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6 ABILITY

our phones and exchanged money then took advantage
of Wifi because we didnʼt know what to expect at the
hotel.

The hotel was perfect and we decided to just walk
everywhere and not Uber or take a car. One of the
dayʼs we walked 3.5 miles to this pasta restaurant, I
thought I was going to pass out! Iʼm not built for walk-
ing just riding! Luckily the food was definitely worth it
and I would make that walk again if I had too. It is
strange, but we had the best fried chicken sandwiches
and burgers over there you wouldnʼt think so, but the
food was amazing!

We tried a whole bunch of new cocktails too, for some
reason a lot of them came in glasses shaped like birds?
Not sure what that means :-)

My brother is super hard to buy for, he is really picky,
so we were scouring London trying to find the perfect
gift for him for two days! We finally spotted a Vans
store (he loves Vans) it was huge. We went in and we
both saw the perfect shirt at the same time! I was so
excited to give it to him, it had Vans/London on it, but
the colors were red white and blue, super cool.

One bar we went to is famous for their Mirror Margari-
tas. It tastes just like a really good margarita, but it is
perfectly clear! It kind of blows your mind because it
looks like water, but tastes like a Margarita! It is the
number one margarita in Lon-
don and number 7 in the
world! I brought a bottle of
them home for my mom.
Well, that is all for my winter
adventures! Iʼm starting to get
my summer school schedule
finalized now. If you live on
the East Coast hopefully you
can make it to one of my
classes.

Stay warm everyone!

rrrr this winter has been really weird in Florida!
First we had record breaking “warm” dayʼs for Jan-
uary now we have freezing temps, itʼs amazing we

are all not sick — oh and of course there is still lots of
pollen in lovely Florida!

I picked up my new
Huskys recently, but
have not had the
chance to ride, we
had some sad family
news, then it was the
Christmas season.
And my brother
turned 16! He wanted
to go to the Hard
Rock casino for his
birthday so he could
watch us play Black-
Jack haha, I think he
wants to be a card
shark when he grows
up. On our way back
from the casino we
stopped and picked
up my dadʼs Christ-
mas gift, a new
English Bulldog
puppy, he is a pistol
but super cute it is
hard to stay mad at
him.

My girlfriend and I headed over to London last week, it
was our Christmas gift to each other. We have been
before, but this time we wanted to do the trip like
“locals” and not as tourists. I planned out and found the
best cocktail places and food finds. On our way out we
had a 3 hour layover in Detroit, so we just hung at the
airport as we waited for our flight to the UK. It was a
great flight out, smooth as can be and you know when
you are excited to start your trip the time doesnʼt really
matter! It was an overnight flight so we got there at
6am. We decided to wait around in the airport because
we couldnʼt check in to our hotel yet. We charged up afmxschool.com 

ashleyfiolekmxcoach@gmail.com
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Every year I go visit my parents in Florida for the
Christmas holidays. I always try and leave town a little
earlier to avoid the onslaught of the masses who are
fleeing to to be with their family and friends. There’s
something about people that makes me want to avoid
them. So, I do my best to get a stress-free, no-headaches
flight out of town. It’s exciting when I'm leaving to get
on the plane, knowing within seven or eight hours I’ll
be with my loved ones enjoying a nice long relaxing
vacation. 

After being dropped off I made my way to the ticket
counter and much to my amazement there was only one
person in line. I took this as a sign that it was going to
be a nice, smooth traveling day. I didn’t like when they
charged me forty bucks as a bag fee, mainly because my
suitcase wasn’t even worth twenty bucks. Besides, was-
n’t I already raped once for what I paid for my ticket?
Being in a wheelchair the warm, kind ticket agent asked
if I needed help getting down to my gate. It sounded
nice but I had made a promise to myself that whenever
possible I would fight laziness. Laziness can be a
strong, agile foe whom I often lost many battles too.
Besides, I had plenty of time to get to my gate, I was
feeling good and a nice leisurely stroll through the air-
port would be invigorating. Plus, I enjoy looking in all
the shops and seeing the nine-dollar bottle of water and
the six-dollar candy bars.

I arrived at the security check point where the line was
long. Being in a wheelchair the warm, kind TSA agent

moved me to the front of the line. (If you don’t like to
wait in these long check-point lines I would urge you to
do what you can to put yourself in a wheelchair since
they always have you bypass the que. Jump off a roof,
wrestle a bear, surf on the hood of your car, are just a
few surefire suggestions.) Now, at every airport check-
point, my wheelchair cannot go through the detectors,
so they usually have some big, strong, hairy TSA agent
pat me down, and sometimes she’s pretty rough. When-
ever they grope the groin area I say, “Don’t worry, that’s
not a gun but thank you very much.” It’s strange but I
found myself liking it. I got back in line six or seven
times and almost missed my damn flight. 

After collecting my petty items like cell phone, watch
and wallet, I began putting on my shoes which is never
an easy feat for a quadriplegic to get on his feet. I made
my way down towards the gate and, so far so good,
everything was right on schedule. I checked in, making
sure I had an aisle seat. When it was time to board I’m
usually first on the plane, which incidentally may be
another reason you might want to do something crazy to
put yourself in a wheelchair, i.e. skydive without a
chute, wrestle a gator, get in a UFC octagon, are a few
more suggestions.) Unable to walk and being in a
wheelchair, the two warm, kind airport assistants put me
in a tiny, dinky, skinny chair meant to fit down the
aisles. I tell them how to lift me and set me in the dinky
aisle chair. They do a good job at that then pull me
down the aisle to the plane seat. This is the reason I
need an aisle seat. To put me in a window seat would be

HUMOR THERAPY

To Hell and Back
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ABILITY   9

mission impossible. Another perfect shot and I’m nice
and snug in the plane seat. These guys knew what they
were doing. I’m feeling great. Everything has gone
swimmingly so far. The only thing I need to do is get
through the awkward moment when the people sitting
next to me are told I can’t move so you’ll have to climb
over me.

A twenty-something year old guy with an athletic
physique looked at his ticket then said to me, “I’m in the
window seat, mate.” I gave him my canned explanation
that I was in a wheelchair and he would have to climb
over me. The Australian dude didn’t bat in an eye and
said, “No worries.” Then he put his hand on the seat in
front of me and like a spry kangaroo leaped over my
legs and settled in his seat. That was nice an easy, which
is the way I like things. It seemed most of the people
had boarded and I began to think, could it be? Could I
be so fortuitous as to have a flight with the seat next to
me open giving me that free flowing, unabating elbow
room I adore. Well, why not? So far things have run
smoothly for me. And, I think God loves me. I’ve been
pretty good. Really, the only thing I had left was a trans-
fer off the plane in Dallas then a transfer onto the next
plane. What could possibly go wrong?

It looked like they were just getting ready to shut the
door then one last passenger straggled on. Sometimes in
life you can pinpoint exact moments when luck
changes. It felt like a gentle “whoosh” that pulled any
fresh good air that surrounded me out of the plane. The
large flabby man made his way down the aisle. Oddly,
his eyes seemed locked on me as if he knew exactly
where he was going. He appeared to be going in slow
motion with every step trudging towards me. My mind
had somehow blocked out all the surrounding noise and
I could only hear his exacerbated breathing as he
trudged towards me. My mind scrambled. Oh no, should
I play dead I thought. Soon a large shadow covered me
as the heavy-set man stood before me. “That’s my seat”
he said motioning to the seat next to me, as if I didn’t
know. I launched into my spiel, “This is crazy and
you’re not going to believe this, sometimes I don’t even
believe it myself, but, anyway, to make a long story
short, I’m in a wheelchair and the way things look is,
well, you’re going to somehow have to climb over me
to get to that seat.” Some people when they hear bad
news their mouth drops open or their eye might twitch
but this large lug did something I’d never seen before,
his cheeks slightly flapped and the mound of mush
under his neck rolled. After talking to the flight atten-
dant, there was nothing she could do. He was stuck with
climbing Mount Everest as I’m sure that was how it
appeared to him. The Australian chimed in to give some
encouragement. “You can do it, mate. Just pretend
you’re a koala climbing its way up the ole eucalyptus
tree for a yummy leaf.” With a frustrated grunt, the oaf
made his move and began his ascent. Grabbing the back
of the seat with his back towards me, he lifted his short
stubby leg over my two unworkable limbs. As he slug-

gishly slid across me, I couldn’t help but notice his big
ass was inches from my face. I held my breath and did
my best to go to my safe place in my mind, fearing that
these cheeks might soon flap. It was grueling work for
my chubby friend, but he was rewarded with a nice
beautiful, cramped middle seat. As for me, all elbow
room was now lost. My only hope and prayer was that
he would now just leave me alone and not talk to me.
Within seconds, he turned to me and said, “So where
you from?” I wondered if it was too late to play dead.

The pilot came over the speaker and said, “Once every-
one was seated, we could push off from the gate.” That
would be his first lie. Twenty minutes later of just sit-
ting there he came back over the speaker, “Ah folks,
right now we’re just waiting on a maintenance crew to
come over and oil one of the engines. It shouldn’t be too
much longer.” His second lie. About forty-five minutes
later, the pilot came back on with more bad news.
“We’ve just found out we’re missing an important secu-
rity apparatus that we’re hoping the maintenance crew
has, otherwise, we’ll have to wait for someone to drive
it over from LAX, sorry for any inconvenience.” Really,
I thought, you mean to tell there’s not a frickin fire
extinguisher laying in the airport somewhere. His third
lie. “Sorry for any inconvenience would be the fourth
lie. And, what the hell else was this plane missing… the
landing gear, maybe a wing. The pilot then told the pas-
sengers they were free to deplane but bring their board-
ing passes with them. It didn’t do me any good, I wasn’t
going anywhere, and I doubt Fatty Arbuckle next to me
was staying put.

The pilot came back on a half-hour later claiming peo-
ple had forgotten to take their boarding passes so now
everyone had to get off the plane. His fifth lie. By now,
his pants had to be on fire. This time they sent two
dimwitted airport assistants to get me off the plane. I
believe their names were “Ding” and “Dong.” Outside
on the jetway, the Laurel and Hardy pair, attempted to
move me from the aisle chair, a rickety airport wheel-
chair that I was afraid would roll like a grocery cart and
always pull right. When they lifted me to set me into the
crappy chair their brains didn’t register that there were
long bars protruding upwards from the back of the
jalopy making it very difficult for my mindless handlers
to get me in the chair. The daft duo appeared to be stuck
in limbo, unsure what to do. One pulled on my legs as
the other tugged from under my arms. Soon they were
playing me like an accordion, but I had no idea what
song they were going for. I just felt mostly out of tune.
It wasn’t completely their fault; it was those long rising
bars that served no purpose making it difficult for them.
In no time, an on-looking flight attendant joined in then
another, each grabbing what they could. In a bar I
would’ve welcomed in. Then the pilot came over to
help. It was hard to tell but I think he grabbed a handful
of my hair. “I think we got it now,” he said. That was
the sixth lie. Finally, they got me in the chair and the
pilot remarked, “That wasn’t so bad.” Damn, this guy
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10    ABILITY

doesn’t quit. I looked around to make sure there weren’t
any loose arms or legs lying around because they would
surely need them for the next transfer on to the next
plane. I was just hoping they would pull up my pants
that had slid down.

They positioned me up near the ticket counter. 
Unfortunately, the chair I was sitting in was only meant
to be pushed by someone and not by its user. I was stuck
where I was but reassured that they would have the
plane problems fixed and we would be boarding shortly.
An hour later I requested my own wheelchair. They
were very accommodating. Another hour later they
brought it up to me. At last, I could go to the bathroom
on my own, right after I went to the bar for a few wallet-
draining vodka and sodas that were well-needed.

Finally, seven hours later they boarded us back on a
plane. Yes, the same chubby man was sitting next to me.
Now I only had to sit scrunched up in my seat, unable to
lift my arms for a short three hours.

We landed in Dallas and, of course, I missed my con-
necting flight leaving me no choice but to spend the
night there. I was able to track down the American Air-
lines representative who gave me free vouchers, one for
a hotel one for a taxicab and then one for a nice meal
but only in the airport. At least they chose an expensive
place. Another Rep took me down to the baggage claim
area and, of course, I had no bags, except the ones under
my eyes. The other ones that I paid an arm and a wheel

for, who knows where they were, probably sitting in
Florida by the by the pool. They took me out to the
curbside where the taxi service was manned by two men
who were, I’m guessing here, from Kenya or Zimbab-
we, judging by their incomprehensible accents. The
hotel was only 6 miles away so I naturally assumed this
should not be a problem, it's just a hop skip and a jump.
Oh, how foolish I was. My two African friends soon let
me know that there were no disabled cabs at this hour
that could bring me to my hotel. I was not dumb enough
to believe them, but being so tired and worn out, I didn't
have the strength to get into a regular cab so I went back
inside to hatch a new plan or, at the very least, get
warm. By now a new American Rep had come down to
help and she was a very nice woman. I was hoping her
female charm would persuade the dispatching clowns to
make an effort here – at least pretend to make a phone
call. After chatting with the taxicab gatekeepers, she
then came in and told me they had called for a disabled
taxicab to come and that it would be about 40 minutes. 

By now it was almost midnight and about 40 degrees
outside, so we waited inside for the disabled van which
my instincts told me was never called and was never
coming. About half-hour later another American airlines
Rep came down he was the one who gave me the fistful
of vouchers. He went out and talked to the taxicab dis-
patchers and they assured him that no disabled van was
on its way. I rest my case. I wanted them to go back
home and be eaten by a lion. 
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I asked rep if there was a hotel in the airport and he said
“yes” then I said “Hey, call me a maverick but why
don't we book me in that hotel?” He said they didn’t
have a contract with them, but he would break the rules
and see if there were any available rooms. I waited
patiently, like I had a choice, for twenty minutes. Soon,
all was a go. Naturally I assumed that we would just be
getting on an elevator cruising down the airport and
then voila I’d be entering the doors of a hotel. But, as
usual, I was wrong. We would need a van to get to the
hotel that was at the airport that I was sitting in.

It was sometime after midnight by now. I was always
afraid to look at my watch for fear of crying. I coined a
new phrase. Wow, time flies when you’re not having
fun. About half-hour later van pulled up and I couldn't
believe my eyes. It was a disabled van I almost began
sobbing because it was a handicap van. They strapped
me down so I wouldn’t roll back-and-forth and have
another reason to sue them. I was accompanied by the
American Rep who would ensure that I reached my
destination, which I assumed would not take too long
and was not far away. Again, I was sorely wrong. This
van drove for miles and miles over rolling hills, up
mountains, through deserts and dark forest. Who
knows, maybe there was a jungle in there too. Worst of
all, I could feel every turn and every bump as it jerked
me out of a cat nap where I was dreaming of getting to
that hotel bed. Was that too much to ask? We must
have drove for 30 grueling minutes and I kept thinking
this frickin airport is as big as Oklahoma and by now I
could've wheel to the other hotel that was 6 miles
away. We finally arrived at the drop-off spot. Thank
God, I was so relieved that we had finally reached our
destination. 

Well, I couldn't have been more wrong. Once we got out
of the van, they broke the news to me that we now had
to wait for the hotel van to come pick us up and bring us
to the frickin hotel which was where I thought we were.
Maybe I was just delirious by now. I had no idea what
to believe anymore. My feeble mind had been filled
with lies all day.

We stood out in the cold for about twenty minutes
awaiting the hotel van. I thought why I didn’t just drive
from California to Florida, they have lots of hotels and
motels along the way – ones that always leave the lights
on for you. Eventually the van arrived just in time
before I turned into a frozen sausage. The only problem
was, you won’t believe this, was that it was not a dis-
abled van. The American rep specifically asked the
dude to bring that. “I thought you said you had a dis-
abled van,” she said upon his arrival. He replied, “Yeah
we do. Did you want me to bring that?” And with that
he was off again back to the hotel where it would be
another twenty minutes. By then, I had turned into a
frozen sausage. He arrived with a disabled van. I guess
he had no choice. Soon we were off to the hotel and I
was not even going guess how far away that would be. 

At some point we arrived at the hotel. I couldn’t trust
my red weary eyes. I rubbed them believing the hotel
was just mirage, a concoction I had invented in my head
as a defense mechanism for slashing my wrists. It was
nearly 2:00 o'clock in the morning. They had booked
me on a 7 am flight and told me I needed to be back at
the airport at 5 am. That would give me two quality
hours of sleep. Right now, I’d take it. I’d take a haystack
in a Siberian barn. I opened the door of my hotel room
and it looked magnificent but, then again, a room with
just a bear rug to sleep on would’ve tickled me. 

As I looked at the two beds so beautifully made, my
heart sank. I fought off the tears with bursts of hysteri-
cal delusion insanity laughter. The beds were a foot
higher than my wheelchair. There was no way in hell
this drained quadriplegic was transferring himself into
these towering beds, at least, not without a ladder or ele-
vator. Thank God I didn’t have my luggage cause inside
of it was my medicine bag… that contained my razors.
With no viable option, I stayed up for two quality hours
and watched a man selling coins on tv and one rerun of
Gilligan’s Island which I could relate to their dilemma. 

