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6 ABILITY

We met with everyone the night before and everyone
was excited to start shooting the next day. When I
woke up I was not feeling great, not sure if it was the
weather (cold and rainy compared to hot and sunny!).
My mom drove us to the dunes in the hopes that I could
rest up and feel better. The dunes were beautiful I have
never seen anything quite like it. The motosport team
picked me up a bike from Husky and they put a sand
tire on it. I have never ridden in the sand like that
before it was a challenge, but a lot of fun too!

Unfortunately, the weather did not cooperate and it was
cold, windy and rainy! Now I know what the swimsuit
models feel like when they are filming at a beach in
January and have to sit in the water and make people
think it is 90 degrees! Haha….We shot all day and
they had drones and side by sides out in the dunes. I
havenʼt seen what anything looks like, but I hope it
turns out. At the end of the day I was exhausted and not
feeling good at all so my poor mom and to drive back
the 3.5 hours while I slept next to her.

We had a 6am flight out the next morning, so we were
at the airport at 4:30. We had just got back to the gate
when they announced the flight was cancelled. So of
course we missed our connecting flights!

Argh flying…we were suppose to get in at 5pm with
one connecting flight. We wound up getting in at mid-
night with 2 connecting flights and some running to the
gates to make the flights! I sat down when we were
getting our luggage and my
mom watched a woman walk
off with our luggage!

Apparently we had the same
kind of bag, so we had to have
the airlines call her and wait
for her to bring the bag back!

Argh traveling! Enjoy the sum-
mer hope to see you at an AF67
MX class this fall.

hew, hot summer so far! Florida has been swel-
tering, but I still love it here. My family and I
kicked off the summer by heading down to Orlan-

do and hitting up some hotels, so we could hang out at
the amusement parks. Universal opened up a new
“economy” hotel and we wanted to check it out. It is a
nice little hotel, especially if you have a big family or
you are with a bunch of friends because they have a
mini suite that is really cheap with a separate room. We
had a great time celebrating 4th of July down there if
you are in Florida you should definitely check it out.

I have moved my class schedule out of the beginning of
summer to the end of summer and the beginning of fall.
So no classes for me until the end of August then I am
hitting the East coast instead of going out west like I
normally do. Iʼm excited about this since I wonʼt have
to travel so far and I can just take my bike in my truck
with my trailer. It should be a lot of fun.

I was just recently in Oregon filming a short commer-
cial for Motosport.com. It was me and Tarah Geiger.
We were filming a segment called “Breaking the Mold”
and it is suppose to air during the outdoor races. My
mom and I had to fly into Oregon because they filmed
it out at the dunes. Tarah only lives 4 hours away so she
got to drive in. Lucky her aha….like usual the flying
got the best of us!

There were two airports in Oregon to choose from and
it didnʼt matter which one we still had to drive over 3
hours to get to the photoshoot site. We flew into Med-
ford because there are a bunch of wineries there. Of
course things did not go according to plan and we got
there later then expected! That didnʼt stop my mom and
me from rushing to at least one winery before they
closed at 6! The next morning we woke up way too
early (we were still on Eastern time!) and sat at the
hotel until the wineries opened and we could start out
3.5 hour drive to the dunes! We hit up some beautiful
places and met some wonderful people who sure did
know a lot about wine. Oregon is beautiful and the trip
out to the dunes was stunning.

afmxschool.com
ashleyfiolekmxcoach@gmail.com
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>> Choose from 4 benefit levels - up to $25,000!

>> Rates “lock-in” at the age you apply - never   
 go up again!

>> Call for your FREE all-by-mail application packet!
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Now, from United of Omaha Life Insurance Company and Companion Life Insurance Company...

This is a solicitation of individual insurance. A licensed insurance agent/producer may contact you by telephone. These 
policies contain benefits, reductions, limitations, and exclusions to include a reduction 
in death benefits during the first two years of policy ownership. In NY, during the first two years, 
110% of premiums will be paid. Whole Life Insurance is underwritten by United of Omaha Life Insurance Company, 3300 
Mutual of Omaha Plaza, Omaha, NE 68175 which is licensed nationwide except NY. Life insurance policies issued in NY 
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state equivalent (7780L-0505 in FL, 828Y-0505 in NY).
*Ages 50 to 75 in NY. 
**In FL policy is renewable until age 121.
***All benefits paid would be less any outstanding loan.

Plus...
Proceeds paid directly to your beneficiary

Builds cash value and is renewable up to age 100!** ...  

Then automatically pays YOU full benefit amount!***

Policy cannot be canceled – EVER – because of  
changes in health!

Whole Life Insurance.

Our graded death benefit whole life insurance policy can be used to 
pay funeral costs, final medical expenses...or other monthly bills. 
You know how important it can be to help protect your family from 
unnecessary burdens after you pass away. Maybe your own parents 
or loved one did the same for you. OR, maybe they DIDN’T and you 
sure wish they would have! 

The important thing is that, right now, you can make a decision that 
could help make a difficult time a little easier for your loved ones. 
It’s a responsible, caring and affordable decision. And, right now, it’s 
something you can do with one simple phone call.

You may have been putting off purchasing life insurance, but you 
don’t have to wait another day. This offer is a great opportunity to 
help start protecting your family today.

Why this policy?  Why now? 

Are you between the ages  
of 45 and 85*?
Then this GUARANTEED 
ACCEPTANCE policy is for YOU!

NO medical exam! NO health questions!

Your a�ordable monthly rate will “lock-in” at 
your application age* ...

$3,000.00
Benefit

$5,000.00
Benefit

$10,000.00
Benefit

$25,000.00
Benefit

Age

45-49

50-54
55-59

60-64
65-69
70-74
75-79
80-85

Male

$10.45
$11.50
$14.20

$17.20
$20.50
$27.40
$37.00
$50.50

Female

$8.80
$9.70
$11.95

$13.30
$16.00
$21.40
$30.10
$42.55

Male

$16.75

$18.50
$23.00

$28.00
$33.50
$45.00
$61.00
$83.50

Female

$14.00

$15.50
$19.25

$21.50
$26.00
$35.00
$49.50
$70.25

Male

$32.50

$36.00
$45.00

$55.00
$66.00
$89.00
$121.00
$166.00

Female

$27.00

$30.00
$37.50

$42.00
$51.00
$69.00
$98.00
$139.50

Male

$79.75

$88.50
$111.00

$136.00
$163.50
$221.00
$301.00
$413.50

Female

$66.00

$73.50
$92.25

$103.50
$126.00
$171.00
$243.50
$347.25

�e rates above include a $12 annual policy fee.
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’m really starting to believe I’m a very popular person.
I must get twenty calls a day. My phone has never
rung so much in my life. I used to get excited when
the phone rang. Maybe it was an old friend I hadn’t

talked to in years; or an ex-girlfriend realizing her mis-
take of kicking me to the curb. Perhaps even a sweep-
stakes company telling me I won a snowmobile. Unfor-
tunately, almost every call I get is worthless. It seems to
always be someone wanting to sell me something. I’m
busy during the days. It seems like every time I answer
the phone I’m saying, “You mean to tell me, you inter-
rupted my “Call of Duty” video game to pitch me this?” 

Whatever the person is selling, it’s always something I
don’t want. Recently someone called trying to sell me a
burial plot. I’m only forty-something. Does he know
something I don’t know? The only upside was, if I
bought it, at least I know I’d use it for sure. I couldn’t
get the guy off the phone. I finally told him, “Oh, you
know what, my parents gave me one of these for my
birthday last year. Can’t wait to use it.”

I get a lot of calls about solar energy. Maybe it’s a good
idea, possibly not. I just know they look ugly on houses.
And looks are everything. It’s why I dye my hair. My
electricity has been working fine as it is. The television
and lights go on. Solar energy could be one of those
things that comes back to bite you in the ass. Whenever
I change something that has been working fine for me,
because I wanted to save a few bucks, it’s almost always
a mistake. I did that with cable, and I’m still kicking
myself. I lost my Hallmark channel. I loved Christmas
movies in July. 

There was only one important call I received this week.
Lately, I’ve had trouble sleeping, and one day, thankfully,

I fell into a well-needed, nice deep sleep on the couch.
The ringing of the phone startled me awake. When I
answered it, it was the pharmacy letting me know my
sleeping pills were ready for pick-up. No, I didn’t fall
back asleep. 

Typically, I just don’t answer the phone. Through trial
and error, I know what evil lurks on the other end; a
scammer, a carpet cleaning company, a non-profit chari-
table organization. I’m no fool. Once they start talking,
it’s hard to be ruthless and hang up. I’ll feel guilty,
believing I may have made the caller cry. But, I must
admit, I’ve gotten better at it. I’ve come to realize my
time on this earth is finite. There’s a cemetery plot wait-
ing for me with my name on it. I live alone, and there
are times when I do answer the phone, knowing full
well someone is craving to sell me something. I get
lonely, and it’s just nice to talk to someone. I let them
ramble on for a good twenty minutes telling me about
their product, maybe I’ll ask a few questions like where
you calling from? What’s the weather like there? What
kind of movies do you like? Then when they’re through,
and ask me if I’m ready to make a purchase, I say, “No,
I just can’t take that ride right now but, it was fun get-
ting to know each other a little. Keep in touch.”

I’ve signed up on that “Do Not Call’ list numerous
times. It’s weird, every time I sign up for it, the calls
increase. And we want to put the whole medical system
under the government? They can’t even block a number,
and I’m going to trust them with my cancer results? The
list is worthless. I’d have a better chance of getting the
things on a list I made for Santa.

Sometimes I’m in a nasty pissy mood and the phone
rings, and I angrily pick it up and, before they can say

HUMOR THERAPY

I
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one word, I blurt out something like “Hey you pain-in-
the-ass. I’m tired of y’all bugging me. Whatever you got
to say I don’t want to hear it. Leave me the f… alone!”
And, almost every time, I hear this on the other end,
“It’s your mother. I was just calling to see how you’ve
been sleeping. Do I bug you?”

Most of the calls are known as “robo-calls.” Great, I
can’t get along with humans and, now, I got a beef with
robots. I believe the robots are tipped off because you
searched for something on the internet and Google rats
you out. I know because one day I was browsing for
squeaky toys for cats and, low and behold, I get a call
within hours of someone who sells pet supplies. I
became really suspicious when the sales dude said “We
have cat food, litter and… the greatest squeaky toys in
the whole world. You don’t, by chance, need any…
squeaky toys?” You SOB, I thought, playing the
squeaky toy card. I told him to put that squeaky toy
right up his… well, I’ll leave it at that. That night I went
on-line and searched “female escorts.”

Sadly, it’s reached the point where I can’t even answer
the phone in my own home. And, with cell phones,
these dogs can hound you wherever you are. “No, I’m
sorry, I can’t talk solar energy right now, Father O’Don-
ald is in the midst of a sermon.” I know there are people
out there who answer every phone call. They have a
need to know who’s on the other end. Then they’re mad
when they find out it’s some robo-call. Play the odds,

man. They are so against you. I also wonder how many
accidents these bothersome calls have caused. I can see
unsuspecting people in their bathtubs, porches, sitting
on toilets rushing to answer the phone believing it’s an
important call then tripping over furniture or a dog, and
breaking a leg. Then, come to find out, they missed a
call regarding medical insurance plans. I get a lot of
calls on my cell phone from someone named “Scam
Likely.” I have no idea who this cat is, but he’s a persis-
tent SOB. With a name like Mother Theresa, I can trust
that, but Scam Likely, I don’t know, I just have a bad
feeling.

I could see Alexander Graham Bell’s face if he came
back from the dead. “They use the phone for what? I
invented that device strictly for gossiping and ordering
top hats.” I’d like to go back to the good old days when
someone had to go through the operator switchboard to
place a call. That would give you a heads up and these
intrusive sales folks an extra step. “Mr. Charlebois, I
have a call for you. It’s Mr. Johnson with garden sup-
plies.” “Mabel, tell him I refuse the call.” I need a reli-
able middle-woman to do my dirty work.

I used to think something was wrong with me like I had
a punctured eardrum or brain tumor because every day I
hear a ringing in my ears. Come to find out, it’s just my
phone.

by Jeff Charlebois
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first time to check-in at a star hotel, and first time even
to feel like a star himself.

“Sooner or later all this hot attention will come to an
end.” He is very much aware of pretentiousness under
the spotlight, but that is where he draws real strength
from himself. “I am truly happy and my confidence has
leveled up.” For a young man who has been home-
bound for 29 years, he wishes to go out to see the world
and passionately get involved in it.

“I can do it”

A talent with CP.

This is a new title Guangli has received after his appear-
ance on Beyond Show on April 28.

“I’m very confident and I believe this is something you
have never seen.” Guangli started with this strong,
though brief, statement to the audience. Then, small
candy wrappers were magically reconfigured into little
models of airplanes and boats after turning and spinning

Gao Guangli and Origami
The World at the Tip of the Tongue

Gao Guangli, a 29-year-old native born with cerebral
palsy in Tushanqiao Village of Jiaxiang County, Jining
City, Shandong Province, set a Guinness world record in
2017 when he folded a paper boat with his mouth in 3
minutes and 34 seconds. Again in 2019, he snatched a
national championship on Beyond Show, a Chinese pop-
ular TV talent competition.

Never before had Gao Guangli left his home village so
often traveling far and wide as he has in these three
months of his sudden fame. From Jiaxiang County, to
Jinan, to Nanjing, and then to Tianjin, he has wobbled
his way onto all kinds of stages to face different cam-
eras and people. Over and over he put his incredible
skill on display.

The Beyond Show Championship Cup claimed a serious
and splendid presence on a long narrow table in the
Gaos’ living room, looking quite out of place against the
backdrop of a typical Chinese rural farm house. In the
past few months, Guangli has experienced many firsts
in his life – First time to take a high-speed train ride,
first time to wear a suit, first time to enter a TV studio,

Gao-Guangli__QuarkTemplate.qxd  8/9/19  9:30 PM  Page 10
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at the tip of Guangli’s tongue. Such amazing talent
stunned everyone and eventually led to the excited
pushdown of passing lights that sent him to the next
level.

It was not easy for him to perform on stage. Within min-
utes, from licking up a wrapper to folding it in the
desired shapes, Guangli was covered in sweat, his tem-
ples bulging. But he turned down an offer to help him
wipe off his sweat, saying, “It’s okay, I can do it.” He
also refused a judge’s help when he was showing the
folded paper pendants. 

“I can do it” was most frequently said by Guangli while
on stage, and now it has become a wide-spread adage.

In the July finals, Guangli captured the championship
with his outstanding performance of making two paper
cranes at once within 23 minutes, followed by needle
threading with a knot at one end – all done with his
tongue! This also best illustrated “the spirit of talent”:
No one is too disabled to fulfil a dream.

He is delighted when people call him “Chinese Hawk-

ing.” “Hawking was one of a kind. So am I.” As to the
other title, he does not mind them using “CP” with “tal-
ent.” “It’s okay, this is just a fact. I really hope that
someone will break my record.”

CP has robbed him of all free mobility except in the
mouth. Folding paper, controlling the wheelchair, live
vlogging, and packaging are tasks to be done only with
the mouth. Holding a chopstick in his mouth he can
strike his computer keyboard ten thousand times and
send four or five hundred messages in a single day, the
amount of work that would look quite daunting to many
normal people.

During my interview, a large country fair was running in
his village. With great skill as usual, he maneuvered his
home-made, mouth-controlled electric chair along a
familiar trajectory through the crowds, snaking this way
and that, going forward, turning, or skidding to a halt.
When he had bought the fruit, the kind-hearted vendor
took out a card with the payment QR code printed on it,
drew closer, and offered to do it for him. With the chop-
stick held in between his teeth, Guangli shook his head
vehemently, saying the expected: “Thank you, I can do

Gao Guangli’s Origami
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it. I’ll do it myself.”

One can only begin to talk about being a master of one’s
own destiny only when one has learned to be a master
of one’s own body. Guangli firmly believes in this. “It’s
okay to ask for help once in a while, but not always for
the rest of my life. I’ll do whatever I can with my
mouth.”

Taking on Guinness

Guangli is much more intelligent than generally per-
ceived with the label of CP.

A look at how he interacts with the world around him
would reveal a fine young man high on both IQ and EQ.
He uses two mobile phones, one for making calls and
the other for live video broadcasting – Quite a lot to
handle, but it’s neatly arranged. Once he drove his “car”
straight to the market and bought a kilo of peaches to
address an awkward situation where he found nothing at
home to treat county officials who had visited him and
his family. Upon learning that I am from Hunan, he
especially asked his mother to get some chili for the
meal. 

His mother, Wang Guizhen, always knew that her son
was intelligent. As a school-aged boy, Guangli had to
remain home-bound and intently watch his friends do
their homework when they came from school. That’s
how young Guangli learned Chinese phonetics. But the
mother did not notice when her son acquired the
“tongue paper-folding skill.”

In 2002, 12-year-old Guangli was envious of his friends
folding paper planes and boats, but his shaking hands
wouldn’t do his bidding. If things can’t work out with
the hands, what about the tongue and teeth? After
repeated and difficult attempts to coordinate his tongue
and teeth, finally came one day when he produced his
first paper plane in good shape.

He showed his success to Grandma right away. Pleas-
antly surprised, the old lady presented it to the neigh-
bors in excitement. That day, Guangli suddenly felt
hope for the future because he had “now become a wor-
thy person.”

Folding paper with the tongue is almost too much of a
stretch for human physical capability. Guangli had tried
to use several kinds of material, including sausage and
chewing gum wrappers. Gradually he found that candy
wrappers were a workable choice. But it has several dis-
advantages. For one, candy wrappers lose the colors
easily when wet. For another, they have sharp edges that
badly hurt the tongue. Worse, direct contact with virus-
contaminated wrappers can easily cause oral ulcers. On
top of all these are countless accidental swallows that
makes him feel “full” and even violent stomach aches.
Once he came down with appendicitis when he was 16.

