individuals of all capabilities to give their best
to the world through inspiring speakers and accessible
recreation. Participants choose from dozens of adaptive
activities that help them and their families break through
barriers and connect in new ways with a welcoming and
inclusive community.

Traveling around the country, Cannon says, forced her
well outside of her comfort zone. Activities like kayak-
ing, hiking, and rock climbing—both with and without
the aid of her wheelchair—helped her continue to push
the boundaries of what she can accomplish.

“I discovered that RV travel fosters a sense of closeness
and community that is unmatched in other methods of

travel. One of the sweetest benefits on the trip was the
togetherness and camaraderie I built with fellow travel-
ers on the road. I often have uncertainty and a fear of
being a burden on others, especially when I travel, but
this innovative RV and the support and encouragement
from the team at No Barriers allowed me to stand (pun
intended) equal to those around me. In a world that
doesn’t always feel designed for me, having a commu-
nity of like-minded friends—and, on this trip, a com-
fortable place to inhabit while I adventured with loved
ones—was priceless,” said Cannon.

Real World Innovation

“Our accessibility-enhanced customers are looking for
the same freedom from home that many RV owners
seek, and in many cases, the ability to travel is much
more meaningful.,”  said Ashis Bhattacharya, Vice Pres-
ident, Strategic Planning and Specialty Vehicles. “RV
dealers across North America count on Winnebago for
superior quality and innovation, and we look forward to
making these options easier to stock and obtain as we
understand options for accessibility that are available to
drive off the lot are hard to find in the broader
industry.”   

by L. Ann

winnebagoind.com/product-classes/accessibilty-enhanced 

Nerissa Cannon & Kelsom Owens in front of their RV
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Looking at John, you might not peg him for someone who
built flaming guitars for the rock group, KISS. The but-
toned up shirt and bowtie are more in line with Bill Nye
the Science Guy. John Elder Robison is certainly someone
with multiple layers who will never fit into one box. The
opening Keynote speaker at the Neurodiversity in the
Workplace Conference presented by the Kennedy Krieger
Institute, Robison energized the whole room. Currently
Neurodiversity Scholar in Residence at The College of
William & Mary,  he has written numerous books on his
experience growing up with undiagnosed Asperger’s syn-
drome. He says that “Neurodiversity is the idea that
humanity is by nature neurologically diverse – we have
different ways of thinking that are founded in structural
brain differences – and that diversity is essential to our
success as a species.”

As an advocate for Neurodiversity, Robison has helped
shape policy on autism by working with the National
Institutes of Health, Centers for Disease Control, Autism
Speaks, World Health Organization, U.S. Department of
Health and Human Services and the Institute for Autism
Research. Even though his list of credits is long, Robison

Access to the Real World

JOHN
ROBISON
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didn’t learn of his Asperger’s syndrome until he was
40. At age 62, he shows no sign of slowing down—
his writings have been translated into 18 languages
and sold in over 70 countries. The ABILITY team sat
down with Robison in Baltimore to discuss everything
from advocacy to guitars to cars.

John Elder Robison: I just was observing that you’re a
full-spectrum disability magazine and group, and most
of what I have worked in is advocacy for neurological
differences that contain components of disability. So
the neurological things in my family are autism,
ADHD, anxiety, depression, epilepsy. I have lifelong
personal familiarity with that but like a lot of families
with neurological differences, we also have physical
disabilities and challenges, things like—well, epilep-
tic seizures are a leading cause of death for autistic
people. We can die in our sleep from undiagnosed
seizures. Many of us live with chronic intestinal pain.
Many of us, like me, have joint problems and mobility
problems. Actually, I didn’t even know that those
things would rightly be called disabilities until I
learned about my own autism and learned that medical
complications like that accompany autism, because
when you hear about autism, you hear that a person
with an autism diagnosis has a communication dis-

ability. But you don’t really think that such a person
might live with chronic gut pain. How would you
think that? I guess I’m continuing to see that.

Chet Cooper: How did you get involved with NIH?

Robison: Well, I started speaking in public after I
began writing about life with autism. A scientist from
NIH asked if I would like to serve on a community
advisory board to advise NIH on the direction of
autism research. That was back during President
Obama’s tenure. He had pushed NIH to involve more
members of the affected communities in guiding
research for those communities. In other words, to
have folks who lived with a stroke to advise on stroke
research, folks who lived with autism to advise autism
research, folks who live with anything else that we’re
researching to help advise researchers not on which
piece of science seemed better, but which proposed
pieces of research were potentially meaningful to the
community. And also about whether the research was
constructed in such a way as to be accessible and
respectful and so forth with the community. Those
concepts were just evolving.

Cooper: So, a little bit of a nothing-about-us-without-

John Robison and Kiss lead guitarist Ace Frehley
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us concept?

Robison: Well, no, it wasn’t that at first. At first, the
idea was for affected people to guide doctors and sci-
entists who would figure out how to help us. And
from that, I was asked to join other committees and
eventually we got to a point of myself and other autis-
tic people writing our recommendations for what we
believed the government should be researching into a
strategic plan for autism for our country which in turn
guides our public health agencies and other
researchers. So at that point it became nothing-about-
us-without-us, with autistic people not saying, “I
agree with this proposed thing that you want to do for
us,” but autistic people saying, “This is what I think
our country should be doing to support autistic peo-
ple.” That’s nothing-about-us-without-us.

Cooper: Because it’s such a spectrum, how do you
engage those people on one part of that spectrum who
have a very difficult time communicating and difficult
times with their own bodies and how autism is affect-
ing their person?

Robison: Well, over the last 20 years, I’ve gotten
involved with a number of groups, autism schools,
programs, workplaces. I’ve spoken at many, many
schools, universities, and other organizations, and I
meet autistic people of all stripes wherever I go. So
sometimes I’ll see an autistic person who might not
speak in words, but that person might raise their hand
or smile at me in solidarity with the words I say.
Sometimes a person who doesn’t speak in words
might type a message to me on an iPad and the iPad
will say it to me, or they will type it on a screen and I
will read it. And then of course people say, “Well, I’m
here with my brother, and both of us have autism, and
my brother doesn’t talk so much, but I do.” And then
of course I talk to parents and I talk to teachers, clini-
cians, all kinds of people. The autism community is
all sorts of folks, and I do my best to discern the gen-
eral concerns in the community from what I hear and
what I see.

I feel that as a representative of the autism community
before the government, I was appointed by the Secre-
tary of Health and Human Services to represent autis-
tic people. I wasn’t appointed to represent people like
me or people with certain values. It’s not like an elec-
tion where the public choose you based on your
views. I was chosen because I am autistic to represent
autistic people, so I take that seriously and I do my
very best to allow all voices and points of view to be
heard before the government, whether I agree with
them or not.

Cooper: It’s always a challenge in my mind to try to
truly give a voice to such a broad spectrum of stripes,
as you say.

Robison: The thing that’s challenging about autism is
that you have a very broad spectrum which extends
from difference in eccentricity to profound, total dis-
ability, and you have a range of accompanying effects
where some people with autism diagnoses do not
seem to have other medical complications. Then there
are people like me who have an autism diagnosis and
are not aware that something like chronic intestinal
trouble is a common co-occurrence of autism. And
finally, there are people who are profoundly physical-
ly disabled by conditions that accompany autism. So it
stands to reason that those folks, with such a great
range, are going to have very different wants and
needs. They might all say, “I want support and accep-
tance,” but “support and acceptance” might mean
something very different. “Support” for one person
might be counseling about relationships or executive
function, where “support” for another person is pro-
tection against life-threatening seizures.

And of course, the first person might not be affected
by seizures at all. If you said, “What do you need?” to
one or the other, they could say something totally dif-
ferent. And yet they all need support. That means that
our obligation as a society is very, very broad.

Cooper: Prior to your starting to speak and write
about autism, what were you doing? What’s your tra-
jectory? Where have you been?

Robison: I grew up with autism before it was recog-
nized in folks like me, who were articulate and verbal.
In school, I was put in language lab to repeat phrases
endlessly. to improve my speech. I was put in counsel-
ing for emotionally disturbed kids because “emotion-
ally disturbed” was the word for autism, OCD, and
such back in the ’60s. But I attended the same social
studies or math or English or whatever classes as
everyone else in my school. Now, instead of putting
kids in programs like I was in, people are put into this
whole “special ed” track. Special ed can mean that
you are with a bunch of kids for whom collectively
the teachers have very low expectations, and you’re
ridiculed by the other kids who aren’t in special ed.
And the last thing you want is to be in special ed, you
don’t want anything to do with it. That’s an example
of how we are singled out and treated worse than in
my day in school. And that’s, I believe, a mistake that
we make in the conduct of special ed in America. I
don’t think we should have special ed. I think we
should have accommodations as people need them.
But I think that to the extent possible, everyone
should be together.

I ultimately couldn’t complete school, so I left and
went out on my own. First, I worked in music and
engineering, and I worked a bit in industry, and then I
started a business repairing and restoring cars. It was
at the business where I learned the social skills such
that a person who came in once, I could talk to them
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and be pleasant enough that they would come back
twice.

