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6 ABILITY

mountain biking. Itʼs Florida so super hot right now
and a lot of rain. Actually, a tropical storm is headed
our way now I hope it doesnʼt turn into a hurricane.
Although my family has been teasing me because I
havenʼt been home for a hurricane since I was a little
kid, I always seem to be traveling and/or racing. Oh
well, lucky me!

I took my brother over to Tampa to hang out at the
Hard Rock Casino. I normally love to gamble, but with
all the new rules it wasnʼt as fun as it normally is.
Luckily for us they have an amazing pool so I soaked
up some rays and enjoyed the water and the amazing
view. My brother brought a friend and they hung out in
the huge suite and drove around downtown Tampa so
he had a good time too.

We were suppose to take a family trip to Disney and
camp at Fort Wilderness, but my mom was not looking
forward to wearing a mask around everywhere so I
found a campground in Jekyll island Georgia. Wow!
What an amazing place, it is less then 2 hours from my
house, but I had never been there. Such a pretty camp-
ground and everyone is super friendly. There was a
beach right by the campground called Driftwood beach
and it has huge trees everywhere that are falling over
and some are in the water just so cool! The beach was
nice because not a lot of people are there so we chilled
there for about 3
hours everyday and
also did some fishing.
Not much luck with
the fishing, but it was
still a good time. I
cant wait to go back
again.

This is all for now,
hope to see you at an
MX school or maybe
just out on the track! 

appy Summer everyone! What has everyone
been doing to stay busy? Itʼs getting close to my
MX schools for the summer/fall and I canʼt

wait. I have everything ready to go, my bikes, my

campgrounds, interpreter (well my Mom). Just canʼt
wait to leave Florida and do some riding at some awe-
some tracks. So far only one of my classes was can-
celled and that was because of a court case not because
of any lock downs or anything... whew! I have two
classes up in Illinois right at the beginning of Septem-
ber and I know we will all have a good time.

I hope all the tracks are open where ever you are at so
you can ride. I have been doing a little riding and some afmxschool.com 

ashleyfiolekmxcoach@gmail.com

H
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This Corona-virus has really become a pain in the tucas
for many of us. It has brought this great country to a
standstill. Just when it looked like we were done with it
for a little while, the beast decided to hang around and
wreak more havoc. Who would’ve ever thought we’d
see this plague in our lifetime? Let us die first then hit
the millennials with it, they deserve it. They play video
games all day. Things look bleak now but there are a
few positives. I’ve always been a glass half full type of
guy which is evident by the amount of alcohol I put in
my cocktail, so I try to find the bright side in a terrible
situation, i.e. Covid-19.

One thing I have enjoyed, especially living in Los
Angeles, is that there hasn’t been much traffic. Thanks
to the virus it has closed down everything, so nobody
has anywhere to go. Many just go for a drive just to
enjoy the vacant freeways because they know they may
never see them again. Also, since the roads are practi-
cally empty, they’ve been fixing them up and filling pot-
holes. Thank you, Corona, for putting my tax money to
good use. There’s also lots of highway room for those
daily car chases that glue us to the tv, hoping for a crazy
ending.  

The working at home thing is something people seem to
really be enjoying. How can they not? You can go to
bed later. Sleep in. Eat whenever you want. Watch some
television. There are no office chums you need to pre-
tend to look busy in front of. Sure, you miss the gossip,
but you have something to look forward to when you
return back to the office. You don’t need to get in your
car and mumble those infamous words, “Damn, I need
to get gas.” Perhaps the best thing is, you can take naps
whenever you want. Just leave the computer on and that
window open that looks like you’re working. And, if
and bosses call, do a few taps on the keyboard during

the conversation, for effect. Whatever you do, don’t
yawn, like he or she just woke you up.

People have to wear masks out in public. Its kind of
reminds me of Halloween where everyone decided to
dress up as doctors, surgeons or nurses. I like it because
I find it’s easier to lie to people. They don’t have much
to work with to tell if your lying, just the eyes, really.
“Do you think I look fat in these jeans?” someone asks.
“Not at all,” you respond behind your mask.  Sometimes
people have a big mole or cold sore around their mouth
and when they talk you don’t hear a word they’re saying
because your mind is fixated on that object. The mask
takes care of that problem. The other great thing about
people having to wear masks is you know that one guy
who talks to you and when he says a certain syllable
droplets of spit spray out of his mouth and land on your
cheek? Need I say more. Thank God for the mask.