Finally, the tongue that had been scraped and scuffed
over and over could cooperate with the teeth. “Mostly
it’s about the sensation of the tongue and the pressure of
the teeth. The tongue turns it over, and the teeth punch
out a crease. The tongue feels it, tucks a corner, unfold
like what they do with their hands, and there you have
it.”

More amazingly still, Guangli can easily control the
secretion of saliva so that his works, when finished, feel
almost dry. In 2017, with the help of a friend, he made a
video of the process and uploaded it to a US website to
apply for a Guinness World Record. Then he set the
record by successfully bringing a paper boat to shape
with his mouth in 3 minutes and 34 seconds.

In addition to paper planes and boats, Guangli also
taught himself how to make twelve other paper things,
including frogs, cranes, ingots, and swallows. The most
complicated is the paper crane because it requires many
creases. One paper crane takes him 20 minutes to finish.

However, this is Guangli’s favorite. Last year, he met a
kind-hearted girl from Lanzhou and fell for her as she
showed her great care despite knowing his conditions.
Her name has a word meaning “crane” in Chinese. To
express his feelings, Guangli spent three months folding
99 paper cranes and then carefully assembled them in a
glass casing in a way that resembled the Chinese char-
acter of “crane.”

Going out into the world for the first time

Guangli got cerebral palsy due to his premature birth in
September 1990. But he says he’s lucky because his
older twin brother did not make it. 

Twitches and cramps left the infant awake crying day
and night. His body gave violent spasms even when he
was held in his mother’s arms. His mother was thrown
into a quagmire raising this most difficult child. She got
up at five each day to clothe the boy, feed and massage
him, and take care of his waste. Moving him in and out
of the room several times a day has caused arthritis in
her arms. 

The family spent all they could afford on hopeful med-
ical treatment, and they still managed to persistently
give the boy a Chinese drug that was supposed to
strengthen his bones but never worked. The father’s
desperate attempt to teach him to walk did not work,
either. The boy constantly fell off a common bamboo
chair; several chairs had broke as a result of uneven
forces applied to them. No miracles had ever happened.

Guangli’s father made him a steel cart. His mother often
put him in and pulled the cart to where he could watch
TV or get in the sun. But most days were dull. With
father working petty jobs outside of town, mother toil-
ing away on their farm, and the younger brother gone
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off to school, Guangli crouched alone by a freezer at
one corner of the room, selling ice cream from ten to
fifty cents. Customers would need to help themselves.
This is how he learned arithmetic. 

Day after day, year after year, the fields in front of his
house turned into a grassy mound and then a cement-
paved road, but Guangli was still confined to his cart,
unable to move half an inch away from his quarters. In
his company was only a radio the size of a cigarette
pack. Historical stories, kung fu novels, and science
shows from it nourished him with food for thought. His
favorite were geography shows. He was never going to
learn enough about Earth.

How big is China? What does his county look like?
What about the big village fair? The more physically
restricted, the greater the desire to see the outside world. 

Guangli also taught himself the basic workings of elec-
tric cars and spent ten months “conceiving” an electric
wheelchair. At age 23, he bought online all the parts
needed and asked his grandpa to weld them together
according to the drawing he had sketched. This wheel-
chair was equipped with a mouth-controlled omnibear-
ing rod and self-propelled rear wheels in addition to a
horn, rear-view mirrors, LED lights, and straps. With
pride he named it “Flying Car,” indicating that he can
“fly freely.”
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For someone who had never attended formal education,
school was naturally the first place to visit. A few days
later, in his cousin’s company he drove his Flying Car to
the county. The first sight of tall buildings and malls
scared him at first and then excited him so much that
tears welled in his eyes.      

It had taken him 23 years to leave home. 

“Only when you get out there can you know that there’s
cruelty as well as kindness in the world. There are a lot
of people who need help more than I do.”

In January 2014, he traveled to Jinan with a disabled
friend to perform on the streets. He showed his paper-
folding skill while the friend sang. They rented a base-
ment just big enough for two beds and a wheelchair.
There was barely space left for anything else.   

No steady financial inflow could be expected from per-
forming on the streets. On good days he could earn as
much as two hundred yuan and only a few dozen on bad
days. This bitter-sweet experience led him to see the
opposing sides of human nature. Once to get away from
city inspectors he drove so fast that both him and his
chair rolled sideway to the ground, and no one came to
help him get up. Another time when he performed on
the Quancheng Plaza, with great difficulty he gave a
ten-yuan bill to a poor mother and her daughter, both
trying to raise money and both with 80% of their skins
burned in a gas explosion. When seeing this, people
around started to close in and give him money. “I kept
refusing, but it’s good to know that we have more good
people out there.”

Better have dreams 

This is not Guangli’s first time to compete in a talent
show. In 2013, he attended the preliminaries of Star in
Jinan. His performance did not make too much of a
splash there, though amazing to the judges and the
audience.

In a sense it’s the Internet that expanded his world.

In the same year the strong-willed Guang was handed
down an old computer and learned to read with Baidu
Pinyin, a program which would allow him to “spell out”
Chinese characters based on a set of phonetic rules that
he learned as a child. For the first time he learned what
the characters of his Chinese name look like. Then he
went on to try using the keyboard and mouse with his
mouth. Later the owner of a labor service company
found him during a recruitment campaign in the village.
Guangli’s optimism and tenacity impressed the boss so
much that he was hired on the spot and assigned to do
online promotion, edit job ads, and publish the informa-
tion in online groups.

Now “prowling” on the Internet, Guangli felt like a fish

back in water again. He found ways to set up computers,
download apps, and test networks with his mouth.
Words about this techy wizard started to spread far and
wide.

In 2017, using a smartphone from a younger cousin’s
husband, Guangli registered with a popular Chinese
vlogging app, Kuaishou, and started to broadcast his
paper-folding skill when he had the time. Just a couple
of years later, his fan club grew from a few dozen to
more than 200,000 followers. It was from here that he
became known to a Beyond Show director.

When Guangli tried to capitalize on his paper things by
encasing them in an exquisitely artistic way, some peo-
ple were generous while some others cursed, “Full of
saliva, how gross!” He never argued back. “It’s impossi-
ble to be understood by all.”

Guangli has kept his wishes consistent through different
media exposures. One wish is to earn money in order to
repay his parents for everything they have done for him.
All his life he has been manually moved about by his
mother. It was beyond her wildest dream that her son
would be able to buy her some clothes with his first pay.
His mother is still recovering from a sugary that aimed
to repair her rotate cuff which she sprained when she
was lifting Guangli in April this year. Now a substitute
pulley mounted on the ceiling must be used to hoist
Guangli to and from bed. 

Guangli’s paper-folding skill has changed his life. Now
he has achieved a “touchdown” from the virtual world
and is making a presence all over Chinese major megac-
ities. But he wants to do more. One greater ambition is
to establish a handicraft company and offer work oppor-
tunities to other people with disabilities. “I will continue
down this path no matter how difficult it may be.”

Guangli lives within less than 2 kilometers from the
Qufu Airport. He used to look up at the airplanes quite
often, but he never thought that he would leave here,
much less that he would fly one day. Now he is going to
fly to Beijing for a national TV show. “You’d better
have dreams. What if they come true?”

Indeed so, as his WeChat motto goes: Fight for dreams.

Article and photo by Feng Huan 

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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Google “Wendy Lu” (seriously, google “Wendy Lu”)
and the first result will be “proud disabled woman”. (So
will the second, third and fourth!) It’s who she is and,
along with her talent, what she brings to her passion,
journalism.

ABILITY Magazine met Lu after a recent trip to Abu
Dhabi, in a lead up to the Special Olympics World
Games in UAE. Lu and ABILITY’s Chet Cooper were
invited speakers, and trainers, to share best practices in
media coverage of disabled athletes with international
journalists. We pulled Wendy away from her busy day
at Huffington Post to talk about her experience, her pas-
sion, inclusion and the language of disability.

Marge Plasmier: Can you tell us a little bit of what you
do at Huffington Post? 

Wendy Lu: Sure. I am an editor and a producer, and I do
a little bit of—I do multiple things. It’s funny because I
feel like back in the day, there used to be time where
you had your reporters, your editors, your producers.
And now, I feel like in the industry we’re sort of expect-
ed to be able to know multiple skills. 

Basically, I edit and produce videos for the breaking
news and training team as well as some long-form
videos. I help edit those as well, and I also edit print sto-
ries, the written stories that go up on the site. And I also
write stories about disability, about social issues, gender
politics, like—you name it. It’s kind of like a wide
scope of things. That’s the gist, essentially.

Plasmier: Was journalism, communications, your life
dream? How did you move into that?

Lu: Yeah, it’s funny because I feel like I knew that I
always wanted to be a writer. I knew that storytelling
was my passion. I went to the University of Chapel Hill
for college, studied journalism there as an undergradu-
ate as well as psychology. I also went to graduate school
for journalism as well at Columbia University here in
New York. That’s why I moved to New York back in
2015. 

I guess even before that, I did journalism in high school,
even in middle school, if we count that. I knew it was
something that I always wanted to do. And I think the

more I’ve been in journalism, I’ve found a passion for
helping to lift up the stories and voices of marginalized
communities, in particular. I found that really meaning-
ful, and I feel like that’s something that with the plat-
form that I have—not that I feel like I have a huge one.
But in this position at HuffPost, I want to be able to lift
up those types of stories.

Plasmier: So you’ve used your talent for activism, for
putting the word out about different ethnic groups, peo-
ple with disabilities?

Lu: I think initially I didn’t know exactly that’s what I
wanted to do or that’s what my focus would be. It was
when I first joined Bustle[.com] as a lifestyle fellow in
2016, right after I graduated and right after I did a sum-
mer internship at AM New York, which is a local outlet
here in New York City. I joined a millennial news web-
site called Bustle, and they do a lot of—I wouldn’t say
activism journalism, but a lot of stories that try to be
really intersectional and feminist and bring really
important underreported stories to light.

I remember my editor was like, “Hey, Wendy, I know
that you are really comfortable and vocal about your
disability and writing about disability in general. Would
you be open to writing a piece about your experiences?
Would you like to pitch some stories about disability?”

I was like, “Oh, yeah! That sounds great!” So I did, and
of the stories that I wrote there, the ones about disability
seemed to resonate the most with readers. I realized
those stories had the biggest—I got the biggest respons-
es, reactions to those pieces. And that told me a couple
different things. 

It told me that these stories, these experiences, writing
about disability is something that a lot of people, it
seems, are able to relate to. I had people emailing me,
tweeting me, being like, “Hey, I know exactly how that
feels!”

And then the second thing was that there are a lot of
people who really want to read about this, but it’s under-
reported. That told me that we’re not covering this
enough. It’s sort of from there that I wrote even more
about disability. I started focusing on that. 

Wendy Lu  
From Graduate to Advocate
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I also recognized the importance of not just focusing on
the communities that I’m a part of. But also, in a really
tactful way, I try to write other stories about other com-
munities, other really important issues, in a way that
helps lift up other people’s voices as well. Even if it’s
not in a community that I particularly identify with, I
think about how I can be a good ally in that way.

Plasmier: I saw a piece that you’re talking about specifi-
cally being an Asian American and having a disability
that had a particular aspect to it.

Lu: Yeah. That piece we did was for Asian Pacific
American Heritage Month, which was last month. It was
really cool because the editor of Asian Voices here
asked me if I’d be willing to write about the intersection
of disability and what it’s like having a disability in the
Asian American community. 

I think being disabled is something that has a lot of stig-
ma related to that in Asian communities in general. But
when you throw in being disabled in an immigrant fami-
ly as well as being Asian, there are all sorts of complex
dynamics that happen, especially in a family setting. 

Some of the folks I spoke with shared certain parallels
between [being] an immigrant�we’re taught to try to
strive for the American dream. We need to put our heads
down and prove that we’re not being a burden to the
country that we’ve moved to, and we need to try to
prove that we’re worth being here. And we have a lot to
contribute. There’s a lot of pressure on us. 

And then when you add having a disability, there’s often
a sense of you’re worried about accommodations, about
being a burden in any way because you’re in a setting
that isn’t—People with disabilities are trying to navigate
a world that wasn’t designed for them. They’re con-
stantly trying to navigate buildings or whatever it might
be to break through those barriers, if you will.

Plasmier: What type of things does an Asian American
woman, possibly with a disability, face that may be par-
ticular, culturally?

Lu: Oftentimes, for example, some of the harassment or
bullying or micro-aggressions, the things that we face—
It’s not always clear-cut, like, “This is definitely
because I’m disabled,” or “This is definitely because
I’m Asian.” 

For example, I remember—I think there was one person
I spoke with for my article where they faced a lot of
internalized ableism from within their family because
they wanted to get accommodations at school. But their
parents were like, “No, that’s wasting too much time.
You should be focused on schoolwork instead.” 

Facing the model minority myth and adding a lot of
pressure to someone who really needed to get accom-

modations—Without them they’re not able to do the
schoolwork.—So then the accommodations were seen
as getting in the way of their academics, without realiz-
ing that those are things that they need to succeed and to
have a fulfilling education.

There are a lot of different dynamics there, in the fami-
ly, internally. It’s something that we live with, some-
thing we don’t get to talk about. It was—I know it can
be very cathartic for people to talk about it as well.

Plasmier: I’m curious, did the person you were talking
about get the accommodation to what they needed to be
able to succeed? Did they turn down the accommoda-
tion?

Lu: Last I spoke with them, I think they were still trying
to wait to see. They were still working on getting those
accommodations. It’s really hard because in a university
setting, when you’re trying to apply for accommoda-
tions, it can take so long for the paperwork, for the
back-and-forth, talking to professors. 

During that time that passes, while they’re dealing with
all the logistics, that’s time where they’re not able to
access their classes. Or they’re having communication
with the professor and, in the meantime back at home,
the family might be impatient or being like, “Why is
this taking so long?” Especially if the parents are not
disabled, they see the disability as a problem instead of
something that is a part of their kids.

Although I do also want to add that in this example, it’s
a family dynamic. I’m not saying this is present in all
Asian American disabled families, that there’s always a
struggle between the kids and the parents. There’s a lot
of intergenerational trauma involved as well that crops
up during these conversations. It’s a lot more complex, I
think.

Plasmier: Are parents saying, “Just push through, don’t
get the accommodation”? They don’t see that it’s a nor-
mal thing to have the accommodation?

Lu: I think with respect to if it’s Asian parents who are
trying to push their kids, especially if it’s a recent dis-
ability that maybe the kid acquired and they’re still try-
ing to navigate things like healthcare, insurance, getting
accommodations. When you’re from an Asian immi-
grant family, it’s harder to speak up, especially for
women. 

Asian women are often conditioned to keep to them-
selves and push through their pain. For the parents, it’s
hard because this is something they have also been con-
ditioned to think, that we need to work really hard.
We’re in this country where we really need to prove
ourselves and show that we have something to con-
tribute, show we’re successful. We need to be part of the
American dream. 
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The reality is that the American dream often isn’t one
that includes people with disabilities. There’s a specific
narrative that people have in their minds when they
think of the American dream, and for lack of a word, it’s
not accessible.

Plasmier: In another piece you recently wrote on
employment, about not including people with disabili-
ties in a specific job posting you found. How did you
come across that? 

Lu: The job posting that I was referring to, I saw it on
Newsday, a Long Island newspaper that also publishes
AM New York and I think they have local affiliates in
terms of TV stations and things like that. I came across
the job posting on Twitter where you see a lot of job
postings being advertised. Especially in the journalism
industry, there’s so much turnover just in general. 

When I saw that job posting, it was so—not just egre-
gious, but it surprised me because I was an intern at AM
New York back in 2016, right before I was at Bustle. I
had an amazing time during my internship. 

My colleagues and my managers treated me just like
one of their own full-time reporters. I got to challenge
myself and learned new skill sets. When I saw the job
posting, I was like, “Wow, this is totally not in line with
the experience I had.” I had also free-lanced for News-
day itself before. So I decided to call them out on Twit-
ter. 

Plasmier: Can you talk about what was in that job post-
ing that was disturbing for you?

Lu: It was a job posting for a general assignment
reporter. Basically, it had a lot of understandable
requirements that you need to be a reporter, like the
ability to break news and meet tight deadlines and
things like that. 

But then towards the bottom half, there were a bunch of
bullet points that required things like: you need the abil-
ity to reach and bend and lift, push, pull, and carry a
minimum of 25 pounds. And then there was also a typ-
ing speed requirement. You need to be able to type a
minimum of 40 words per minute. And it also said that
the role was mainly a sedentary desk job, and that you
would be required to sit for an extended period of time,
up to a full eight-hour shift.

I had seen those types of job postings way back, but I
think because I’ve been writing about disabilities for a
couple years now, I was looking at this with a totally
different perspective. Like “Wait, this excludes a lot
of people from applying for this job.”, when I know
that a job like this, a reporter job, won’t require all
these specific things that are specifically related to
someone’s mobility, their strength, their weight, their

size, whatever it might be.

Plasmier: So you called them out on Twitter?

Lu: Yeah. I called them out. I was like, “Hey, Newsday,
I had a great internship back in 2016. Why is it now that
I’m seeing this job posting that is pretty discriminatory
against people with disabilities?” 

I also included subtweets, outlining the exact problemat-
ic language and saying, “This is something that people
with disabilities have to deal with all the time.” 

When I was writing my article, this was something that
I found is not just in media. It’s in pretty much every
single industry you look at, particularly in the education
sector. I know one university got called out because they
posted a job advertisement for diversity and inclusion
director, but one of the requirements was that you had to
be able to access non-ADA-compliant buildings.

Plasmier: Oh, really?

Lu: Yeah.

Plasmier: Oh, wow!

Lu: It was Bradley University in Illinois. They took
down the job opening for an assistant diversity and
inclusion director that required that they must be able to
access non-ADA-compliant buildings. 

It’s like, “First off your buildings should be compliant
with the ADA, just period. But two, how do you not see
the hypocrisy of asking for a D&I director, but making
it totally inaccessible on your campus?” The irony is
just mind-blowing. 

Plasmier: I’m kind of speechless about that. I don’t
know what to say. Chet, do you have any comment on
that? That’s unbelievable.