Robison: I got to know some of the clients who came
to our business, and one of them was a therapist who,
after talking with me over a number of years, said, “I
wonder if I should even say anything to you because
you’re a successful guy, but you’ve told me so many
times how you feel like you’re outside, in the dark, in
the rain, looking in at all the people in society and you
don’t know how to be inside. There’s a name for that.
They’re just starting to talk about it.” This was in the
1990s. He said, “It’s called Asperger syndrome, it’s a
kind of autism.” And I was frankly stunned at that. I
had no idea. But then I read the descriptions in a book
on Asperger syndrome, I realized that it absolutely fit
me. Not looking at people when I talk to them, not
understanding body language, standing to close,
standing too far, walking away when someone was
talking. Even my fixations with trains and boats and
machines, all those things turn out to be characteristic
of people like me. And people like me, I read, are a
large group. There are a lot of us.

So, for the first time I had a non-judgmental explana-
tion of why I was different, and that made me start to
think that there must be thousands of young people
growing up just like me. I never knew why I was dif-
ferent, and it would be valuable, I thought, if some-
body who was my age could speak out and say, “Hey,
you might feel like you’re a failure in school, as I did
when I was 16, but you can grow up and you can be

OK. You can build a business, and maybe you won’t
feel like you fit in in a regular workplace, but I built
my own workplace, and I fit in fine.” And I think that
was a valuable thing, and that’s what started me on the
road to advocacy. I felt that with me, the stuff I was
doing, fixing cars in a small city in America, anyone
can fix a car. You might think, “Well, I’m not going to
grow up and go to school and do this fancy thing,” but
no matter where you live in America, you can fix a
car. So, I thought that that was a relatable thing.

Cooper: What about the Amish country?

Robison: What about it?

Cooper: They don’t have cars.

Robison: Well—

Cooper: (laughs) You’d be fixing buggies, probably!
You’d tinker with something.

Robison: I guess if you ask in seriousness what about
an area where they don’t have cars, I was always
interested in machines. Cars are of course a really vis-
ible machine. Everyone in most parts of America is
around those machines. If I was in an Amish commu-
nity as a boy, I expect the machines that would have
fascinated me would have been the wooden and metal
workings of wagons, the mechanisms of water wheels,
the mechanisms of plows and harrows. My great-
grandfather was the county agent in Gwinnett County,

One of Robsin’s companies service and repair Mercedes, BMW, Jaguar, Land Rover and more
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Georgia in the Depression. Before he taught me about
cars, he taught me about farm machinery.

Cooper: Nice!

Robison: And the Amish absolutely know farm
machinery. I would say that my early gifts were
understanding machines. So yes, I said “cars,”
because every city has cars. But it’s also true that
every city has machines, and a person who has an
affinity for machines can find a place anywhere.

Cooper: Right, right. Have you heard of the institute
Exceptional Minds in LA?

Robison: No.

Cooper: All of the students who come in to train are
on the spectrum. They train animation and video pro-
duction—

Robison: Oh, yes, I’ve read about that, yeah.

Cooper: They’ve found that there’s an affinity to a
large group of people with autism and Asperger’s who
like that kind of thing. You’re saying your affinity is
mechanical machines. These folks—and I’ve seen
some of their work, and it’s—

Robison: Yeah, there are folks who do computer
graphics and design and stuff. That’s another area
where a lot of us can excel. That’s definitely true.

Cooper: Was the auto business you created a one-man
shop? Did you have a place where there were multiple
mechanics under you?

Robison: It was a one-man operation in the garage
next to my house 35 years ago. Today it’s five build-
ings on two and a half acres, and there’s a bunch of
people doing all kinds of different things. I’m here
talking to you in Maryland, and the car company is
back home running.

Cooper: What do you look at right now in your
future? What do you see yourself doing from now
through the next five years?

Robison: I hope that I can retain good health and con-
tinue to be able to go and speak, because I think that
the message of neurodiversity and inclusion, as you
said, the idea of nothing-about-us-without-us, is really
important, and I think it’s important that older people
stand up and speak for that as well as young people.
I’ll do my best to continue doing that.

Cooper: Did you look at our emoji quiz?

Robison: I did, yeah.

Cooper: Did you try it?

Robison: Yes, and I saw somebody wrote “Burger
King” and I thought “cheeseburger,” and I wondered
how “burger” related to the crown, but I do see how
that would be. What’s this emoji?

Cooper: That one turns out to be “popcorn.”

Robison: Oh, What’s this? Sun ___?

Cooper: Close. “Solar power.”

Robison: And—

Cooper: “Coffee break.”

Robison: Oh, yeah. I guess I look at these things and
people send messages with these emojis on phones,
and my own phone has a screen with a hundred of
them, and you know, I kind of don’t use them. It’s one
of those things I think being autistic that I think of
this kind of stuff literally—

Cooper: Exactly.

Robison: So I look at what this is and it was not clear
to me what that is intended to depict, and therefore I
don’t know that I’d have thought “popcorn,” but I
imagine if I learned the meaning of the emojis and I
started to learn the pattern, I would be able to solve a
problem like that. But right out of the box, since I
don’t use them, I think I interpret what I see literally
in the context of my own life, and I guess I don’t do it
right.

Cooper: The emoji phenomenon, it’s kind of a form of
language. They’re using emojis for people who are
non-communicative, who have dementia. They’re
realizing that they’re able to create these emoji
sequences to communicate with people who have
become nonverbal.

Robison: You have to hope that what you read as the
communication is the same thing that they intended.

Chet Cooper: This one is “No time for bullshit.” What
about this?  “Drink, drink, drink, eat”?

John Robison: This is three-martini lunch.

Cooper: Perfect! Do you know how many people do
not get that?  And this one, you know what that is?

Robison: Is that a panda bear?

Cooper: Yeah. So the movie is “Kung Fu Panda.” Do
you remember that movie?

Robison: No, I never heard of that.
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Cooper: It was a cartoon. This is a Stevie Wonder
song.

Robison: Uh— (pause) I don’t know.

Cooper: “I just called to say I love you.” Which is
tough. Myself, I wouldn’t know that that meant “I.”
They say it’s universal, but it’s also female, so that
word throws me. I don’t get that. I get the phone
would be “call,” and then “to,” and then that would be
“speak” or “say,” and then back to “I” and then
“love.”

Robison: My wife says that I don’t have much of a
sense of popular culture. I guess I don’t know that I
associate things with any movie names, I don’t really
watch movies. 

Shelly Rohe: Is there a difference for songs since you
were involved with music?

Robison: Music and movies. Music is a thing that if I
was working, putting equipment together, running
sound equipment for a show, I had a job I focused on
to deliver clear sound for the audience. I wasn’t out
there, I wasn’t trying to meet people or dancing or
things like that. I had a job to do. I was very focused,
and that’s what I did.

Rohe: In your talk, you said you engineered equip-
ment like guitars based on how an artist wanted it to
sound. You could visualize the sound?

Robison: Yes, like when people told me about wanting
a certain kind of sound effect, I imagined what would

be an electrical circuit that would make the effect that
they wanted, and I would build those things, and then
I would have people try the prototypes out and see
how it sounded, and we would modify them until we
had what we wanted. And that might have been a
sound effect in a box or something that was built into
an instrument. It might have also been an attribute of
a big concert sound system. But when I was at a show
when something like that was being tested, I would be
really concentrating and listening to the thing at hand
and seeing if it did what I expected it would do. And
also, of course, that it didn’t just blow up in the mid-
dle of a show.

Rohe: Did that ever happen?

Robison: Yeah, sometimes it happened, yeah.

Cooper: But it was a good sound, though?

Robison: Sometimes the equipment would break. With
our main sound systems, we would have enough
amplifiers, enough speakers, that you could lose one
or two or even 10 or 20 in a big system and the audi-
ence would never know. And yeah, that would hap-
pen. We would blow equipment during shows. You
would always have to either be prepared to run with-
out it or change it out at an instant’s notice, and that’s
why you were always—even if you seemed to be just
standing at the side of the stage, you were ready to
jump up there in a second if it stops working. And you
never know when that will be. It’s like a guitar, if you
break a string, you’ve got to jump up and hand the
guitarist another guitar.

Cooper: When you were doing prototypes, did you use
equipment you knew and modify it, or did you literal-
ly write the mathematical formulas of sound waves?

Robison: At first, I modified equipment that existed,
but then I began building things from scratch. Later
stuff I did was equipment I just made out of parts, out
of nothing.

Cooper: How did you know what was going to come
out? Was it a mathematical formula? Parts you knew
had certain sound connections to them?

Robison: I knew that various components had certain
attributes, and I imagined that if I strung them togeth-
er in a particular way, they would do the thing that I
wanted. And I would build them and see if that was
true.

Cooper: Did you build guitars, too?

Robison: I didn’t craft the structure of the guitar to
play, but I built electronics that went in the guitar that
shaped its sound. In other words, I was an electrical
engineer and not a luthier. A luthier would be a person
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who would make a guitar or ukulele or whatever. I
didn’t do that. I put electronic guts in them.

Cooper: So you had existing guitars, whether Fenders
or whatever. 

Robison: Or Les Pauls or Stratocasters or Telecasters
or Gibson EB-3s or Fender Precision Basses or what-
ever it might be.

Cooper: Did you ever go to any of the factories, like
the Fender location?

Robison: No, I never went to Fender or Gibson, no.

Cooper: We did an article on Fender’s life, which is in
Fullerton, California.

Robison: Yup, I remember that. Fender Electric
Instrument Company, Fullerton, California, yup. It
was Leo Fender, right?

Cooper: Right. He had a disability.