My wake-up called came in around 4:30-ish am. As you
can guess, I didn’t need it. I arrived back at the airport
around 5:00 am which there probably wasn't a need to
be that early but that's when they had booked the van to
take me. I killed time by meandering around the airport
in a daze looking at high priced items and buying some
facial cream for the wrinkles I had put on in the last 24
hours. It was finally time to leave for Florida. How I
wished I could sleep on airplanes, but I never could, and
I doubt I would this time. They transferred my numb
limp body into the aisle chair and then onto the plane,
this time, only by the grace of God, no one was sitting
next to me which seemed about right cause it was a
shorter flight. 

I arrived in Florida on time and much to my amazement
my parents were there to pick me up they dare not ask
me how my flight was. I really thought that once I got in
their car for some reason it wouldn’t start. Thank good-
ness, I was wrong again. After 45 minute ride we got to
their place and I could finally relax but much to my
amazement I didn't feel tired anymore so I stayed up
watching football the rest of the day and finally went to
bed a little later that night. I had been up for approxi-
mately 42 hours but when I did go to sleep, needless to
say, I slept like a baby. Before falling asleep I reflected
on what had really gone wrong. It all came back to the
fat man who got on the plane and changed my luck.
Damn the friendly skies to hell. 

by Jeff Charlebois
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Wei Wei: The Catcher of Light
魏巍  光影捕手

started to size up the world in which he had lived with-
out any pronounced presence.

Non-conformity at the core
At a young age, Wei had his hearing damaged by peni-
cillin, to which he was allergic. Both his parents worked
as teachers. Like most of their peers, they expected their
son to be a good student, find a good job when he grad-
uated, get married and, finally, to live the rest of his life
in contentment – everything would be perfectly predica-
ble.

Wei’s two “rebel” episodes had something to do with his
jobs. The first episode was when he was in his early
twenties. He had completed his special school education
in computer application and design by then. He went on
to work in one of Shanghai’s key middle schools –
something of great fortune and inheritance in his par-
ents’ eyes.  But in less than two weeks he quit the job
because he could not stand “a life so limpid that one can
see the other end right away.” After a while, he man-
aged to get a job at an ad company and became a graph-
ic designer. 

Learning what their son had done, Wei’s parents were

Wei Wei is a Chinese citizen born in Shanghai in 1978
and a contract photographer with Visual China Group
(VCG) and Getty Images. His Magic City on Wind and
Cloud, a series of photographs that show Chinese urban
developments of the past 70 years, won him a grand
prize in VCG’s annual photography competition in
2017.  As a man with drug-induced deafness, he was
awarded the title of “National Role Model with Disabili-
ty” in 2019.

“One picture I shoot could be sold for 6000…”  Wei
said, showing “six” with his hand.

Seeing the incredulous look on the interlocutor’s face,
Wei added, “in US dollars.”

He always feels bemused – and perhaps even a little
proud – to find this sort of “unknowing” face of a col-
league, client, or someone he has not met before. “It’s
beyond their imagination that a deaf person can shoot
photos sold for such a high price.”

With his deafness, Wei used to feel like an outcast of
this mundane world, until the moment he first held up a
camera in his ordinary white-collar status. From then he
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“so angry that they almost tossed him out of the door.”
The good thing is that Wei did not settle for any ordi-
nary company; it was Ogilvy, a key world-class player
in the field. Finally, the couple decided to stop being
mentally torn between a “stable” job and the thought
that their son was simply “fiddling about.” They felt
somewhat relieved that Wei could earn a handsome
salary doing something that he loved without experienc-
ing any discrimination against his deafness.  

Two years later, however, Wei again quit his job at
Ogilvy and became a freelance photographer. This came
as another “bombshell” for his parents. His reason, they
thought, was senseless: “In the company I came close to
a lot of photographic work. I felt it was nothing diffi-
cult. I could do it on my own.”

By that time, Wei had already been married and his
wife, also deaf, was the first to support his idea: “We
have some savings after all those years of work. Go and
try it out if you know what you’re doing.” In the first six
months of his resignation, Wei had no income and had
spent 60,000 yuan on equipment, including a camera
and a “grand triple lens” system. His future seemed full
of uncertainty. This is why he has always been “grateful
for his wife’s initial support and understanding.” He fell
into silence before speaking up again with a smile,
“Actually they could not have held me back even if they
had tried. I had told my family that I myself alone
would be responsible for any consequences of the kind

of work and life I chose to have.”  

With such a non-conforming spirit at his core, Wei set
out on the road to a possibility in which “photography
may impoverish a family of three generations and a
DSLR will ruin your life,” as an insider doggerel chants. 

From 6 to 6,000 US dollars
The first picture Wei was able to sell six months after
resignation only brought in 6 US dollars, less than 50
Chinese yuan. His wife teased, “60,000 yuan in
exchange for 6 USD.” Wei did not mind her saying that.
Instead, he was somewhat pleased with himself: “At
least it means that my pictures are not unwanted.” A
successful transition from 6 to 6,000 US dollars per pic-
ture, according to Wei, is attributed to his work at
Ogilvy.

Having worked as “Party B” for a while, Wei could eas-
ily figure out what Party A wanted. He also found that a
lot of ad companies tried to reduce their studio costs by
purchasing pictures from external sources. Whenever he
had time, Wei would go and work as an assistant to in-
house photographers. “I did whatever they asked me to
do and all was learning by doing. Over time I got the
gist of it.” He also signed up with both VCG and Getty
Images: the first one is based in China and the other
caters to the international market.

A born and raised Shanghainese, Wei zeroed in on urban
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views in his city for a start. “This kind of picture is easy
to shoot at a low cost.”  From Jing’an to Pudong to Jiad-
ing, he scanned every nook and corner of the city, with-
out any need to open his mouth and speak or to listen, as
if the myriad of lights could tell amazing stories to his
heart. Magic City on Wind and Cloud attracted public
attention. This series of 60 panoramas, a cyberpunk-
style illusion with shifting lights, treacherous clouds,
and the winding Huangpu River, won him the grand
award in the VCG Photography Competition 2017 and
launched him into the circle of famed photographers.
His commission fees were also on the rise. 
Now seen as a high-end professional photographer, Wei
still cherishes the difficult and yet exciting times when
he first stepped into the field. Back then, every shooting
with a camera felt like a challenge.

Like most photographers, Wei would go out of his way
to shoot a satisfying picture, even if it spelled stupidity.
Once in 2015, he climbed more than 50 flights of stairs
with his friends to the top of the half-finished Shanghai
Center just to shoot day and night changes. They had
planned to return after shooting some night scenes, but
they ended up spending the night on the roof, curling
under a blanket of tossed newspapers, waiting for sun-
rise the next day. Wei also has a lot of similar experi-
ences as a “wall climber, “ “guerrilla fighter” with secu-
rity guards, and a “whipping boy” for a suspected theft.
To shoot meteor showers, Wei headed to Da-Qaidam in
Qinghai and propped up a tent in a completely deserted

area.  All went well except that he did not zip up his tent
completely. When he woke the next day, he found a lot
of sand in his mouth and ears. Still not satisfied, he trav-
eled up north to shoot glaciers in the arctic area, where
minus 30 degrees Celsius at night “was really unbear-
able for a Shanghainese” like him, but the end product
made him feel “all was worth the while.”

A considerable number of Wei’s works are aerial pho-
tographs. The use of drones may lend a unique angle for
photographers to present the city space in a way that is
both familiar and magical for viewers. Over time Wei
has become more prolific and expensive. He began to
sell his works to companies in North America, Europe,
Australia, and Southeast Asia. “Foreigners are really
keen to buy pictures of developed cities in China.” Wei
said that he could feel their interest in modern Chinese
lifestyles through documentary photography. “In other
words, prosperity in my country put the Chinese people
‘upfront’ to a global view.” 

“I’m only a shutter puncher.”
Wei used to keep silent most of the time due to his deaf-
ness. He would resort to writing or sign language when
he had to communicate with people. Photography pro-
voked his sense of self-worth and created a need to
improve his work efficiency. He began to learn lip read-
ing and with hearing aids, he mastered oral communica-
tion as we have seen earlier. 
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“Once on a shooting project, the client called out to me
and thought I was upset with him because I didn’t
answer.  It was only after he came over and tapped on
my shoulder that he found I was deaf. Sometimes I
taught them some interesting hand movements.” There
were people who doubted Wei’s competence as a deaf
photographer. “They became speechless” when he
showed them his works. According to Wei, this is per-
haps a “privilege” for the deaf community: It is an area
of expertise where the result, not the process, is critical.
“No one cares about how you photograph. You are good
as long as you are able to produce satisfactory works.” 
The label of “deafness” seemed to be diminishing on
Wei with his profuse amount of outstanding works.
When asked, Wei says that his success may not be
impossible for deaf people to replicate after all. “Pho-
tography is quite deaf friendly except in people photog-
raphy where you need to talk with models.” This is a
lower threshold when compared with other industries
and creates easier access for deaf people.  

“Frankly speaking, anyone can get a camera and press
the shutter,” Wei added. But it’s not as simple as that if
you wish to excel. “Techniques can be learned, but ideas
are very difficult to teach.” Wei has successfully taught
a few disciples, all of whom are hearing. He has been
thinking about teaching deaf people, but he has lived
and worked mostly with hearing people. He can only
“do it as the opportunity presents itself.”

Since 2015, Wei has been giving out free food and water
at the Shanghai Train Station as a member of the
Kechara project in the city. It was also the time when he
started to do people and cultural photography. On his
regular visits he takes photographs of those homeless
people. He does so not for the sake of documenting his
own good deeds, but of capturing moments of different
human lives. In his portraits, most are elderly people

with deep family issues. They roam around the train sta-
tion scavenging for sellable trash or begging. Also dis-
abled, Wei can acutely sense cold apathy and alienation
against them.  

One such encounter was “Bespectacled Zhang”, a child-
less old man who was almost fully blind, with a pair of
glasses swaddling on the nose and extending way
beyond the contours of his face, the lenses so thick that
his pupils were almost invisible. To help him recover by
surgery, Wei raised funds through photography and got
into contact with his relatives in Anhui Province, to
which Zhang returned after recovery. Since then he has
often phoned Wei asking, “When will you come to
shoot photos here? Now I can see, I will be your guide.”
In May 2019, Wei was awarded the title of “National
Role Model with Disability”. After he returned from
Beijing, he “truly felt busier than usual.” Suddenly, a lot
of media people came to interview him. “I’m not quite
used to this. I can only shoot photos and I don’t know
what to say.” But he is happy at the thought that in some
way he can help more people with disabilities. 

To Wei, photography is no simple work. He prefers to
think of himself as a “shutter puncher.” “I am only a
deaf man who exhausts a shutter.  The reason why the
world in my eyes looks impressive is that there are
things that only I can see. I want people to observe these
realities and join together for a change.”

This story is part of a series of articles published as an 
exclusive editorial exchange between China Press for People 

with Disabilities & Spring Breeze and ABILITY Magazine
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This year will mark 15 years since I was diagnosed with
Multiple Sclerosis. 15 years that I have learned to
accept, and once in a while even celebrate my life long
illness.  Sure, I have been lucky and my course of the
disease has been manageable compared to others, but I
can hardly remember what life was like before I began
this journey. MS has driven me to take better care of
myself, realize what is most important, and has given
my life a real purpose.  I am riding across the country
on a motorcycle, raising awareness, funds and inspiring
others to keep heading down their own paths to a fulfill-
ing life. Living the dream, sort of. 

I suppose the downside would be that I don’t appear to
have any major symptoms or disability and even some
MS patients have accused me of faking or that I must

Crap Shoot
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Unfortunately,  there is little doubt. I have multiple
lesions in my brain, I have a neurological disease, and I
struggle daily with some of my symptoms. Some are
simple; tingling, burning and numb areas of my arms
and legs. Some, I have been able to disguise by using
technology such as my memory and multi-tasking
issues. Some are a bit more personal and embarrassing
and the hardest to be honest about. But as an advocate

have been misdiagnosed. 

I wish they were right. I often do pretend I don’t have
any symptoms, mask my deficiencies and hide my short
comings. After all, admitting I have an incurable pro-
gressive disease that has no cure is pretty scary and
depressing. I am a badass biker and have a reputation to
live up to. 
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get the drift. I’m not ashamed to admit, I giggle like a
7 year old for 100 miles and stop every single time I
am passing through. I have bought the fudge, a shirt,
and a mug. The fudge might not be the best, but their
slogan on the printed box is priceless, ask my grand-
daughter. 

Recently, I had the occasion to visit this favorite pit stop
of mine, but instead of the quick Facebook photo op to
get 300 instant likes, I decided I would use this goofball
location to shoot a video sharing the most intimate and
embarrassing secret Multiple Sclerosis has delivered
me. Bladder and bowel issues are common with neuro-
logical diseases and MS is no different. Riding a motor-
cycle daily with lots of protective gear makes bathroom
stops a chore for normal people, and having a trick blad-
der and what I refer to as my uncontrollable A-hole, it
has become a traveling nightmare for me. My brain tells
me I need to relieve myself, and my brain is only about
50% correct. After I use the facilities, I often have an
uncontrollable urge to go again. My bladder lies, cheats
and embarrasses me at the most inopportune time. Addi-
tionally, my bladder and my bowels do not communi-
cate or even share the same language so they really just
have a mind of their own. I stand when I should have
sat, I think I’m done when I am not and mostly I have
no idea when, where or what will be expelled from my
body. This results in extremely embarrassing near miss-
es, and accidents. Lots of accidents. 

It has taken me quite a while to share this, but If I am to
be a public face to this disease and help others strug-
gling with all the symptoms of Multiple Sclerosis, then I
have to be willing to be completely truthful and open
about the shitty aspects of this disease as well. 

Please join me in my quest, “Chasing the Cure”.

longhaulpaul.com

ABILITY

for MS and a public figure who lectures others to
embrace their disease and learn to accept, and live
proudly with their disabilities, I wouldn’t be real if I
could not open up about the serious crap I deal with on a
daily basis. 

Crossing the country multiple times each year affords
me to see lots of the country, including the most unique
and obscure roadside attractions and famous tourist
traps. If you have had the chance to travel south from
New England to Florida, you were accosted by the 300
miles of billboards letting you know you had to stop at
Pedro’s South of the Border. It’s a gift shop located just
a click south of the North and South Carolina border.
I’ve stopped many times and have the collectable mug
to prove it.

If you travel across the top of the United States horizon-
tally on Interstate 90, you have probably seen a couple
billboards for Wall Drug. Famous for their 10 cent cof-
fee and free water, the roadside signs advertising the
mega historic mercantile stretch for over 500 miles!
There is no option but to see it. Arriving in Wall, South
Dakota, it becomes apparent the Drug store is the town.
I stopped, drank the water and bought the mug, a few
times.

In Missouri, there is quite the curious tourist trap, suck-
ing in every adolescent 50 year old, curious elementary
child and reluctant significant other. The dozens of
roadside billboards are just begging you to stop and
poke around. Plus, for 200 miles, the 50 foot ads pro-
claim, “The best fudge comes from…….

You see, this mega rest stop is called URANUS.
Uranus Missouri. It’s a real place, no Sh#t!  Google it.
The parking lot has a missile launcher and a water
tower proclaiming they are home to the Pirates, and
the antique police car displays the slogan, “To protect
and serve……..” There really is a fudge factory. You
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“Katrina was such a horrific hurricane, and the amount
of devastation across multiple states with millions of
people being displaced was very hard to process. My
work with the foundation was rewarding in the sense
that I could be a part of helping people as they were try-
ing to put their lives back together. It gave me the
opportunity to meet people who were traumatized by the
hurricane first-hand,” Williams explains. 

Now, she is responsible for a charity with the goal “100%
Included and 100% Empowered.” And this concept
seems to work. At least it did for Jamie, who was part of
the Easterseals Therapeutic Day School, and today com-
petes as an athlete at the Special Olympics, as well as for
Neil’s mom, who found support in an Easterseals group
helping families affected by autism spectrum disorders.
And the organization also empowered Abby’s family
when they were sent to Easter Seals Michigan, to see a
new therapist that understood Abby’s needs. 

The organization’s website is filled with success stories
like these. However, one wouldn’t expect that behind all
the positivity the organization emits lies a history of
tragedy. In 1907, Edgar Allen, a father of two, lost his
18-year-old son in a streetcar accident because the small
city of Elyria, Ohio, couldn’t provide emergency med-
ical care. As a consequence of his loss, he raised funds
to open a hospital on his own and created the “National
Society for Crippled Children,” in 1919, which is
known as Easterseals today. 
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Jamie was four years old when he was diagnosed with
autism spectrum disorder. He could barely speak until
he became part of a therapeutic program. Jayne, the
mother of ten-year-old Neil, who lives with autism,
struggled to balance her son’s needs with her own
before finding a group of people that shared her experi-
ences. And then there is Abby, who had furious melt-
downs and was misdiagnosed multiple times until her
family received help in getting the correct diagnosis:
Asperger’s syndrome. 