Chet Cooper: It’s amazing they put it in writing, that’s
the remarkable part of that.

Lu: I know, and it really shows. I think the body politic
consortium, actually, were the ones who called them out
saying, “This is such a classic example of how disability
is often left out of the conversation on diversity and
inclusion. It’s just an afterthought.” It shouldn’t be this
way. They were pressured to take down their job listing,
and I believe they removed the requirement from the
posting in the end.

Plasmier: Wow!

Lu: Yeah! (laughs) It was like, wow, whoa, OK! The
irony!

Cooper: Didn’t Newsday also do the same? After you
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called them out, they changed direction and said, “Oops,
didn’t mean to do that”?

Lu: They did. Basically, I just kept subtweeting under
that thread. A lot of people who follow me on Twitter
are people in the disability community. Also other jour-
nalists, other reporters at various national news outlets
who saw that and were like, “Wow, this is really messed
up.” They were able to amplify it and bring attention to
it. It was getting a bunch of tweets and some—within,
like, a span of one or two hours. 

It seemed like Newsday realized their mistake and were
like, “Oh, no, we don’t want people calling us out for
that. We need to go back and fix it.”  

They did tweet me an apology saying that the job post-
ing I originally referred to reporting on didn’t accurately
reflect their requirements, and it was corrected. They
were sorry for the error and any misunderstanding.

Lu: I forgot to mention earlier that those very same
requirements were found on many of their other job
postings. In fact, they took down the majority of their
job postings. There were only about five left when I was
checking them at one point.

Again, Newsday is a big company. They had only five
left; and that shows how many of their job postings
originally had that problematic language. I did also sub-
tweet them after they took down that first job posting. I
was like, “Hey, it’s great you took it down, but here are
five more. Clearly these are not random.” (laughs) 

Plasmier: It sounds systemic within the company. Do
you see that a lot, or is this just something you happened
to come across?

Lu: I know on ZipRecruiter® and various job posting
websites, when I was doing research for this article, I
did see that there were so many jobs�again, not just in
media, but everything from secretary to finance roles,
directors of sales—that had very specific mobility-relat-
ed requirements. 

OK, one, it’s not healthy for somebody to sit for eight
hours straight, just in general. But on top of that, you
want us to be able to lift 25 pounds as well? And there
are so many jobs where that’s actually not required.
When are we ever going to have to lift 25-plus pounds?
What is the point, really?

The point is that they need to be essential work require-
ments. In reality, yes, there are some jobs. If you want
to be a firefighter or a construction worker, there are
jobs where you do need to have certain—you need to be
mobile to an extent to be able to do those jobs. But in so
many cases that I saw when I was looking at jobs, all
these requirements, like for a professor, for random
jobs. They’re very clearly not essential requirements.
And then the consequence is that people who might be
perfectly capable and perfectly have all the require-
ments otherwise would feel discouraged from applying.
And that contributes to lack of building inclusion, lack
of diversity overall in the company or institution.

Plasmier: Right. Are they purposely trying to exclude?

Lu’s first article in the NYT
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Is this something where they’re just copying and past-
ing?

Lu: I can’t say for sure what the motive is. I don’t know.
It might be that maybe they think that they’re being
ADA-compliant by doing that, or maybe they think
they’re being helpful by showing what the requirements,
what you ideally have to be able to do. But the thing is
that there are so many better ways of including language
to get your point across about what the job is and what
you need to be able to do without including exclusion-
ary language, whether it’s intentional or not. 

Instead of typing speed, if you’re a news outlet and you
need this person to be writing X number of stories per
day, you can put that instead. Honestly, I’m a really fast
typer, but if you’re a slow reporter, then what’s the
point? If you’re slow at writing and putting together sto-
ries, it doesn’t matter how fast you type anyway. 

Lu: So I feel like companies need to be more mindful
when they’re putting job listings together and think
about what they want for that role and also what
requirements are considered essential functions, rather
than just random requirements that have nothing to do
with it.

Plasmier: One more segue. I’m going to segue to the
UAE, where you were presenting. What were you pre-
senting on? Were you in Abu Dhabi?

Lu: Yes, it was Abu Dhabi. That was earlier this year. It
was a wonderful trip. I really want to go back. It was in
partnership with NYU Abu Dhabi and the U.S. State
Department. I went to talk about disability reporting
best practices. I covered media tropes, common pitfalls
you see, how best to—everything from language, like
how to talk about, how to report on people with disabili-
ty, whether person-first versus identity-first language is
better. 

The answer is, you should always double-check with the
person you’re interviewing. And also showing that the
disability community itself is complex and diverse and
nuanced. Not everybody in our community feels exactly
the same way about how they like to be identified. 

Plasmier: Can you give us some examples of some of
the differences with how some people like to be identi-
fied?

Lu: Yeah. For example, during my presentation I talked
about person first, person’s identity, first language. An
example of person-first language is “people with dis-
abilities,” putting the person before the disability.
Whereas with identity-first language, you would say
“disabled person,” “autistic person.”  The argument for
the latter, identity-first language, is that a lot of people
see a disability as a core part of their identity. It’s some-
thing they don’t want to shy away from. They see it as

something they’re proud of.

I know a lot of people who prefer either person-first or
identity-first, or they don’t care. Like me, I use both in
the end. I think ultimately language is evolving. I know
as a reporter I always ask someone, “How would you
prefer to be identified?” For people in the deaf commu-
nity, “Do you prefer the ‘d’ in ‘deaf’ to be capitalized or
lower case?” Again, language is evolving, so these are
really important conversations. The language is growing
in the community even as a community is growing as
well.

Plasmier: Awesome. Chet, do you have anything you’d
like to comment on? When you were presenting, were
you presenting back-to-back?

Lu: We presented on three different days. I gave my pre-
sentation first. For our individual presentations, we
weren’t presenting together. But after our presentations,
there was always some sort of fireside chat-type of for-
mat, or a panel situation, where Chet and I sat with the
NYU Abu Dhabi directors. They gave us questions and
we would bounce ideas off of each other. And then we
gave people the opportunity to ask questions as well.

Cooper: That was a good way to present how we pre-
sented. Weren’t you surprised—I know I was surprised,
your talk was talking about language, and here, a whole
country had changed the language without my knowl-
edge. Did you know the going in?

Lu: Are you talking about “people of determination”?

Cooper:  Yeah. 

Lu: No, I didn’t. I was surprised. I guess I was wonder-
ing how best to approach it because I know here in the
U.S.—again, I’m very involved in the disability com-
munity like on social media and everything. We’re all
about identity-first and person-first. Where in another
country, they use a totally different term that I’ve never
seen or heard of. 

That was really interesting. I think it helped me realize
that�reminded me to get out of my own bubble and see
that we all have the same goal, but we might have a dif-
ferent name for it.��meeting people where they’re at
and realizing that we all want to empower the disability
community and bring inclusion to society. 

Cooper: I found it surprising. It showed that they had a
lot of thought. Whether I’m a hundred percent behind
the way I heard it used—I think the concept behind it
was great. I think they were still having some difficul-
ties because as you probably noticed, at one point they
were saying “people of determination” and then within
the same sentence, “disabilities” is thrown in there
again. I think they’re having to deal with how that shift
in language is going to be used on a daily basis in the
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way they want it to be used. I really thought it was great
that a whole country like that would step up and say,
“We’re going to make some major changes in the way
we look at our society and how we view certain issues
and give a more open playing field in all aspects,” even
though the one we were looking at was connected with
sports [Special Olympics].

Lu: Yeah, yeah, absolutely.

Plasmier: Were they trying to remove the word “disabil-
ity” from the language, or just in addressing people or
talking about people?

Lu: I know quite a few people there didn’t feel like “dis-
ability” was the best term, at least in their eyes. They
felt like it was an inherently negative term, and they
wanted to replace it with something more positive. 

I think I already mentioned that a lot of people in the
U.S. and also other countries where disability pride is
very real. I know I personally am really proud to be dis-
abled, and I don’t think it’s an inherently negative trait,
obviously. 

That was something that I realized that I respect,
again�like you said, Chet�I thought it was really awe-
some that the entire country was trying to step up and
change the fabric of their society and shift the way we
talk about disability�while also honoring my own
thoughts, honoring the fact that I love saying that I’m
disabled and that I have a disability. It’s not something I
would shy away from.
I also wouldn’t personally call myself a “person of

determination.” But if someone else prefers that, it’s not
on me to tell them, “No, you have to identify this way.” 

Plasmier: Where did you grow up? What was that like?

Lu: Oh, that’s a long response!

Plasmier: I bet it is. Whatever you’d like to share. 

Lu: I was born in Georgia, and when I was about one
year old we moved to Boston. My family and I were in
Boston for about seven years and then we moved to
North Carolina, where my family still lives. I went to
UNC Chapel Hill for undergraduate. I spent the majori-
ty of my childhood and early adulthood in North Caroli-
na. 

Plasmier: What part? Around Chapel Hill?

Lu: Chapel Hill and Greensboro, North Carolina. I also
had—when I was growing up, I had nurses with me all
the time. It was either a nurse or one of my parents or
another healthcare provider who was always with me. It
wasn’t until halfway through college that I stopped
needing the nurse and was on my own, shortly before I
moved to New York. When I came to New York, I
didn’t know anybody. I was going to graduate school on
my own, fully independent. That was also a transition.

Cooper: How did you transition away from having to
need a nurse?

Lu: Basically, I needed a home care nurse. I don’t
think I mentioned my disability. I have a trach [tra-
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cheostomy] tube that helps me breathe. I’ve had it since
I was born. I have bilateral vocal cord paralysis, which
means that—it doesn’t really affect my voice, but it
does affect my ability to breathe. I always had a nurse
around who would—whenever there was an emer-
gency, like the trach came out or whatever. It was a
really huge emergency. They would provide trach care.
I used to use the isomeric ball, like medical equipment
to help me practice breathing. I needed someone to be
there to help me bathe and eat and all those things.

As I grew up, I became more capable over time. I am
mobile, so I’m able to do all those things for myself.
At a certain point I was able to learn how to change
my own trach tube and figure out what I need to do in
the event of an emergency. I think it was my last year
of college—oh, sorry. When I was in college, I also
lived with my uncle and then my aunt. I had a nurse
for the first couple of years of college. But while I was
at college,  I also had my aunt or my uncle who was
always there with me as well. So it was transitioning
from having a nurse to having a family member with
me, to eventually not needing anybody at all.

It happened gradually at first. It used to be that I
couldn’t go anywhere alone, whether to class or to the
cafeteria when I was in school. But when I was in col-
lege, eventually I was like, “Hey, I’m going to campus
now.” There would be a few hours when I didn’t have
anybody with me, and then I would go back home to my
aunt.  Things like that. 

Gradually I was able to take my first flight by myself. I
think that was well into my twenties. Going to work the
first time by myself. It was definitely gradually.

Cooper: Can I ask you some personal questions?

Lu: Sure. I hope I can answer them.

Cooper: Is the trach affecting your eating and drinking?
How does that work?

Lu: It’s funny you should ask because in addition to the
trach I also have really bad acid reflux. I’ve got a narrow
esophagus, and I have to rely on drinking a lot of water
plus gravity to make sure that the food that I eat goes
down okay. It is somewhat connected to my trach, but
they are ultimately two separate issues. I have GERD,
gastroesophageal reflux. The trach itself doesn’t affect
my eating, but I have separate stomach issues as well.

Cooper: Ok Wendy now to an extremely personal ques-
tion. Do you use emojis? If so, what emojis do you typi-
cally use?

Lu: Oh, my God! I love the nerd emoji, the one with the
glasses.

Cooper: (laughs) 

Lu: That one I use a lot. I think it’s really cute. It could
be really innocent, but it could also be that you’re up to
something. I would say that’s my favorite one, but there
are so many to choose from!

Cooper: You’ve seen that Apple made a request and it
was approved by Unicode to have emojis that are differ-
ent symbols for disabilities?

Lu: Yeah, I did see that!

Cooper: Will you be using any of them?

Lu: That’s a good question. I don’t know if they’ll have
a tracheostomy one.

Cooper: (laughs) 

Lu: I kind of doubt it, to be honest. A lot of times when
people think of disability, they think of someone with a
wheelchair, with a hearing aid, being blind. So having a
trach, specifically, I would be so excited if they did have
it, but I don’t know if they will.

Cooper: Not in this round, they don’t. I think they have
something showing—your voice is fine. I don’t think
there’s anything there other than the fact that—I was
just thinking about in avatars and emojis if using a sym-
bol that indicates disability—if that will become a very
popular mode of expression or not.

Lu: I guess the semi-universal—or maybe it is, but the
symbol is often a person who uses a wheelchair for
accessible bathrooms. Because I don’t use the wheel-
chair, I don’t foresee using that one; and I don’t want to
claim that, acting as if that equates to my experience. 

Part of it is that the disability community is so diverse
and so vast, there are so many different types of disabil-
ity. Whether they’re physical or mental, intellectual ver-
sus developmental, visible versus invisible, there are so
many different kinds of disabilities. So it’s hard to be
like, “OK, this is the symbol we’ll use to represent dis-
ability now.”

It’s really interesting. There are literally endless possibil-
ities. But regardless, even if they don’t have a trach tube
while putting these emojis out, they’re at least catching
up with us and realizing, “Oh, we need to be thinking
about disability more.” Of course, we need emojis that
represent different disabilities that people have!

huffpost.com 

Lu speaking at NYU Abu Dhabi
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ne of the lesser reported symptoms of Multiple
Sclerosis is itching. It can occur anywhere on
the body, and is caused by damage to the

nerves in the brain or spinal cord, specifically the nerves
that transmit signals to the area of the body that is
screaming to be scratched. The skin that is affected is
not where the itch originates, so curing the itch isn’t
possible.  

The MS itching is often mis-diagnosed or first thought
to be an irritation from outside sources such as insect
bites, laundry detergents or a reaction to something the
patient was exposed to. Because the itch is really in our
heads, no amount of antihistamines, creams, aloe, anti-
itch ointments or prayer will make a dent in the extreme

o

The Seven Year Itch
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help support my journey.  

By creating a Youtube channel and growing subscribers
on Facebook and Instagram, I have discovered a way for
others to be part of my adventure, sharing my journey
and helping me reach my goal. Creating frequent con-
tent and maintaining the social media connection while
on the road is important to me, but requires equipment
and many hours recording, editing and uploading.  Less
time on the bike each travel day means more nights in
motels, more meals on the road and higher expenses in
general. As my audience is growing, it is clear social
media is a way to reach out to more patients with MS as
well as my followers who are interested in my motorcy-
cle adventures. 

To help pay some of the costs associated with traveling
every day for MS I am excited to official announce I
have launched the Longhaulpaul Patreon Community.

Patreon was created as sort of a TIP jar for creativity, a
place where Youtube subscribers, Facebook followers or
supporters can contribute or pledge a few dollars each
month to show appreciation and help support the person
creating the content they enjoy. The idea of crowd-
sourcing, where a few dollars multiplied by a few hun-
dred people can create a substantial financial thank you

urge to itch. We scratch and scratch and scratch, day in
and day out, because it is the action our brains crave.
Habitual scratching leaves nothing but broken and irri-
tated skin that often gets infected and leaves scars. For
about seven years I have had two areas on my body that
constantly itch and unfortunately I am not able to reach
into my brain to scratch away the real damaged area.
The MS itch my friend, is a B*%ch!

Speaking of the Seven Year Itch……..

Seven years ago I started my million mile journey. Hon-
estly, I thought I would be riding 100K miles a year and
would be done in 10 years, but in reality, it looks like I
have another 10 years to go. I am closing in on 400K
miles and that is quite an accomplishment, setting a few
world records and raising over $150,000 for charity. 
The biggest roadblock continues to be finding ways to
cover my travel expenses. 

After seven years, I think I’m ready to scratch a new
itch.

Many social media influencers seem to be able to sup-
port themselves, often through crowd sourcing or pro-
moting products in addition to their content. I have been
encouraged to use my own growing audiences to also

Paul_itch__QuarkTemplate.qxd  8/10/19  10:20 AM  Page 28



ABILITY   29

and in my case, a boost I need to continue my journey
raising awareness and funds for MS. 

Becoming an official Longhaulpaul supporter on Patre-
on will get you rewards of swag and special viewing of
videos, live webcast, chatrooms and special behind the
scenes access as as my adventure continues. 

My passion to inspire others facing challenges in life
propels me to continue riding and fighting every day. By
joining my Patreon community of supporters and pledg-
ing just a few dollars a month, you are helping me raise
awareness for people living with a chronic illness
while becoming a special part of my story, sharing my
adventures, riding with me mile by mile on this incredi-
ble journey.

Sending me a little scratch here and there may not help
my MS itch, but it certainly will help keep me Chasing
The Cure!  

Longhaulpaul

patreon.com/longhaulpaul
longhaulpaul.com
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y most accounts, low back pain is the leading
cause of lost work time in the US, and perhaps
in much of the developed world. In the early

days of the Industrial Revolution, at least one physi-
cian associated the malady with the “back-breaking”
work of railroad construction, and described the condi-
tion as “Railway Spine.”

Although back pain is somewhat better understood these
days, it is still the most common complaint heard in a
doctor’s office. Most of these complaints are attribut-
able to degenerative arthritis of the spine, which all
adults have as a natural part of the aging process. The
word arthritis actually means inflammation in the joints,
and the spine is one long series of joints.

Virtually everyone will experience back pain at some
point in life. In addition to occasional excruciating back
pain, symptoms can include numbness and weakness in
one or both legs, difficulty walking, bowel and bladder
problems as well as sexual dysfunction.

Fortunately, most people will only have a few minor
episodes, which will respond to home remedies such
as rest and over-the-counter medications. Others,
however, may require additional measures, including
altering work habits or replacing an old mattress with
a new, more supportive one. Still others who experience
ongoing chronic back pain will get partial relief
from more advanced treatments and go on to live rela-
tively normal lives.