Robison: He did? When I was doing that I didn’t
know anything about disability. I was just making my
way the best I could. My awareness of disability is
relatively new. I always just did the best I could. I
always assumed that other people could do stuff better
than me. And I believed that I was like a second-rate
person, because other people could do stuff better than
me. I understand today that that’s an unhealthy way to
see yourself, but that’s how I and probably a lot of
people saw ourselves if we grew up and weren’t able

to do what other people could do and we didn’t have
friends and we didn’t have academic success. That’s
how I imagined myself. But if you had called it a dis-
ability understanding, I don’t know that I’d have
known what you were talking about. I didn’t make
that association until much later in my life.
Cooper: Where do you live?

Robison: Amherst, Massachusetts.

Cooper: So you have to deal with the seasons chang-
ing?

Robison: Yes.

Cooper: You said you have five buildings now? Each
building has separate bays?

Robison: Well, the buildings do different things. We
have general service and repair for Mercedes, BMW,
Jaguar, Land Rover. We service Mercedes Sprinter
commercial vehicles and Ford Transit commercial
vehicles. Then we have another business with us that
does state inspections, another business that does
front-end alignments. We also have part of the backup
911 ambulance response capability for our city. We
have our room in our complex for—at this moment it
doesn’t, but we have held up to about 20 ambulances,
so we respond to emergency calls out of there. With
all those things, because we’re an emergency response
center for our city, we never close. So if we have bliz-
zards and the roads are closed for snow, we are not
closed, because you always have to be able to get the
ambulances out. We have plows and snow removal

The leading website dedicated to employment of  people with
disabilities. It also has the largest resume bank with tens of
thousands of  job seekers with disabilities, from entry level
candidates to PhD’s. Join today.
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and folks who take care of the buildings. We do a
much wider variety of things than just the fixing of
cars that I started with. But it’s all related to motor
vehicles.

Cooper: Have you thought of hiring people with dis-
abilities when you look for new employees?

Robison: We do. For five years we had a state-sup-
ported program to teach the automotive skills to folks
with developmental disabilities. We’ve employed peo-
ple with cognitive disabilities and autism and ADHD
pretty consistently over the years. Not because we
have gone, say, to the state and said, “We want help
bringing people like that in,” but because I’m a neuro-
divergent person, my son, who’s worked there some,
is. It’s just how we think. We gravitate towards people
like us, I suppose.

I think that if you identify in a certain way, you’re
going to probably have more of those folks. If
Judaism’s a big thing in your life, perhaps you employ
Jewish people because you think, “I’m going to give
them opportunity in my community.” For myself, as a
fellow with autism, ADHD, dyslexia, and such in the
family, I’m comfortable with people who are like me.
For somebody else, we may be different, but for us,
we are us, you know? And so that’s how I see employ-
ment like that.

And I think that it’s important to note that other peo-
ple who come to work there who either don’t have
disabilities or don’t have the same disabilities, ulti-

mately everyone has disabilities at various points in
their lives. And I think for them to come there and see
somebody like me who runs it and is not just a—is not
working there with somebody accommodating me, if
you want to be there, it’s my establishment, and it’s
my rules. And that’s very different from asking
employers for accommodation. And I guess I feel like
many people who are different, whether you call it
disability or they’re different for some other reason,
we do well in the trades. Because frankly, you do not
care about a person’s conversational skills or how
they look or how they walk if your toilet is clogged up
and that person can unclog it and that is the job you
want done. If your car is broken by the roadside, you
want your car to drive again. And if you want cabinets
made for your kitchen, and guy you might describe as
weird or strange or whatever, if that fellow can make
beautiful cabinetry, beautiful cabinetry is the thing
you’ll remember for the next 20 years. When we make
our own place, we’re not asking for accommodation.
We’re just being like everyone else. And to me, that’s
what inclusion’s all about. It’s about, like, in mar-
riage, right? If you marry somebody and you’re in
good health and you have a stroke or an injury and all
of a sudden you’re disabled, you don’t expect your
wife will leave you.

I feel like it ought to be like that in the workplace. If
someone has a disability in a workplace, there should-
n’t be any question that they still have a home in that
workplace. And of course, that’s not true in a lot of
America, but if you’re a person who lives that your-
self, if you’re the owner of the business, you probably
would understand that with people who work for you.
I guess I just wish, recognizing that everyone is dis-
abled at some point, that that was a broader thing. I
look at companies that measure employees by how
many steps you take an hour. You might think all
these people can do this when they’re 20 years old,
but what are they going to do when they’re 60? Will
you just toss them out? Because everybody ultimately
won’t do those kinds of things. And I feel like that is
an area of social policy where we have a long way to
go.

But small businesses speak to that. A guy who runs a
hardware store is not going to change somebody out
because the guy’s been with him 20 years, and when
he came in, he was young and spry and now he’s old
and slow. A company that doesn’t have a person
who’s—it’s just like a big faceless corporation, you do
see people pushed out for that, and I think that’s
wrong. So I guess I just try to speak about all these
ideas, but my understanding of these things as disabil-
ity advocacy as opposed to just doing what I thought
is the right thing, that is new to me.

Cooper: You were saying that you were first board
member of INSAR to have autism. Can you talk about
that?
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Robison: Today I’m involved in autism science, both
in my roles advising government organizations on
autism and neurodiversity and policy and directions of
constructive research. I’m also a member of the board
of INSAR, the International Society for Autism
Research, which is the professional society for autism
researchers.

Cooper: What does it do?

Robison: INSAR publishes a journal, Autism
Research, a professional, scientific journal. We put on
a conference where scientists present research and dis-
cuss it and we disseminate scientific knowledge about
autism. We promote scientific standards and best prac-
tices in the conduct of research. We try to create an
organization that people will want to join. We hope
that grad students will see the promise or reward of a
career in autism research and they’ll join as student
members, and then they’ll become early career mem-
bers, and then they can become older members and
ultimately fellows of INSAR. We try to be an advoca-
cy organization for people who are committed to
autism science.

Cooper: I’m sure you’re asked this often, that it comes
up in some form, about what your thoughts are or
what science is saying on vaccination.

Robison: We haven’t really found a connection
between autism and vaccines in the ways that people
have alleged. However, it’s my experience in public
advocacy that you can’t change a person’s belief.
You can’t take it away from them, but you can give
them something they think is better to believe.
Maybe they think it’s better because they think it’s
more accurate, maybe it fits their understanding bet-
ter. When a person who says to me, “I believe my
child was injured by vaccine,” I’ve learned that for
me to say, “Well, science says you’re wrong,” isn’t
particularly constructive. It doesn’t change their
mind. It leads to an argument. It doesn’t accomplish
much. If I say that, they say, “OK, why is my child
autistic? Why did this happen?” And while I could
say, “Your child’s autistic because some of us are
born this way, and there’s good evidence for that,”
that’s true. But we also have scientific papers talking
about how the incidence of autism is greater if you
live within one mile of a California freeway, if the
father is over 40 at the time of conception, if the
mother contracts certain strains of flu during preg-
nancy. Autistic behaviors can be mimicked by lead
poisoning, by mercury poisoning.

A parent hears all these things, and you can’t blame
them for saying, “That doesn’t sound like inheri-
tance to me.” Unless we have answers, it is very
hard to combat supplication or belief. We need facts
to do that. Frankly, we’re not there in understanding
the tremendous complexity of how neurological

divergence emerges. There’s no question that some
of us are born different, but there’s also no question
that some of us are different through injury, through
trauma, through all sorts of factors. And I guess
what I say to somebody who says, “I believe my
child was injured by vaccine,” if I say, “I don’t
believe that I am injured by vaccine. I’m an autistic
person. I don’t think it’s my place to tell you what
you said believe about your child, but what I do
hope is that you will join me in agreeing that we
want to work together for the best quality of life for
all autistic people, for your child, for me, for my
autistic child. We should absolutely be together and
in solidarity that we want the best services and sup-
ports and the best opportunities for all autistic peo-
ple to live their best lives.” How we came to be how
we are should not matter. That’s not part of the dis-
cussion about a best life.

Cooper: That’s a nice response. My only issues with
vaccine is that it does affect others. Measles is an
example. If people are not vaccinated—

Robison: You know, that’s true, but many things that
we do affect other people, and I feel that for a lot of
people, belief in vaccine as an agent of injury is like
an article of religious faith. Unless you can give a
concrete, acceptable answer for why a person should
believe different, I don’t think you can change that
person’s belief.

Cooper: There are consequences for those beliefs.

Robison: I do understand that, but I feel that I have to
look at—as a public advocate, where can I build con-
sensus and achieve the best result?

Cooper: I think you’re right on.

Robison: And I believe that I’m on a good track, that
working together for the best outcome is a thing we
can be a team on. We don’t have to agree on where we
believe it came from, on where it’s going except inso-
far as we want it to go to a better place for those of us
today.
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Marilee Talkington is one of just a very few legally
blind actors in the country to earn an M.F.A. in acting.
She earned her M.F.A at the prestigious American Con-
servatory Theater (A.C.T.). She has worked profession-
ally in the theater for over 2 decades. Her break out TV
role was Annie Barth, a blind woman, on “NCIS”. You
can now find Marilee on Apple Tv+’s futuristic post-
apocalyptic drama, “See”, where she stars alongside
Jason Momoa from “Game of Thrones”. In addition to
acting, Marilee is also a writer, director, teacher and
designer. She is also known for her protest art and
installation art. Marilee has become a strong voice for
actors who are blind and low vision. She is one power-
house of a busy talented woman.