All of these people have one thing in common: they
have been part of programs offered by Easterseals, a
nationwide organization of local affiliates that serves
more than 1.5 million people with disabilities each year.
“Easterseals provides every service - whether it’s mental
health, occupational, or speech therapy, or treatment
options for autism, and for people with intellectual and
physical disabilities,” Angela Williams, Easterseals’
President and CEO, says. 

Even though Williams is only in her third year with
Easterseals, she comes from a 30-year career in leader-
ship - most recently, she was the Executive VP of the
YMCA. And the busy woman with the short black hair
and red lipstick isn’t new to big jobs either. In 2005,
Williams held a leadership role in rebuilding after Hur-
ricane Katrina. She was responsible for 27 million dol-
lars in grant money from the Bush-Clinton Katrina Fund
towards houses of worship that were destroyed by the
hurricane. 

Angela Williams 
LEADING EASTERSEALS
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Over the last 100 years, the organization has kept devel-
oping further to support people of every type and range
of disability: from health to recreation to employment.
“Edgar Allen turned his own personal tragedy into good,
in supporting children with disabilities. One of the things
that he discovered was that children with disabilities
were hidden from view and not integrated as a part of
society. Fast-forward 100 years, and look at how society
has evolved in how we talk about disabilities, how we
include people with disabilities, how we support people
with disabilities. It’s really exciting to be part of this type
of legacy historical organization,” Williams, who can
hand out business cards in Braille, states. 

To celebrate decades of hard work, Easterseals, for the
first, time built a 20-foot tall float to take part in the 2019
Rose Parade in Pasadena. “It was Mark Whitley’s idea.
He is the CEO of our Southern California affiliate. They
funded it, but they also brought in other affiliates. So we
put the word out that anybody who wanted to support the
float, financially or otherwise, or to be a part of the
parade, they were able to do that. We had participants
who rode the float, who were from other affiliates across
the country. It really was a national representation,”
Williams says proudly. The colorful piece of art featured
a massive three-tiered cake with symbolic figures all
around it, showing people of all abilities and colors hold-
ing hands. On top of the cake, a gigantic ‘100’ catches
your eye. “I’d never been to the Rose Parade and didn’t
know how they built the floats. And then for Easterseals
to win a prize for the float was a cherry on the top,”
Williams adds. The float was themed: ‘Celebrating East-
erseals. 100 Years of Disability Services.’

All of Easterseals programs center around improving
quality of life, providing learning opportunities about
disability-related topics, giving people with disabilities
a chance to be part of activities no matter the ability, and
helping people with disabilities getting employed. 

The latter one seems to be especially valuable, consider-
ing that in 2018, 8 percent of people with disabilities in
the US were unemployed compared to only 3.7 percent
of people without a disability. According to Williams,
workforce development is one of the major pillars of the

different programs. “We recognize the importance of
work, the opportunity to earn income, to be self-suffi-
cient, to socialize, and to have additional meaning in life
beyond what you do for fun. People with disabilities
should have the opportunity to be employed,” Angela
Williams emphasizes. 

Based on the CEO, several initiatives regarding work-
force development at Easterseals’ affiliate level have been
formed. “On the national level, we are starting to work
with corporations that have expressed interest in hiring
people with disabilities,” Williams explains, “Most
recently, we formed a partnership with Advance Auto
Parts. We were able to provide them one of their first dis-
abled hires under this joint program in December of last
year.” Additionally, they offer job coaching or “cus-
tomized employment service,” which is a one-on-one ses-
sion to find out about the person’s passions, skills, and
wishes, so that they can be matched successfully. 

All of their programs are possible due to the generosity
of many partners, such as Comcast NBC Universal,
which, according to Williams, has supported the organi-
zation with grant money to develop different technolo-
gies for their participants. “Depending on the partici-
pant’s ability, our assistive technology department can
create devices for them. It could be something like
building a particular chair for a child, so they can sit up
and be fed, or designing a 3D printed device to hold an
iPad, for example,” Williams elaborates. Because of
those partnerships, more people like Jamie, Neil, and
Abbie can get the support they deserve. 

Easterseals was created by one man, who, as early a the
1900s, realized that people with disabilities can’t be
ignored and have to be included. More than 100 years
later, CEO Angela Williams and her team at Easterseals
continue to making sure Edgar Allen’s mission is ful-
filled. And maybe—just maybe—before the next
anniversary we all can celebrate 100 percent inclusion
and 100 percent empowerment for all people with dis-
abilities. 

by Karina Ulrike Sturm
easterseals.com 
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For loved ones with cognitive disorders who could wan-
der away, Project Lifesaver International offers an effec-
tive solution. Founded in 1999 by former police officer
Gene Saunders, the nonprofit works with local public
safety agencies to provide technology— a watch-like
device worn on the wrist or ankle of a patient—that con-
tains a radio tracking device so the individual can be
found quickly by law enforcement. The tracking device,
which has a waterproof case, cuts the search time dra-
matically, from what might take hours or even days, to a
matter of minutes. ABILITY spoke with Saunders about
how he came up with the idea, how the program works
through an enrollment program with public agencies,
and his own experiences with successful rescues.

ABILITY: Can you give me some background on how
you met actor Max Gail?

Gene Saunders: Yeah. As you probably know, we con-
centrate our programs on those with cognitive disorders
such as Alzheimer’s, dementia, children with autism
and Down syndrome should they wander, making it pos-
sible for public safety to track and locate them. My wife
has been a fan of General Hospital for a number of
years, and, of course, I was a fan of Max when he was
on Barney Miller. She watches it pretty much every day,
and one day she was telling me that Max was on Gener-
al Hospital playing Sonny’s father, and, by the way, he
has Alzheimer’s in the show. So I watched it a couple of
times and I thought, you know, since he is displaying
Alzheimer’s on the show, it might be good to reach out

and see if he would become an ambassador for us. He’s
well-known, he’s well-respected, and playing that type
of part, he has a tremendous reach to people to make
them aware. So we reached out to him and asked him
and he agreed, and that’s how it all came about.

ABILITY: Yeah, he’s a really wonderful person. Have
you spent time with him and gotten to know him a little
bit?

Saunders: Only when he spent a week with us at the
conference. It was very impressive, the time he was
with us.

ABILITY: I’ve known him for more than 25 years. I’ve
seen him support so many great initiatives over the
years. I’m glad you connected with him.

Saunders: We really appreciate what he’s doing and the
fact that he is connecting with us.

ABILITY: Can you give me some quick background on
how you got involved in Project Lifesaver?

Saunders: I was a police officer in Chesapeake, Vir-
ginia, up until 2001, and during that time I was the com-
manding officer of special operations, which included
search and rescue and SWAT. And probably around the
early and mid-’90s, we noticed we were having more
incidents with Alzheimer’s patients wandering. At that
time, very few people, including us, knew much about
searching for Alzheimer’s patients, so we used the old

A Real 
Lifesaver
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tried-and-true methods, which are not always adequate
when you’re searching for those people. Our searches
were not giving us the positive results we would have
hoped for.

Around 1994, the sheriff’s office took over the search
and rescue portion and asked me to volunteer to head it
up, which I did, so I was wearing two hats, police and
sheriff. We still had the same situation, but in 1997-98, I
received a flyer from the sheriff who had been to a con-
ference about wildlife tracking. The thought occurred to
me that if you can do this with wildlife, then you can do
this with people, if we identified those who may have a
tendency to wander and use a radio tracking wristband
on them. If it becomes a situation where we’re called to
search for them, we can just tune in to their frequency,
which would eliminate a lot of the manpower we’ve had
to use, and the time that it has taken to recover them,
and sometimes not successfully.

So I met with a manufacturer, and they were more than
inclined to work with us. Then we started a pilot pro-
gram with a grant from a local hospital in Chesapeake,
and the rest is history. We devised a training and qualifi-
cation program for the people using the equipment, a
familiarization program for them so they could recog-
nize and deal with the people they were going to be
searching for, and we started getting calls from all over
the country about agencies wanting to start this pro-
gram. In 2001, I retired from the police department and
took this on full-time. We’ve now grown to almost
1,600 agencies in 50 states and Canada. Western Aus-
tralia is now working with the program. That’s how we

got the thing started.

ABILITY: You have two different areas you have to
deal with. One is getting the organizations to understand
and buy into the program, but you also have to let the
community know it exists. How did you go about
accomplishing the latter?

Saunders: A lot of it was through trade shows, meeting
with departments and them hearing about it. It’s been
more of a grassroots movement. We are a 501(c)3. We
don’t have a big budget for advertising, so we do a lot
of word of mouth, and the agencies that are members do
a lot of word of mouth, putting out there that this pro-
gram exists. Citizens start hearing about it, asking their
agencies to join. That’s been pretty much it. We don’t
have any TV ads or big newspaper ads or anything like
that. It’s been pretty much a grassroots movement.

ABILITY: It sounds like it’s been successful. Do you
know how many people are using the system?

Saunders: I could give you an estimate, because the
numbers would go up and down depending on the agen-
cies. We’re estimating somewhere in the neighborhood
of about 75,000.

ABILITY: Oh, wow, that’s a large number. What’s the
pricing? How does that work?

Saunders: As I said, we’re a nonprofit. We do charge the
departments and the agencies for the equipment. They
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in turn will either give the equipment to somebody,
depending on their budget, or they fundraise. If we
obtain the funding, we will give grants to departments
and to persons so they can become part of the program,
or we have partnered with some other nonprofit pro-
grams that have provided grant money so agencies and
individuals can become part of the program.

ABILITY: For example, if you worked with the
Alzheimer’s Association, one of the affiliates around the
country, they may help with fundraising and provide the
tracking at no charge?

Saunders: Yes. We have that often around the country.
Some agencies will adopt a program and they will
charge a fee to the user or the client. As a rule, we tell
them not to charge more than $25 a month, because we
don’t want this to become so expensive that it’s out of
reach of the people who need it most. But a lot of them
will go out and fundraise, or they’ll find it in their bud-
get to provide these things. Like you said, there are a
number of other agencies, like the Alzheimer’s Founda-
tion, the Alzheimer’s Association, Autism Speaks, the
Autism Society, and the National Autism Association—
all of those have contributed funding to us and to indi-
viduals and agencies so that they can become part of the
program.

ABILITY: It’s a great model, to have these other non-
profits work with you. Do you have any success stories
you could share?

Saunders: For a number of years, I did searching. I’ve
got a couple stories I can give you. The very first one
that happened, after we had started the program in

Chesapeake, we had a gentleman who had what was
called “medicinal dementia.” He was a cancer patient,
and whenever he took his medicine, he would experi-
ence dementia. He would wander and get lost. On one
particular occasion, he was gone for nine hours before
he was spotted by a railroad engineer in head-high grass
and bush. It took us about nine hours between the start
of the search and when we recovered him. We put him
into the program, and about three months after the pro-
gram started, he got out and we got the call. As I was
going into the neighborhood, I received a signal from
his bracelet, so I got out and started tracking the signal
and discovered him in a closet underneath a stairwell in
an apartment building. He had locked the door behind
him. It took us about a minute and a half to get to him
and get him out.

Now you’re looking at a minute and a half with two
people searching, me and another searcher, with equip-
ment, as opposed to about 80-some people who were in
the first search for him that took nine hours. Now we
did it with two people in a minute and a half.

ABILITY: Wow.

Saunders: That was what kicked it into high gear, when
other agencies started hearing about that rescue. There
was a rescue in Alabama a few years back, a client with
Down syndrome had gone to a riverbank that had high
banks on each side of the river and had become entan-
gled in vines and had fallen over and was hanging
upside-down on the side of the riverbank, out of sight. I
was told that they probably would never have seen or
found him had it not been for the radio signal from his
bracelet that led them to him. 
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We get reports all the time. We had one in Virginia
where an 89-year-old Alzheimer’s patient went out one
Saturday night about nine o’clock. It had been raining
for several days. I remember this one vividly, because it
was in Pennsylvania County. She had wandered about a
half to three-quarters of a mile. When they started
searching for her, they tracked the signal and came into
a large open field that was nothing but mud. As they
walked out, the signal tracked them to a spot where they
had to reach down and touch her to recognize that there
was a person there.

ABILITY: Wow!

Saunders: They said had it not been for the signal they
were tracking, they would never have seen her or found
her. It was nighttime, and she had fallen into the mud
and apparently in trying to get up, rolled around and had
covered herself completely in mud to where if you’d
been walking by her, you would not have seen her.

ABILITY: Those are some compelling stories! So the
system works like a watch?

Saunders: Much like a watch, yes. It’s worn on the wrist
or the ankle.

ABILITY: Does it function like a watch as well?

Saunders: No, it doesn’t. It has a radio transmitter inside
of a case that’s water-resistant. The transmitter sends a
radio signal once every second, 24 hours a day. It is not
monitored. The only time when we would look for that
signal is if a person is missing, and we have been noti-

fied by the caregiver that they are missing. It’s not like
we’re watching over them every minute. But once we
get into the area where they’re missing from, then we
turn on the radio receivers and tune in to that frequency
to pick up the radio signal.

ABILITY: Is it easy to take off? Have there been occa-
sions when that’s happened?

Saunders: It has to be cut off. It stays on 24 hours a day.
They take showers or baths with it. To change the bat-
tery, which is about every 60 days, you have to cut it off
and take the battery out of the back of it and put a new
battery in and then put a new band on it. It functions
with hospital-type bands.

ABILITY: So there has to be someone who can service
it, at least to the point of putting a new battery in every
60 days?

Saunders: Yes. A lot of agencies do that with their per-
sonnel. There are some caregivers who do it, and the
agencies will check every so often to make sure it’s
being done properly.

ABILITY: That sounds good. Overall, how many res-
cues have you done?

Saunders: I would say that right now we’ve done over
3,600 rescues during our 20 years.

projectlifesaver.org

Gene Saunders and Max Gail
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John: Right. Actual authentic casting.

Chet: That’s good!

John: And that’s what I’ve been advocating for for near-
ly 25 years. It’s not only about casting actors with dis-
abilities in disability roles, but it’s casting actors, casting
characters who just might happen to have a disability.
Why can’t the computer nerd be in a wheelchair? Why
can’t the attorney be missing an arm? Because with
25% of the population, approximately, having some
form of disability, that means that there’s a lot of those
people who are in those roles.

I fly airplanes. I’m a private pilot. And I’m a scuba div-
ing instructor with PADI, the Professional Association
of Diving Instructors, who just happens to be missing
hands.

That’s one of the things I say. One of my quotes. I speak
on a lot of panels and film festivals, I speak to all the
studios, Paramount, Sony, Warner Brothers, NBC Uni-
versal.  In fact, I’m going there next week to speak to
their writers. They have an internship for writers, and
they asked me to come in and speak to the writers about
disability. One of the things I tell them is that in real
life, I’m a dad, a granddad, a private pilot, and a scuba
diving instructor who just happens to be missing hands.
But in the make-believe world of Hollywood, I am an
amputee who just happens to be an actor. When there is
an amputee role, when there is a role for a disability, I
get called in or I get to audition. But when it’s just “old
guy,” it’s very seldom that I’m called in just to be the
dad or the granddad, and I certainly wouldn’t be called
in to audition to be a pilot or a scuba diving instructor
with no hands. Yet that’s my real life.

Chet: And I’ve known you for a while, and I always
think of you as “old guy.” (laughs)

John: Whatever the character is, I can’t play a 20-year-
old African American waitress.

Chet: At least not very well.

John: (laughs)  Yeah, at least not very well. But I can
play “old guy”. So that’s what I try to do.

Chet: Tell me about your flying and your scuba diving.

What do pumping gas and painting water towers have in
common? Neither are glamorous exertions, and neither
rise to the occasion of being called an aspiration. Both
are a means to an end- a task to be accomplished so that
something else, maybe something great, can happen. In
the world of John Lawson, both of these things have
taken on new meaning. John is an award-winning actor,
singer, pilot, and a scuba diving instructor. And he has
become one of the leading advocates of people with dis-
abilities in the entertainment industry. As a performer
with disabilities, John is active with the Screen Actors
Guild (SAG-AFTRA) and frequently gives talks to stu-
dio execs and others on the importance of casting
authentically. 

Recently, ABILITY caught up with John to talk about
his involvement with the movie Daruma. He discussed
his role in this film as well as being cast in “a role I
never auditioned for, but it’s one that’s been filled with
perils and rewards of living with a disability and trying
to be an advocate in a field—in the entertainment indus-
try that’s very slow to change.”

Chet Cooper: How did you get involved the film
Daruma?

John Lawson: Well, the producers had a nationwide
casting call for a double amputee. I’ve been to a lot of
castings in LA and I know a lot of people, but I seem to
be the only true double amputee in Hollywood. There’s
a lot of guys missing one arm, left or right, but nobody
missing both arms.

Anyway, I taped an audition. So, I went to my good
friend Toby’s house, because we read for each other
when we’re doing auditions, and we live a couple of
miles apart. I said, “Man, you should really audition for
this. Let’s just turn the camera around.” He goes, “No,
man, they’re looking for a paraplegic.” I said, “Well,
you can do it. Come on, it won’t hurt. You’ll read the
lines opposite what I just read.” So he hadn’t even sub-
mitted or anything like that, so we submitted him as
well, and we both got call-backs to come in, and they
ended up casting both of us. It was strictly off of a
nation-wide casting, with the producers looking specifi-
cally to cast the roles as written, with two disabled
actors playing the disabled leads.