Those with the most severe cases may continue to find
themselves in declining health and be referred by their
general practitioners to see a neurosurgeon. These spe-
cialists are trained to operate on the brain and spine.
Some orthopedic surgeons also perform spine surgery—
a procedure which should always be a last resort.

Traditional therapies include medication, physical thera-
py, chiropractics, pain management and sometimes
surgery. Non-traditional treatments include acupuncture
and acupressure. Unfortunately, no treatment is com-
pletely effective in every case.

Use of non-traditional potions and herbs not regulated
by the FDA should be approached with caution. Most
are ineffective, while others, if used improperly, can
cause liver damage and other problems.

Often, there is a psychosocial component to back pain.
Life stressors or depression, for example, may require
specific therapies. When the stress or depression is
addressed, the pain may vanish.

Those on a quest to ease chronic back pain should
beware. While many therapies are touted, success
rates are disappointingly low. This can be as frustrat-
ing for care providers as it is for patients. A person
who has exhausted most available remedies and seeks

the advice of a physician can expect a somewhat regi-
mented approach. The primary care physician may
prescribe a slightly stronger pain medication or simple
exercise regimen. This is an appropriate stall tactic, as
back pain often resolves on its own or with simple
intervention.

If symptoms persist despite initial treatments, a prima-
ry care physician may then refer the patient to a physi-
cal therapist. A trial of physical therapy frequently
involves moist heating pads, massage and range-of-
motion exercises applied during a series of several
visits per week. Strength training or more rigorous
therapies are reserved for periods when pain is absent
or minimal. Frequently, an MRI scan is obtained to
better assess the exact nature of any degenerative
changes in the spine. In the case of low back pain, the
MRI will show the lower part of the spine, called the
lumbar spine. Aside from excluding the rare, more
serious diagnosis, this contributes little to the initial
management of low back pain. Most of the time, an
MRI only shows the degenerative changes in the spine
that all adults have. Most of us are not aware that we
have these age-related changes in our spines because
we are not having severe enough symptoms to warrant
an MRI scan.

When physical therapy is no longer effective, the next
step may be a referral to a pain management specialist,
who usually has expertise in anesthesia or physical
medicine. This person may invoke a number of treat-
ments from careful administration of potent narcotics to
injections of anesthetics and steroids directly into the
lumbar spine.

All too often in this country, the next step is referral to
a spinal surgeon (neurosurgeon or specially-trained
orthopedic surgeon). In many instances, spine surgery
is relatively effective. However in others, there is little
or no improvement or the relief is temporary and symp-
toms return in a few years. Though most operations are
completed successfully and many patients recover
without a hitch, never lose sight of the fact that such
back operations are considered major surgery and
therefore involve risk.

For those who suffer pain in their cervical spine (neck),
the story is nearly the same. However, degenerative
arthritis in the neck can cause symptoms in the arms as
well. Cervical spine disease is fraught with an additional
concern in that the spinal cord itself can be involved.
Pressure on the spinal cord causes a greater array of
symptoms, some of which may not recover even if the
pressure is relieved surgically. This lowers the threshold
for surgical treatment in the case of cervical spine dis-
ease, but does not change the scrutiny with which the
decision to have surgery should be made.

by E. Thomas Chappell, MD

B
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inner is served.” is the line that began Kate Linder’s nearly four decades-long career as a daytime
television star on the much loved Young and the Restless. Linder’s love for acting began as a
child with skits in history class and followed her to higher education, which was filled with dra-

matic studies and stage roles.

While shooting her career role as Ester Valentine, Linder found time to take on film roles and dedicate
herself to service. Linder joined the USO, visiting troops around the world and championed causes such
as ALS research. 

With all her accomplishments and accolades, Linder doesn’t let it go to her head. She stays grounded by
making periodic visits to the “friendly skies”, in service once again, as a flight attendant for United Air-
lines, much to the surprise of passenger fans.

Recently, ABILITY Magazine visited with Kate Linder to talk about her service, grand prix racing and
what she values in life. She shared her ups and downs and milestones, like her star on the Hollywood
Walk of Fame.

Without further delay, “Dinner is served.”

“D
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ber of years, who had told me, “It doesn’t matter how
many breaths you take in this lifetime, but rather what
you do with those breaths.” I so agree with that, so I
continue and will be going with every breath I have
until we find a cure for this horrific disease.

Cooper: It also looks also like you’re using your breaths
for some other purposes as well.

Kate Linder: Right. I try to give back as much as I can.
If everyone just gave back a little bit, just imagine
where we’d all be, in a better place. It’s so difficult now
for everyone. It’s a hard time. It’s a hard time especially
for charities as well. So I try to do as much as I can.

Cooper: I read that you’re also doing some things with
the homeless and the LA Mission?

Linder: Well, yeah. I have done events for them for
years. I’m always down there serving at Thanksgiving,
Christmas time and Easter. I really like those events
because we serve them. They don’t have to stand in line.
We stand in line. We cook the food and serve them. And
like I said, times are rough, times are hard for everyone.
So if I can help out in any way, that’s what I try to do.

Cooper: How did you get involved with the Lou
Gehrig’s Disease and the— ALS Association?

Kate Linder: I’m the celebrity spokesperson for the ALS
Association. That all came about because my brother-in-
law was diagnosed with ALS. I had heard a little bit
about it, but I didn’t know a whole lot. There was an
actor from Guiding Light who had it, so I had heard.
But once he was diagnosed with it, I really got involved.
And then I decided—this disease is absolutely horrific. 

You’re totally trapped in your own body, and your brain
works, and his certainly did. It worked very well, but
nothing else did work. I said, “I have to do something
about this.” Even after he passed away, I still remained
because I know there’s a cure out there. It’s just that
they just haven’t found it yet. It’s so horrific. They call
it an “orphan disease” because they say not many peo-
ple have it. But that’s not entirely true. The deal is that
once you have ALS, you don’t survive.  So the numbers
are down, as opposed to someone who might have can-
cer or some other kind of disease that you might be able
to live and function. But with ALS you can’t.

There was a man I met who’d had ALS for quite a num-

Linder touring with the USO
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Linder: That’s so cool!

Cooper: And he’s gone home to tell the story to his
mother!

Linder: Right! It’s really interesting because you can’t
forget who you are when you’re doing a job like that.
I’ve watched a lot of people come and go, and here I
am. One day I’m on the set, and the next day I’m talking
to you. And the day after I’m serving coffee at 35,000
feet. It puts it all in perspective.

Cooper: Would it be a pun if I said it grounds you?

Linder: Right! I say that!

Cooper: Oh, you do? It’s an easy pun.

Linder: It helps me stay grounded for sure.

Cooper: You’ve been doing that for so long, did you
ever meet or know of Eileen Sweeney?

Linder: Eileen Sweeney?

Cooper: She was out of Chicago; she was in civic affairs
at United Airlines and also worked with the United
Foundation.

Linder: The name sounds familiar.

Cooper: It was a while ago. I think she’s your mother.

Linder: (laughs)

Cooper: We have a nonprofit, and Eileen brought United
Airlines into our fold and allowed us to be part of the
charity program that enabled our volunteers to fly
around the country to do the work that we were doing. 

How did you meet Peggy Lane?

Linder: I’ve known her for some time. We both are
active in SAG-AFTRA, and I know she was doing a
project called Donna on the Go. She asked me if I’d like
to be part of it, and I said yes. So we did, and that’s how
it all came about.

Cooper: What part do you play in Donna on the Go?

Linder: Donna’s sister.

Cooper: Do you play a flight attendant?

Linder: (laughs) No. Peggy is an ace. I have a lot of
respect for her, and Donna as well. They don’t give up,
they keep going. Donna’s so amazing, and so is Peggy.
She’s done so much for the whole community. It’s really
worthwhile. They’re great together. They’ve got a great
process going.
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You never know when you might be, God forbid, having
to deal with that kind of situation. And a lot of people
do have to deal with it. So I do a lot for that. And now
especially, here in Los Angeles with the homeless, and I
know other parts of the country with the homeless.

Cooper: The numbers keep growing.

Linder:  It’s heartbreaking. We have to fix it. I certainly
don’t have all the answers, but I certainly want to try to
help fix it. It’s just not good.

Cooper: It’s happening all over. Partly because the real
estate values have gone through the roof again. And
then you have mental health issues that are not being
provided for, to people who can’t afford care or don’t
know how to get into the system to get support. I know
the LA Mayor Garcetti has been working on some
things, getting some push back, but I think he’s trying to
make a difference.

Linder: I agree with that.

Cooper: I noticed in your bio that you mentioned work-
ing at United Airlines. Can you talk a little bit about
your friendly skies?

Linder: I became a flight attendant because I needed a
job that would have some money coming in so I could
do my career. That’s basically what I did, and I’m kind
of superstitious. I’ve juggled them both for so long now
that I just keep going. I still do fly. I don’t fly as much
as I did in the beginning, but I still do it. 

It’s kind of interesting because I run into a lot of people
who —there are a lot of viewers of the show. Some peo-
ple know and they’re going, “Oh, my God, it’s Esther!”
And then a lot of people don’t. I’ve had some incredible
stories. 

I had this one couple, this woman came up and she said,
“Oh, my God, you’re Esther on The Young and the
Restless!” And he pulled me aside and said, “I’ll pay
you $50 fifty bucks if you say it’s not you.” And I said,
“What?” And he said, “Well, she said that was you, and
I bet her a $100 hundred dollars that there was no way
you would be here doing this.” And I said, “But you’d
only pay me $50?”

Cooper: (laughs) Seventy-five, maybe!

Linder: (laughs) Right. But it’s been great: stories and
running into a lot of people , a lot of people from other
countries. Once, a guy got on the plane and he was from
Turkey. He said to me, “Oh, you’re my mother!” And I
said, “You know, I can’t remember a lot of things, but I
remember I never had you!” And he said, “No, no, no,
my mother does your voice-over in Turkey!”

Cooper: Oh, funny!
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Cooper: Can you talk about the work that you did visit-
ing the troops?

Linder: Oh, yeah, my gosh. That was so amazing as
well. I went to Afghanistan, Pakistan, all the –stans,
Korea, the DMZ. When I was seeing pictures that they
were showing when Trump was over there in the DMZ,
I just went, “Oh, my God! I was there! I was right
there!”

Cooper: The blue UN buildings?

Linder: Yeah, standing there and looking at them, know-
ing that at any time someone could just walk across.

Cooper: Surreal.

Linder: It was frightening. And then I was at Guantá-
namo Bay and in the prison.

Cooper: What did you do there?

Linder: I visited the prison. I didn’t know what they

were calling me. I wouldn’t want to know, let’s put it
that way. But I was at Guantánamo Bay because we
were there for the troops. We were in a parade. It was
around the holidays. And when I was in Afghanistan,
Korea and the DMZ, that was during Thanksgiving. It
was just amazing to be able to be part of that. 

We did meet-and-greets. In Korea it was wild. They
would say, “Hey, my wife watches the show. Can you
talk to her?” And they’d get her on the phone. And I’m
standing there in Korea talking to everyone. It was an
incredible experience. Because at that point, it doesn’t
matter whether you were for the war, against the war,
whatever. But I was definitely for all the young men and
women who were there so we could be here, so you and
I could be talking to each other, doing this article. It was
an amazing experience that I will never, ever forget.

Cooper: I know you’re traveling a lot, but does that
allow you to spend any time in these different locations?
Have you been able to go to South Korea and just visit?

Linder: No, I haven’t. But then again, I haven’t had any

Linder with Johnny Grant and friends
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flights there, but I have not had the time.

Cooper: I can imagine. It’s a challenge when you’re
busy to be able to do that.

Linder: Yes.

Cooper: You also raced at the Toyota Grand Prix?

Linder: Yeah! (laughs) That was wild, too. I was so
excited. Number one, that I lived through it— (laughs)

Cooper: (laughs)

Linder: And number two, my car finished the race and
didn’t have a scratch on it. I was really happy. I never
forgot that. This was at a time when Bruce Jenner was
in. They had all the people who had won the Toyota
Grand Prix and a few of us who had never raced.

Cooper: Oh, you were against the good drivers? 

Linder: Yeah, that’s why it was wild. That’s why I was
so happy I lived. I’ll never forget. I came up, I saw a
wall and I thought, “Oh, I better stop and back up.” And
then I went, “No, this is a race., I am not stopping!” It
was an amazing thing to do. I went to race car driving
school.

Cooper: You did that before you raced? Oh, good.

Linder: Yeah, they put us in school, which was good.
We weren’t on the streets. We were on the same course
as the Indie cars. In fact, the day we were out there prac-
ticing, the Indie cars were out there too. And they teach
you to hold your lane. If you look in the mirror and you
can see these cars are coming up behind you and you’re
supposed to keep going straight,  and they could go
around you.

Cooper: Absolutely! That’s so dangerous if you look in
your mirror. Let them do what they’re going to do. I’m
glad they teach you that.

Linder: Yeah, you keep going straight. I’m just going,
“Oh, God, please let me survive!”

Cooper: Just throw that back mirror out the window.

Linder: (laughs) Yeah, right!

Cooper: Did you race against Bruce? He was really
competitive.

Linder: Yeah, I beat him because he went into the wall.

Cooper: (laughs) Oh!? 

Linder: We didn’t have Bruce any more at that point.

Cooper: We interviewed him back in the day when most
people knew him because of the Olympics. He was
doing some mountain biking, and he was still really
competitive. I’m sure she’s still competitive. 

Linder: Yeah. He was not happy about crashing.

Cooper: Yeah, I imagine he would not be. Do you know
who won that race?

Linder: I think it was Alfonso.

Cooper: Do you know where you came in?

Linder: I wasn’t last.

Cooper: Bruce was last.

Linder: (laughs) I wasn’t last, but I was toward the end.
But that was okay because my car didn’t have one
scratch on it, and I was happy.

Cooper: To be able to finish a race without crashes or
hitting anything is absolutely a victory in and of itself.

Linder: That was the first year they had any women in
it, and anybody from daytime TV for sure. Karen
Lawrence was in the race as well, and here were all
these people who had won before—it was fabulous. I’m
really glad I got to do that.

Cooper: Can you talk about hosting teas?

Linder: I started doing this—in fact, I just got back from
an event in Vancouver. I’ve been doing it for 22 years. It
all started because of a gentleman, Robin West. I would
do events for him in Canada. 

One day we were having breakfast, and all these people
were coming up and talking to me, and he was watching
all this. He works for the Canucks. At the time, he was
doing things with a lot of different hockey players. And
he said, “I don’t get it. I go to all these things all the
time, and no one says anything or comes up.” I said,
“You know what? You’re missing the boat.” He said,
“What do you mean?” I said, “If you want to raise
money for charity, The Young and the Restless is hugely
popular. It’s the number one show.” 

In Canada it was on twice a day. I think they showed
today’s show during the day and at night they show
tomorrow’s show. He said, “OK, well, if it was your
event, what would you do?” I said, “I know exactly
what I would do. Because my character serves tea, I
would have a high tea. I’d make it very classy and not
have it be an evening event. We would have Young and
Restless people come up, and we could do really well.”
And he said, “OK, you’re on.”

The first one we did was in Victoria, at the Queens Park
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Hospital. It was really successful, so we started doing
one in Victoria. Then we were doing one in Vancouver.
And then I asked some people from March of Dimes at
an event, so we started talking about it. They said,
“We’d like to do this.” 

So I put them in touch with Robin, and for eight years
now, we’ve been doing one in Toronto. That’s in
December.  On December 8th, for March of Dimes, and
then we have one in Calgary in April, also for March of
Dimes. But this last one that I just did in Vancouver, we
changed it up a bit and made it an evening event. So it
was a dinner. It was the first time we had done that, and
it was extremely successful. 

We raised over $80,000. It always sells out, but this one
was really sold out. People were coming and trying to
get tickets to get in the day of the event, and there just
weren’t more seats available. And my task-mates are so
great. They’re not paid. None of us are paid, and they
give up their weekends—it’s a great event.

Cooper: Do they fly United?

Linder: (laughs) No! One of our sponsors is Alaska, so
we fly on that.

Cooper: I didn’t know if you were going to say Air
Canada.

Linder: Unfortunately, Alaska does not fly to Toronto,
so we fly Air Canada for that.

Cooper: Have you been to Calgary?

Linder: I have.

Cooper: To Banff?

Linder: I have. It’s really beautiful.

Cooper: It’s so nice up there. I’m glad you’re staying
and visiting some nice places when you travel.

Linder: I don’t usually get to see much because I’m
working, but I had a little bit of time.

Cooper: What’s on your current calendar?

Linder: I’m the Grand Marshall for the Lupus Walk this
year. That will be on September 28th.

Cooper: Where will it be?

Linder: It’s a walk that takes place at LA Live. The
walk is in the evening, which I find really fascinating
because people with lupus are bothered by the sun and
the heat. So I think it’s great. This is the second time
I’ve done this. I’m excited about that. I was also the
Grand Marshall for the Long Beach Pride Parade a

couple of months ago. 

Cooper: It sounds like you’ve got a lot on your plate.
With United, you at any time put your hat in the mix
and say, “I want to grab a flight, put me in”?

Linder: I could, I do fly. I did just the other day. It was
interesting because when I found out I was getting my
star on the Hollywood Walk of Fame, I found out while
I was on a flight. I thought, “Oh, my gosh!” Things had
come full circle. 

I was going to Denver, and it was during the week. I
usually fly on weekends. I didn’t tell anyone that I was
going, so I thought I’d better check my messages. So I
was listening to my messages, and there was a message
from Johnny Grant. Do you know I don’t know if you
know who he was?

Cooper: Sure.

Linder: Oh, he was an incredible man. I did the USO
tours with him as well. That was really special. Anyway,
I’m listening to my messages, and I hear him saying,
“Kate, I’m leaving a message because about the star on
the Walk of Fame, Congratulations!” And I thought,
“Why is he congratulating me?” Then I thought, “Oh, I
know, The Young and the Restless just won the Emmy.
That’s really sweet of him to be saying that.” But then
he went on and said, “You are receiving a star on the
Walk of Fame.” I was, of course, totally blown away. I
couldn’t believe it. Then I tried to get a hold of my pub-
licist, my manager and my family to tell them.