ABILITY Magazine attended the 2019 Media Access
Awards in Beverly Hills. The annual MAA in partner-
ship with Easterseals honors the TV, film, and new
media professionals who have helped to create and pro-
mote opportunities for those with disabilities in the
industry. The awards include writing, producing, cast-
ing, performance and directing. The night was full of
Hollywood glamour including a red carpet, evening
gowns, celebrities and fancy hors d’oeuvres. At the end
of the evening Melinda Chilton and Shelly Rohe sat
down to chat with actress, Marilee Talkington. Meeting
her was both empowering and enlightening. 

Melinda Chilton: You live in New York right now?

a clear vision to advocate

MARILEE
talkington
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Marilee Talkington: I do live in New York right now.

Chilton: So you’ve come to where it’s a little bit warmer?
Talkington: Oh, my gosh! Yes! It actually started to
dust. It was snow-dusting right when we left. It was
cold. And it’s so great, because we’ve got a fireplace on
our television. We put on the YouTube Yule log, and it’s
so perfect. (laughter) It’s crackling and you can check
the one that’s 15 hours long and you can leave the house
and leave the fire going until you come back.

Shelly Rohe: How long have you lived in New York?

Talkington: This time, three and a half years. I was there

right after grad school. I got my MFA in acting from
ACT, I graduated in 2004. I believe, I’m still one of
only two legally blind actors in the country with an
MFA in acting. I was really proud about that in 2004,
but it’s 2019 and that should have changed.

Chilton: How would you have liked to see it change?

Talkington: There should be so many more of us, just
quite simply. There should be many, many, many more.

Chilton: And why do you think there isn’t?

Talkington: Oh, fear, deep fear, and the stigma, especially
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blind and low-vision actors in particular. We’re the least
represented of the disabilities. And even when you have
a group of actors with disabilities in a room who are
doing training, often the blind and low-vision actors are
still excluded even from those exercises, because every-
thing is steeped with visual bias. I think that the reason I
got in and this other woman got in is, we can pass. I can
pass as sighted. You wouldn’t know. If I didn’t have this
(her cane), you wouldn’t know.

I was born with rod cone dystrophy, so I was born total-
ly blind centrally. I have no central vision. I only have
peripheral vision, and I’ve been losing that over time.
I’m light-blind, so if there’s too much light I’m total.
Folks with my vision will usually talk to you like this.
But, what I’m doing is looking to the left of you, just so
I can catch you in my peripheral vision. But I’m looking
at you. So this is what confuses people. I make eye con-
tact, to the best of my ability. But, that’s because my
mom is blind and I have the same thing that she has. I
have a very vivid memory of fifth grade. What is that,
like, 10 years old?

Chilton: It’s about 10 or 11. 

Talkington: She gave me—you know, when you have a
disability, you get the talk. When you’re “other,” you
get the talk. This was one of the first talks she gave me.
She said, “You have a choice. You can either look at
people the way you need to look at them to grab infor-
mation, or you can look them in the eye. Teach yourself
how to do that. If you look at people the way you need
to look at them, they will treat you differently. That’s
how the world works.” And it’s true. And she said, “I’m

not telling you what to do, but just know that the world
will treat you differently if you do what you need to
do.” As a child, I wanted to fit in, so I taught myself to
orient, just keep oriented to people’s eyes. It’s part of
my—well, I have a hard time not doing it now, except
when I’m with my husband. It makes me a little emo-
tional to say that. He’s the only person I don’t do it with.
I think there’s something, a part in my head, that literal-
ly all veils disappear when I’m with my husband. And
it’s not even like—I’ve tried. All of a sudden, literally
one day I realized that I was talking to him like this. Do
you know what I mean? I caught myself and all of a
sudden I got really self-conscious and I said, “Baby,
does it bother you that I’m not looking at you?” And
this was his response. He was shocked. He said, “You
mean does it bother me that I just got Mona Lisa with
the Hope diamond around it?”

Chilton: Oooh!

Rohe: Aw!

Chilton: Oh, I love that! Your husband is making me
cry, and I haven’t even met him. How beautiful. How
did you meet this gem of a husband?

Talkington: In the back seat of Frank’s car. [all:
Oooooh!] Frank was my husband’s best friend, and
Frank was dating—they’ve broken up since—one of
my very good friends, Cita. A family member of mine
had died and I was very depressed. Cita walked into the
house, and I was like, “Fine! I’m getting out of the
house.” She said, “Frank’s buddy Andrew is going.
We’re all going to go see a solo show.” So, I literally

Talkington on stage
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walk out of the gates of the house, I open the car door, I
slide in, and I say, “Hi, I’m Marilee.” He’s like, “Hi,
I’m Andrew.” And then literally in a matter of less than
a minute we started talking about physics and God. I
don’t know how it started. And we’ve been talking
about that for 10 years.

Chilton: Wow!

Talkington: His passion is—theoretical physics, and I’m
more of the spiritual side.

Chilton: Oh, interesting! I always find Albert Einstein
talks a lot about science and how it supports spirituality.
I find it fascinating.

Talkington: Yes. I do too. It is fascinating. 

Chilton: But back to you. You are beautiful. You are
absolutely gorgeous. You look so 1940s.

Talkington: Thanks!

Chilton: And you do fashion. Did you do this lovely
outfit of yours? 

Talkington: I do fashion now. Yeah, I put this whole
thing together. 

Rohe: It’s beautiful.

Talkington: Thank you. I made it.

Chilton: Wow! Your cane is very ornate.

Talkington: Thank you. I don’t have to use a cane. I can.
Sometimes I need it, sometimes I don’t. But—and this
is where I start to get emotional—I have no role models.
I’ve never seen anybody like me, ever, on-screen or in
print or anybody who is in my business. The agreement
that I made with myself is that if I get into a position
where I get to have any sort of level of visibility that I
need to represent, then I want to represent in a way that
is in full power, full ownership of my value, my worth
and my beauty, and to marry both disability and not just
fashion, but ferocity.
Rohe: I like that!

Talkington: I really want to put out images that break
the stereotype of ‘blind people aren’t sexy’or ‘they’re
not attract’. Because that language is so strong. They
say, “Those people are ugly.” And they’re not. And we
see it on-screen, too.

Rohe: Or don’t.

Talkington: Exactly, or don’t. We see the asexual or we
just don’t see it at all.

Rohe: Speaking about on-screen, what is this we heard

about your new class?

Talkington: Oh, this training program. It’s a five-week,
full-time, six-day-a-week professional actor training
program for blind and low-vision actors. I’ve been
thinking about it for a very, very, very long time, pretty
much since I started acting. What’s different about this
is, it’s not just like, “Oh, come act. If you’re blind or
low-vision, we’ll have some acting classes.” I basically
have created a new pedagogy, a new thought around the
training, which is, when you enter the class—

Actually, let me back up. We have to think about who
designs these acting techniques to begin with. Those are
people with a full sense of sight, a full sense of hearing,
and all mobilities. So all acting techniques, dance,
voice, is taught through those lenses for people like that.
This idea kept whittling at me. Having had the experi-
ence myself over so many years of having to adapt, to
lie, to prove, to fake it, having to be left out, I wanted to
create a program where the foundational belief system
is, “You are whole.” Period. “Your lived experience is
valid.” Period. “You are not missing anything needed to
be a visionary artist, a contributing artist, to be an artist,
to be creative in any way, shape, or form. You are not
missing anything. What is missing is the access and the
vision of the training that exists now.” With that founda-
tional belief system, go into the actual techniques and
go, “OK, basic acting techniques. Let’s do an eye con-
tact exercise.” We don’t do those. Reinvent the exercis-
es so that we can still get to the core of how do you
become a great storyteller? How do you unfold what is
inside of you so that you can share it with the world?
We’re just doing it in different ways.

And on top of that, I’ve found that when you have blind
students with sighted students- this is very, very, inter-
esting- if you just have blind students in a room, that’s
it, and you start working, their own level of perception,
the sophistication of their perception, and what they can
hear and what they begin to believe goes from zero to a
hundred. It can happen so fast.

Chilton: Wow!

Talkington: I had a sighted person in my class that I was
teaching this summer. We were about an hour and a half
into class. We were working on scenes and everybody is
deep in the scene and giving feedback. “I heard this, I
heard this, she did this,” and you’re going, “Oh, my
gosh, it’s so amazing how everybody’s really perceiving
this.” We had one sighted person go, “Oh, gosh, Rachel
was just so amazing. I wish you could see what was on
her face!” Literally everybody, every single person in
the class went phoomp!

Chilton: Oh, wow!

Talkington: The energy collapsed immediately. Their
confidence went straight down. That sophistication and
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perception disappeared. It was one of those moments
where literally everything in my body -my friend told
me what I did- my hand flew out to her and I said, “We
don’t need that! We don’t need it!” She ended up crying
and it was a whole big thing. I needed to spend the next
10 to 15 minutes talking to the class, because all of a
sudden all these doubts started coming up.

Chilton: Oh, all the old tapes came back.

Talkington: Immediately. And I was like, “Let’s talk
through this. What did you just experience before that
happened? Let’s go back to that.” That’s what this train-
ing program is doing. It’s five weeks, full-time, six days
a week, their perception is right and valid and whole.

Rohe: What will happen, though, when they get back to
that voice again and they’re in casting? 