Chet: Authentic.

JOHNLawson
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Are you still active in both of those areas?

John: Oh, yeah. Not as much flying any more. I sold my
airplane back in 2001 when my wife died, and I kept my
license current for quite a while renting airplanes. But it
just got so expensive. I had four kids and by the time I
kept a roof over their heads and fed them, I couldn’t
afford an airplane, too, so I had to sell it. But I still
enjoy flying. One of these days I hope to get a powered
parachute or something that takes off at 25 miles an
hour, flies at 25 miles an hour, and lands at 25 miles an
hour.

Chet: Oh, one of those powered kites?

John: Yeah, it’s just a little kite. You either wear a motor
on your backpack or some of them have a tricycle with
a little motor on them and a fan. And then the parachute,
or they have paragliders, like a motorized hang-glider.
They’re ultralights. They just—[makes a buzzing noise].
It’s like a bunch of damn bees in a mason jar.

Chet: (laughs) That’s what it sounds like! Now that
you’re saying it out loud, I had forgotten that we did an
article years ago on a guy who’s quadriplegic and they
rigged up a system for him down in Brazil, and there
were images of him in the article soaring in the sky.
They were above him when they were taking the pho-
tographs.

John: That’s cool!

Chet: He was having a great time up there.
What about the scuba diving?

John: I still scuba dive. In fact, I’m planning a
trip to go probably during the holidays out to
some place warm and go diving for a little
while. Now that I have kids and grandkids, it
seems like I’m traveling back to the East
Coast to visit my grandkids more, and I’ll do
that as well. I’m planning to go scuba diving
this winter somewhere in the South Pacific
and take a few days off. A few years ago my
daughter got married, and she and her hus-
band, she wanted to go on a scuba diving hon-
eymoon, and her husband was not certified,
so they got certified and she called me about a
week before they were supposed to leave and
said, “I’m kind of scared. He’s not taking this
real seriously. Will you go with us?” I said,
“You want me to go with you on your honey-
moon?”

Chet: (laughs)

John: And she says, “You’ll have your own
hotel room.” I said, “Thank you very much, I
appreciate that!” So I ended up flying back
east to Jacksonville, Florida, somewhere, or
Miami, and I went with them and went on the

first couple of dives, and sure enough, he was having
some problems. I was able to get him straightened out.
They spent the rest of their honeymoon diving.

Chet: Where’s the most beautiful setting that you’ve
been scuba diving?

John: I would have to say anywhere is the Caiman
Islands. But the South Pacific, Hawaii or Fiji, have their
own specialized critters that got blown there years ago
or whatever, crossed with the tides and stayed there. So
there’s fish there that you won’t see anywhere else.
That’s why I’m headed back that way now, somewhere
in the South Pacific. I like to dive in warm water. I’m
doing the old guy roles now, so I don’t care to do cold-
water diving or go super-deep. Everything you want to
see is within 15 to 20 feet. The deeper you go, the more
pressure, the more air it takes to breathe down there.
The deeper you go, the less amount of time you can
stay. I’ve been down to 150 - 160 feet, doing some tech-
nical dives on Japanese wrecks and things like that.
I find now that I’d rather be in 15 to 20 feet of water and
stay underwater for an hour and a half. 

Chet: And the water’s warmer?

John: The water’s warmer. I don’t have to put on long,
thick, heavy, wet suits. There’s nothing wrong with that
type of diving, but it takes you 30 minutes to get dressed

John Lawson giving scuba lessons
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to go down to stay underwater for three minutes at
depth, 5 to 10 minutes at depths, and then you’ve got
two or three hours’ worth of decompression hanging on
a line just to get back up to the surface. That’s technical
diving, and I’ve done it, and it has its place and I’m glad
to do it, but to me right now, I am 100% a recreational
diver. I like to jump off the back of the boat in my
swimsuit with just a tank of air and go look at pretty
fish.

Chet: Do you bring your prosthetics with you? Do you
go without?

John: With prosthetics. Everything is with prosthetics.
The only thing I do without my prosthetics is sleep.
Well, maybe there’s a couple of other things, but this is
a family magazine.

Chet: (laughs) It’s a family show!

John: Yeah, it’s a family show. My prosthetics are my
hands, and they have been for over 30 years. But I don’t
use any specialized equipment. I can leave here, go to
Fiji, rent whatever I need to jump in the water, and I can
dive. If I used some sort of specialized equipment, if I
had some special thing to help me grab my regulator,
whatever I needed, if it broke when I’m halfway around
the world, my dive trip, my vacation’s over. I’m not
going underwater anymore.

I was very adamant about learning to do the task with
my prosthetics. Early on when I got hurt, I don’t know
how I figured it out or why, but I felt that it would be
better for me to learn to adapt to the world rather than
expect the world to adapt to me. With my pilot’s license,
I can go in any airport if I’m current and rent any air-
plane. I don’t use any special adaptation to an airplane,
to a car, or to scuba dive.

Chet: That’s a single engine plane?

John: Yes, single engine is my certification.

Chet: Are you comfortable talking about your accident?

John: Sure. I was working a real job in between acting
and singing jobs, as my dad used to say, for a company
that painted above-groundwater tanks. February 4,
1987, I was working in North Carolina. We were up on
a water tank, like the Warner Brothers or Paramount
water tank, that was built in the 1930s on an industrial
site. We were about 30 feet up in the air on a scaffold-
ing, that hangs off the side of the water tank, much like
you see with high-rise window washers.

The foreman was on one end of it, spray-painting. Nor-
mally he just needed me on the scaffolding to work the
air motor so the scaffold would come down. We would
come down a little bit, he’d hand the spray-painter to
me, I’d spray-paint for a little bit and hand it to him,

John Lawson and Toby Forrest in DarumaJohn Lawson and Toby Forrest in Daruma
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he’d spray-paint and then we’d come down a little
lower. 

We’d done this for however many weeks, and we were
just finishing up. While he was painting, I saw a spot
that was missed on one of the strut rods that stabilize the
legs. You think of what the Paramount water tower
looks like, it’s got four legs that come up and there are
x-bars in between them. It was similar to that. I picked
up the aluminum extension pole, dipped it into the paint,
reached out in front of me, painted the little spot that
was missing.  With the pole extended about 17 feet,
there were approximately two feet behind my arm,
under my left armpit with my left arm wrapped around
it and my right arm, right hand holding onto the pole
with the other 15 feet in front of me.

And even though it was aluminum with a small roller, it
was still very heavy and awkward. I rested the pole per-
pendicular to the scaffolding with it hanging out into the
water tower on the handrail behind me and one of the
strut rods in front of me just to rest. The foreman on the
other end, stood up and I thought he was finished.  We
were about 30 feet in the air. He was just straightening
his back up. He went back to spray-painting on the other
side of the leg, and just as I got ready to wrap my left
arm, I squatted down to pick up the paint pole, I had my
left arm wrapped around it and had just grabbed it with
the right hand to pick it up when the electric line arced
over. There was a high-voltage electric line in close
proximity to the scaffolding, and 7,600 volts was what
was one leg of a three-phase electric that was coming in
to feed the motors that worked the motors and stuff in
the cotton mill. 

That was February 4, 1987.

Chet: Did you fall onto the scaffolding?

John: We had safety, we had extra cables, we were tied
up to the safety cables. So no, I didn’t fall. It was like
getting hit with a big stun gun. Everything went limp.
All of my muscles went stiff at first and then went limp.
I sort of fell forward and I was hanging by my safety
rope, but my knees and feet were still on the scaffold.
Had I not had the safety rope, I would have probably
fallen and become a quadriplegic. We followed all safe-
ty precautions, but this line was brought too close to the
existing metal structure of the water tank, and that’s
when it arced across over to us.

Chet: So you stayed conscious?

John: I stayed conscious through the whole thing, never
lost consciousness. I remember as it happened, I looked
across the scaffold at the Forman and as I looked at him,
he looked like a cartoon figure with an electric charge
going all around his body, as if he had some kind of
glow or aura around him.

Chet: I thought you were going to say his eyes zoomed
out like in a cartoon series.

John: No, no, that would have been me! But that’s one
of the things the doctor said, that I would be more sus-
ceptible to cataracts because of the electricity going
through my body and my eyes. But so far that hasn’t
happened. I did have what they called kidney stones
right after the accident, within a year afterwards, and

John Lawson and Toby Forrest in Daruma
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that had to do with the electricity burning proteins, stuff
in my blood, body, and muscles.

Chet: I was going to say, that might have been more
painful than the—

John: Yes, it was. It was not fun. Other than not having
hands, that’s the only otherwise side effect. I haven’t
had any cataracts or anything like that.

Chet: Wow. So, you decided not to do any more paint-
ing of water towers?

John: Yeah, that ended my water tower painting career.
It was just, like I said, temporary. I originally started
singing opera and was a classically trained musician. I
started playing piano when I was three, started taking
lessons when I was four. I studied piano continuously
for 17 years. 30 years old, when I lost my hands, I’d
studied piano over half of my life. In those few seconds
after that accident, I would never play again. I left the
hospital after four months in the burn center with hooks
in the place of my hands. I was never going to play
again.

But now, that day when I got hurt started me down a
road that I never intended to take and cast me into a role
as the advocate for disability in film and media. It’s a
role I never auditioned for, but it’s one that’s been filled
with perils and rewards of living with a disability and
trying to be an advocate in a field—in the entertainment
industry that’s very slow to change.

Chet: You mentioned opera. I forgot that you sang—
didn’t we try to connect you to do something with Lia
Martirosyan one time?

John: I think so. I don’t remember if it was scheduling
or what, but we never got anywhere with that.

Chet: That’s too bad. I’ll talk to her again and see where
she stands. I know she’s working on a one-woman play
right now. I don’t know what she’s doing with singing
independently beyond what she’s trying to do with the
show she’s trying to produce. On the acting front, the
casting front, what are your thoughts to better increase
the availability of actors with disabilities into the enter-
tainment industry?

John: I don’t think that anybody in the industry or in
casting has it in for people with disabilities. I don’t
think they’re going, “Oh, my God, we’re not going to
cast them. We’re just going to be mean girls.” I don’t
think that’s it. I think it comes with education. Educat-
ing the industry and the overused word the “gatekeep-
ers” has a lot to do with it. Last year I worked—I am a
committee member on the SAG-AFTRA national PWD
committee, the performers with disability committee,
partnered with Russell Boast, who is the president of the
Casting Society of America, the CSA. We had an open

call last year, a nation-wide open call for performers
with disabilities. Pretty much everywhere the CSA had a
casting director. They videotaped every one of these
people with disabilities.

In Los Angeles, I worked with Monika Mikkelsen, who
is the VP of casting at Paramount, and Russell, and we
ran five rooms in Paramount.  We had five audition
rooms set up at Paramount, with three to five LA casting
directors in each room. People came in with prepared
monologues or a script or whatever. We had readers
who would read against them. They were all taped. Now
the CSA has a database of actors with disabilities from
every disability you can think of, autism, paraplegic,
quadriplegic, amputations. There is this database now
that’s available to CSA casting directors that they can
choose actors with disabilities.

The other thing is, as I meet with writers, it’s not about
writing characters with disabilities, when we allow an
able-bodied actor to portray someone with a disability,
we are denying one of the nation’s largest protected
groups, and in this case, people with disabilities, it’s
nearly 25% of the population, the right to self-represen-
tation. But when we allow this, what’s been coined crip-
face, like crippled-face, 

Last TV season, less than 2% of the characters had dis-
abilities, and that includes invisible disabilities such as
depression, anxiety, cancer, epilepsy, diabetes, and
autism. 2%, if you want to use that number, that’s only
18 regularly appearing characters out of 857 on the four
major networks. Now remember, the population is cur-
rently at 20% or greater. That’s 20% with visible dis-
abilities, and when you add invisible disabilities, it goes
higher, close to 25%. Out of 857 regular roles, only 18
of those were characters with disabilities.

Out of those roles, almost 95% of those were not done
by disabled actors. Can you imagine if 95% of all
female roles were done by men acting like women? We
would never stand for that, and nobody would ever do
it, but yet, that’s what we allow with disability because I
think the casting directors and the producers and the
directors are not educated about actors with disabilities
who are trained and able to work. We want actors with
disabilities portraying characters with disabilities.

But when I speak to the writers, I try to explain to them
that there’s no way unless you are a writer in a wheel-
chair that you can write an authentic part for a person in
a wheelchair. You can guess what their life is like, but
unless you have the lived experience, it’s hard to write
that. If you write a character in a wheelchair and then
cast an actor in a wheelchair, yes, that person can say,
“Hey, in this script where you say he hops out of his
wheelchair and hops in a car and start driving, it doesn’t
exactly happen like that.” Whatever the example might
be. The wheelchair actor, after living a life of authentici-
ty of being in a wheelchair, brings that to the script.
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I tell writers, “Just write your characters. Think about,
sure, we think about diversity as being race or gender or
LGBTQ status. But we also need to think about that
diversity includes disability. And you do not have to
write a wheelchair character. Your character that is the
computer nerd could just happen to be in a wheelchair.”
That’s my story. That’s what I preach in Hollywood and
have been for pretty much 30 years. “Don’t try to write
a wheelchair character. Just write a character and put in
the description that this character could use a wheel-
chair, and then let the actor with the authenticity of liv-
ing the life bring whatever the traits are that are needed
for the disabled character.” Does that make any sense?
(laughs)

Chet: Sure

John: That’s just one part of it. We still have television
roles where, for instance Bryan Cranston, did the quad-
riplegic role. And I’m OK with that. I’m OK that the
best actor with the best box office draw gets the role.
There’s no way that another quadriplegic who’s never
been heard of could have sold that film and made
money. But to me, where the education lies now is with
inclusion in other roles. Why were there not five of the
day player roles or two or three of the recurring roles,
why couldn’t one of those have been a person in a
wheelchair or an amputee or some other disability? OK,
you cast the lead actor to sell the film, I get that. But put
five or 10 actors, whatever the number is, with disabili-
ties in your film. Give them a speaking role and give
them a chance to start building up the credits that Bryan
Cranston has.

Chet: We understand the concept that you couldn’t have
found the funding for a movie. When that occurs
increase casting of actors with disabilities. 

John: Right. And this movie was in the making for 10
years. Bryan Cranston signed onto it, like, seven years
ago. That’s one of my big things. If you’d had seven
roles, or whatever the number, with disabilities, nobody
would have said anything bad about it. 

One thing I was going to tell you is that I’m listed with
Central Casting background and then a couple of other
background casting directors here because if the director
says, “OK, I want to put somebody with no arms in this
film,” whatever they’re shooting, they call me. Because
I do not want there ever to be a director who says, “I
tried to find a guy with no arms, but nobody came in, so
we have the green screen.”

I go up and show up for background roles. Work is work
to me. I will work background just to make sure that if
the director wants an amputee, he’s going to get an
amputee, somebody’s going to show up, so I’m there. I
don’t normally seek it out, but when they call me, I do it. 

Another thing that’s interesting to know— it might be a
little bit less now, but since 1989, almost 50% of all the
Oscar statues given have been given for the portrayal of
a character with a disability, done by an able-bodied
actor. And since the Academy first started giving
awards in 1927, 16% of all best actor and best actress
award winners have won by portraying a person with a
disability. So, it’s very obvious that disability and dis-
ability story lines win hearts and awards. But yet we are

John Lawson recovering from accident
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denying almost 20% of the population that right to self-
representation.

Chet: Nice statistic. That brings us back to this film,
Daruma, with you and Toby. You’ve shot the trailer?

John: Yeah, that was specific scenes from the movie to
shoot a proof-of-concept trailer. Kelly, the writer, and
the producers shopped it around Hollywood. Nobody
was interested in doing it with Toby and myself having
real disabilities. They stuck to their guns and said that
that’s what they wanted to do, that they were going to
cast it that way. They decided to go ahead and crowd-
fund through Seed and Spark to make the film and make
it with actors with disabilities in the roles. That’s the
only way they would do it.

Chet: I’m aware of the struggles that they’ve been hav-
ing. They’ve got three other parts, apparently, that
they’re trying to find higher-profile actors if possible, to
take those parts. It might help with the funding. It’s so
frustrating that you have to do that.

John: And that’s what you have to do these days.
You’ve got to sell the film. We understand that. And a
lot of independently produced films do that. I’ve got a
feature that I’ve been working on for a long time trying
to get produced. R.J. Mitte, I’ve known him since he
was 14 years old, we’ve become very good friends. I
wrote the lead role for him and I’ve rewritten the script
because I’ve been trying to get it produced for so long
that he’s grown up. I’ve had to rewrite the whole script.
But I’ve got him, William H. Macey was interested and
some other people with disabilities I know, because I
wrote some roles with disabilities in there. But hopeful-
ly we’ll get that done in the next year, before R.J. ages
out. It’s about a man with cerebral palsy. It’s a faith-
based film that I wrote 10 years ago. I’ve run into the
same thing with them. And I’ve been sticking to my
guns wanting to keep someone with a real disability in
there. And then I’ve got some names, William H.
Macey just plays a priest. 