Cooper: You didn’t call me?

Linder: If I’d known you then I would have! We’ll have
to do it again! (Laughter) That was amazing. I’m so
grateful to The Young and the Restless because they
have given me the opportunity to give back. I wouldn’t
even be there, or anywhere.

Cooper: So you were in the air?

Linder: No, we had landed in Denver. All the passen-
gers were getting off, and the other passengers were get-
ting on. I found this out while they were cleaning the
airplane. And I’m telling people, and they’re going
crazy. And the captain was going, “What is going on
here?” Somebody told him. So after we took off, going
back to LA, he made an announcement—

Cooper: Oh, great, that was what I was hoping!

Linder: He said, “You know, someone who is your purs-
er today, I don’t know if you know, but she’s getting a
star on the Walk of Fame.” So it was announced to
everyone in the air. I thought, “This is a trip.” I found
that out while I was doing that.
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Cooper: Good for him for making that announcement.
I’m sure people were confused, like, “Why do flight
attendants get one?”

Linder: (laughs) Yeah!

Cooper: I know a little bit of this history, but just to pull
it back to your acting, since it’s been such a big part of
your life. Can you, in the short time we have left, and
we only have another ten hours—

Linder: (laughs)

Cooper: —talk about your start in acting?

Linder: Acting is all I ever wanted to do. I never wanted
to be the things little girls wanted to be: a teacher, a
nurse, a flight attendant. I didn’t want to be anything but
an actress. My family was supportive, but they didn’t
have a clue how to make any of that happen. I became a
flight attendant because I needed a job that would bring
money in but that I could have time off. And it would be
easier to pursue that. That’s why that happened.

Cooper: Did the acting come about in your mind
because of you were watching movies or TV? Was there
something that triggered it?

Linder: I did plays. I think the first one thing I did was
in seventh grade. I can still remember. It was called
“Antic Spring.” I played the role of Blossom. Doing
that, I knew that was what I wanted. I’m a dancer. I
started out in theater as a dancer and singer. I just knew
that that’s what I wanted to do. And then, The Young
and the Restless. I had gone in on a general interview
with the casting director, Tom Palmley. He, unfortunate-
ly, passed away.

Cooper: How did you know about the casting?

Linder: In fact, SAG had a committee, and I’m still in
touch with the woman who made all this happen. They
had a committee where they would set up general inter-
views with casting directors. She had set this up, and I
went in there and talked to them and left them a tape of
some of my work.

Cooper: So, at this point, you’re not in SAG?

Linder: I was. I had done other acting here and there.
Young and Restless was my first long-term job. Any-
way, I left them a tape of my work and then I went
home. I said, “You know, this is not going to happen.” 

The assistant casting director at the time, she called me
and said, “Tom’s finished with your tape. You can come

Linder receiving a Star on the Hollywood Walk of Fame 
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and pick it up.” I said, “OK, well, I’ll be down in a cou-
ple of days.” And she said, “OK. It was really strange
because he usually doesn’t do this, but after you left, he
went right in and looked at it.” And I said, “Oh, OK.”
And he called me a couple of days later and said,
“Look, I have this rule. It’s really, really simple. If you
blink, you’ll miss it. But I’m looking for something else
for you on this show.”

Usually, if you do a small role like that, then forget it.
He said, “I’m looking at something else for you, if you
want to do this.” And I said, “Yeah, I do.” So I was
hired, and it was only supposed to be for one day. I did-
n’t have a name or anything. And then after I finished, I
was walking off and the producer, looked at me and
said, “Are you available tomorrow?” And I said,
“Yeah.” And then they started calling me back. 

In the beginning, my character didn’t have a name. I
was playing the maid [with] Jeannie Cooper , who was
the matriarch of the show. The script would be coming
down and it would say “maid.” They kept calling me
back. 

And then one day we were rehearsing lines like they
were written. And when we went to tape, she started
calling me “Esther”. An that’s how the character got her
name, Esther. And then we had a national contest for the
last name, and it was Valentine. My husband, who
unfortunately has passed away─we were married on
Valentine’s Day, so I thought Valentine is one of my
lucky days. So Bell said, “You can have it.” There was
Valentine or Diamond or one other, and I thought, “I’ll
take Valentine.”

Cooper: Nice.

Linder: And it was great acting. My very first line was
something that my family never heard, which was “Din-
ner is served.” Nobody ever heard that in my family.

Cooper: (laughs) So when you’re in the air and you say,
“Dinner is served,” it means something different to you?

Linder: (laughs) Yeah, right! It was really great. I’ve
been able to do other things as well, like make films. I
was in Cotillion ’65. We just did a film that’s not out
yet. Hopefully it’ll come out soon.

Cooper: And that’s will be a major release film?

Linder: We’ll see. And there’s some other things coming
up. I love Young and Restless. I worked today.

Cooper: What’s your average work week like?

Linder: It depends on what’s going on in the story line. 

Cooper: I saw in your bio that you’re doing some work
with SAG-AFTRA.

Linder: I’m on the board, and there are elections coming
up again. I’m running again for the board. I try to help
out there. I was governor for four years of the Televi-
sion Academy, and I really enjoyed that as well. It keeps
me busy. That’s a good thing.

Cooper: I think this was a great interview. How do you
think it’s gone so far?

Linder: I think it’s great. I think you’re great!

Cooper: (laughs) Ok let’s switch gears and you start
asking questions about me. 

Linder: (laughs) Sure.

Cooper: Oh, I have a question: Did I see a picture of
you and a dog?

Linder: If you look at it again, you’ll see it’s a duster.
And that’s because I’m dusting off my Star of Fame.
(laughs)

Cooper: Oops, I didn’t look too closely.

Linder: A lot of people say, “Oh, you had a little dog-
gie.” No, no. And actually, that duster is very special to
me because it was Johnny Grant’s. He passed away right
before I was getting the star.

Cooper: Oh, so he called to you congratulating you, but
you didn’t get to be with him that day?

Linder: No. In fact, it was so weird because he was out
to lunch with some people, who told me this afterwards.
They were talking about my star because it was coming
up. And he said, “Oh, I’m so excited for Kate’s star.
This will be really good.” They were going on about it.
So they finished lunch, and he went upstairs to his
room. He lived at the Roosevelt Hotel. He sat down in
his chair, and he died. 

We were at a friend’s house that night, and they had the
TV on without the sound. And I kept seeing his picture,
and I thought, “What’s going on?” Oh, my God, I was
devastated that he had passed away. That’s what that
picture is about. It’s a duster because of my character,
and it belonged to him. That is why I used it.

Cooper: That’s a nice remembrance of him and why you
have that duster that looks like a puppy.

Linder: I don’t think anyone’s ever heard that story.

Cooper: You heard it here! 

Linder: (laughs) Right!

katelinder.com
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onna Russo and Peggy Lane make up one of those
dynamic duos only made in Hollywood. Donna is

a dancer and actress; Peggy Lane is a Producer and
Director. Together they have created a web series
‘Donna on the Go’ which is based on Donna’s lived
experience and Peggy’s observed experience. This web
series, shot in Hollywood, tells the story of Donna Reed
(played by Donna Russo) as she navigates life as a per-
son with disabilities. Never wanting to be negative or
overwhelming, Peggy Lane writes each episode with
humor and compassion in mind. As ABILITY’s Shelly
Rohe spoke to the them the bond between these two is
evident.
Shelly Rohe: I want to know a little from you both what
the project, Donna On The Go, is all about.

Peggy Lane: You want to take it?

Donna Russo: Sure! The project is a light-hearted view
of the challenges that people with disabilities face in an
able-bodied world. We kept it—Peggy kept it light-
hearted not to make it so depressing that people get a
down view. We want to keep it up, upbeat.

Rohe: And educational as well?

Russo: Right. With a message.

Lane: I used to work on Will & Grace, for years, in the

Donna On The Go
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first round of Will & Grace, and I saw what they were
able to do. They were able to show people—to show
them compassion for people they might not have had
compassion for before, because they just didn’t know.
And I thought that was the tone that I hope we got,
that’s what I was going for.

Rohe: I think that comes across.

Lane: Oh, good, thank you. If you can make people
laugh, they learn without learning. They don’t know
they’re learning, but they’re seeing something different.

Rohe: Right. I think even people who have one condi-
tion learn about others that way, too.

Lane: Absolutely, right!

Rohe: Tell me a little about how you met.

Lane: Want to take it?

Russo: OK! (laughs) I was looking for a place, an acces-
sible place to live. I was having a very hard time. There

were places that didn’t have a ramp, places that didn’t
have underground parking, and I can’t do street parking
because I can’t get up a curb. I can’t do steps. I was
looking for a really nice person. I need my own space,
my own bedroom, bathroom and I need so many things
that are hard to get. And Peggy was also looking for a
roommate. At the time my sister was on the website,
and she saw Peggy’s ad for the apartment. We went and
took a look, and it so happened that we knew some peo-
ple in the industry together, the same people, and I said,
“Oh, this is great. We know the same people. She’s got
to be nice.”

Peggy was very familiar with disability. She took care
of her parents. They had mobility issues and other
issues. She was just wonderful with them. She has the
compassion and the empathy that you need. I am so
blessed and lucky that she’s the person that she is.

Lane: And I got lucky and found a reliable roommate in
a town not known for reliable people.

Rohe: It sounds like a great connection.

Peggy Lane on the set of Donna on the Go
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Russo: I think we both lucked out, really.

Lane: Yeah. I had an apartment in Burbank. After my
mom passed, my dad’s health started to decline, and I
was worried about him. I was working and couldn’t
commute from their house. It’s like a 150-mile round
trip. So, I had to keep the apartment, but I found a two
bedroom apartment that he could come and stay with
me during the week. And I would drive him back on
weekends. I could keep an eye on him. It had an eleva-
tor, a handicap ramp, underground gated security park-
ing, and he would never have to use another step. So, I
did that for him. After he passed, I had a series of room-
mates. It was like a revolving door, a montage of peo-
ple, some good, some not so good. And then Donna
showed up. It’s a first-floor apartment. There’s no stairs.
I knew what Donna needed.

Rohe: It’s the little things you don’t think about unless
you’re in someone’s shoes.

Lane: That’s exactly it. That’s exactly what happened
with the shower.

Russo: Mm-hmm.

Lane: Because the bedroom that Donna is in has a tub
and it’s a little harder to get into. And the bedroom I
have has a shower stall, which is what my dad used to
use. I would give my dad my room, and I would take the
other room. And when Donna was looking at the apart-
ment, it dawned on me because of that, “If the tub does-
n’t work, you can use my shower when you want to,”
and bam! Out came the checkbook. (laughter)

Russo: I was disheartened when I saw that the tub was
high, and I thought, “Well, oh, well. This isn’t going to
work out.” And then Peggy was kind enough to say,
“Yeah, you can roll into my shower stall.”

Lane: And I wouldn’t have known that if it weren’t for
my dad because I knew that he couldn’t.

Rohe: Is that where some of the inspiration for the
episodes comes from?

Lane: Oh, absolutely,

Russo: Mm-hmm.

Lane: Yeah, and then also from Donna, too. She dances.
We included that in the show, too. I hope you got the
chance to see the dance that Tam Warner choreo-
graphed. It’s beautiful!

Rohe: I did. And I have to say, it brought tears to my
eyes.

Lane: I know, it’s very touching. I’ve had men, big
guys, grips and electricians say, “Oh, man, it got me!”

I’m like, “Oh, man, that’s so sweet!”

Rohe: Do you collaborate on ideas together?

Lane: Yeah, I would say so.

Russo: Our first idea was a little episode about shopping
at Target. Because when I get in the cart, the electric
cart doesn’t always register my weight, so I have to sit
all the way to the front. And then when it moves, I’ve
got to transfer my weight because it doesn’t register my
weight.

Lane: She’s little, as you can probably tell from the
show, like 90 pounds. And she’s so small she can’t sit
back on the little thing. The cart was stopping and start-
ing. We were laughing. We had tears coming out of our
eyes. And I filmed a little of it to make her laugh, and
when I put it together, I thought, “You know, this
doesn’t look too bad on a little iPhone!”

Russo: I bumped into things with the cart. I can’t
maneuver it. I can’t reach things. I turned around in the
cart—

Lane: Yeah, that’s another thing. You get that thing lined
up with the actual shelf, and what you want is way up
there. (laughs)

Russo: It’s an adventure.

Lane: It was the start.

Rohe: When you are coming up with ideas, do you have
a theme in mind for a season?

Lane: I did in season two. I had the idea to do an
episode about falling. Start with the fall, and then the
group of friends coming to be a support system. I
thought, “Well, get it out of the way. Get the fall out of
the way.” Because it’s not just about the fall, it’s about
having people to care about you. And then there’s the
series of miscommunications with Amazon Alexa
because she doesn’t understand who you want her to
call. It’s one of the reasons you have it for help, and
yet— (laughs) It’s yet another challenge. But others do
come over and help her. 

I had an idea for three episodes that all pertained to
falling, like a little trilogy of fall, if you will. (laughs)
And it led to the coordination of the dance. Here you’ve
just fallen, and a few days later, you’re talking to your
friend about choreographing a dance where you’re
going to trust and hopefully not fall. Wow, that’s kind of
scary! And then you see the dance.

Rohe: Which is beautiful.

Lane: Oh, thank you. Tam did a beautiful job on that.

Rohe: I watched the trailer for season two where you’re
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going down the ramp in the chair and flying into the
street.

Lane: (laughs) Oh, yeah.

Rohe: Was that scary to film?

Russo: It was. I had a double. It wasn’t really scary for
me. Maybe the little part when they pushed a little bit
and I was on a cable and I slipped forward. But I
absolutely loved that episode and I enjoyed working
with our iconic stunt man, Vince Cedric, Jr., who Peggy
knows. It just was wonderful.

Lane: I worked with Vince on a show for about four
years. I knew she would be completely safe. This
episode was his idea. He wanted to direct, and I said,
“Would you be interested in directing a little episode of
ours?” And he said sure. And then he pitches the thing
to me. “OK, so there’s a door that’s going to hit her.
She’ll roll down the ramp and go into the street. There’s
a guy with a hose, another guy with a blower. She’ll
keep rolling and the truck will come at her and all this.”
And I’m thinking, “Uh-huh. Mm-hmm. How am I going
to do this?” He said, “It’ll be OK.” And then he came
over to the house and we had a production meeting,
walked through it. I told Donna about it. I said, “OK,
here we go! It was his idea!” At first he had stunt people
in cables. You’re never at any moment at risk with
someone like that.

And Donna, God bless her. I would have been more hes-
itant than Donna was. I would have said,“You want me

to what?” Donna was just great. “OK, sure, let’s do it!”
I’m like, “Wow!” She’s fearless, she’s really fearless
like that.

And then we talked about the tone. What I was con-
cerned about was the tone. You don’t—I don’t want
people to think that she’s in danger. It relies on Donna
completely to be like, “Woohoo! I survived this. I make
the best of all the crap that comes my way.”

Russo: I hear wonderful ideas now and I go, “Oh, wow,
this could really be a fantastic thing!”

Rohe: I love how in the end you grab the tail of the
pick-up and go for a ride! (laughs)

Lane: (laughs) Exactly! That was the only moment in
screening, when people saw that truck coming at her,
you could hear people go, “Oh!” I hope you would
know that we’re not going to hurt Donna. (laughs) It’s
just sort of the bigger theme, people have all these
obstacles, more than most people, and you do what you
have to do to get things done.

Rohe: How many episodes are there per season right
now?

Lane: To qualify for Emmy consideration there have to
be six episodes per season, and we’ve done three sea-
sons, so we have 18.

Rohe: So, you’re done shooting season three?
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Lane: Oh, yeah. We’re still recovering from season
three! (laughter)

Rohe: When did you finish that season?

Lane: In March, I think.

Rohe: When, if there is one, is season four starting up?

Lane: We’re still talking about ideas. We actually have
some ideas, and we’ll see. (laughter) The goal is to pitch
season three. I’d love to pitch the show and get it out so
more people can see it.

Russo: I absolutely loved working with Kate Linder in
season three.

Lane: She’s fantastic!

Russo: She’s a wonderful addition playing my sister
Laura.

Rohe: It’s great that you brought her up because I was
going to ask you what it was like to work with her. She
was in more than one episode?

Lane: I think it was three, or was it four? To submit an
actress for an Emmy in short form, they have to be in
50% of the episodes, which she is, so she had to be in at
least three. We had her in four because we had her in
“The Ninjas.”

I know Kate through the union, through SAG-AFTRA.
We were both elected through the local board, and I
would see her in meetings and stuff. We just started
talking. She’s so amazing. Every time you talk to her,
she’s leaving to do something for charity. I was talking
to her about the show, and she was like, “Oh, my God,
I’m going to be in Toronto for a March of Dimes event”
or something. She’s speaking on the panel. I’m like, “If
that isn’t a sign, what is?”

Rohe: Do you think she’ll come back next season?

Lane: She said she was interested in it. I absolutely do.

Rohe: What’s changed from season to season?

Lane: We raise more money each season. That’s the
biggest thing.

From season one it was kind of just me and Donna, for
the most part. We’ve always had Craig Hutchinson with
us as a producer and a director, but season two we
added more actors. Season three we added more actors
and more production. It went from being a runaway
wheelchair to season three with Donna fighting off 12
ninjas without leaving her wheelchair. (laughter) And
again, that’s Cedric. He came up with that.

Rohe: Donna, do you feel like you’ve gotten braver
from season to season?

Russo: Braver? Of course! It gets more with each sea-
son. Like, now it’s season three, ninjas, and I’m like,
“OK, I’m in a wheelchair. We’re going to have a double.
It’ll be about Donna fighting off these ninjas.” Which to
me also represents all the kinds of challenges in life that
you fight off. And you succeed. To me, that was a repre-
sentation of the ninjas. And I also loved playing Judge
Judy. We had a courtroom set.

Lane: A beautiful set.