Talkington: It’s going to happen.
Rohe: Will you—as they go up to 100% increase in self-
esteem or whatever the language might be, are you
looking at trying to build some resistance at the end of
that training to say, “This is probably what will occur.
I’ve seen you grow”?

Talkington: Yes. It’s a great question. I wouldn’t use the
word “resistance,” but “integration” and “advocacy.”
I’m building into the program how to self-advocate.
And also talking about, because I’ve been doing this for
so long, “This is what you might be faced with.” And
offer it back to them. “How would you want to talk
yourself through this? This is how I talk myself through
this. It’s not foolproof. But how would you work
through it?” And give them that in the program so they
know. Because it will happen. You’re totally right.

Rohe: When you open that up to the class that’s 100%,

do you allow the students to all share the ways they will
perceive that central reality? Are they all saying, “This
is the way I would handle it”? You’re at a different
level, probably, than the students in the class, you’re the
teacher. So you open up that sharing?

Talkington: Absolutely, because they’ll learn from each
other. And they actually know more than they think.

Rohe: One of the things Chet has taught me, and others
on our ABILITY team, is, well, he throws us in the deep
end and makes us teach. That’s the way to learn, to
teach. You could take a student who might not be there
yet and say, “Tell the person next to you how you would
…” It’s amazing. I’ve seen people open up so many
times. You can take a person who doesn’t think they
have anything to teach and make them a teacher.

Talkington: I love it. I love it. Fantastic.

Chilton: And too, it kind of puts you in your power. You
can think, “What can I share? What kind of knowledge
do I have to I share?”

Talkington: Yeah.

Chilton: I love what you said—I think—just being an
actor is tough. I’m an actor. It’s a tough business, peri-
od. For everyone who has the cojones to get out there
and go for it, especially in LA or New York. As a
teacher, you teach them about their talent and then you
also include the tools to help them psychologically and
emotionally maneuver through life, because life throws
you curve balls. And it sounds like, they’ll be able to
handle those curve balls better after they’ve been
through your class.

Talkington: I hope so. And I feel like hopefully I’ll be

Tom Bower in Two Ways Home

Talkington in Lily's Revenge
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able to handle it better too, on many levels. I think, as
Shelly said, they’re going to teach me a lot. I’ve been on
this road by myself. I need them almost as much as they
need me. It’s not just about saying, “How would you
handle this?” but also about saying, “OK, now we’re
together. Let’s move together. Let’s go together.” Of
course, it doesn’t mean that it’s not going to be chal-
lenging even if we move together. I read something
interesting in a book. I read, it’s the people who break
the ceiling that will get cut with the glass. You’ve got all
these scars, from the cuts of the glass. When you have a
group that crushes through something together, all of a
sudden those pieces of glass are much, much smaller. I
think there will be a beautiful symbiotic relationship
that will happen in exchange.

Rohe: Have you done many of these classes? Is it new?

Talkington: This project is totally new. It’s never been
done before. This kind of stuff has never been offered
before. What I’ve done is workshops and private coach-
ing where I’ll teach teachers who teach other people.
What I’m hoping—actually, I’m not hoping, this is
going to happen. I’ll write a case study after this so that
I can take this to universities, conservatories. Hopefully
I can get a documentary crew coming in. I’m working
on that right now, to find out if people want to come and
start filming.

Chilton: When do you start?

Talkington: It starts January 6th to February 7th.

Rohe: You’re so articulate and thoughtful in your
approach.

Chilton: So much passion!

Rohe: Yeah, and I love the fact that it’s local and we can
see it all happen.

All: Yes!

Talkington: Come. Come visit.

Rohe: Do you have a website?

Talkington: www.accessacting.com. It’s called Access
Acting Academy. I used “access” very specifically,
because it’s not just accessing the work, but it’s also
accessing your creative authentic voice. That’s what
we’re about.

Rohe: I have a question. How old were you when you
knew you wanted to act?

Talkington: Then I’m dating myself.

Chilton: You don’t have to tell us when you were that
age, just what age?

Rohe: You talked about not having role models. It’s
tough to think you have something when you don’t see
anyone else out there.

Talkington: I think it wasn’t until I was about 23.

Chilton: That was yesterday.

Talkington: Exactly, just a few years ago.

Chilton: I love the idea of your class. I studied acting for
a long time. I grew up with a speech impediment. I stut-
tered. I stuttered like King George. 

Rohe: Not now. 

Chilton: Now I’m making up for lost time. I couldn’t
speak. So, I did musical theater, because I could sing
and I could dance to express myself. The actors I’m riv-
eted by and the ones I love to watch are the ones that are
so honest and truthful. That’s good acting, being as hon-
est and truthful as you can possibly be, and you don’t
need your voice, your eyes, your ears, your sense of
taste or touch to do that. It’s just finding your way to be
honest. That comes from your heart, and that’s what we
all have.

Talkington: I love that you’re saying this. I’m on the
board of directors for a program at Queens Theatre
called Theatre for All. They work with all disabilities.
It’s two weeks. It’s a few classes. There’s a woman who
participated in it, and I can’t remember her name, with a
severe disability. You can’t understand what she says.
But you know what she’s saying.

Chilton: Beautiful. I love that.

Rohe: Did you notice the good looking guy tonight who
is an actor, model, and deaf activist? Nyle DiMarco.

Talkington: [whispers] I got to take a photo with him.
[speaks] I got to take a photo with him, on the red car-
pet. Oh, my gosh!

Rohe: You’re married!

Talkington: I know, I know! (laughter)

Chilton: She can look!

Talkington: I can look, and I’m going to tell my hus-
band too, that I got to—

Chilton: It’s like going to an art museum and looking at
the beautiful pictures on the wall. You can look at them
as long as you want, you just can’t take them off the
wall and take them home.

Talkington: Thank you! I just didn’t know I was going
to have an opportunity for a photo. And he’s a model.
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Rohe: Did you know about him?

Talkington: I’d heard about him. I think I saw a photo of
him once.

Chilton: I didn’t see him. Is he still here?

Rohe: You went to the restroom and missed him.

Chilton: Oh! It just happens. You go to the restroom and
handsome men go onstage.

Talkington: He won “Americas Top Model” and “Danc-
ing with the Stars.” He won both. And he’s, like, a star
in his own TV show.

Chilton: I’m sure he’s all over YouTube. You’re an
activist for disability and what else?

Talkington: Oh, Women! I speak up, speak out when I
can.

Chilton: What’s your advice to young women? Every-
one feels different sometimes. There’s something that
makes everyone feel different and left out, like they
don’t fit in. What would be your advice to young
women feeling like that right now?

Talkington: (pause) I think there is power in owning that
part of yourself that feels vulnerable. I think when we
start rejecting it, that’s when suffering comes.

Chilton: Right.

Talkington: I think that otherness—if there is a way to
say yes to it in some way, because I don’t want to add

all those other words, like “I’m special for it,” but just
say “Yes,” just even try saying “Yes” for a moment and
see what that feels like. Just think there’s power in that.

Chilton: Accepting.

Talkington: Yeah, which is hard. “Well, you should just
accept yourself.” It’s a hard thing to do. And I will also
say that I think that most young women are more pow-
erful than they think they are.

Chilton: Absolutely.

Talkington: And the belief systems around them are
telling them they’re not. So speaking up, even when it’s
scary, can be quite an amazing thing. I had an experi-
ence as an adult woman. There was a—did you at all
hear about the World Science Festival that happened a
couple years ago with the male physicist and the female
physicist and the moderator was talking over the female
physicist over and over and over and over?

Chilton: No!

Talkington: I happened to be in the audience. Because
it’s physics, I like to go to these things. It was a big
auditorium. The man speaking and the moderator just
keeps talking over the female physicist and explaining
everything and going on and on. You can feel the ten-
sion in the auditorium, people were going, “Oh, let her
speak, let her speak, stop, stop, stop.” And my body is
literally starting to shake, and I finally found myself
saying, [loudly] “Let her speak, please!” And you don’t
really hear it, because they were the only ones with
microphones, but the whole room erupted. Erupted!
And it went viral. That moment—I posted about it. I
didn’t realize, I was just Facebooking. The moment
went viral, and I ended up in all these magazines and I
ended up on the BBC with this famous physicist and we
were talking about what this moment was and what it
means to speak up when it’s terrifying. Because we’re
constantly being silenced in rooms, being talked over. It
was one of those moments. What I was thinking about
literally, what was going through my head, “If you don’t
say something, you’re complicit. Let her speak.” It was
that thing. I couldn’t be complicit any more. But I was
so terrified. Circling back around, I feel like there are
moments to be deeply courageous. It’ll be scary as heck.
But if you do them, you’re going to expand and own
that much more of your power, because now it’ll be—

Chilton: You were scared?

Talkington: I was terrified. But now when it’s happen-
ing, no. “Stop!” It’s so much easier now. It gets easier
every time you do it. 

Chilton: These belief systems laid upon young women
or those with a disability, who do you think the biggest
culprit is of those negative beliefs being put upon us?

Marilee Talkington

Marilee-Talkington__QuarkTemplate.qxd  12/7/19  10:53 PM  Page 58



ABILITY   59

Talkington: That’s a tough question, because I was
speaking to a scholar, a friend of mine, yesterday about
these belief systems. She can track them back. Disabili-
ty, folks with disabilities are the most marginalized
groups throughout history. She can track it back to
Mesopotamia. We’re saturated with them. There’s no
way—it’s in everything. But I believe that it’s the
media. It’s television and film, what we see on the
screen that perpetuates our invisibility as human beings,
it perpetuates the negative—

Rohe: Have you ever heard the term “symbolic annihila-
tion”?