I understand what they’re doing, and I’m glad that
they’re looking to do it. The wider the distribution we
get, the more normalcy we will bring to the public about
disability. I’m stared at and I get approached all the
time. The other day I was pumping gas. This gentleman
gets out of his car, I see in my peripheral vision, and I
know he’s going to come up and talk to me. He goes, “I
just want to tell you you are such an inspiration!”

I said, “Well, thank you.” I try to be nice. It depends on
my mood of the day, though. He goes, “Can I help you
do anything?” And I thought to myself, “How the hell
can I be an inspiration if I need help?”

Chet: (laughs)

John: I go, “No, dude, I got it.” I’ve had guys come up

and say, “Can I help you pump gas?” And I say, “Why,
am I doing it wrong?” That’s sort of my favorite line. I
was in Costco buying a box of the little coffee things. I
pulled my card up and just out of fun I reached over and
just let it fall into the cart. Well, two boxes fell in, so I
picked one back up and put it back there. I didn’t want
two of them. The man behind me who had been watch-
ing me when I turned down the aisle came over and
said, “Oh, can I help you? Do you need help?” And I
said, “Why, am I doing it wrong?” I just put it back on
the shelf. “No, no, you’re an inspiration, you’re doing
so well. I’m glad to see you out here.” I’m thinking,
“Why, do you have stock in Costco? Why are you glad
to see me here?”

That’s because of lack of education of the general public
that people with disabilities get out in the world and
actually live a life and we aren’t sitting on the couch
watching TV all day. I think the more it’s in the public
eye, especially in the medium we invite into our homes
and our most intimate settings, the more we are able to
normalize disability. Yes, there are little people who do
things, go to shows, walk down the street. And there are
people who are amputees who fly airplanes and drive
cars and pump gas. And there are people use wheel-
chairs who do all of those same things, whether it’s a
doctor, a lawyer, or an Indian chief, they all can be done
by someone with a disability. And the more we normal-
ize that in society, the more society will demand that in
the medium and the entertainment that they invite into
their home. 

The LGBT stigma has been somewhat erased. They’re
more accepted in society. That was the original episodes
of Will & Grace. That show ran for seven, eight, nine
years, where there were two gay characters. It normal-
ized it because people are afraid of what they don’t
know, whether it’s disability, homosexuality, racism.
And if you think back, all the way back to the 1940s, an
entertainer, was it Lerner and Lowe? Who did South
Pacific? Was that Rodgers and Hammerstein?

Chet: I think so. [Note: It was.]

John: South Pacific was about the war, but it was a
show about racism. In the show, I’ve done Lt. Cable and
I play the old guy roles now, but there was a time when
I played the young, handsome-looking leads. In the
show, the song that Cable sings is, “You’ve got to be
carefully taught to be afraid of people whose skin is a
different shade.” And this whole play is about racism
and how he couldn’t be accepted with a girlfriend who
was Tonkin. So medium, entertainment, whether it was
onstage in the ’40s or now in television, is what has
changed society and their perception of things that they
don’t know about. As sad as it is to say, we get our
biggest education from television or movies.

imdb.com
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1st Female Combat Veteran to Run for President
The first female combat veteran running for President of the United States,
US Representative Tulsi Gabbard (HI), brings a unique perspective to the
2020 race. Rep. Gabbard took a break from her Presidential campaign in
New Hampshire to talk with ABILITY Magazine and shared how her lived
experience and front-line, active duty service lead to her run for the Presi-
dent of the United States.

Rep. Gabbard and ABILITY’s Chet Cooper discussed the lasting effects of
war, including the steady rise of invisible disabilities like Traumatic Brain
Injury (TBI) and Post Traumatic Stress Disorder (PTSD)—that may not be
identified until long after the trauma, if ever. As we recently learned, 64
US service members are being treated for (TBI), weeks after an Iranian
missile attack on Al Asad Air Base in Iraq. Veteran suicide rate remains
alarmingly high.

Rep. Gabbard believes the consequences of endless war are not getting the
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nect with your Aloha message? 

Gabbard: Well, I tell you, Washington is in desperate
need of aloha. The world is in need of aloha. It’s such a
beautiful thing that I take with me everywhere I go and
share with everyone wherever I go. It’s mistakenly often
thought to mean “hello” or “goodbye,” but it means nei-
ther. The reason why we greet each other with “aloha”
is because of the powerful meaning this word express-
es.—“I come to you with respect and with an open heart
and with love,” and with the recognition that no matter
where we come from or the color of our skin or how we
work or if we worship—It cuts right through and recog-
nizes that we’re all connected, we’re all brothers and
sisters, all children of God And therefore, we’re inspired
to treat each other with that most deep respect and care
that inspires us to take action to care for one another.

Cooper: Where did this philosophy originate?

Gabbard: This comes from Hawaii. We call it “aloha” in
Hawaii, but it’s something that I’ve experienced in so
many different places where I’ve gone. They may call it
different things, but it’s something that in our home
state of Hawaii—where we have the most diverse state
in the country, people who’ve come from all different
parts of the world—and a very strong native Hawaiian

full attention they deserve from the US government. She
cited greater needs to support of veterans, healthcare,
education, disability and much more.

Tulsi Gabbard and Chet Cooper connected via a video
link while Tulsi was on the campaign trail.

Chet Cooper: I just realized over the multitude of years
and the many politicians, including Presidents — I’ve
never interviewed somebody in a current presidential
race.

Gabbard: Oh, wow!

Cooper: So, it’s a little bit more serious because of what
you’re trying to accomplish. Did I just see some gray in
your hair?

Gabbard: Yes! I do have a good chunk of gray.

Cooper: I just saw another study linking stress to gray
hair. 

Gabbard: I actually started getting this gray chunk dur-
ing my deployment to Iraq. And I kept it as a reminder.

Cooper: With that daily reminder does it help you con-
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posture when they went on patrols through these differ-
ent communities, our folks from Hawaii just started
waving out to people as they were driving by and say-
ing, “aloha” or “'talofa lava”. People started to drop
their guard and say, “Hey, wow, you’re treating me with
respect,” and (started) reciprocating. 

Having this relationship enabled our soldiers. The peo-
ple started saying, “Hey, don’t go down that road. We
saw someone digging there last night planting an IED, a
roadside bomb. Be careful. Don’t go there.” They were
giving (US soldiers) pointers on how they could be safe
and where they could find those terrorists, or those who
were seeking to do harm to others. In any of these situa-
tions, leading with aloha is the most powerful thing, and
it’s driven by love.

Cooper: That’s a strong message, especially when it’s com-
ing from people in uniform during battle time. What was
your background that brought you into a medical unit?

Gabbard: I had no background in any medical field
before I entered the military. I was basically trained in
administration and logistics and operations. So I worked
to serve our medics, our doctors, and our entire brigade
combat team. I served to ultimately ensure that our
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culture where this “aloha” spirit originates from. It is
what enables us to have this melting pot without the
divisiveness and the vitriol, and even some of the vio-
lence that we’re unfortunately seeing in some parts of
our country.

Cooper: With this philosophy, how did you deal with
going into harm’s way when you enlisted and were
deployed?

Gabbard: Well, you know, it’s understanding that as
we’re going into these other countries, in other parts of
the world with different cultures we may not have been
exposed to before, and that even in those situations—
especially in those situations—having this aloha and
respect and empathy for others is a powerful thing. This
is something that we experienced directly when I
worked in a medical unit. We were deployed to Iraq in
2005. It was the height of the war. When we first got
there, the unit we were replacing was experiencing very
high casualties; and we had a brigade combat team that
was close to 3,000 soldiers from all across Hawaii,
Polynesia and the Pacific.

One thing they noticed that was different when they got
there was, rather than immediately having an adversarial

Tulsi Gabbard speaking vet to vet 
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troops were getting the care they needed—that they had
everything possible if they were injured or if they were
casualties—and to get that care as quickly as possible,
to evacuate them out as quickly as possible, and also to
support some of the humanitarian missions that our sol-
diers took on.

Cooper: Do you have any—

Gabbard: Excuse me one second. (pause for important
political business) All right. All set.

Cooper: You didn’t have mute on. I’m kidding, you did
have mute on.

Gabbard: (laughs) I was saying all kinds of things about
you.

Cooper: (laughs) Well, that’s understood. Where was I?

Gabbard: About the medical unit that I served in in Iraq.

Cooper: Where I was going to lead into was TBI, trau-
matic brain injury. And then just recently with this
attack in Iraq. There’s now reporting that 40 or so of our
people have a TBI. Is there anything connected to that
story line that you feel like sharing?

Gabbard: It’s something we’re seeing in so many of my

brothers and sisters in uniform who have served or are
deployed to these different wars in different parts of the
world. They’re having these traumatic brain injuries that
went undiagnosed for a long time. There’s still a huge
lack of awareness and information about the impact that
this is having on people. 

I was deployed in 2005 when they weren’t testing for
TBI in the way that they are today. I think, even more
importantly, they’re now doing tests before and after
deployments, or before and after significant attacks or
events take place. So now you’re able to measure the
differences in someone’s cognitive ability and other
things to be able to best diagnose TBI. I think there’s a
long way to go to help prevent these situations as much
as possible, but where it’s not preventable, to be able to
treat them in the way that’s needed. This is something I
think we need to push forward further in the military,
but also within our country.

A friend of mine whose son is in high school playing
football—he’s also a wrestler and an amazing athlete—
has experienced a few concussions and what is now
being diagnosed as TBI. He fell into a seizure and was
unresponsive for a few hours. Now he’s going through
therapy because he’s having difficulty doing the most
basic things, like counting and identifying colors and
shapes and doing jumping jacks—the things he used to
be able to do without any issue whatsoever. He’s now
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working through this, and thankfully, there’s a facility
that’s able to help him. I think there are a lot of folks
who may have these same issues, but who are either
going undiagnosed or don’t have access to the kind of
treatment they need.

One area where I know there’s a lot of research being
done towards this—and where I think there’s so much
potential—is in the area of CBD and cannabis treat-
ment. There are studies being done with NFL football
players where if they’re treated immediately with CBD
after a concussion or the impact takes place, it drastical-
ly reduces the negative impact on their brain that that
injury would have had otherwise. We’ve got a lot of
work to do in this area.

Cooper: I came close to having a neurosurgeon who’s
part of our team on this call with us today. This will
sound strange, but he had a medical emergency. Oddly
enough, it’s his dog. They’ll have to put him down, so
he’s having a stressful time right now.

Gabbard: Oh, my gosh.

Cooper: He definitely wanted to be with us and talk
about TBI. The other issue is post-traumatic stress dis-
order. Can you talk about the experiences you’ve had or
the issues you’d bring to the forefront if you became
president?

Gabbard: I think the VA is an organization that has a
mission to protect and to serve the needs of our veter-
ans, those who go and are willing to sacrifice all for our
country. And, unfortunately, what we’re seeing is that
even after all these years, both in the post-9/11 era of
veterans and also the Vietnam and Korean war veterans,
the services are still falling short. This area of post-trau-
matic stress is one of the main areas where that’s true.
There continues to be a stigma around this, whether
people are willing to it admit or not, both within the mil-
itary and also of people who transition back to their
civilian lives.

I’ve experienced it through some of my friends who
have come home really struggling and having a hard
time finding the best place that can help them. This is
one of the drivers behind the continued rate of veterans’
suicides that we’re seeing in our country and shows that
we have to take a more holistic approach. 

This is what I would lead as president where, as a veter-
an, I understand in a deeply personal way who pays the
price for war and how heavy that price is. I will ensure
that our VA leaves no veteran behind, that every single
veteran gets the care they need. And as we look at post-
traumatic stress, there are many different levels of how
it impacts people on a whole spectrum—some very
extreme situations, some maybe less extreme—but
every person heals and finds their therapy and their path
forward in a different way.

As a VA, as a government, as a society, we need to be
able to help support that journey. I had a woman who
worked for me in my congressional office who’s a mili-
tary spouse and her husband had many deployments and
had been exposed to some of the most extreme environ-
ments and situations that had deeply impacted him. He
got to the point where he couldn’t fly. He couldn’t trav-
el. And they didn’t know what to do to help him. He
didn’t want to just take drugs to try to numb the pain.

For him, their breakthrough happened when they had a
plant that was dying on their front steps. He was home
and started watering the plant, taking care of the plant,
trimming the plant, and started to bring this plant back
to life. And he experienced—as well as his wife—saw
that that was awakening something in him that had been
lost for a long time. Long story short, now they have a
farm with many acres. He has found his path toward
peace by working the land and is inviting other veterans
there to come and join him and finding that connection
with the earth and growing food and plants as a way for-
ward for them.

Meditation is something others are finding helpful or
working with animals, horses, dogs, and other animals.
Even through surfing, actually. I’ve been surfing with
severely wounded warriors, disabled veterans, and oth-
ers who are finding their empowerment once again in
the ocean. It’s an incredible thing. We’ve got to support
this holistic approach to treating the root cause rather
than just seeing mental health treatment and treatment
for PTSD as something that can only be responded to
with more drugs.

Cooper: Can you share again about your gray and the
stress issue that we talked about earlier?

Gabbard: I get asked about the gray in my hair. It started
to go gray during my first deployment, and over the
years I’ve decided to keep it because of the reminder
that it brings to me of those who pay the price for war,
the cost of war. We’ll never forget.

Cooper: FYI, one of the things that our nonprofit does is
to work with Habitat for Humanity. We build homes for
families with disabilities of low income, and we access
volunteers with disabilities to build the homes.

Gabbard: Awesome!

Cooper: We’ve done one on the Big Island and one on
the North Shore. And then we access military people
with post-traumatic stress disorder, amputation, limb
loss, and the benefits that they get from volunteering,
sharing, and giving to others, which is what our psychi-
atrist talks about: the healing aspects of volunteering.

Gabbard: Yeah, absolutely. I can see that.
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Cooper: At some point, we’ll come back and do some
more work in Hawaii, so I hope we can stay connected.

Gabbard: I would love to be able to contribute and be a
part of that in any way I can.

Cooper: It’s an incredible multiple-win situation, for the
community, for the families getting a home, and for the
people we access who come out for the first time doing
something as tangible as building a home. In Baltimore,
there was an organization dealing with people who are
blind. They had a lot of volunteers come out who were
blind. We literally had people on the roof who were
blind building the roof. It’s amazing what can be done if
people put their minds to it.

Gabbard: That’s right. And you provide the opportunity.
There’s nothing more rewarding and empowering than
being of service to others. And what an incredible way
to be able to invite people with all different abilities to
be able to help contribute and experience that same
sense of deep happiness and rewards. That’s beautiful.

Cooper: I couldn’t have said it better! (laughs) You
should be our ambassador.

Gabbard: Not a problem! (laughter)

Cooper: Anything that you could share about the people
with disabilities within your platform?

Gabbard: Sure. I think there are some broad areas where
we need to do better as a country for those who have
different abilities. Employment is a big one. We have
someone in our own family who is currently employed
at Goodwill, but her options and opportunities are very
limited given the construct and the laws that we have
now—both in the limitations of pay and in what she and

others are allowed to be paid. In many cases, they can’t
even earn a minimum wage, which therefore then limits
a lot of the other opportunities that they would like to be
empowered themselves. 

Unfortunately, we still see a lot of discrimination in the
workplace. These are things that we’ve got to be able to
tackle. Employment, housing, education, and healthcare,
and even our criminal justice system. Unfortunately, we
have more and more situations where those who are
dealing with different challenges or mental health chal-
lenges get caught up in our criminal justice system
because our law enforcement officers are not trained to
recognize these different issues and to be able to divert
people in need to get the help they need. They instead
get caught up in a system that is ill-equipped to provide
the services necessary.

I think recognizing the lack of awareness and the lack of
resources and training needed to deal with them is the
biggest shortcoming across the board in all of those
areas I mentioned, rather than just saying, “Those who
have different abilities, OK, we’ll take care of you.” But
you’re segmented off on the side of the room or at a dif-
ferent table in a different room, rather than recognizing
the contributions they have to offer our country—just
the same as every other American should be recognized
and provided those opportunities to do so.

Cooper: Even with first responders. Do you know who
the actress Camryn Manheim is?

Gabbard: I don’t.

Cooper: If you see her, you’ll recognize her. She was a
pre-college student who was on a scene where there was
an accident. The person was on the ground and people
were trying to communicate with this person. And then

Tulsi Gabbard grew up in HI and is the 1st female combat veteran to run for president
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it dawned on them, “Maybe they’re deaf.” Camryn had
just taken a sign language course as a second language
in college. She went over and just happened to sign, just
to see, and sure enough, he responded.

Gabbard: Wow!

Cooper: So there’s a whole issue of not only the police,
but in all aspects of our society of how we have a ten-
dency not to think beyond what’s in front of us. It’s a
big issue, whether it’s deafness, blindness, whatever the
case may be.

Gabbard: That’s a good point.

Cooper: We got something from Elizabeth Warren and
Pete Buttigieg about what they would be doing around
disability policy. Have you been able to put anything
together on this issue?