Russo: That was really interesting, being in a set that’s
like a courtroom. I had so much fun wearing a wig and
playing Judge Judy. I watched her on TV to try to get a
feel for her and see how she was.

Lane: Donna’s not just fearless about the fun stuff but
taking on things like a So You Think You Can Dance
parody in season two, Mary Murphy with a little wig
and a laugh, and Judge Judy. That’s scary stuff, too. And
she does it.

Rohe: That’s great. What’s your favorite thing you’ve
done so far? It kind of sounds like playing Judge Judy
was one.

Russo: Yeah, that was fun. Any time I can be something
other than me, it’s fun.

Lane: Acting!

Russo: The thing is that I have to just let it go and not
worry about if I look silly or what other people will
think. I have to just have fun. Be Mary Murphy and
have fun. Be crazy, kind of, like she is on the show. Just
let go. That’s why improv classes are so good for you,
the on-the-spot stuff. You just have to be in the moment,
just let it go and not worry about—be committed to it. If
you’re not, if you go with half a commitment, people
won’t get it.

Rohe: Do you still take classes?

Russo: Peggy helps me. She’s a mentor, a coach, an act-
ing coach. She has students. She’s coached some heavy
A-list people, some pretty notable people out there.

Rohe: And you write and direct and film—

Lane: Yeah. The show is a lot. We’re both very proud of
it.

Russo: Yeah, really proud of it.

Lane: It was great being at the Abilities Expo. Donna’s
an ambassador there, so we had a booth. We’re not real-
ly selling anything. We’re just trying to show people the
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show. One woman came up in a chair, like a recliner
wheelchair with a assistive aid for her to speak. She’s
watching Donna go up the handicap ramp. It was taking
forever, and she looks at the person she was with and
she types, “That’s me.” I was trying not the cry in front
of her, but it was like, where else can people look at
something and be represent in it? You had Speechless,
but that’s canceled now at ABC. And there’s other
shows, but I don’t know of another show that has the
lead as a person with a disability. It’s a supporting char-
acter or something. That’s still representation. It’s still
very necessary, but if you have the lead, you can really
show people.

Rohe: I recently read something about symbolic annihi-
lation, that when you are not represented on camera or
in the media you’re consuming, you become not neces-
sary or important.

Lane: I’ve never heard the term before, but it’s so true.
Especially doing work with the union, you’ll always
hear people with a disability or different ethnicity speak
of the first moment they saw a show where, “Oh, there
was an Asian character. There was a black character. I
finally felt represented.” And what that means to them,
to feel seen, it’s huge.

Rohe: It’s life-changing.

Lane: Yeah, it really is. You’re not alone anymore. And
like Geri Jewell, when she was on Facts of Life, she was
one of the first people who you felt had representation
to show people that yeah, you can be represented there.
She’s a wonderful person, too. And she was funny!
Some people would be uncomfortable with people with
some kind of disability because they don’t know what to
say. They don’t know how to act. And Geri Jewell came

out and gave everyone permission to laugh with her, not
at her, like, “I’m still the same person, I’m still funny, I
just have this.” It was amazing what she did.

Rohe: She writes for ABILITY Magazine.

Lane: Oh, I saw that, yes.

Russo: Oh, yeah, of course, and David Zimmerman, too.
He does a lot for the community as well.

Lane: There’s a lot of good people. We were lucky to
have Eileen.

Russo: Yeah, Eileen Grubba on the show. Peggy had
this idea to have other actors in there with disabilities,
and of course I’m like, “Yeah!”

Lane: We must have asked about 30 people, and we
were lucky we got five people with disabilities. So, we
have five people in a show with 20 characters. You rep-
resent. It’s not just one person. You can show people
you can do this.

Russo: What I wanted to say, too, is Tam Warner—we
danced at Abilities Expo. And she choreographs the
dances. But the people who watched the dances, they
loved that. Oh, my gosh! We can dance, too. We can
also use our bodies and dance the way we do. Because
we have them at the end of when we do a performance,
they come up and they dance with us. They really love
that. Tam will lead them or I will lead and some of the
other dancers we have there will lead. And they’ll feel
the joy of dancing, which is a wonderful thing.

Lane: It’s very moving, very sweet.

Donna Russo whipping up the action on the set of Donna on the Go
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Rohe: What else do you do at the Expo? How was this
year for you?

Russo: We do dance performances and of course we
promote Donna on the Go at our booth. I’m an ambas-
sador. That means I talk to people about the Expo. I
advertise for it. Peggy puts flyers out. I put flyers out,
too. Of course, I can’t set up the booth, so Peggy does
that, and she’s just amazing. She puts up a big pop-up
thing behind us and cables and TVs. We have photogra-
phers there who take pictures of people Peggy knows
from the industry and people from the union, well-
known actors and actresses. They come and support us.
We have pictures with the Abilities Expo people on
Getty as well. It’s really wonderful to have them on
Getty.

Rohe: What’s the big goal of the show?

Lane: Oh, I’ll take this one! I want to pitch this show. I
want this show to be on a network or more global level
so more people can see themselves represented. Contin-
ue to do the show, continue to have other actors
involved, so we can do what I don’t see anyone else
doing.

Russo: And we need them to do that. We’d love to have
a lot of subscribers who follow us.

Lane: Everything’s a proof of concept. You do the show.
You’re like, “I’ve proved we can do it. Now I have to
prove that people will watch it.”

Rohe: Do you feel like people are ready to watch a
show like that?

Lane: Yeah, I do. I’ve shown the show to a lot of peo-
ple, not just at the Expo, where people might be more
predisposed to watch it, but people at work, grips, elec-
tricians, big burly men you don’t think would want to
watch Donna dance or something. But they love the
show. The feedback I get over and over, when people
watch it, they love it. It made them love, it made them
cry, it made them feel.

Rohe: Donna, do you ever get feedback that you don’t
like?

Lane: Have you?

Russo: I really haven’t.

Lane: Not much. One of the videos somebody put a
thumbs down, and I’m like, “What? Why? What did
you do that for?” But you don’t know who it was,
they’re anonymous, so I don’t know. We haven’t heard
any face-to-face.

Russo: No.

Rohe: What would be one more thing you’d want peo-
ple to know about that might not be related to the show?

Lane: Hmm. (pause) Motivational speaking.

Russo: There you go. I want to—I’ve done some moti-
vational speaking. I’d like to continue that. In colleges
and universities, with Peggy, because people, occupa-
tional therapists and caregivers and nurses have come
up to us at Abilities Expo and they say that they’re
showing clips of our episodes to their students in their
classes as part of curriculum.

Rohe: Oh, that’s great.

Lane: We didn’t know that. It was like, “Wow!”

Russo: They were coming up to say, “Our professor
showed us these clips, and we loved them.” We’re trying
to continue that now at schools and universities. And I’d
love to represent adaptive clothing. Shoes with velcro
that make it easy for people to take their shoes off.

I’d like to represent adaptive clothes and show that there
are different people, that everybody has a different
issue. I’m 4 foot 5 and 90 pounds. I have muscular dys-
trophy, FSH, and Turner syndrome, which are unrelated
issues. But with muscular dystrophy I can’t raise my
arms too high. I can’t lean over. So for me, the shoe
thing with the velcro is very important because it makes
it easy to get in and out. The velcro magnetic button
jeans that you can easily put on and take off are perfect
for me. And I’m sure a lot of people out there. But
everybody has a different thing going on.

Lane: It’s very encouraging to see corporations like Tar-
get and Zappos which is part of Amazon

Russo: Sketchers.

Lane: They’re finally doing this. They have adaptive
clothing lines, adaptive Halloween costumes, Target just
came out with that. It’s fantastic. It also means that
financially they did the research to see if this is a viable
industry, and it is.

Rohe: It definitely is.

Lane: There’s obviously a lot of people they’re reaching.

Russo: And Peggy has done videos with me talking
about the jeans, talking about the shoes. We’ve put them
on social media platforms hoping that I can represent
those companies and we can also talk about them on
Donna on the Go. lLike if I have a friend, she would
say, “Where did you get those jeans?”

Lane: They’re helping a lot of people.

donna-on-the-go.com
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Camerone Parker delivers this message with grace and
gusto. Having lived a relatively normal life, she was
‘discovered’ at age 21 and has become a top Supermod-
el proudly represented by the famed FORD Modeling
Agency. Since then her life has been anything but nor-
mal, jet-setting all over the world, walking the runway,
and appearing in over 300 magazines. Camerone Parker
has worked with top named designers like Bagley Mis-
chka, Vera Wang, and Giorgio Armani, was seen nation-
wide on Billboards for Ralph Lauren POLO, and has
been the face of Olay.

In this world of high fashion, Camerone was keeping a
high stakes secret, in January of 1998 she was diag-
nosed with relapse-remitting Multiple Sclerosis
(RRMS). Without health insurance to help with medical
costs (one medication alone cost $65,000 a year) and
knowing that her career was on the line, Camerone
made the decision to keep her diagnosis quiet. She even-
tually got health insurance and in 2009 told the world
about the secret she had been guarding.

Today this Supermodel turned Super-advocate has a
mission- find a cure for MS. Camerone will tell you that
even though she has a ‘common’ type of MS, no two
people are alike. So, flanked by her team of medical
professionals, husband, family, friends, and coach,
Camerone works tirelessly to raise awareness and advo-
cate for treatment of this disease. She is in high demand
as a public speaker and is looking forward to walking
the runway for New York Fashion Week this year.
Through it all, Camerone Parker has never faltered—but
if she did, we’d blame it on the shoes.

Shelly Rohe: Let’s start at the beginning. What it was
like growing up for you?

Camerone Parker: My parents are Bill and Elise Cham-
bers. They are amazing in the way they raised two chil-
dren. I have one brother. We are a year and two days
apart, and we are completely different from each other.

And to have parents recognize the talents in both of
their children I think was a unique blessing. I was a nor-
mal, happy, healthy, child. I went on to college, and
everything in my life was kind of textbook, nothing out
of the ordinary.

I was discovered as a model and after having a discus-
sion with my parents about that, I was off and running.
And I’m so blessed that I never did anything—and I still
don’t do anything of ill repute. So my parents have
never had to go running from embarrassment, at least so
far! (laughs)

Rohe: How old were you when you first started profes-
sional modeling?

Parker: I was 23, the ripe old age of 23. (laughs)

Rohe: How were you discovered? How did that happen?

Parker: I happened to be shopping with my mother, and
this gentleman kept walking around and I thought, “This
is kind of creepy.” He wasn’t kind of creepy at all. He
gave me his business card and he said, “Have you ever
thought about modeling?” This is so embarrassing. I had
just taken a swig of Diet Coke, and I sprayed it all over
him when he said that! So, my Southern manners went
out the door!

Rohe: (laughs) I do detect a bit of an accent. Where did
you grow up?

Parker: I have Alabama roots. My dad’s part of the fam-
ily is all from Alabama and my mother’s side is divided
between Texas and the North Shore of Chicago. But I
was raised in a real Southern family: “Yes, Ma’am.”
“No, Ma’am.” “Yes, sir.” “No, sir.” All of that. I will tell
you that that really sealed the deal. He realized I could
be a model and talented at the same time. When I was
discovered, I never really thought I was beautiful or
pretty, I just knew that I was different. I truly to this day
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still believe I’m very unique and very different. I’m not
everybody’s cup of tea, nor do I want to be everybody’s
cup of tea. (laughs) I have a very edgy, avant-garde look
that has gained steam as I’ve gotten older.

So, I decided to try this world out and never once
looked back, because the fashion world embraced me
and it was because of this world that I can honestly say
that I am alive today. Even though I had to keep my MS
diagnosis a secret, I was able to generate the income
needed to keep myself alive, and that is so important. I
didn’t ask for favors or special treatment. I paid every
cent of my medical treatment up until the time that I got
medical insurance.

Rohe: When you were modeling and exhibiting symp-
toms, did you ever think anything significant was hap-
pening to you?

Parker: You know, I really didn’t give it any cause. I had
some symptoms, but I didn’t think that they were symp-
toms. I thought it was just, “I’m tired.” “I’m on an air-
plane.” “Have you seen the shoes I’ve had to wear on
the runway?” I had what I thought were very logical
excuses, explanations of a few precursors before my
diagnosis. As they would somewhat come on, they
would hang on for a little while and then kind of go
away. When I say that, it fits the mold of relapsing-
remitting multiple sclerosis, which is what I was diag-
nosed with. It kind of waxes and wanes. The fighting,
the numbness, the tingling, the MS hug that I would get
in my chest, my horrendous vision loss, all of this was
kind of adding up. But I was working so much, I didn’t
give it a breath because I thought it was because I was
tired. I could always justify it as, “I’m tired.” “I just got
off bouncing here, there, and everywhere on planes. I
need some time off, need some rest.” If I had some
numbness on my left side, especially into my left leg,
and I would trip or stumble, I blamed the shoes. It was
also the shoes’ fault, not the model’s fault. (laughs)

Rohe: (laughs) What was different about the time you
were finally diagnosed?

Parker: Unfortunately, I went through a very, very rough
bout of spinal meningitis, and that’s when the neurolo-
gist who was assigned to my case in the hospital said, “I
want to make sure that everything has left your body.
There are a few markers that are showing up in your
spinal fluid from your spinal tap, and I want to make
sure that it’s not meningitis.

When my doctor called, after I did all of these tests, it
was him calling, not his nurse or his medical assistant,
and he said, “I need you down in my office within the
next hour.” I thought, “Oh, my gosh, what did I do?
Did I do something wrong? Did I have one glass of
champagne too much? What?” I’m running through
silly scenarios in my head, and being relatively healthy
growing all the way up and then walloped with this

kind of diagnosis. I think it takes the breath out of you,
it really does.

I still can hear my doctor telling me that, and the wind
being knocked out of me, where I couldn’t speak. First
of all, I didn’t know exactly what it was, but I knew it
was something serious, and of course I looked up and he
said, “You’re going to have this for the rest of your
life,” and that’s when I started crying. I said, “You’ve
just signed my death warrant! No one will hire me
knowing I have this!”

A million things flew out of my mouth, and he said, “I
want you to stop and take a big breath. We’re going to
go through this.” How was I going to take care of
myself for the rest of my life? The unpredictability of
MS.

Rohe: Could you explain a little about RRMS?

Parker: Yes. There are basically—now they’re saying
there are four, but there are basically three different
types off multiple sclerosis. There is relapsing-remit-
ting, primary progressive, and secondary progressive.
Those are the top three. RRMS is when you go into
remission or you suffer a relapse. You never know how
long your relapse will last. Will it last a day? A week? A
month? A couple of months? One never knows. Having
this type of MS—all the things I was encountering, the
vision loss, the numbness, the fighting, the waxing and
the waning, I was going into a relapse and going back
out into remission.

My doctor was very keen on all of the MS studies. I was
diagnosed in January of 1998, and at that time, there
were three FDA-approved disease-modifying drug ther-
apies available. I consider myself very, very lucky,
because had I been diagnosed back in 1993 or prior,
there were none. Today we have 17 available. I’ve seen
in my lifetime living with MS the evolution of so many
new drugs and drug treatments, all of which are fantas-
tic for an MS patient, however, none of them are a cure.

In general, no two MS patients are alike. We may have
common symptoms, but I can’t tell you why today I can
put on lipstick and a pair of heels and be OK and why
tomorrow I may not be. We don’t know. Why were the
lesions attacking my optic nerves, the nerves surround-
ing my eyes and my vision? Why was that the primary
center? Why was I losing my vision? We don’t know.
Disease-modifying drugs were very important because
we wanted to slow the progression of the disease. If I
had maybe three relapses a year, let’s see if we can cut it
to two, and then let’s see if we can cut it to one.

My doctor told me that the three drugs that were avail-
able at that time were Avonex Interferon, Betaseron, and
Copaxone. We called it the ABC’s. (laughs) I was put
on Avonex Interferon. I remained on that until 2013,
and my life changed because I was able to go off of

Camerone-Parker__QuarkTemplate.qxd  8/11/19  12:11 AM  Page 52



ABILITY   53

Interferon and go onto Tecfidera, which is a pill, and
that was a game-changer for me.

Rohe: What was the first one like if it wasn’t a pill?

Parker: Avonex Interferon is an injectable, once a week.
It’s an IM, so the needle is as long as I am wide.
(laughs) It is very painful, and the side effect was that I
had the flu every single week. How does a model travel
with this medication that needs to be refrigerated? How
does she travel with these humongous needles? How do
I travel with all of that and not be found out?

Rohe: My questions exactly.

Parker: Well, this is part of the big ruse. I sat down with
my neurologist and we mapped out a plan of every sin-
gle city I would be in throughout the year. A lot of times
I would be in one city for six or eight weeks. We figured
out Sunday nights were always good because Mondays
were typically quiet days for me. Occasionally I would
have a shoot, but not many. It would be a good travel
day. So, my doctor would arrange for me to have my
Avonex Interferon bloodwork, everything I needed to be
done, at a hospital in every city that I was in.

Rohe: Wow!

Parker: I would sneak out of my hotel with no one see-
ing. I would have a taxi or car service pick me up, typi-
cally a car service was the best because they could wait
for me at the hospital. This was about 2:00 or 3:00 in
the morning. I’d get to the hospital, have my treatment,
then get back to the hotel without anyone seeing me.
There were a couple of times I kind of got caught, and I
laughed it off. Some people who knew me were coming

in from a night out and they all said, “Oh, we knew you
were going out, you were hittin’ it!” I kind of wanted to
say, “ Yeah, I was hittin’ it, but you have no idea where I
was hittin’ it at!” (laughs)

Rohe: You never told anyone?

Parker: I couldn’t tell anybody, because one of my
drugs, the Avonex at that time, was $65,000 a year.

Rohe: Wow! That’s a lot for one medication.

Parker: And I had no medical insurance. I was an inde-
pendent contractor. Models didn’t have a union. At that
time, private insurance was really hung up on preexist-
ing conditions. If I was to spend money, I needed to
spend money on keeping me alive and not paying for
insurance that wasn’t going to take care of me.