Talkington: No.

Rohe: It’s been used for gender and race more than for
disability, but I liken it to disability, too. It means that
when a group isn’t represented on film or television, the
media, they feel unnecessary, unused, not useful. They
become symbolically annihilated. That’s where that
term comes from.

Talkington: That’s it. I think that’s right. It’s so interest-
ing to watch. I’m part of a show right now where the
entire world is blind. I filmed this last year. It just came
out on a new network, on Apple TV+. Big deal, lots of
celebrities in it, and hundreds and hundreds of charac-
ters. They literally only cast a few actual blind and low-
vision actors. I think next season they’ll do more.

Chilton: Good.

Talkington: The award show tonight opened my eyes
even more to how much the media, TV and film, play a
big part in our belief system and how we see the world.
They tell us how we’re going to see the world.

Chilton: Absolutely. I think it’s time for filmmakers, TV
makers, those lovely networks, our new streaming plat-
forms, to really step up and use disabled actors. Who
was it? One of the presenters tonight. He said, “If you
can’t find it in your heart to do it, then do it for your
pocketbook.” Of course, that’s not a word for word
quote. 

Rohe: Yes!

Chilton: Because there is money to be made. They
always say to follow the money trail. So, let’s talk
money. There’s money to be made. You have to look at
your audience. There’s disability people who want to
watch these programs to see people they relate to. I say
the same thing about the baby boomers. You’re crazy if
you’re not making content with actors over the age of
65.

Rohe: Mm-hmm!

Chilton: Because the baby boomers are retiring, they’re

in their sixties and seventies, and they’re watching TV.
My mom’s like, “I’m 73. I don’t care about the love life
of a 20-year-old. I want to see people my age.” There’s
a movie on Netflix I just watched. What’s her name?
She named her baby Apple.

Rohe: Gwyneth Paltrow.

Chilton: Her mother, what’s her name?

Rohe: Blythe Danner.

Chilton: Yes. Blythe Danner and Sam Elliot. Ooh-la-la!
They’re in a movie together on Netflix. I just watched it.
And they have sex. Yeh, they do! And who told me to
watch it? My mother! (laughter)

Talkington: Go Mom!

Chilton: Because she found it. It’s a really funny, heart-
felt movie about these swingin’ single people. It has a
lot of heart. All people in their 60’s and 70’s. My mom
found it on Netflix, because she’s learning how to use
Netflix.
Rohe: Good for her!

Chilton: And she called me one day, she goes, “What
have you done to me? I just watched all the seasons of
“Longmire”

Rohe: She’s binge-watching!

Chilton: I go, “Mom, you just binge-watched.” She
goes, “What?” So now she calls me, “I just binge-
watched a Kiefer Sutherland show”. (laughter) And then
she calls me and goes, “There’s this Sam Elliot movie
on Netflix, did you watch it? I couldn’t sleep last night.
I watched it. I even had a rum and Coke while I watched
it.” (laughter) She lives on a farm in Illinois, so I’m just
like—ok. Seriously, I think it’s so silly not to cater to
your audience. Know who they are and make content,
especially for the audiences that don’t have as much
content as there should be for them. There is money out
there.

Rohe: About your class - How does that work with -
there’s a cost to the class?

Talkington: No.

Chilton: There’s no cost to the class? God bless you. No
cost?

Talkington: No. It’s totally free. That was one of the
number one things. It has to be free for this population.
Blind and low-vision people have the highest unem-
ployment rate of any group in the U.S. The access—it
has to be complete access.

Rohe: How are you choosing people?
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Talkington: Well, we’ll see what—there’s an applica-
tion, so it’ll be a video audition. They can do a mono-
logue or a two- to three-minute scene. They send their
head shot and résumé. If they don’t have any experi-
ence, they can still apply. I encourage that because so
many blind and low-vision folks have never even
thought that this could be possible. So yes, if it’s a
beginner, apply. Do the work, really do your best work
in your audition and answer the questions. The appli-
cation form is very simple.

Rohe: Is it accessible?

Talkington: Absolutely. It’s completely accessible.
Everything’s online. It’s a Google form, which is totally
accessible. I beta-tested everything. The mobile site,
completely accessible.

Rohe: So they have to pay their way to get here?

Talkington: That’s right. We don’t pay travel and hous-
ing. I couldn’t get funding for that. But tuition is totally
free. Any other questions about the class?

Chilton: How many are you taking?

Talkington: We thought about this a lot. We could have
accepted more, but 12 seemed to be a really great, solid
number. You still have enough for a true ensemble and
everybody will get individual attention.

Chilton: That’s very important.

Rohe: Where will it be held?

Talkington: We looked at the Odyssey Theatre tonight.

Chilton: That’s a nice space. I saw a play there. Exciting!

Talkington: We would like to get access to the whole thing.
Chilton: And they’ll be working on a professional stage,
too.

Talkington: Yes, which is so key, because one of the
classes that I’ll specifically be teaching is navigation
stage movement.

Chilton: Oh, good, that’s a good stage to do that on.

Talkington: Because it’s a big deal in the blind commu-
nity. “Where do I go? How do I enter?” It’s always an
issue, always a fear. So they’ll be on a stage from the
get-go.

Chilton: Yeh. Enter stage left, come down stage right!
Yes!

Talkington: Exactly. Feel where the audience is.

Chilton: Find your light.

Talkington: And that’s—

Rohe: Wait a minute, find your light?

Talkington: We have to learn that, too. The thing about
lights—

Chilton: Can you feel it?

Talkington: It depends on what kind of lights they use.
If they use LEDs, no.

Chilton: Oh.

Talkington: If it’s old stage lighting, yes. This is where
we get to create with them, because every single blind
person will have something different. “What do you
need? What do you need? What do you need? Great,
let’s innovate that. Great, let’s innovate that. Did you
learn something from that?” Then we start doing this
cross-fertilization that’ll be extremely exciting.

Rohe: I know you could learn the steps on a certain
stage. You know the stage, distance, you measure it out
in your mind, where to center yourself during scenes.
Would that be the case for all? Would you have to study
that particular stage you’ll be on?

Talkington: There are a bunch of different ideas. We
could do half-rounds on the ground.

Rohe: What is that?

Talkington: Dowels, wooden dowels, those round sticks
of wood. When you slice them in half, they’re called half-
rounds. They’re raised on the top and flat on the bottom.
Rohe: Like speed bumps?

Marilee Talkington has cone-rod dystrophy and is legally blind
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Talkington: Speed bumps. You could put half-rounds
down, gaffe it, so that there’s markers.

Rohe: A trail, if you will.

Talkington: We could do raised—you could layer tape
and have raised bumps. There are all kinds of physical
things you can put on the ground that they can feel.
For me personally, one of the things—when it’s full
light and I can’t—it’s not part of the stage aesthetic to
put a half-round down. That’s when I have to do the
same thing 15 times in a row and then do it as part of
my dance call before every single show. That’ll be
part of them learning what they specifically need to do
to orient themselves to the space. But there are ways
that we can service—make it easier, start things off
and then go, “What works for you? What doesn’t?
Can you think of something else? Does this spark
another idea in you that’ll work for you?” and get it
immediately. There’s quite a bit—not a big budget,
but I have a budget for anything accessible that some-
body may pop up with in a class. We go get it and
bring it the next day.

Chilton: You are so amazing. You mentioned that you
didn’t have a role model. I think you’ll be a role model
for a lot of people. You probably already are.

Rohe: I think so too. How do you vet the person who
says, “I have low vision”?

Talkington: I think if we have a ton of applicants, I’ll
have a conversation with them and say, “Tell me about
your vision. How do you experience it?” I don’t know
what the legality is. I’m legally blind, but there can be
people who are low vision who come in. I started taking
acting classes when I wasn’t—I mean, I’ve always been
totally blind centrally, but there are low vision actors out
there that we’ll accept.

Chilton: Low vision is not legally blind?

Talkington: No. Legally blind is like 20/200 and
beyond. Visually impaired could be, like—it depends,
because it’s not just acuity that we’re talking about. And
what I mean by acuity is 20/20, 20/30, 20/40, 20/50. It
could be that you only have a certain degree, field of
vision. It could be some days your vision is covered in
snow and some days it’s not. There are so many differ-
ent visual—

Rohe: A person with one eye, would that be—

Talkington: Yes. If they identify. Some people don’t
publicly identify, because there’s so much stigma
around it. They medically identify as blind or low-
vision. They’ll know.

Rohe: Stigma.

Talkington: I was talking to Tim Cook about this, the
CEO of Apple. Media teaches us what to think about
ourselves and what to think about other people. The
words, the stories, who’s up there, who’s not, who’s rep-
resenting us, how are they representing us.

Rohe: Are they representing us?

Talkington: And the thing is. I don’t want to be repre-
sented by somebody else. I have no interest in that,
thank you very much.

Rohe: How’d you talk to Tim Cook?

Talkington: It was through the show that I was on,
Apple TV+.