Gabbard: We’re still working on putting together on
paper, in each of these areas, what my vision is for the
kinds of changes we need to see as a presidential plat-
form. These are issues that I’ve been closely involved
with and working on with legislation in Congress—
both cosponsoring bills like the AIM HIGH Act and
others and bringing voice to those who are my con-
stituents and others in the country who are still not
being represented at the table where a lot of these deci-
sions are being made.

Cooper: Can you talk to us about the AIM HIGH Act?

Gabbard: The AIM HIGH Act [H.R. 1772, the Accessi-
ble Instructional Materials in Higher Education Act], as
well as the Disability Integration Act (DIA) [S. 117 and
H.R.555], are two bills that we’ve been pushing for-
ward. I was proud to support the ABLE Act [Achieving
a Better Life Experience Act of 2014] that was signed
into law. Each of these bills help to improve the situa-
tion, but I don’t think they go quite far enough to
address the problems we’re facing.

Cooper: One of the issues I was thinking about—
because I know a lot of your key issues that separate
you from the other candidates— is the nuclear threat,
and how we get to these potential tipping points of
destroying each other. Yours is different and unique
because of your experience just recently with the alerts
in Hawaii. I don’t think many people on the mainland
are able to put their minds on what everyone on the
island was experiencing. While it was a false alarm, it
also was real to you and everyone. It was, in reality,
what could happen.

Gabbard: It was real because the threat’s real. That’s
why everyone reacted in the way they did. On that Sat-
urday morning in 2018 when this alert went out from
our civil defense agency saying, “Missile incoming to
Hawaii. Seek immediate shelter. This is not a drill.” 

At that moment, I think we all thought, “There’s just 15
minutes to live.” It said, “Seek immediate shelter. This
is not a drill.” Where is shelter to be found? I was in
DC that morning, but my parents and my family were
in Hawaii. I immediately started thinking, “Where can
they go?” And just like everyone in Hawaii, we had
college kids sprinting across their campus trying to
think about where there was shelter, not knowing where
to go, looking for a concrete building, something of this
sort, but not really knowing. It probably wouldn’t be
enough to protect them from a nuclear missile incom-
ing to our state.

A father lowering his little girl—probably seven or eight
years old—down a manhole, thinking maybe that would
be the only place they could find safety. And being con-
fronted with the reality of how our leaders have failed
us in putting us all, not only the people in Hawaii, but
people across our country, in a situation where we are
on the brink of a nuclear catastrophe. 

We’re seeing escalating tensions between the US and
other nuclear-armed countries like North Korea, Russia
and China, and yet even as the fancy civil defense sys-
tem tells us to immediately seek shelter, there is no shel-
ter. No shelter to protect us from the immediate blast.
There’s no shelter to protect us from the nuclear fallout.
No shelter to protect us from the years of nuclear winter
that would follow.

This brings us to the point you’re talking about, this true
wakeup call that we had in Hawaii, and that the whole
nation, and frankly the world, needs to recognize. Most
importantly, this is the reality we’re facing. It doesn’t
have to be this way. It will take strong leadership to
exercise diplomacy, to de-escalate these tensions and
walk us back from this brink of nuclear catastrophe so
that what happened to us in Hawaii does not have to be
the reality for every person, every family, every child in
our country. This event in Hawaii was the major thing
that started to get me to think about running for presi-
dent. It’s the reason why I decided to do so.

Cooper: It’s definitely a moment, a realization. Just the
fact that the system was wrong, that there was a glitch,
and that somebody on our side might respond and there-
fore trigger the whole domino effect, it’s like something
out of a movie. What movie was that—Peter Sellers?

Gabbard: Oh, gosh, I know what you’re talking about. I
can’t think of the name of it. But look at—what was it,
four days ago now?—The Bulletin for Atomic Scientists
just set the Doomsday clock 100 seconds before mid-
night because they recognize that whether it’s intention-
al or accidental, an unintentional start to a nuclear war, a
nuclear attack launched, it pushes us to the point where
we will see the destruction of our planet.

Cooper: We work with the UN on the CRPD, the Con-
vention for the Rights of People with Disabilities. I was at
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a private event where the ambassador to Israel was speak-
ing. We were talking about—and I’ve been to Israel and
Palestine and I see how the medical doctors out of Israel
are working with Palestinian doctors to help children with
CP on both sides of the fence, if you will, because kids
are a common denominator for everyone. We all want to
care for our children.—And when he started his speech,
the ambassador said that he thinks that maybe the com-
mon denominator to start all peace dialogues are our chil-
dren. And the fact that as adults we get jaded and we
think they’re the enemy. But when you start digging
deeper into the idea that we all love our children and want
the best for them, finding that common denominator will
always be difficult, but children with disabilities seem to
be the most heartfelt because parents want to do their best
for the quality of life for their children.

Gabbard: That’s a great point. That helps to see past the
polarization and the conflict and the tensions that in
some of these countries have been going on for genera-
tions, if not centuries. And that once we see through all
of these barriers, when it comes right down to it, all par-
ents do want to see their kids grow up and be safe and
have opportunities and live a good life.

Cooper: This was fun. I hope we stay connected, and
we’ll build something in Hawaii and you can be part of
that as well, and maybe I can go surfing with you and
your husband. I’m sure you’re definitely better than I.

Gabbard: What kind of board do you use?

Cooper: I have a custom board that is thicker and wider
because I’m older now. It allows me to be outside where
the longer boards would be yet it’s small enough that I
can catch a faster break wave and still maneuver a little
bit. But I can’t get air or do anything like that. Can you
get air?

Gabbard: No, I don’t. I’m more of a fun surfer than a
trick surfer or anything like that. I don’t get too fancy.
But a long-time family friend of ours—I’ll close on this
story before we go—he was in a motorcycle accident
when he was probably 18 or 19 years old and lost the
use of his legs completely. He’s a hard charger through-
out his life—very successful entrepreneur, small busi-
ness owner—and he basically created a moped or
motorcycle that he could roll his wheelchair up onto and
goes 45, 50 miles an hour over the highways in Hawaii.
Maybe they do this now everywhere, but he did this like
20 years ago. He’s created another thing where he basi-
cally just hooks an engine onto his wheelchair and is
able to go anywhere using that.

Long story short, in the last few years, he began to join
this organization I’ve been supporting for a long time
called Access Surf in Hawaii. They have different days
for veterans and others with disabilities. He started
going out with them, and in his early sixties, he discov-
ered a love of surfing in the ocean that he’d never expe-

rienced before. Now he’s doing all the research, coming
up with his own custom boards and catching waves and
eating it. He’s sending me pictures of himself with a
GoPro with this look of stoke on his face. He looks like
an 18-year-old boy, experiencing that sense of freedom
and fun and pure joy. You know that feeling you get
when you’re out in the water and you catch an amazing
wave? It’s incredible.

Cooper: So when this dust settles, if you don’t become
the president, where do you go from there? What are
your intentions? Have you thought about that?

Gabbard: I have not. My life is centered around finding
the way that I can best be of service to our country, and
no matter what happens, that’s what I’ll continue to do.
And maybe I’ll be your spokesperson, who knows?

tulsi2020.com

About US Representative Tulsi Gabbard

Born on American Samoa’s main island of Tutuila in
1981, Rep. Gabbard’s family relocated Hawaii, where
she grew up. She became the youngest woman, at age
21, elected at the time to the US state legislature, as
well the youngest person elected to represent the 42nd
district of the Hawaii House of Representatives. She’s
also the first Hindu member of Congress and the first
American Samoan voting member of Congress.

In 2004, Rep. Gabbard enlisted in the Army National
Guard and deployed to Iraq for a 12-month tour and
later served in Kuwait. Upon returning home, she
resumed her career in politics, first being elected to
Honolulu’s City Council and later re-elected to the
House of Representatives. Rep. Gabbard is currently a
Major in the Army National Guard Reserve.
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Wait! Come back! There is an easier way to understand
“blast effect” than the complicated equations that
describes the energy involved.
It’s all about forces and how they behave. (For the
physics geeks, I’m not getting into the relationships
between energy, momentum, and forces; let’s just call it
“forces” for the sake of this discussion.) Many of us
have seen the Indianapolis 500 race car that rolls over 3
times, wheels flying off and landing in a crumpled heap;
then the driver gets out and walks to the pits mostly
unharmed. Yet, when that guy didn’t stop at the stop-
light running into the back of our car only denting the
rear quarter panel, our back and neck was in crippling
pain for weeks!?
Forces behave unpredictably and counterintuitively in
“systems” like car crashes and bomb explosions. When
there is a change in the system (cars in a collision or
bombs striking a target) forces are redistributed, say
from moving the car down the road to crumpling the
rear quarter panel and injuring the tissues of the driver’s
body. Why in some situations more of the forces go into
one as opposed to the other is difficult to explain in any
given system (car crash, bomb explosion), but that’s
how it happens. Some systems, like safer cars, are
designed to direct more of the forces into destruction of
the vehicle rather than the driver (warning: don’t get in
a major collision driving a ’65 Cadillac – the car is like-
ly to fare much better than you will.)
Now, let’s examine the brain and the bomb shelter. The
extensive forces imparted by an exploding megaton war-
head are mostly obvious (i.e., a big hole in the ground or
a destroyed building), but the “blast effect” created is a
significant part of the forces imparted. The intense com-
pression of the surrounding air moves faster than the
speed of sound. These “forces” can be sufficient to 

transmit through the thick cement walls of some bomb
shelters and sufficient to pass through the individuals
inside. (For this discussion we are not including the sec-
ondary effects of shrapnel; surrounding debris and
parts of the bomb that are turned into penetrating items
like so many bullets that cause “penetrating” injury.) In
a confined space, the forces may toss the individuals
about, resulting in bodily injury. This may include vig-
orous shaking of the head causing injury to the brain.
The brain is both one of the most easily injured body
tissues and is suspended in a thin layer of fluid inside
the skull allowing for it to “float about” striking the
inside of the skull causing damage. 
However, with blast effect, no movement is required.
Even if a soldier is relatively shielded from the blast,
massive forces like those of ballistic missiles are suffi-
cient to transmit through bunker walls, through the skull,
and directly distort the “Jello-like” tissue of the brain,
resulting in injury to the cells (neurons) and thus symp-
toms of a concussion, including cognitive impairment.
While most post-concussion symptoms get better with
time and can be managed with simple things like
Tylenol for the headaches. There are many potential
symptoms of a concussion other than headaches, such as
blurred vision, ringing in the ears (called “tinnitus,” pro-
nounced “tini-tus”), and nausea, amongst many others.
As for the “cognitive dysfunction,” this includes diffi-
culty with short-term memory and concentration. This
often does not get much better and the soldier is left
with substantial impairment that precludes anything
approaching a normal life. There is little effective treat-
ment for brain injury and in general one just must
remain hopeful that things will get better with time, but
cognitive therapy is often provided and beneficial.

by Thomas Chappell, MD

Traumatic Brain Injury (TBI)
due to BLAST Effect! 
Even in a Bomb Shelter
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The Healing Powers of Dude
Sophie Kim is a 13 year old junior high student. She sings in the school
choir and enjoys spending time with her friends and her dog, Kiwi. Sophie’s
life changed last year when she suddenly became a professional actress.
Netflix decided to cast a young actress, who authentically uses a wheelchair,
in one of their new series. After a worldwide casting call by us (this is
explained in the article), Sophie won the role. 

“The exec producers of the show, and everyone on the production were so
mindful and accommodating and always wanting to make sure that Sophie
had everything that she needed to be comfortable on set and off set. There
was one day in the beginning where the primary entrance to the eating area
for lunch was inaccessible because there was a curb. I mentioned this to the
producers because I knew we were going to be shooting at that location for a
couple of weeks. When I got there the next morning they had poured an
asphalt ramp so that Sophie could get in. I was blown away that they had
taken care of it so quickly. That’s how they were with everything. It’s really

Sophie
KIM Netflix original series
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where Noah is so nervous about being at school that he
literally starts to sink into the floor and suddenly Dude
(his dog) comes running down the hall to save him.

Sophie: Oh! That’s awesome!

Melinda: They are such a great duo. And you are amaz-
ing. Is this really your first acting job?

Sophie: It is, yeah.

Melinda: You never did any theater before?

Sophie: Oh, it’s my first professional acting job. I did
two school plays before this.

Melinda: Do you have an acting teacher?

Sophie: Do I have a personal acting teacher? I do not.

Melinda: I’m only asking you this because I saw you on
The Healing Powers of Dude, and you’re really, really
good!

Sophie: Thank you!

Melinda: You look like a seasoned professional with

a credit to them as they were really conscientious about
making sure that everything was accessible and that
Sophie was included in everything. Really can’t say
enough about Erica Spates, Sam Littenberg-Weisberg
and Dan Lubetkin and everyone there.” stated Andrew
Kim, Sohpie’s dad.

ABILITY Magazine had been in touch with Andrew Kim
and for the first time had the opportunity to chat with
Sophie. At the age of two Sophie was diagnosed with
Ullrich Congenital Muscular Dystrophy. She has been
using a wheelchair since the age of four. Sophie is a
sweet, smart, articulate young lady, with a fun sense of
humor. She tells us all about her life on set as an actress.
Sophie also talks about why it’s important for the TV
and Film industry to cast actors with disabilities. 

Melinda: Hello, Sophie. I’m excited to meet you.

Sophie: Hi! I’m excited to meet you.

Melinda: I watched the first two episodes of The Heal-
ing Powers of Dude.

Sophie: Oh, you did?

Melinda: Yes. I laughed. I even cried at that scene

Andrew, Sophie and Eunice Kim after Sophie’s first school play
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Melinda: Yeah. I liked the little sassy edge you gave her.

Sophie: Yeah. (laughs)

Melinda: But a lot of heart.

Sophie: She does have heart, yeah. She’s very multidi-
mensional.

Melinda: I like that. Tell us how you got the part.

Sophie: I think it all started in February of 2019. My
aunt, who lives in New York, saw, well, I don’t know if
she saw the casting call directly, but she might have
seen an article about the casting call. They had called
for an authentic wheelchair role. There was an article
about that and she sent it to my dad via email. She was
like, “Sophie would be really good in this.” She said it
kind of lightly, like, “Yeah, that would be cool.” And
my dad sent it to me. He was like, “You know, you
should maybe try out for that.” I said, “OK.” I had never
auditioned professionally for anything before. I didn’t
know how to do it. I’d never looked for that kind of
thing before.

I was like, “Ha-ha, I’ll do this for fun, sure. Might as
well. It won’t take long.” I did it once with two of my
friends. Basically, we were supposed to self-tape some
of the scenes and then send them in online. And then I
redid it because I had more time on a sleepover with my
best friend. It was pretty fun to do. We had a lot of fun
making them. We were like, “OK, we made some chill
tapes. Let’s just send them in.” That was pretty much it.
And then we heard back maybe within a week or two.
They said to my dad, “OK, we really liked her. Could
we do a Skype call in person and have her run her
scenes with us?” So, I did a Skype call with the casting
directors and the producers. They said, “OK, that was
great.” They also made me sing something. I sang,
“Somewhere Only We Know.” It’s a really nice song.
I’ve liked that song for a while. I am in chorus at school.
We were having a concert that same day. I chose to sing
“Somewhere Only We Know”, because I was going to
be singing it in the concert. I think it went pretty well.
Then I got an email a little while later, and they were
like, “We really like Sophie.” They wanted to do an in-
person audition for real in LA.

Melinda: They were in LA. Where were you?

Sophie: I live in the San Francisco Bay Area. We decid-
ed to drive to LA. I went with my dad. We got to the
Netflix building. Everyone was really nice there. I met
the candidates for the other roles and the other girl who
was there for my part.

Melinda: Uh-oh, you met the competition?

Sophie: Yeah, but she was really sweet. It was cool.
There was another girl in a wheelchair there. I wished
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lots of experience acting.

Sophie: Thank you so much!

Melinda: This does not look like your first time at it at
all. You were great. You’re very strong, grounded, con-
fident, very real.

Sophie: Thank you, that’s so sweet of you!

Melinda: You’re very welcome. How did you prepare
for the role?

Sophie: The acting coach, Beatrice, helped me practice
some of the scenes and get into character. I don’t know.
I would say Amara is not too far of a cry from my per-
sonal character, so it wasn’t too difficult for me. But
yeah, I mean, in Vancouver, we did a couple weeks of
team-building and exercises. Before that I just had
school and I had to leave school two weeks early, so I
didn’t really have a ton of time to prep. But yeah, that’s
pretty much it.

Melinda: You did great. Did you have an on-set tutor?

Sophie: Yes. Beatrice was the acting coach for the kids.

Melinda: She was the acting coach and was she also the
on-set teacher? You had to have school time, correct?

Sophie: Oh, yes. The on-set teacher was Jenny—I forget
her last name. We just called her Miss Jenny. She was
the on-set teacher. She’s really sweet. Beatrice was the
acting coach.

Melinda: OK. You had an acting coach, and then you
had your schoolteacher on-set.

Sophie: Yes.

Melinda: How old are you?

Sophie: I’m 13.

Melinda: So you’re in junior high?

Sophie: Yes. Eighth grade.