One of my drugs was $65,000 a year. The secondary
drug was about $1,000 a month, that added another
$12,000 into that mix. Plus a yearly MRI, either a spinal
tap or other things. A neurologist is a specialist, and I
have to see him once or twice a year. And because I was
going into the hospital to have my treatment, that was
extra money. I needed every modeling job to pay for
this, and I took them. Nobody could know. Let me just
preface this by saying, I had no shame. There was no
shame in having MS. I think it’s shameful that as an MS
patient I couldn’t get medical insurance back then.

Rohe: Sure.

Parker: But there was no shame. I was giggin’. I had to
work. I also suffered having the flu and all my side
effects on an airplane, on a tour bus, in a rental car and
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losing a day when I had them. In 2013 I was able to
switch over to Tecfidera, which is a pill I took twice a
day, I didn’t have any more side effects. I didn’t lose a
day to the flu, and there were no more painful shots any-
more. It was a game-changer for me.

Rohe: When you were on those medications, you could-
n’t take painkillers?

Parker: There are lots of things you can’t do. You can’t
drink. If you do, like a sip here or there of something,
and I worked too hard for that medication! You can’t
take painkillers. MS is a painful disease, so I managed
my pain with acupuncture, which was very, very good.
You can’t be out in direct sunlight. There are lots of
things that come into play. One of the consequences is
something that happened to me last fall and left me once
again fighting for my life.

I had just, as I love to say, tore up New York Fashion
Week. I was in the New York Times and had an amaz-
ing photo shoot at the Plaza. I had so many great things.
But I was not feeling well at all that whole week. I look
at some of those pictures now and I think, “Oh, good
Lord!” Forty-eight hours later I was in the ICU fighting
for my life. Flying home, I was in medical distress and
when I got off the plane, my husband met me. He had
called my doctor and I was rushed to Mayo in Scotts-
dale and immediately put into ICU. I was in complete
liver failure.

The proper term of what happened to me is hepatocellu-
lar injury to the liver, which is basically a toxic level

where I killed part of my liver. Unfortunately, it was due
to my MS medication. Would I still advocate for any-
body out there who is newly diagnosed. You get on a
drug therapy program. You want to make sure you get a
handle on this disease before it handles you. I would
still advocate for that. It’s just that my body, after 21
years of taking an MS drug therapy, is done. It can’t
take it anymore. I now am going to need a partial liver
transplant to fix the hit that my liver took due to my MS
medication.

Rohe: If medication is out, what other kinds of things
are you doing?

Parker: Well, one of the best things that has come out of
this is that I will never give up. I won’t ever give up. So
I got a little setback. At least when I was in the hospital,
I had my monogrammed pajamas on. I was trying to be
cute (laughs) and be comfortable! But moving forward,
what am I faced with? Well, I’m not giving up. I am get-
ting up. That’s one of the things I live by. The chance
will always be there to succeed if you just get up. You
can try a hundred times or a thousand times, and you
may fall down a hundred times or a thousand times, but
the chance will be there that you can get up. Just try. If
you give up, that chance is forever gone.

So in getting up, I have surrounded myself with a great
team of doctors, my amazing supportive husband, who
is the best part of my every day, and we have also hired
someone. He’s not just a personal trainer, but he’s a cer-
tified life coach. He comes twice a week and works out
with me because I have so much atrophy in my body
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right now from MS and not being able to move. He
works with me on keeping the blood flowing, keeping
everything going, from my head to my toes and all the
way back up. His name is Michael Kapp. He is a true
godsend. He understands the challenges that my body
goes through. I won’t ever say “can’t do.” Sometimes
my leg just won’t bend a certain way. I don’t know why,
but after working out, it will bend a certain way. That’s
not giving up, that’s getting up.

Rohe: Wow. That’s amazing!

Parker: Yeah! (laughs)

Rohe: Is that, in part, what propels you to be a motiva-
tional speaker?

Parker: Mm-hmm. One of the things that I learned from
my parents, and it is a mainstay today, is that giving is
the best medicine around. Doing for others is the best
medicine around. I came out and shared with the world
about my MS diagnosis and how long I’d been living
with it in an initial article back in 2009. I was besieged
with letters, phone calls, you name it, and I thought,
“Well, I’m not an athlete, I’m not running 26 miles.”
The only time you’ll see me run is if there’s a great sam-
ple sale at Bergdorf’s (laughs) And then it’s just a very
fast stroll.

My speaking is much more about awareness. I am just
like everybody else. I have trials and tribulations in life,
highs and lows. Whether you’re sick or not sick,
whether you’re a caretaker, whether you know someone
who is ill, whether you know someone with MS, you
will gain strength in my message. Every chance I get to
speak—I would say 90% of them have been specific
MS fundraisers. I won’t ever profit off this disease. If
someone wants to make a donation or give something to
me, while I love that, I would prefer more people bene-
fit from that donation. I don’t charge a speaker’s fee. I
also pay my expenses as well as all of the expenses for
my entire team that travels with me.

I buy tables or seats. I never ask for a free seat. I fill
them with my friends who are all over this country.
They come. I also donate my own money on the floor at
that event as well. I’m so passionate about this because
the more awareness, the more people see and hear my
story—while I think it’s great we have 17 new amazing
drug therapies out there, I’m one of those patients now
who needs a cure—and fast!

I always used to say before what happened to me last
fall, “Of course I want there to be a cure. I’m hoping to
maybe see a cure in my lifetime.” Boy, that message has
completely shifted since last fall. If someone were to
call me selfish, yes, I am selfish because I want to get to
a cure. But that doesn’t mean my fundraising and my
message will go away. I will still be an advocate, and
“MS warrior,” as I’ve been called by many, many, many

friends. I will still be very passionate that today is a
great day, tomorrow maybe not so much. If I can just
take advantage of my gifts that I have today and what
purpose they can serve. If I can raise funds and aware-
ness, then that is the best thing I can possibly do.

Rohe: You remain so positive in the face of such uncer-
tainty.

Parker: Thank you! That means so much—because I
have many people say, “What would you know? You’ve
only known being a model. You’re beautiful and pretty.”
You know what? I check that really fast and say, “I am
someone’s wife. I am someone’s daughter. I’m a step-
mother to children, and I’m a grandmother, a godmoth-
er. I’m a friend.” You shouldn’t ever have to see some-
one go through what I’m going through.

When the National MS Society came out with a big
platform, “My Invisible MS,” I am THE poster child for
that. (laughs) You can’t see my liver. You can’t see my
eyesight. My incredibly talented husband, Robert
McCulloch, is a profound eye surgeon here in the state
of Arizona. He employs the only neuro-ophthalmologist
in the entire state. And between the two of them, they
operated on both of my eyes and gave me the gift of
sight.

Rohe: What a gift!

Parker: I had MS-related cataracts, and I now have
what’s called a “symfony lens” in both eyes, a new lens
in each eye, and I can see beautifully.

Rohe: That’s amazing!

Parker: He gave me the gift of sight, and I give him lots
of kisses. (laughs) And hugs and laughter. Definitely a
lot of laughter. He’s very, very supportive and very ded-
icated.

Rohe: What advice would give to someone diagnosed
with MS?

Parker: The number one thing I’ve been asked is, “What
do you recommend? What’s your secret?” Well, it’s not
a secret. Number one is surrounding yourself with a
good team, i.e., supportive friends, excellent doctors
whom you can always ask questions—they’re never
bothered by you—a good. And don’t say what your lim-
itations are. You always want to say, “What am I going
to achieve next?” Because everybody has a bad day.
Why put a little marker on it? Rather than a limitation,
how about “limitless”? 

Constantly seeing small things and making small
changes. Acupuncture works for me. It may not work
for everybody. Some people are more about taking sup-
plements. You have to be really, really careful that they
don’t interfere with your medical protocol if you’re on a
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drug therapy. It’s finding a good balance. Also, from
what I’ve learned along my travels and speaking, I’ve
heard a lot of MS patients suffer with depression. I am
not one of them. I’m thankful for that. However, I do
recognize that you can’t wait. Get into a good therapist.
You must get help. There’s no silent suffering. You can-
not let the depression wave over you. That is the worst
thing you can allow your body to go through.

Sometimes it can be daunting, looking online and hear-
ing so many sad stories. “If this worked for this person,
why can’t I do it?” Well, it may not be the right choice
for you. Again, embrace what’s around you. It doesn’t
mean you have to have a ton of money. There are great
resources out there that are free or on a sliding scale. A
majority of the drug manufacturers now have a patient
co-pay assistance, which did not exist back when I was
having to pay full price. We’re talking anywhere from
$10 to $50 a month depending on what medication. You
call them right away. It doesn’t matter how much money
you make, they do have a lot of co-pay assistance,
which I think is fantastic. It’s very good that the phar-
maceutical companies are doing this.

Rohe: Cost can be a huge factor in treatment. I saw on
your Instagram a moving poem that had caricatures of
you.

Parker: Oh, yes! Oh, my gosh! By Scott Clark, yes!
(laughs)

Rohe: Can you talk about that?

Parker: I was honored earlier this year by an incredible
theater company called the Invisible Theatre. They
bestowed upon me the Guest Artist of the Year Award
and also the first-ever Edith Head Style Award. Edith
Head was an amazing woman. She has won the most
Academy Awards of anyone in the entire world, in his-
tory, for costume design. The Invisible Theatre has
bestowed its Guest Artist Award to luminaries such as
Lynn Redgrave, Lucie Arnaz, Rain Pryor, Richard
Pryor’s daughter, Sandy Hackett, Ann Callaway, incred-
ible, multi-talented, multi-award-winning actors and
actresses. To have been bestowed something so special
was amazing. And then given the first-ever Edith Head
Style Award in addition was an amazing weekend.

They reached out to the artist, Scott Clark, who did the
caricatures of me. He wrote that poem about me, after
doing a little bit of research. What’s so beautiful about
that is that Scott and I never met. I had no idea that the
company had gotten him to do this. He does Cher and
Dolly Parton! Big people, not me! Consequently, seeing
that, I burst into tears. I thought it was so personal, so
moving. He was spot-on in how he read that. And of
course his caricatures were just dynamite. Subsequently
we’ve become friends because of that.

That amazing piece is sitting in here in our scenic home,

beautifully framed. I didn’t know that my message and
my walk up until this point touched people I didn’t even
know. That’s what Scott portrayed in all of that. I’m so
glad you thought of that! (laughs)

Rohe: It can be eye-opening how far and wide the
impact of your message has.

Parker: Yes, definitely, just don’t give up, you can get
up. My husband always says, “You know I’m your
biggest cheerleader.” I’m usually his cheerleader, but he
is my biggest cheerleader. He always tells me, “Success
by the inch is a cinch. By the yard, it’s hard.”

Rohe: Great words to live by!

Parker: Yes, yes!

Rohe: I wanted to ask you about your love for your
dogs, if it’s not too hard to talk about it.

Parker: We just lost our precious little Lulu a month
ago. Our little mini doxies are both rescues. I had gotten
Lulu from a puppy mill rescue. She was six years old,
and she was 15 when, sadly, she passed very suddenly
and very unexpected. I don’t think anything can prepare
you for that loss. And Squirty, little pistol that she is,
she is a little treasure. She keeps us hopping. She came
into our life in 2009 and is quite the character. She loves
to swim. Both the girls, when Lulu was alive, have
accompanied me to sets and shoots. They have their
own fan club. (laughs)

One thing I miss dearly about Lulu is that she was my
protector. Squirty was the snuggler, and Lulu was the
protector—I would pick her up and put her in bed and
she would lie at the end of the bed, always watching the
door, always wanting to protect me. I have a protector
and angel up there. She’s watching out for me still. Both
these little girls offer so much joy and happiness, even
on the darkest and stormiest of days. They love you no
matter what. I think the reason why animals don’t live
as long as humans is because animals are born already
knowing how to love. Humans don’t know how to love.
It takes us longer to learn how to love, where animals
love from day one unconditionally. When they feel
you’ve reached your full capacity of love, then heaven
calls them back.

Rescue animals are the only way to go. They know
about a second chance in life, better than anything. We
will start looking for a new little sister for Squirty. She’s
very lonely. (laughs)

Rohe: I agree with you wholeheartedly.

Parker: And they have fabulous wardrobes! (laughs)

Rohe: (laughs) What kind of wardrobes do they have?
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Parker: In each of our homes, the laundry room acts as a
second closet for the girls. They have hoodies, coats,
parkas, cute collars, of course holiday attire, college
football game day attire. You name it, they have it. They
have little lifejackets that are little shark fins so I can
pluck them out! (laughs) I have all of them hanging up.
I think one of my favorites is their Juicy Couture velour
hoodies, because let’s face it, they are the perfect size to
say Juicy. I don’t think anybody else should be wearing
Juicy along their assets, if you know what I’m saying.
(laughs)

Rohe: What other things would you like people to know
about you?

Parker: Well, that’s a great question, and I’m glad you
asked that. I’ve been told I have a phenomenal sense of
humor. I can find humor in anything, and I will make
people laugh, laugh, laugh, laugh—like belly ache rolls,
just by telling a story. (laughs)

Rohe: Laughter is great!

Parker: I do have a very cool book that I’m in the final
stages of getting tweaked a little bit. We’re looking at
hopefully next spring or early summer launch. It’s a tell-
all book of how I found myself single and dating again
at the age of 48 and how I met my husband. It has sto-
ries about all of my hilarious, but hellacious first dates.
They are quite funny. (laughs)

Rohe: (laughs) Can we get a sneak peek at the title?

Parker: The working title is Memoirs of the Model

Dater. (laughs)

Rohe: Fantastic, that’s a perfect title!

Parker: It’s a very tongue-in-cheek, laugh-out-loud, any-
body can relate to it—about how I would talk to myself
going, “I wasted lipstick and perfume on this date? This
is not good.” (laughs) And ultimately, meeting my hus-
band. The book will be of course dedicated to him. And
again, it falls right in line with never, never, never give
up. You’ve got to get up and do something you’ve never
done before. 

Rohe: That is such a good message!

Parker: Exactly. Never give up! And it’s a choice. You
can say, “I’m going to give up.” That’s a day wasted.
Your chance is gone. Why? If you wake up every morn-
ing and say, “Guess what? The chance is there!” Those
are pretty good odds, in my book.

Rohe: Yes, they are! Where will we see you next?

Parker: My gosh! Most definitely you’ll see me at New
York Fashion Week and Paris Fashion Week. Also, I’m
going to be on several television shows, some fall line-
ups with some talk show appearances. We’re getting
those confirmed as we speak. People can always find
me on Instagram. Instagram is where I let people in and
see the latest stuff. I’m very guarded as far as a few
things. But definitely join me on Instagram or open a
magazine, you’ll find me! (laughs) 

instagram.com/cameroneparkermcculloch
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Television producer and Emmy winner Jonathon Mur-
ray is widely recognized for launching the reality TV
genre. Back in 1992, he and his late business partner,
Mary-Ellis Bunim, threw together a handful of strangers
and filmed what would become The Real World, now
the longest running reality TV show ever. Its success
would spawn a generation of future shows, including
Road Rule, The Simple Life and Keeping Up With the
Kardashians. Of late, Murray’s busied himself creating
shows about people with disabilities—namely Born this
Way, about young adults with Down syndrome, and
Deaf Out Loud, which chronicles the lives of families
who are either all deaf or have members who are deaf.
By inviting viewers into their personal lives, capturing
family dynamics, daily struggles, hopes and often irre-
pressible personalities, Murray’s helping to change the
perception of people with disabilities for the better.
ABILITY Magazine’s Lia Martirosyan joined Murray at
his LA office to chat about what shows he’s casting
next, his journey to reality TV and bringing more people
with disabilities into the entertainment biz. 

Lia Martirosyan: I hear you are doing a Facebook pro-
ject casting?

Jonathon Murray: I’m looking at three productions, one
in the US, one in Thailand and one in Mexico—all dis-
tinct separate shows in their own native languages.

Martirosyan: Are you watching them all at the same
time?

Murray: Yup. I’m watching casting from not only the
US, but also Mexico and Thailand. For those two, there
are subtitles, so it’s a unique process, because normally
when you watch casting, you’re so focused on people’s
faces, and this time I have to usually watch each one
twice. The first one I’m having to read a lot at the same
time, so I don’t get the full measure of someone, so I
usually have to go back and watch a second time. But
it’s a fascinating process. I’ll be in Mexico City in a few
weeks for a week when we meet them all in person.

We already have a project on Facebook called Ball in
the Family. They have a project called Facebook Watch,
where they have TV shows. And what’s great about
Facebook is, you can build community around shows in
a way that it’s hard to in traditional television. For
instance, I could invite you to watch the episode with
me and then we can all be communicating with each

other as we’re watching the episode, and we can either
all watch together live, when it first premieres, or when-
ever we want to watch it together. As usual with Real
World, we’ll have people who take us into interesting
worlds. So hopefully they will be able to also have
experts and people deal with various things that get
brought up on the show, so that they can talk about it.

Martirosyan: How does that work on Facebook, and are
there ads?

Murray: Facebook puts a few ads in it. It’s different,
too, because it’s going to drop an episode we’ve made
up of three different six- to ten-minute pods, and those
pods will drop Monday, Wednesday and Friday, rather
than just once a week. Then there’ll be a composite
episode you can catch up on on the weekend. It’s a
whole new thing. It’s fascinating.

Martirosyan: That should be exciting. I saw the finalists
on the way down.

Murray: Oh, yeah. They were coming in.

Martirosyan: I was about to put my picture on the wall.
(laughs)

Murray: Right, that was for the domestic Real World.
We just had a casting meeting. It’s interesting.

Martirosyan: Did you see what happen to—he called
himself ___ on WW—

Murray: I know him. I cast him on The Real World
years ago.

Martirosyan: That’s why I brought it up. Did you see
what a nice launch you did for his career?

Murray: Oh, yeah. We produce his show Mr. & Ms. [?]   

It’s a reality comedy that airs on USA. I’ve stayed very
close with Mike. He’s a good guy.

Martirosyan: Oh, good! I don’t think I’ve seen anyone
else from The Real World series.