Chilton: I’m so happy you’re doing this. I think too,
we work with actors. I’ve taught acting. I am an
actor. You have to have acting chops. I know people
who are specialty actors or character actors. Say
they’re looking for a six-foot redhead. So, every six-
foot redhead shows up, and because they’re a six-foot
redhead, they think they can have the part. Probably
the six-foot redhead who’s studied acting and honed
her craft will get it. You maybe the type they are
looking for, but you still have to study and get good.
This is an industry, a profession.

Talkington: Yes.

Chilton: There’s no free rides for anybody. You’ve got
to get out there. So I’m happy you’re teaching. That
little boy in the “Peanut Butter Falcon” film, the one
Shelly interviewed, he’s a good actor. It’s not just that
they were looking for someone with Down syndrome.
This is a Down syndrome young man who has acting
chops.

Talkington: Absolutely. And I think in a perfect
world, everybody would have the opportunity. This is
a beginning to giving them the opportunity, but that
doesn’t mean all blind and low-vision actors will be
able to get into acting classes elsewhere. And the cre-
ator of “Pose”, do you know that show about the trans
and LGBTQ community in New York in the ’80s? It’s
fantastic. Their five lead characters are all trans
actors. None of them had camera experience. And he
said, “I wasn’t looking to cast stars, I was looking to
make them.”

Chilton: Wow!

Talkington: And I was like, “Word.” And you could tell
which ones have had it and which ones have not, but the
level of authenticity is so high that you just lean in. You
melt into the story. So there’s both.

marileetalkington.com
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In 2010, ABILITY Magazine interviewed Tobias Forrest.
The article started: “I was twenty-two, and I was diving
off of a waterfall in the Grand Canyon,” Forrest said.
“The water was too shallow where I had jumped, I shat-
tered my fifth vertebrae—and I realized I was going
under. I thanked God for my life, and then I died.

I just got extremely lucky, in all respects. A lot of
strangers came together and got involved in saving my
life that day. I wasn’t quite ready to give up.”

He shares a house with friends, seeks out work as a Hol-
lywood actor (his credits include Weeds and Six Feet
Under), paints, writes poetry, hosts an online radio show,
and navigates the usual uncertainties of a creative life
with infectious optimism and with a natural, breezy
charm. And is the vocalist in the band, Cityzen.

Over the years we think of Toby as part of the ABILITY
Family. In this interview we chatted on the phone.

Chet Cooper: Hello!

Toby Forrest: I’m looking for Mr. Copper?

Cooper: (laughs) Let me see if he’s around.

Forrest: Is this Chet Copper?

Cooper: (laughs) There are so many times that I’ve heard
that or people asking for Chad or “Can I talk to that
idiot?”

Forrest: (laughs) The thing about “Chet” is, you wonder
what it’s short for. Chedda? Chester?

Cooper: I was attending the Connie Stevenson Extrava-
ganza in Jackson Hole, and standing next to this person.
He turns to me and puts his hand out and I shake his hand.
He says, “Chad.” And I say, “Chet.” And he says,
“Chad.” And I said, “Chet.” He was getting frustrating as
we were still shaking hands his grip was getting tighter. It
was Chad Everett.

Forrest: He sounds familiar.

Cooper: He’s was a lead actor, before your time. He kept
thinking that I didn’t know what he was saying. But he
didn’t know what I was saying.

Forrest: That’s one for the movies right there. Did you
guys finally figure it out?

Cooper: Yeah. I figured it out. I’m Copper.

Forrest: And I’m sure he was gracious at that point. Or he
was completely fed up and he was just like, “Whatever.
Chet. I’m gone.” Anyway, thanks for jumping onboard
the Daruma train and helping us get a little steam.

Cooper: Tell me, Mr. Toby, how did you get involved in
this indie film?

Forrest: Well, have you talked to John Lawson yet?

Cooper: Yes, but his interview will be in the next issue.

forrest
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Forrest: Nice. John is a good friend of mine. We’re
almost neighbors in real life. We help each other with
auditions. He had an audition so he came over. I helped
him film his audition and he said, “You know, you
should do this other part.” I said, “No, it’s your audi-
tion.” He said, “But the other part is for someone who’s
a paraplegic.” And I said, “But I’m a quadriplegic.” And
he said, “You should audition anyway.” He had to talk
me into it. I was doing a play at the time, so I was like,
“No way! I’m doing five shows a week, getting naked
onstage, taking showers.” I auditioned and then we both
got callbacks and we both got the thing. We filmed it at
my house, so it was almost a little bit of life imitating
art in that sense. Although we get along a little better
than the two guys. (laughs)

Cooper: Tell me about the play.

Forrest: The play was called Cost of Living. I was doing
five shows a week. I was taking showers on stage and
an actress, who plays my caregiver onstage, had to
transfer me, dress me and do all this stuff. I was busy
doing those shows, and then this came along, “All right,
this must be a test as an actor.” I’ve never done a trailer
in two-and-a-half days, and also had a film doing this
trailer in the morning and then do the play in the
evening. I thought, “All this will be a challenge as an
actor, which I may not have again, so let me do it for
that reason.” And I liked the story, the relationship
between the characters. It was an opportunity to work
with John Lawson, and once I met Kelli McNeil, who
wrote the screenplay and Alex Yellen, the director, I was
thinking, “You guys are adorable. I can totally see this
happening.” And seeing how Alex works and his talent
with making things happen and the quality of it. 

Cooper: Shelly, who’s on our team interviewed Alex

and Keli. She did talk about her brother, being part of
the story. And the fact that while writing the screenplay,
she had some idea of what was going on as she wrote it.

Forrest: The disability wasn’t hers directly, but she was
affected by it directly, so she has an experience that a lot
of other writers would never have had. She’s the authen-
tic voice that a lot of other writers would not have had
without that experience. So that being the seed for her
creation is more important than anything. That’s how I
felt about it. I was like, this is not a story about your
family, about your family member, not even about you.
This is a story about an aspect of life that happens to be
a detail of a story that you could add real richness to.
Those two guys might not be disabled, and it would still
be a good story.

And that’s the point. The story should be good enough
without disability, and when you add disability all it
does is lend authenticity.

Cooper: I’m going to quote you on that.

Forrest: OK. Good luck trying to get me to say it again.

As an artist, you want to be able to get to a point where
you can say, “Oh, my gosh, I’m getting things that are
not surface-level characters. They’re not one-dimen-
sional characters. They’re not wheelchair characters.

Cooper: If I understand correctly, you were just in a
fashion show?

Forrest: I just did a bunch of stuff. Fashion show?

Cooper: But I’ve seen the way you dress. It doesn’t
make any sense.

Toby and Jim Belushi
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Forrest: (laughs) I know. I’ve been wearing a lot of
three-piece suits lately.

Cooper: The last time I saw you, was that when we were
playing around with the sitcom?

Forrest: Yeah. I guess since then I’ve done the play. It
was a beautiful Pulitzer Prize-winning play. Then I had
a small part on a TV show where I played a lawyer, so I
had to be dressed up for that too. I played a lawyer on a
show called Good Trouble. Then I have been doing a lot
of audio description for people who are blind through
Audio Eyes.

Cooper: You’re doing the narrative?

Forrest: The voice that describes what happens in
between the dialogue. That’s really cool.

Cooper: How did you get that gig?

Forrest: The owner is a friend of mine. They brought me
in once as a test run, and it was pretty fast and pretty
good. And they gave me a bunch of episodes to do. I did
them all and then I went away to do a play and some
other stuff. When I come back to town, they’ll give me
some stuff— a show or a movie—when they get over-
flow. I go into their studio with their engineer and jump
in there and audio-describe for people who are visually-
impaired. It’s amazing. It’s cool for me to go. I have a
spinal cord injury, but I have a lot of friends who are
visually impaired. I have every kind of disabled friend
you can imagine. It’s cool to be able to say, “I get to be
a part of that community to some degree.”

Cooper: That’s cool.

Forrest: And then after that I went to Serbia.

Cooper: Wait, freeze on Serbia. For our readers who don’t
know what audio description is, give us an example.

Forrest: It is the action that’s happening that is being
described between the dialogue. It’s almost like a narra-
tor describing all of the action.

Cooper: Give us an example.

Forrest: OK. So if, for instance, there was a TV show
and a character comes in and yells at another character
who does a bunch of stuff, I would describe all the stuff.
For example, I would say, “She opens the door. She runs
in. She throws the keys at him.” And then you hear her,
“Blah-blah-blah!” Then I would say, “He puts his hands
on his head. She turns around and runs into the kitchen.”
That would be a description.

Cooper: I actually ducked when you were saying that. I
felt the keys coming.You did some travel abroad?

Forrest: Yeah. I did a movie in Belgrade. That was a lot
of fun.

Cooper: How did that come about? What was it all
about?

Forrest: It was amazing. I was flown there and put up in
a hotel for a movie. I’m not going to tell you what it’s
about. I’ll tell you that it’s about a competition where the
main character will not compromise her values in order
to win. I play the head judge, who is one of her nemeses
in the film, who does not appreciate her. I basically have
a lot of conflict with the main character. The ultimate
decision comes down to me. And I got to play a British
character who was very sort of posh, which was nice.

Cooper: I didn’t know you did a British accent.

Forrest: Me neither.

Cooper: This will be good for copy. Go ahead and give
me your British accent and we’ll put it in.

Forrest: (laughs) First, I’ll tell you how I studied the
British accent. There are two main ways. There’s the
real proper one. I would do it by doing the tongue-
twister. I’ll do it in the proper one first. [with British
accent] “Betty Botter bought a bit of butter, but she said,
‘This butter’s bitter. If I put it in my batter, it will make
my batter bitter.’ Betty Botter bought a bit of better but-
ter and it made her batter better.”