Melinda: Awesome! Tell me the name of your character
again.

Sophie: Amara.

Melinda: You said you have a lot in common with
Amara, so it was pretty easy to get into character. What
do you have in common with her?

Sophie: She cares a lot about her friends. She’s kind of
sarcastic at times, a little sassy. But she does have a
really sweet side. I like that about her.
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her the best. It was really cool. It was just kind of a cool
experience.

Melinda: Were you nervous at all?

Sophie: Oh, I was really nervous! It’s not even like I had
been looking for this all my life or anything. It was just
like, you know, I’ve gotten this far and I really hope I
get this. When I’m nervous I talk a lot. There were peo-
ple who were managing the kids there. They were really
sweet and I was talking to one of them nonstop, rapid-
fire, the entire time until it was my turn.
I went in a couple of times to run scenes with the other
candidates. They were doing a kind of chemistry test.
That was interesting. I had never done it before, so I
didn’t know what it would be like at all. It was really
new to me.

Melinda: It was a whole new experience?

Sophie: Yeah. It was entirely new.

Melinda: When did you get the phone call that you got
the part?

Sophie: I didn’t get it directly. My parents got it. I was
in Disneyland.

Melinda: (laughs)

Sophie: Yeah, it’s pretty crazy, right?

Melinda: Where dreams come true!

Sophie: Exactly! I was there on a school trip. I was in
the hotel room with one of my best friends and I got a
text from my parents. It was a picture of them pouring
champagne.

Melinda: Cool!

Sophie: I was like, “Oh, OK.” And then they video-
called me. They said, “You got it!” And I was like,
“Whoa!”

Melinda: So you just went straight to the top, you didn’t
mess around. You just went straight to one of the
biggest streaming platforms out there.

Sophie: I know, it was really crazy!

Melinda: You didn’t do an independent film first, or the-
ater, or a little web series on YouTube. You just said,
“You know what? I’m just going to do Netflix!”

Sophie: Exactly, yeah, I guess so!

Melinda: Did you know ABILITY Magazine helped out
with casting your role?

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

 
 

 

    
    

  
   

   
  

 

 
 

 

       
       

 
    

     
    

   

 
 

 

     
    

   
   

   
  

 
 

 

 
 
 
   

   

 
 

 

  
  

   
   

 
 

 

    
    

   

 
 

 

       
       

 
 

 

   
     

 
 

 

 
 

 

Sophie Kim after her 2nd school play
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Sophie: No.

Melinda: Yeah. When Netflix casting was looking for a
young girl, who authentically uses a wheelchair,
between 9 to 13 years of age, they were having a prob-
lem finding young talent. They came to us and asked if
we could help. Through our network and connections,
ABILITY Magazine and abilityJOBS.com put the word
out and your father, along with hundreds of others, sent
us requests to learn more. We then gather the hundreds
of submissions and sent them to Netflix casting, and you
got the role!

Sophie: I didn’t know that. That’s really cool.

Melinda: Because from that effort, we’ve created
abilityE, which will be the new pipeline for the enter-
tainment industry to find talented actors with disabilities
and talent behind the camera.

I’m an actress myself. I’ve had opportunities in the past
to intern for different agents and managers, and learned
quite a bit. Here’s the deal. Lots of times in LA when
agents submit for a role, many actors are submitted.
Sometimes 500 to 1,000 actors will be submitting for
one role. In the case of your role, it was about 500. They
narrow it down to a few actors to come in and audition.
Then one of the 500 gets to have the role. You were the
one. How does that feel?

Sophie: That’s crazy, that’s really crazy! And I’m so
grateful.

Melinda: You earned it. You’re a good actress.

Sophie: Thank you so much!

Melinda: You know what I loved about this? Netflix
could have chosen any actress. An actress who maybe
doesn’t necessarily use a wheelchair. They could have
cast a typical actress and had her sit in a wheelchair and
do the part. Sometimes that happens. But Netflix decid-
ed to really go out and search for a wonderful actress
who authentically uses a wheelchair every day and gave
the role to her. What do you feel about that?

Sophie: I thought that was really great of them. I think it
means a lot to the community, because it means that
they really care. To do that, it makes their option a lot
smaller. It’s true. When I first read it, I thought, “That’s
the first time I’ve ever heard of that.” There has been a
couple roles with authentic disabled people playing
them, but it’s the first time I’ve ever heard, “This role is
just for authentic wheelchair users.” That’s really great.
I’m really happy that they did that.

Melinda: Kudos to Netflix! They’re pretty big. What
would you like to say to other production companies,

Netflix provided Sophie an accessible trailer during filming
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other networks, to encourage them to do what Netflix
did? Use more actors with disabilities.

Sophie: I would say that it’s the best thing you could do
for young viewers, because it would mean so much to
so many people. It’s just, when you’re part of a really
small community and you don’t see others like you out
in the world or even on the screen, it can be hard to
relate. You feel alone sometimes, you know? And to see
someone who goes through what you go through every
day, that means a lot.

Melinda: Very well said. Speaking of young people,
many of the young people I know may be aware of the
disability community, but they have very little contact
or experience with this community. When they do, it’s
not badly intended, but some may feel... awkward. Sim-
ply because they are not quite sure what to say or do, so
sometimes they avoid it. What do you have to say to
those young people?

Sophie: I would say, try to remain really open-minded
and try the best you can to be informed. Don’t make
assumptions. Don’t be afraid to ask questions.

Melinda: I’ve watched the first two episodes of your
show. I’m going to binge-watch the rest, because I love
it. So, I’m just speaking of the first two episodes. In the
first two episodes it appears that Amara is your every-
day kid going to school and she just happens to be in a
wheelchair. 

Sophie: Yes, and I think that was a good thing.

Melinda: They’re not making a big deal out of it, right?

Sophie: Yeah. That’s true.

Melinda: She’s just one of the kids.

Sophie: Yeah, she is. There are a couple of story arcs
that do address some of the struggles that she faces that
some of the other kids don’t face, just like with Noah.
But she is at her core just another one of the characters
and she has a unique personality. She has the same
struggles that an average middle schooler might face. I
think that was one of the best things they did for her
character.

Melinda: Mm-hmm. I think that the writing is really
good and strong. They brought in two characters, Amara
and Noah, who both have their own challenges. Tell us a
bit about Noah.

Sophie: Noah has social anxiety disorder. He’s been
dealing with it all his life. It makes it a little more nerve-
wracking for him to interact with others.

Melinda: What does Amara and Noah have in common?
What’s their bond?

Sophie: They both know what it feels like to be a little
bit on the outside sometimes and feel a little bit alone.
They show each other how to be brave in different
ways. That was the foundation of their friendship. They
help build each other up, because they understand how
it feels to be a little bit down and a little bit cast off
sometimes.

Melinda: Noah has a very unique friend, a buddy, who
helps him out. Talk about that.

Sophie: Yeah, Dude, I assume that’s who you’re talking
about?

Melinda: Yes.

Sophie: Noah has been home-schooled his whole life,
up until sixth grade. His therapist thinks it’s time for
him to start public school. Noah is a little bit afraid of
this, but he’s willing to give it a try. The first day he
goes, things start off a little rocky. The suggestion was,
“Maybe you should try an emotional support dog.” At
first he’s a little reluctant, but then he gets one, and his
name is Dude. (laughs) He was a lot of fun to work with
on set. Dude helps Noah calm down when he has panic
attacks. He’s a really good friend.

Melinda: What was it like to work with a dog?

Sophie: It was so much fun. Can you imagine my first
show I got to work with a dog? I’m a big dog fan.

Melinda: Your scene partner was furry and had four
legs. 

Sophie: It was so fun.

Melinda: What was his trainer like?

Sophie: His two regulars were a couple, Steve and
Gwen. They were the sweetest. I love working with
them. They were a lot of fun. Steve would always do
magic trick and stuff. I was kind of curious how they
would handle the dog, because like I said, I don’t have
any experience. Murphy, in a lot of ways, is just like a
regular dog. He loves to cuddle and he sometimes licked
me. It was really cute. He was fun. When I was in Van-
couver, I didn’t have my dog with me. I missed my dog
a lot, but I got to hang out with Murphy. Basically, dur-
ing scenes, you could see Steve or Gwen off to the side
of the camera with a long stick, with a treat at the end of
it. They used it to make Murphy look in certain direc-
tions. Sometimes they’d do a certain hand motion and
he’d do a trick. He was really well trained.

Melinda: He was definitely a very strong character in
the show. They have him doing so many neat little
things that went along with the story. How about the
man who does Dude’s voice, actor Steve Zahn?
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Sophie: I haven’t met him, but I have seen him in a cou-
ple of films. I believe he was in Daddy Day Care. That
was one of my childhood favorites. He played the dad
on the original Diary of a Wimpy Kid movies. I watched
those, and I read the books. That was one of my favorite
series as a kid. When they cast him, I was like, “Wait, I
know that name!” I believe they casted Steve Zahn after
I left on tour, so I never got to meet him.

Melinda: Oh, so they did the voice of Dude later?

Sophie: Oh, yeah.

Melinda: They didn’t even know who was doing his
voice at the time of filming?

Sophie: No, they didn’t cast him until after. On set, they
had a guy fill in for Dude’s lines. His name was Ed
Witzke. He was a lot of fun to work with. He never
played any of the human characters. He actually does
play Stinky Pete on the show. There’s one part where
there are all these dogs that Murphy used to hang out
with before he became domestic. One of them was
named Stinky Pete. That’s who Ed played. He filled in
for all of Dude’s lines temporarily while we were run-
ning scenes. He did the voice. He was a lot of fun to
work with.

Melinda: It seemed like fun. In many restaurants around
LA, I have seen service dogs and comfort dogs. What
do you think about the role of those dogs?

Sophie: I think it’s really important. In a lot of ways,
any dog provides emotional support, but these dogs are
specially trained to give you as much care and love as
you need. They help people every day. I love that there’s
a show made about an emotional support dog.

Melinda: You said that you have a dog. What’s her
name?

Sophie: Kiwi, like the fruit.

Melinda: I love it. I’m sure Kiwi is your buddy and
probably gives you a lot of support too. 

Sophie: Definitely. She is not certified service or emo-
tional support, but I love her very much.

Melinda: Does your mother have anything to say?

Sophie: Yeh. This is my Mom, Eunice. 

Melinda: Hi, Mom!

Netflix quickly made Sophie an accessible sound studio
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Eunice: Hi, how are you? Nice to meet you.
Melinda: Your daughter is amazing. You must be so
proud.

Eunice: We are incredibly proud. She did something that
was, in retrospect, kind of scary and really ambitious. I
didn’t know how it would turn out. She was working
nine hours a day on the set in a foreign country. I’m so
proud of her. It’s a new world to be a professional. She
was only 12 when we started filming.

Melinda: What you did would make the average adult
actor shake in their boots.

Eunice: (laughs) That’s right.

Melinda: Where are you from originally?

Eunice: Our ethnicity, Sophie and I are Korean. I was
born here in the San Francisco Bay Area, and Sophie
was born in Chicago.

Melinda: Chicago! I grew up on a farm outside of
Chicago.

Sophie: Oh, awesome!

Melinda: Have you been to Korea?

Sophie: I am third generation. I’ve never been to Korea.

Melinda: I’m third generation from Poland. That’s
something we have in common. We’re both third gener-
ation here, yay!

Sophie: Yay!

Melinda: Mom, did you go to set with Sophie?

Eunice: A couple of times. Sophie had a wonderful
assistant, her name is Emily, who would help her on set.
That was amazing to have an extra set of helping hands.
The production company that produced, The Healing
Powers of Dude, was amazingly thoughtful about how
they adapted the set to her needs. Every step of the way
they asked questions proactively to make sure every-
thing would be accessible. They had two trailers. One
trailer was where Sophie could rest. It had a big bed, a
TV, and a kitchenette. I don’t think she used it too
much. Then she had a hair and makeup trailer. Both of
the trailers had a giant ramp going up the back. It was
really interesting. We had lots of conversations about
the restroom and the hair and makeup trailer to make
sure it all worked. You could tell that they were doing a
lot of it for the first time.

Melinda: They were learning.

Eunice: Yes.

Melinda: I was going to ask you how wheelchair
accessible they made everything.

Sophie: It was really good.

Eunice: They did a great job.

Melinda: So, it was definitely a learning experience for
them?

Eunice: Yes. They told us that there were no trailers that
are inherently wheelchair-accessible, they had to make
modifications.

Melinda: That’s been an issue that ABILITY has been
talking about to the industry. Sounds like Netflix figured
it out. They made it happen.

Eunice: They made it work. They helped us find hous-
ing in Vancouver. That was really important, because
they initially said that the filming was going to be in
Atlanta, Georgia. We were getting all set to go to
Atlanta. Emily, the assistant who helped Sophie out, is a
nurse by trade. We were trying to get her a nursing
license in Georgia, so she could come with us. Literally
two weeks before we were supposed to be there, they
were like, “Hey, we’re going to Vancouver instead!” We
were like, “What?”

Melinda: Welcome to the world of production.

Eunice: That’s right! So of course, our first thought
was, “Where will we stay?” Because finding wheel-
chair-accessible housing is not easy, and it’s not a town
we know. They were wonderful. They found the hous-
ing for us. They were also taking videos of the whole
space and everything to make sure it would work out.
That was really helpful. Even on the set, they were
very careful to build ramps wherever Sophie would
need them. They put down things to cover the cables,
so her wheelchair could easily go over them. Some of
the cables are really big that they use for the equip-
ment. They tried to make sure she could come and go
easily.

Melinda: That is so great to hear. I hope more produc-
tion companies follow suit. Netflix has raised the bar.

Eunice: We were truly amazed by the level of dedication
to make it accessible for Sophie. We were like, “Wow, if
real life were like this—” (laughs) It’s like, the minute
something was a problem, within hours it would be
solved.

Melinda: You were more than just a Mom this time. You
were a stage mother. What was it like to be a stage
mother?

Eunice: (laughs) I feel like I was in denial initially. When
Sophie was auditioning, I was like, “I don’t know 
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if this will work out. How will it all come together?”
And when it happened, we were like, “Wow, this is such
an amazing opportunity.” Our family, we don’t know
anything about this industry, or we didn’t know any-
thing until this started. It was pretty scary. There was at
least one family member along to help us along the way.
Before Sophie went for the final audition, they told us,
“Do you have a talent agent? There needs to be some-
body who negotiates her contract before the final audi-
tion.” We were like, “We barely know what a talent
agent is! Of course we don’t have one!” (laughter) So
we were racking our brains, because they said, “Go find
yourself a talent agent before the final audition.” And
we were like, “OK.” It turns out that I have a cousin in
LA, whose husband is the president of Abrams Artists
Agency. Of course, we called him up and said, “Hey,
this crazy thing is going on.” (laughs) And he was like,
“Don’t worry, we’ll take care of you!”

Melinda: Wow, just like that. 

Eunice: Yeah, exactly.

Melinda: So basically, you got a series regular role, an
agent, and your SAG/AFTRA card all in the same year.
It can take several years for actors to accomplish all
that. But not Sophie. She’s like, “I’ll just do it all right
now.” (laughter)

Eunice: That was really instrumental, because you had
to negotiate the whole contract before going to the final
audition. My biggest concern was the accommodations
we would need to request as part of her employment.
We didn’t even know what to expect on a set. We’d
never been in that situation. We had to do a lot of think-
ing about that. The agency was really instrumental in
that. It worked out really well.

Melinda: Does this particular agency specialize or have
a division for disability actors?

Eunice: No. If they do, I’m not aware of it. They have a
very strong youth department, it just so happens, so they
have been working with a number of younger actors and
are at least familiar with some of those needs. They
worked with us to ask about accommodations for hous-
ing and travel and what we needed on the set for her to
be comfortable. They asked a lot of questions to help
make sure she would have everything she needs as part
of her new gig! (laughter)

Melinda: And mom’s got the lingo down, the “gig!” It
sounds like you had a great team around you.

Sophie: We did.

Melinda: Do you plan on doing some more acting in the
future?

Sophie: I don’t know, honestly. I really don’t know.

Melinda: Is it something you like?

Sophie: I really enjoyed it. I would be happy to do it
again. If there’s another season of this show, I’ll defi-
nitely be there. I’m not sure. At this point I haven’t been
actively looking, but I don’t know, maybe in the future.
Right now I’m just in eighth grade, you know?

Melinda: You’re busy being an eighth grader, as you
should be. Let me ask you this question. The Healing
Powers of Dude was a whole new life experience for
you and your family. What did this experience teach
you? What did you learn about yourself that you didn’t
know before? 

Sophie: Hmm. I think I learned that I really like being
part of a story. It was really fun. I kind of got scripts as I
went, so by the time I got to Vancouver, I still hadn’t
read through the entire series. As I was reading, I said,
“This is really interesting. I can’t believe I’m going to
be a part of this story.” I’ve always been into stories in
any form, like in a TV show, in a movie, in books. I like
to write, too. I found it really interesting to be a moving
part of this story. At its core, that’s what it is.

Melinda: What message do you hope that story con-
veys?