Murray: Well, Karamo Brown was on Real World
Philadelphia and is now one of five guys on Queer Eye. 

The Reality of Reality TV
Jon Murray
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People love him on that show.

Martirosyan: I haven’t followed Queer Eye, so I’m not
sure—

Murray: He’s the wellness guy on the show. He has real-
ly great conversations with people and finds ways to
bring people together.

Martirosyan: The original show was sort of a makeover
show, where a bunch of queer guys made over a straight
guy, but the show has broadened out in the sense now
that it’s partly about making over someone’s exterior in
terms of the clothes they wear and the way they cut their
hair, but it’s really much more about making over their
interior and finding a way to help them improve their
life.

Murray: The interior of the person. That’s why he’s
more the wellness guy.

Martirosyan: I was looking at some of your posters on
the wall.                                                                             

Murray: Oh, yeah. Valentine Road was a documentary
film we did about two kids in school, one murdered the
other because he was gay. Both boys were from troubled
backgrounds, and quite honestly, the adults pretty much
allowed the situation to develop in this school that led to
the murder. It was an interesting piece. That’s probably
the one you’re not familiar with.

Martirosyan: Not yet.

Murray: It aired on HBO a couple years ago.

Martirosyan: Can we tap into the history of Born This
Way?

Murray: Sure, what do you want to know?

Martirosyan: What sparked it for you?

Murray: You have to go back to the founding of our
company, which was The Real World—our first hit. We
were around for about four years making no money, dri-
ving around in old cars that would break down on the
freeway and living in the garage apartment. The Real
World was about diversity and putting together seven
individuals from different backgrounds, different walks
of life, socio-economically, sexual orientation, whatev-
er. Because normally you don’t find yourself with peo-
ple who are different than you. We tend to want to sur-
round ourselves with people who will not question us.
When I first went off to college, my roommate was a
black guy who had already been in the army. He was a
veteran. And for an 18-year-old kid, for me, that was
mind-blowing. I grew a lot from having him as a room-
mate. I probably said some stupid stuff along the way,
but he was very nice and never held it against me.
(laughs)

So anyway, the idea behind The Real World was to put
people with different backgrounds together and that
there would be conflict, because they would make mis-
takes with each other, and out of that conflict would
come growth, and out of that growth would be our story
arc for the show.

Along with Real World, we always realized we needed
to reach out to marginalized communities. We were
reaching out to various marginalized communities of
people who hadn’t been seen on TV. I was pleased that
eight years later, when shows like Survival and Big
Brother launched, they too tried to make diversity center
to what they were doing. In some ways, I think reality
TV led over scripted in trying to be more inclusive in
terms of the casting of the shows.

Jon Murray build an empire with Reality TV
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In Europe, there was a show done by some people that I
know. He was what they call over there a “presenter,” a
person who presents stories on TV. Here, I guess you’d
call him a reporter or a host. His sister had Down syn-
drome, and he did a documentary series about his sister.
I thought it was really interesting. We approached A&E
about doing some kind of a series. Initially we thought
we’d just put seven young adults together who all have
Down syndrome, living in a house together, sort of like
The Real World. We did a pilot. It didn’t get picked up. I
liked it. I think for A&E, which is a network that plays
to the 25 to 54-year-old demographic, the show may
have felt too young, so they didn’t pick it up. But they
always loved it, and four years later they called me up
and said, “We made a mistake. We should have picked
up that show. How would you do it today?”

I had a lot of time to think about it, and one of the things
I realized was that we should approach it more as a doc-
umentary and that the relationship between someone
who has a disability, in this case people with Down syn-
drome, and their parents is a fascinating thing to
explore. And in the case of young people with Down
syndrome, it was the first generation whose parents had
said, “No, my kid will be mainstreamed. My kid
deserves early intervention. What are you doing for my
kid? I want my kid to have every advantage they can
have because I want them to be ultimately as indepen-
dent as possible.”

Now that those young people were in their mid-to-late
twenties, they were ready to take those final steps
towards independence, and the parents were scared to
let go. Which any parent is, and which is very relatable
to the A&E audience. So I think ultimately, the show
was a better show that ended up on the air because it
focused not only on the young people and what they
were doing, but also on their parents and their families
and how they had supported them and encouraged them.
You saw an incredible love, and you heard from the par-
ents how much their children had contributed to their
lives. And what’s so great is, when we hear feedback—
emails and letters from women or couples who are told
that they’ll have a child with Down syndrome, and the
dark picture the medical community usually paints—
they realize, “No, there’s another possibility.”

It’s interesting, because we could be having an impact
on the number of women who choose to not have a baby
because of the Down syndrome diagnosis. It’s been fas-
cinating.

Martirosyan: How did you cast?

Murray: We knew we would do the show in the Orange
County-LA area. From a cost standpoint, we couldn’t
afford to send crews to some other part of the country.
And there happened to be a very strong community—
particularly in Orange County. There’s an Orange Coun-
ty Down Syndrome Association, and there are a number

of art associations that focus on people with intellectual
disabilities. We approached these organizations, and we
started introducing ourselves and won their trust, and
they gradually started to introduce us to families with
their young people.

Martirosyan: Did you work with Gail Williamson of
KMR Talent agency?

Murray: Yeah, yeah. We went to Gail right off. She had
been involved in that very first pilot we did four years
earlier. At that time, I think she headed the LA Down
Syndrome. We had talked to her then.

Martirosyan: And then she moved to the KMR?

Murray: Right, she had moved over there since. And she
ended up representing, I think, four or five members of
the cast in their deals. That’s how we did it. We brought
the young people into our studio and interviewed them.
We created some scenarios in the studio where they had
to work with other young people on some kind of a pro-
ject so we could see how they relate to other people. Are
they a quiet person? Are they a big personality? Do they
get intimidated when another big personality comes in
the room? All those kinds of things.

And then we also interviewed their parents. We were
able to put together a great cast. But we felt we were
missing one element—the outsider—the person who is
the fish out of water who comes into this new world. So
we looked elsewhere, outside of LA and Orange County,
and we found Megan. We found her through the Nation-
al Down Syndrome Organization.

Martirosyan: The one in Colorado?

Murray: I think it’s based in Colorado, but they were
having a national convention, and I think it might have
been in Phoenix. We went there and met her and fell in
love with her. Ultimately, she and her mom moved out
here for the filming. Because she always had desires—
she always saw herself as a future star. Star of what, she
wasn’t sure, but Hollywood was a place that she always
wanted to go.

Martirosyan: That was a great call, bringing her in.

Murray: Yeah, and she turned out to be great. She’s such
an interesting person. Her face is so expressive, and her
eyes. When you watch her, you see all these different
emotions and things go through her face. She’s so inter-
esting. She has a vulnerability that TV cameras love.
And it was great. And Megan became very close to the
other roommates. What’s really been fun and would
have been great for a lot of young people with intellec-
tual disabilities, as they do pretty well through high
school, but when all their friends go to college, they sort
of get left behind. UCLA and some other universities
are having programs, but they’re generally one-year
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programs, life skills. It’s a hard time. It’s like, “What do
I do now?”

Obviously, the thing you’d like is some job training,
moving them so they can contribute not only to their
family but to a job situation. But that doesn’t happen
often enough. The statistics are pretty bad for young
people with intellectual disabilities once they get out of
high school. What’s been fascinating to watch with this
cast is how they participate in this show. It’s not a job,
but it’s a job. Showing up, being on time, working
together on this show. The parents say they are astound-
ed by how their children have grown from this experi-
ence. Elena, the young woman whose mom came from
Japan, couldn’t even say the words Down syndrome.
She was embarrassed to have Down syndrome. And
now she’s an advocate for people with Down syndrome.
She’s grown so much. In her interpersonal skills, she’d
always have these outbursts. You remember, you were
always like, “OK, what’s going to happen with Elena?”
She’s lovely. She’s expressive. She’s the first person to
give you a hug. But she’ll also storm out of a room.

She’s really gotten her impulses under control. That’s
been fascinating to watch. It’s been an amazing experi-
ence. I feel like it’s demystified a lot of this world to
the average viewer who watches. It’s been a great
work of love. All our crew who work on it are like, it’s
the show that they all want to come back to because
it’s just a joyful experience. And yes, occasionally, our
cast can be difficult (laughter), like any reality cast.
And we have to make sure that we design it so that it
works for them, because they tend to get tired quicker
than some other folks we work with. So we do have to
be cognizant of their needs so they can be their best.

It’s been a great experience.

Martirosyan: I’ve seen and read a lot of things through-
out the course of reality TV. When do you intervene if
you see there’s a need to do so? Have you had any kind
of experience with that happening at any point?

Murray: A little bit of the difference here is that these
young people are so tied in to their families, and they’re
not living in a house that we’ve set up. We’re document-
ing their lives. It’s a somewhat different relationship.
But there are times when something has happened when
we’re filming, either at Leaps and Bounds, which was
our gathering place, you saw it every episode or every
other episode, where we would let their parents know
that something had happened. Usually if it was at Leap
and Bounds, the person who ran it would let their par-
ents know if there was some issue so that when their
young person came home, they knew why they were in
a funk or whatever was going on. A little different from
some of our other shows.

And quite honestly, this cast is much better behaved
than most of our other casts. (laughter)

Martirosyan: That’s nice.

Murray: A lot of problems occur when people misuse
alcohol, and this group is much more responsible. The
very first scene of the first episode of Born This Way,
we chose as the cold open a little scene that we had shot
of Steven and Sean sitting in a bar and trying to figure
out whether the woman two seats down is single or not.
(laughter) And ultimately, they chat her up and realize
when she introduces the man next to her as her

David Zimmerman and Jamie Brewer interviewing the cast of Born This Way
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boyfriend, they realize, “Awkward!” It was the perfect
scene, because it really communicated to viewers that
it’s OK to laugh with them. This isn’t all precious.
We’re not going to be preaching to you. We’re going to
be having fun, and it’s OK to laugh. That scene—and it
also showed that—because some people tend to infan-
tilize people with intellectual disabilities. They treat
them like children. And by the fact that they were drink-
ing beers at a bar, it immediately communicated to the
viewers that these are not children, these are adults who
can choose to drink if they want to drink.

Martirosyan: Or young adults with fake IDs. (laughter)

Murray: No, that’s the thing. I think our cast was at least
25 years old. I think it was 25 to 32. Megan might have
been 22 or 23. But anyway, generally they were all
legal. They didn’t have to have fake IDs.

Martirosyan: So the next year you’ll start off smoking
pot? (laughter)

Murray: Oh, that would be great. I’ve never shown smok-
ing pot in any of our reality shows. It’s sort of not—

Martirosyan: It just barely became legal.

Murray: It’s challenging. Advertisers don’t want to see
it in shows. Networks are obviously concerned about
advertisers.

Martirosyan: Did I see that there’s another spinoff
called Deaf Out Loud.

Murray: Deaf Out Loud was a special/backdoor pilot we
did for A&E. It was about three families who are pri-
marily deaf raising their children in a hearing world.

Martirosyan: Were the parents and the children deaf?

Murray: Each family was unique in the sense that in one
of the families, both parents were deaf, but they had one
child who was born hearing and one child who was born
deaf. They’re interesting. They choose, in their home, to
only use sign language, because they want to have one
language that they can all participate in. They also want
to make sure their hearing daughter is fluent in sign lan-
guage and has that relationship with her sister and the
community. She’s participating in mainstream schools,
whereas her sisters at the Deaf School of Texas. And
they’re doing that because the dad doesn’t have much of a
relationship with his family and his brother, because they
never really learned sign language. His mother did, even-
tually, but his father and his brother didn’t, and it’s been
challenging for him to keep a relationship with them.

And then another family was the Garcias.  She’s a
coda—the daughter of deaf individuals—and her hus-
band is deaf. She was so immersed in deaf culture that
she always knew she’d marry a deaf man. And they’ve a

couple biological children and they’ve also adopted, I
think, four children. They’ve focused on rescuing chil-
dren who are deaf from the world of kids who are in fos-
ter care and foster homes, because a lot of times the kids
who are deaf are put in foster homes where they don’t
use sign language, and they fall back on their education.
They have a wonderful multiethnic family of great kids.
They’re a great family. They mostly use sign language.
Obviously the kids who are hearing speak, but they also
are fluent in sign language. They’re a real mix. It’s fasci-
nating to watch them.

The third family were the Posners in Connecticut. The
mom was born hearing but lost all of her hearing pretty
much by the time she was 21, and she remembers it went
superfast at a point and she lost her friends and relation-
ships because suddenly she couldn’t keep up. It was very
traumatic for her. Her husband Mick has pretty much
been deaf from childhood. He has a cochlear implant but
doesn’t use it. He never felt comfortable with it, so
there’s the whole question of cochlear implants in the
community. And their two children were born with sub-
stantial hearing loss and are losing it very quickly.

Martirosyan: So it’s genetic?

Murray: Yeah. And the mom and the kids are pretty
good lip readers, so they mix it up, too. All three fami-
lies are very different in how they approach things. We
did this with Marlee Matlin—she was our partner—and
it’s interesting because someone just forwarded to me
yesterday something from Stanford University where
they think in 10 years they will be able to end deafness.
I don’t know whether it’s through some of this new
medicine where you’re cloning, where you can build a
new ear—

Martirosyan: If there’s nerve damage that causes deaf-
ness, it’s different.

Murray: It’s fascinating—because what happens to deaf
culture? Does that disappear? Will we reach a day when
there’s the last deaf person on earth? Are we losing
something in this world?

There was a British short film I remember seeing about
this very issue and about how when they develop the
cure for deafness. They are saying to people—because
of the accommodations they would make for deaf peo-
ple—do you take those accommodations away because
now the person is offering them the cure? And there
were some stubborn holdouts in the film who did not
want the cure. They felt they were perfectly fine the
way they were born.

As we tried to cast the show, we realized just how
diverse everyone was in terms of their opinions. It was
fascinating.

bunim-murray.com
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A C R O S S

1. Movie about Paul Basagoita’s struggle to walk again after 
spinal cord injury while riding a mountain bike, 3 words

7. Verbal
10. Bro’s sib
12. Almost touching, 2 words
13. Blind, counsel for Google, competed in five triathlons, 2 words
14. Seattle’s state
15. State famous for horse racing, abbr.
16. Beach color
17. Horizons
20. Alicia Keys’ instrument
21. Crossword writer, Reagal
22. CPR pros
25. Way to enter and use
26. Go downhill fast
28. Banksy’s graffiti for example
29. Arrival time approximately
30. Diagnostic procedure, for short
31. Actor and comedian, the voice of Buzz Lightyear, who sup

ports the Special Olympics- 2 words
34. Vitamin measurement, abbr.
35. ___ Hatter
38. Country singer who cofounded Deckers Dogs to provide dis

abled vets with service dogs, Jesse ____
39. The world’s first wearable EMG assitive technology device
41. Actor’s guild award (abbr.)
43. ABILITY motocross writer deaf since birth, first name ____
44. Active celebrity for people with down syndrome, ____ Foxx
45. Travel
46. Zodiac sign
49. Opposing teams
50. Affectionate to, ___ of
51. Place to live

D O W N

1. Author of book about her own life, “Where Fairy Tales Go: A 
Love Story,” ____ Ross

2. Long (for)
3. Hotel brand focusing on providing vacations for people with

limited mobility
4. Be __ cloud nine
5. Land of the brave and free
6. Like some awful jokes
8. Run through
9. “Desperate Housewives” star who founded “Eva’s Heroes” 

offering year round games and activities for those in need
11. Communicates online
13. Shoot the breeze
14. Very friendly
18. Savings account, for short
19. Beach collectible
21. Colorado clock setting
23. “Sound of Music” heroine
24. Overcame adversity
27. Gold units, abbr.
31. Curtain decorations
32. Emotional symbols in the world of texts
33. Bert Bobbsey’s sis
36. Comedian DeLuise
37. Courageous individuals
38. Popular pants
40. The lightning Bolt sprinter at the Olympics
42. Senate vote
47. Related to
48. Two-way

ABILITY 65
answers on page 66
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ANYONEOFUSORAL
NEANSISEO
NEARTOJACKCHEN
ERIWAKYEG
TANVIEWSPIANO
TMERLHERR
EMTSACCESSSKI

ARTOLETA
MRITIMALLENS

IUAIMADH
JAMESNEURONODE
EPSAGSJMR
ASHLEYJAMIEGO
NELEOISBE
SIDESFONDDIGS
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 Boston
September 13-15, 2019

San Mateo 
October 25-27, 2019

Dallas 
December 13-15, 2019

Los Angeles
February 21-23, 2020

New York Metro
May 1- 3, 2020

Toronto
May 29-31, 2020

Chicago 
June 12-14, 2020

Houston
July 31-August 2, 2020
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June 12-14, 2020
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May 29-31, 2020
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Los Angeles
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CALL NOW FOR YOUR FREE INFORMATION KIT AND DVD!

1-800-413-6115

According to the Center for Disease Control, 
one in three seniors will suffer a fall this year!

Acorn Stairlifts has an A+ Rating with the 
Better Business Bureau, and is the only 

stairlift in the world to earn the Ease of Use 
Commendation from the Arthritis Foundation.

A PERFECT SOLUTION FOR:

Anyone who struggles 
on the stairs

Those with mobility issues

Arthritis and COPD sufferers

*Not valid on previous purchases. Not valid with any other offers or discounts. Not valid on refurbished models. Only valid towards purchase 
of a NEW Acorn Stairlift directly from the manufacturer. $250 discount will be applied to new orders. Please mention this ad when calling. 
License where required: AZ ROC 278722, CA 942619, MN LC670698, OK 50110, OR CCB 198506, RI 88, WA ACORNSI894OB, WV 
WV049654, MA HIC169936, NJ 13VH07752300, PA PA101967, CT ELV 0425003-R5.

THE
PURCHASE
OF A NEW

ACORN
STAIRLIFT!

MENTION THIS AD FOR

PURCHASEPURCHASE
OF A NEW

STAIRLIFT!STAIRLIFT!
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