Or you could do it Cockney, which would be like…

Cooper: (laughs) Why after all these years I’ve not
heard somebody do that, I didn’t know.

Forrest: You had to wait until that moment. That’s how I
would practice. I had no idea how to do the British
accent. They asked, “Do you do a British accent?” I
said, “No, I just have to phonetically say the words that
my character has to say.” And all the British people said
I was pretty spot-on.

Cooper: Is that project done now?

Forrest: It’s being edited and then it will be shopped
around. Hopefully, it’ll be out in the next year for sure
in 2020.

Cooper: Is there a working title yet?

Forrest: I don’t know yet, because it’s being shop
around. I have to wait and see what it becomes. But it’s
got some great actors in it. I don’t know if you watch
Glow?

Cooper: No.

Forrest: It stars one of the girls from that show, Kate
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Nash, who’s great. So I got to work over there for
almost two weeks. Then I came back to a bunch of audi-
tions and I booked one of them right away, which was a
big guest role in How to Get Away with Murder. Last
week, I was filming that show, and I got to work with
Viola Davis. Just her and I, facing off, an emotional
scene with Viola Davis, a Tony-award-winning actress,
and in my top ten of people I’d want to work with.

Cooper: Now you only have nine more to go.

Forrest: Yeah. I took notes. That was with ABC. It was
really cool to see how much of an effort ABC made to
make things comfortable and accessible and how much
they wanted to include me in everything. The director was
amazing, getting to connect with him and make choices as
an actor. A lot of times you don’t get to do that.

Cooper: What’s on your plate now? What do you see in
the future?

Forrest: I’m working on a bunch of my own stuff right
now. I just had a little read-through yesterday of a short
film that I wrote. I’ll film that for sure. The director I
just worked with in Serbia has another project that we
are hoping to get started on and do, where I would have
a leading role in a movie.

Cooper: You’re talking about in the States, or in Serbia? 

Forrest: We might film in Serbia. We might do both. It
depends. You can get a really big studio over there,
which is great money-wise. When you’re making a
small movie, you can do more, unfortunately, in other
places.  So I’m working on some of my own things.
And then there is another movie, Daruma, which we’re

obviously trying to move forward and get funding for.
That would be amazing because that’s a leading role.
There’s another movie I auditioned for that I’m meeting
with them about. It’s a biopic, which would be cool,
because then I would play an actual person who has lived,
not just a character. That’s pretty exciting. We’ll see where
that goes. I won’t know until end of next month.

Cooper: What about singing? Do you still perform?

Forrest: No, although my bandmates and I have talked.
The 10-year anniversary of our album will be happening
at some point next year. We might get together and per-
form. But I’m always open to it; it’s just unfortunately,
with music, it gets to a point where you have to hit sus-
tainability with a disability, and if I get to a certain point
where I’m going to lose any and all coverage and take
the leap as an actor, I need to make sure that I have the
time and focus to be able to do that. With music, unfor-
tunately, no one got past the wheelchair. There were a
couple of meetings and people who might have been
interested, but they couldn’t figure out how to market a
guy in a wheelchair running a band.

It’s a young person’s game, in a sense. Had I started 10
years earlier, I might have had more of a chance at
music. Right now, I’ve been very fortunate because I
did a TV show with a recurring role last year on CBS.
They brought me in a couple times. They used my car
and one of my songs in the episode. In one episode I got
paid for my acting, my car, and my music. I was able to
place my music into the TV show that I was doing and
checkmark the bucket list. So, OK, I checked the bucket
list last year by getting my music and my car and my
myself into a TV show. I was able to do it this year by
going out of country to do a movie and work with an

Toby in Belgrade, Serbia
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amazing, Oscar-winning actor. It was unbelievable. So
fortunately, it looks like the acting career is heading in
the right direction, and I might be able to pull music
back into the fabric as it unfolds. I don’t know. I’ve
been able to put my music in, I would say, half of the
projects I’ve done recently.

Cooper: Oh, nice.

Forrest: I’ve got them in a couple of movies. I did a
movie with Christopher Titus that’s out right now called
Special Unit. I don’t know if you saw that one yet.

Cooper: No.

Forrest: It’s a great comedy. It’s got more people with
disabilities, more actors with disabilities, than I can’t
think of than any other movie. It’s got at least 12 of us.
Three of us are main cast members.

Cooper: It puts the Farrelly brothers to shame. Too
inside of a joke?

Forrest: No, I get it. (laughs) But the Farrelly brothers
helped a little bit. They paved the way with Danny Mur-
phy. I wouldn’t be where I am without Danny Murphy. I
feel like he’s a little bit of my guiding light.

Cooper: The Farrelly brothers opened the door for
Danny?

Forrest: Danny opened the door for the Farrelly brothers.

Cooper: Somebody was opening the door somewhere. I
don’t know why they keep closing it.

Forrest: I’m saying in the sense that when he watched
one of their movies, they asked him, “How was the
movie?” He said, “It was great, but you didn’t have any
people with disabilities in it.” And that turned the light
on for Peter Farrelly. From that moment on was when
they started including Dan and then other people with
disabilities.

Cooper: Do you know how they knew each other?

Forrest: When they were teenagers, they were at
Martha’s Vineyard, I think, and they were diving off of
a dock. Peter was going to dive, but Danny dove first
and broke his neck. The water was too shallow. That’s
the story I know. They were friends from childhood,
maintained their friendship, and then years later these
guys are up-and-coming directors. They asked him to
watch their movie, and he said that, so they ended up
putting him in the very next movie, which was Kingpin,
I think. But then I met Danny the day I got home from
the hospital. He was at a party at my house. He was the
very first guy I met and helped guide me through my
disability. I had no intentions of acting, but when that
came along, he helped guide me there as well.

Cooper: Was it random that he came to your house? Or
did he come to mentor?

Forrest: He was there in a sense to mentor because my
father had met him through his girlfriend at the time,
who was his dentist. You know how it’s, like, three
degrees? Danny was the only person they knew who
had a spinal cord injury, and he came over. That was a
great first person to meet.

Cooper: That’s cool.

Forrest: So that’s it, man, long story short. Just focusing
on a lot of different areas, doing a little bit of writing on
my own. I’ve been writing a lot. So, we’ll see. That’s on
the bucket list, to eventually do something that I wrote.

I have a feature film that I wrote that eventually I would
love to do. It’s got all the stuff I would want to see in a
movie—or some of the stuff I would want to see in a
movie. That’s my eventual goal, to do that movie. But
we’ll see what happens.

Cooper: Have you thought about trying to write some-
thing about your own life?

Forrest: No, no. I’ve got to work on the ending.

Cooper: (laughs) I could tell you how it ends: no one
gets out alive.

Forrest: (laughs)

Forrest: Well, you know the number one cause of death.

Cooper: Being born?

Forrest: Right. Life. But that’s it. I don’t know. Do you
have any other questions?

Cooper: No — You’re the man.

Forrest: You’re the man, man. Thank you, buddy.

@tobyforrest
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A C R O S S
1. Founder of R.O.C.K.S. helping young people with serious 

illnesses and disabilities, 2 words
7. Raise
9. Power in a person according to the Tao
11. “The ___ is the limit”
12. Organization that helps hotels create accessible environments

for people with disabilities
15. Goals
16. First comedian with a visible disability to appear David

Letterman’s “The Late Show” - Chris ____
19. Imprints, as in memory
23. ___-jongg game
25. Porridge ingredient
26. Host of the Special Olympics World Games 2019, 2 words
30. Take some exercise in the pool
32. Tin
34. Voice, as a grievance, say
35. Clear soup
36. They throw pies at each other
37. ___ West of Hollywood
38. Plane arrival time guess, abbr.
40. Cry from a bad golfer!
42. Chill out
44. See 10 down
46. 12 on a sundial
48. Rights org. works for freedom of discrimination for PWDs, abbr.
49. See 10 down and 44 across- 2 words
50. “Small screen” award
51. Animal companion
52. British politician
54. Chinese fruit tree
55. Supported
49. Greeting

D O W N
1.`Last word of APDA, abbr. (org. for Parkinsons’ sufferers) 
2. Comedian who has participated in many golf charity events, 2 

words
3. Founder of the organization in 18 down- last name
4. Wall hanging
5. Brit TV network
6. They fly in V shaped formations
8. Puts up on Facebook
10. Special Olympics anthem title, goes with 44 & 49 across- 3 words
13. It’s illegal to discriminate on the basis of this
14. Russell Crowe’s middle name
17. Arrest
18. Home of the International Art Education Center for the Disabled 

(it’s in China)
20. From head __ toe
21. Actors in a film
22. Vital equipment in team sport at the Special Olympics, 2 words
24. Swedish band in the Rock and Roll Hall of Fame
27. Insult, in slang
28. 60 min., abbr.
29. Anger
31. Business degree
33. Pacino or Yankovic
39. Danson on the screen
40. Canadian hero who ran across the country to raise money for 

cancer research, Terry
41. Types of willows
43. Purple flowering shrub
44. Attempt at a basket
45. Jabberwocky, The Raven, etc.
47. Changed hair color
49. Golf starting point
51. Exercise, for short
53. Letter addiiton

ABILITY 69
answers on page 70
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SAIRTERO
SKYNATIVEAIMS
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