Sophie: Its main messages are be kind and friendship is
magic! (laughs)

Melinda: Aw! Yes, it is!

Sophie: Yes, although I won’t be singing the “My Little
Pony” theme song right now. (laughter)

Melinda: You do sing in the show. I want to hear your
singing voice. 

Sophie: The singing parts are in episodes 5 and 8. 

Melinda: You are a talented, smart young lady. I’m glad
we could meet you.

Sophie: It was nice to meet you, too.

Melinda: How can people find you? Are you on Insta-
gram, Facebook?

Sophie: I do have social media, yeah. I’m on Facebook,
Twitter, and Instagram. @iamsophiekim.

Melinda: Thank you again, Sophie. I gotta get to binge
watching the rest of The Healing Powers of Dude.

Sophie: That would be really cool, thank you!

@iamsophiekim
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JORDAN
Although growing up in mid-20th century schools of Toronto was challeng-
ing, Marc Jordan wasn’t diagnosed with dyslexia until much later in life. His
attitude of “make it work” led to a career as an award-winning singer, song-
writer and producer. Jordan has a lifetime of accomplishments, performing
his own music and writing for superstars like Cher and Rod Stewart.
ABILITY’s resident opera singer, Lia Matirosyan, talked to Jordan about his
career, how love of music framed his artful life and how the music business
is evolving. Jordan shared great bits wisdom and glimpses of how his chil-
dren are following their own dreams.

Martirosyan: Are you writing songs, or just recording what you come up
with?

Jordan: I’m recording.

Martirosyan: And then someone else transcribes it.

Jordan: Someone will do a basic chord chart. You don’t really do that unless
you’re doing music scores and things. They actually don’t even use chords,
they use a number system.

Martirosyan: What do you mean?

Jordan: Well, if I write out a chart for my band, I’ll write F-7, bar G, bar D-
minor. But in Nashville, they can go, 6, 4, 3+, 2, 1.

MARC
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Martirosyan: That’s interesting.

Jordan: Yeah, they don’t have any musical scores. And
those guys are incredible. They’re called number charts.

Martirosyan: They just came up with that years ago?

Jordan: I think they did, yeah.

Martirosyan: They got tired of learning the—

Jordan: Yeah, I think that’s probably it. But you know,
some dyslexic people can see colors. I don’t, but I paint.

Martirosyan: That’s right, you do paint. Have you
always done that, or did it recently surface?

Jordan: Well, I love art. I started doing it again about
seven years ago. I started painting to take breaks—sort
of a cleanse your power or something—I don’t know. I
call it flat music, and it is for me. 

It’s just—You know, songs have color and texture and
architecture and all those things that paintings have.—
It’s the same thing to me. 

Actually, when I got diagnosed, I didn’t realize I had it
until my daughter was diagnosed.

Martirosyan: Wow.

Jordan: I read her report and I went, “Uh-oh, that’s me.”

Martirosyan: At what age was she was diagnosed?

Jordan: She was in grade three, I believe.

Martirosyan: Where do you see the difference between
when you were in school and put into that category and
what they’re doing with her education?

Jordan: Big difference. First of all, she wasn’t stigma-
tized. They helped her. They suggested to us that we get
her tested. So, we did. They helped like that. And so, we
had the knowledge; and we got her help. We sent her to
a different school, a small private school, and they
worked with her. 

She’s a much better reader than I, but she struggles a lit-
tle bit on computers. The digital revolution is hard on
people like me because everything has to be read. I was
very happy to pick up the phone and make notes on
what a conversation was. Texting, all that stuff is good
for something, but I don’t get a lot of information from
a text or anything I read.

Martirosyan: Nothing? 

Jordan: When email started, I would hear the tone of
voice in my head. I would sometimes get the wrong

intention because I was hearing an angry voice, not real-
ly getting it. The digital world is tough for me.

Martirosyan: You could use emojis.

Jordan: Yeah.

Martirosyan: We just did an article on how certain peo-
ple are using emojis, to the point of, they’re even being
used now for people who have become nonverbal
because of dementia. The emojis are allowing them to
start communicating.

Jordan: Really!

Martirosyan: It’s more than just a smiley face. It’s a
form of communication.

Jordan: That’s interesting. My aunt, I guess, had demen-
tia. She lost her speech. But she could sing. She would
ask for stuff, but she’d have to sing it. Isn’t that wild?

Martirosyan: There are a lot of studies going on that
involve bringing people’s memory back through music,
with dementia and Alzheimer’s. Really cool stuff about
how our brains take in these different waves and memo-
ry, music being switches to a core part of our soul or
whatever. As humans, music is a language, too.

Jordan: And rhythm, and then I guess chanting. Melody
is a language. It’s communicative. Because if you’re not
saying the same thing with your words that the melody
is saying, you’re losing the message. And the rhythm.
You can only say certain things over certain rhythms.
That makes sense. And you can only say certain things
over a certain melody. You have to tap into those
ancient languages, I suppose.

Martirosyan: Do you know Quincy Jones?

Jordan: Yeah.

Martirosyan: Did you ever talk to him about this? He
gets really deep in the frequency of the earth.

Jordan: No, I’ve never talked to him about that. Well,
I’ve written for all the old dudes.

Martirosyan: (laughs) We want you to name-drop.

Jordan: My first cover was with Diana Ross and Cher
and Rod Stewart. I wrote lots of stuff for him.

Martirosyan: How did you get into the business?

Jordan: When I heard Bob Dylan, I knew I could do
music. And he was successful. I wanted to be success-
ful. So, I just started writing and started playing clubs in
Toronto.
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Martirosyan: Your original music?

Jordan: Well, at first, no. And then I’d sneak it in. And
people liked it. People came to hear it. And then people
lined up to see it. And that’s when the record compa-
nies, you know—and their guys would go and look for
where there was a line-up. That’s how they used to
make decisions.

Martirosyan: Yeah, those were the good old days!

Jordan: So, I got a record deal.

Martirosyan: That must have been exciting!

Jordan: Yeah, luck. It’s the best. Make shit up and peo-
ple pay you! (laughter) So I did that, and I got a Canadi-
an record deal. I didn’t realize that that’s nothing. That’s
a very small market.  I knew I would have to go to the
States if I wanted to take it to the next level. 

So again, I got a publishing deal out here with Warner.
For various reasons, my records did OK, but they
weren’t big hit records. I had hits in Canada, in Spain or
something, but I didn’t have a big American hit. But
other artists heard my songs, and they started recording
them. And then they would have a hit.

Martirosyan: Did you get royalties from that?

Jordan: Yes. In those days you got royalties.

Martirosyan: Meaning now we don’t?

Jordan: No. Everybody gets music for free now. I’ll give
you an example. Do the math.

Martirosyan: I don’t like math.

Jordan: (laughs) I don’t either. I had a song on that big
Cher record “Believe,” her big comeback—one of
them—that sold 20 million records. And because royal-
ties were a thing that they sold, a disk—they were plas-
tic salesmen, in a way. That’s what the model was.—So
they would pay us eight cents a song for every record
that was sold. You would split that with your publisher,
so four cents times 20 million. That’s good—800,000.

So now, instead of eight cents for a stream on Spotify,
which is how people hear music a lot of the time, it’s
.00004 cents.

Martirosyan: Stop it!

Jordan: So, you have to have, like, 100 million
streams—not easy to get—in order to make 20 grand or
so. So the math is crazy now.

Martirosyan: So, where do musicians make their
money?

Jordan: Live.

Martirosyan: I prefer that. I don’t like recordings. I like
being out among people.

Jordan: Oh, yeah. It’s fantastic. It’s very hard to do that
for your whole life. And it’s expensive. The artist pays
for everything. So, you’ve got to pay everybody. If you
go out and concerts don’t sell out—it’s a big financial
risk. But if you’re a huge star, you can do it. Rod Stew-
art, when he comes to Toronto, sells 35,000 tickets.
They put him in a hockey rink that sells booze. 

Martirosyan: Is it better to be a songwriter these days
than a musician?
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Jordan: Well, that’s a good question.

Martirosyan: They’re more appreciated now, I think,
and there isn’t any risk, right?

Jordan: There isn’t risk. But if you rent a hall and you
rehearse your band, and you go and play, it’s very linear.
That’s what you’re doing. And you advertise it; and
people will either come or they won’t. As a songwriter,
you can sit in your room and write songs for 20 years
before anybody will pay attention. 

They’re both difficult. They both have risks. They’re
just different risks. I do maybe 20 or 25 concerts a year,
but they’re not big money-makers. They don’t make me
a lot of money at all. But I think of it as being part of a
songwriter. To play—this is getting a little bit arcane—
but you have to write. You’re writing for someone. You
have to write for where they play as well. That’s a hard
thing to understand.

Just like when you play a concert. You have to play the
concert hall. You have to fill the space, and you mustn’t
overfill or underfill it. This is why you’ll rarely see a
funk band play an arena. It just sounds like mud. It
doesn’t work in the space. It’s more club music, so they
play smaller venues. Because by the time it bounces
back off the wall, in a big theater, there’s too much
incrimination.

I wrote “Rhythm of My Heart” for Rod Stewart. It’s
basically a folk song. It’s got about six chords. It’s a
folk song, very primary. You can play it in an arena, and
it works. But intricate stuff that has a lot of pop to it,
that’s different. When you write it for somebody, you
have to write it for where they play as well as the radio.

Martirosyan: If someone writes a song and somebody
picks it up to play, do you, the songwriter, get money
every time that song is sung?
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Jordan: Theoretically you get a royalty when they do it.
It’s very small.

Martirosyan: Let’s say I went out and sang a cover song
in a café, how does that work? Would I owe money to
someone?

Jordan: You would—the venue pays it.

Martirosyan: Oh, really!

Jordan: You don’t pay it. It’s a blanket license that
venues that hire live musicians pay per year. It’s a lump
sum. And then there’s a log of what song it is.

Martirosyan: Oh, I didn’t look it up.

Jordan: It’s sort of complicated. It’s not really that effi-
cient, but that’s how it works.  (laughter)

Martirosyan: Twenty-five concerts a year, is that here or
also in Canada?

Jordan: Mostly in Canada. When I was here for 17
years, I didn’t really play live much, hardly at all. I was
just in the studio, basically writing songs. But I love to
play. I didn’t used to love to play, but now I do.

Martirosyan: That’s good.

Jordan: Yeah, I love it.

Martirosyan: What are you doing in LA now? Other
than seeing us?

Jordan: I have people I write with here. I’ll do some
writing. And I like to see my old friends.

Martirosyan: Thank you, even though we just met.

Jordan: (laughs) Now we’re doing a record together. 

Martirosyan: Do you have all the songs ready?

Jordan: We’re doing it by half and half. Some original,
some a different take on songs that are already written.

Martirosyan: When you say you’re working with some
of your writing partners, how do you choose your part-
ners? 

Jordan: That’s a good question. I don’t really work with
new people much. I guess because it’s easier to work
with people you know. When things get produced, I
work with different musicians and different producers
who bring a different aesthetic, maybe, to the party.
But, essentially for the writing aspect, I usually work
with people I have a history with. I’ve got to say it’s
just easier.

Martirosyan: If you worked with some new people, then
you’re possibly opening the doors to people who have
not been able to break into the industry and who may be
really creative? I always feel like inspiring journalists,
and to do what we can to get them published.  

Jordan: I would say it’s a little different in music
because young people probably don’t want to work with
me.

Martirosyan: Well, that’s true. That was the first thing I
thought. (laughter)

Jordan: Yeah, I know. I could see it in your eyes.
Because the aesthetic is different. And it’s hard for me
to communicate in a way (that) young songwriters need
to communicate. 

Martirosyan: You would need an old soul to work with,
no matter what their age?

Jordan: Yeah. And there are those people, but it’s more
difficult. And then the production is different, too. I
would rather write a song the way I know how to write a
song. And then, if someone wants to take it and produce
it in a more modern way, that’s easier. Rather than to try
to put my head in that space, because it would have to
be something I’ve learned and not feel. I don’t feel
modern the way rhythm is worked into a song now.

Martirosyan: Is there rhythm? (laughs)

Jordan: Yeah, lots of it. Let me think how to put this. I
think of rhythm organically. It comes from what we do
organically with our limbs. It’s hard to explain. But
rhythm in modern pop is more manufactured because
rather than get it from the human ergonomic thing that
we do with our bodies. They are also employing technol-
ogy in a different way. We did, too, but we were just
recording what was happening. They are manipulating it.

Martirosyan: Yeah.

Jordan: So, they’re doing things that don’t feel organic
to me. I find it hard to write that. But if you take some-
thing that is a fully formed song, you can take it—and
then manipulate it—and make it more modern in con-
text than maybe I felt it. I’d rather go at it that way. I’m
always taking the easy road.

Martirosyan: Are your kids approaching music in that
more fluid way that you’re into, or more techie?

Jordan: A little bit of both. My daughter’s more. My
son’s more a techie, but very organic in his way. You
can hear him on Spotify, Ezra Jordan. He’s wonderful.

Martirosyan:  And what’s our daughter’s name?

Jordan: Zoe Sky Jordan. She’s a little more out there.
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Her last single was “I Don’t Give a F***.” (laughter)
Martirosyan: It’s a classic.

Jordan: (laughs) It was huge on radio. 

Martirosyan: How do they write out “f***”? I don’t
think you can publicly just play that, can you?

Jordan: You can—you might not be able to in America,
but you can on Spotify. That’s their world. Spotify.

Martirosyan: F*** yeah.

Jordan: F*** yeah! (laughter) F***in’ Aye. She’s an
interesting girl.

Martirosyan: Sounds like a firecracker. And she plays
instruments, too?

Jordan: Guitar and a little piano. 

Martirosyan: Have you produced music together as a
family?

Jordan: We’ve done a couple of shows together, radio
shows.

Martirosyan: Will you take it on the road? Have you
thought about it?

Jordan: My wife’s thought about it.

Martirosyan: And she said, “F***, no!” (laughter)

Jordan: Yeah. My kids don’t want to. They—you know.

Martirosyan: They want to explore their solo careers.
They’ll come back to it.

Jordan: They will when they have kids. They’ll get it.
But I don’t want to—If my dad ever said, “Why don’t
you come and sing with me?” I’d go, “What the?”— I
regret it now.

Martirosyan: Absolutely.

Jordan: But I never would have done it. He never asked,
but I wouldn’t have done it.

Martirosyan: Did he collaborate with any of the folks
from that era?

Jordan: My dad? He wasn’t a writer.

Martirosyan: I mean with singers.

Jordan: Oh, yeah. He did some opera collaborations. He
would do Christmas specials that were broadcast.

Martirosyan: Would you ever collaborate with classical
singers?

Jordan: Sure, I would. (to be continued?)

marcjordan.com

Marc Jordan speaking with Lia Martirosyan
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1. Actress who is legally blind and works as an activist for peo-
ple with disabilities, goes with 8 down
5. Like Mother Teresa
10. Oz's ___ man
11. The first wheelchair riding actor to be nominated for a Tony, 2
words
12. Cordon ___ chef
15. Family
16. Emeril's catchword
18. Hurricane center
19. See 5 down
21. It's stranded in the human body
22. Period of history
23. Volcano in Italy
25. RV maker that now offers wheelchair accessible RV's
28. Communicate
30. "Forrest Gump" star
32. U2 singer who has performed many times for charities
33. Talk, talk, talk
36. Listener
38. China's "palm girl" - 2 words
39. Brad Pitt played  __  Smith
40. Seating section
43. YouTube phenom in a wheelchair who won Oprahs' Your
OWN show competition, 2 words
44. Makes more serene
46. Yoga class need
47. World's longest river
48. "Lord of the Rings" character

D O W N

1.`Business degree
2. Film about the life of an autistic savant who can count cards
3. Crooner, Van Dross
4. Draw forth
5. "The Theory of Everything" writer- goes with 19 across
6. Jordan's nickname
7. Well-liked
8. See 1 across
9. Partner of Crosby, Stills and Nash
13. German for the
14. Clean, as a deck
16. 2017 film about a man with polio who fought to live a fulfilling life
17. Hard-working bug
20. Fields of expertise
24. ___-Seltzer
26. ''Be there ___ minute''- 2 words
27. Wheelchair actor who acted in "Weeds", Toby ___
29. Expressing feeling
31. Like-minded, as in ___ spirits
34. Adaptive athlete who came in 2nd at the Rebelle Rally, ___
Behrend
35. She had a big hit with "No One"- ____ Keys
37. ___ premium, 2 words
38. Paul McCartney's group
41. What?
42. "Redhead" on "Sesame Street"
43. ____ Buddhism
45. "The Six Million Dollar ___"

ABILITY 67
answers on page 68
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2020
M-Enabling Summit

9th edition

Promoting Accessible Technologies and Environments

Organized by:

June 22 - 24 | Washington, DC

m-enabling.com

Register Today!
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Yes, You CAN!
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• Learn tips and life hacks at workshops
• Build independence with the latest products
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• Embrace your abilities through dance
• Get answers from the experts
• Change the game with new tech
• Open doors with service animals
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• And so much more!
• Access facts on therapeutic cannabis
• Embrace your abilities through dance
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Register online today. It’s free!
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