Some folks don’t like the social distancing. Me, I’m a
big fan of it. I don’t like anyone hovering over me when
I talk. It’s hard to concentrate. There’s nothing worse
than a close-talker – one who doesn’t respect the neutral
conversing zone. When you step back, they step for-
ward. A lot of time these individuals have bad breath
too to add fuel to the fire. But, with the six feet of social
distancing, you now have the perfect excuse. “Ok Drag-
on breath, we need to keep our distance here. There’s a
virus out there. Rules are rules.”

With the Coronavirus running rampant most of us aren’t
gathering with family members like we used to.  This
Covid-19 has given you the golden ticket. Now, you can
play this card both ways. If you’re invited to a family
event and you’re dreading it, you can say you’re afraid
of catching the virus or you can say you think you may
have it. Either one is fine and will most assuredly get

HUMOR THERAPY

The Virus Ain’t So Bad?
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you out of going. This makes things easy. No making a
potato salad, a Jell-O mold, or fighting with the crazy
sister. If you really don’t like some family members,
you can always purposely catch the virus then go over
and visit them. I’m just saying.

If, by chance, you are one of the unlucky ones who does
get the virus, you will need to be quarantined. Are you
really that unlucky? I say, a little quiet time never hurt
nobody. Get a little R and R. Let someone else take out
the garbage for a while. Let someone else unload that

dishwasher. You just catch up on your reading. You can
relax with no kids screaming for you to make them a
grilled cheese sandwich. I can hear the wheels in your
brain turning; you’re thinking of going out and trying to
catch the virus, aren’t you? I like your style.

So, within all the darkness there is some light. Whether
we wanted to or not, we have cemented our generation
in history. People will talk about us for ages to come.
They’ll remember us as the mask-wearing folks who
shut down their economy and canceled all sports and

entertainment while locking
themselves in their houses. They
will probably wonder why we left
the liquor stores opened but, well,
what else is there to do when
there’s nothing to do? Yes, we
can all feel depressed and mope
around until a vaccine comes or
we can somehow find the good in
this menacing plague that won’t
stop plaguing us. There’s an old
Chinese saying that goes, “When
thins are inevitable, you might as
well enjoy it.”

by Jeff Charlebois
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on that stage: For the past three decades, since she lost
her sight at the age of 18, she has brought more than
100 disabled people into the workforce, financially sup-
ported 480 students from poverty-stricken families, and
has donated 3.89 million yuan (roughly 555,714 USD)
in her traditional Chinese medicine (TCM) practice as a
certified massage therapist.

Stepping into the spotlight

The award ceremony was filmed at the Starpark in the
South Ring 5 area of Beijing, on January 11, a cold and
dry day. Before the filming started at 2 p.m.. Lihua met
with her copywriter, who was impressed when she said:
“In 1998, I was the first blind person to receive a TCM
certificate in all of Jiaxing. “

This also appeared to be of great interest to the host
when the filming started. She asked: “The TCM certifi-
cation means so much to you. Did you cry or smile
when you received it? “

It was a long walk toward the center of the stage, and
the 63-year-old Zhu Lihua sauntered along, led by vol-
unteers. Then she gave a deep bow and waved her hand.
She could not see, but every inch of her movement was
graceful and confident.

On May 17, 2019, Touching China, an annual event
designed to award people who are most highly regarded
for their moral impacts, was aired more than three
months later than originally scheduled. Zhu Lihua, in a
red woolen coat, was the fourth candidate to come on
stage and receive the award, following Fan Jinshi, the
honorary president of the Dunhuang Academy, the fire-
fighting heroes of Muli, Sichuan, and Gu Fangzhou,
who is endearingly known as the “Grandpa of the Oral
Polio Vaccine (OPV) “.

Touching China is a TV program that zooms in on
greater love, and every appearance in it offers a beacon
of inspiration for all. There is every reason for Zhu
Lihua, a native of Jiaxing City, Zhejiang, to take a place

朱丽华“感动中国”的台上台下

Zhu Lihua: A Blind Massage Therapist who “Touched China”
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Lihua did not give an immediate answer, but she said
one word loud and clear: “Excited. “

In her excitement lies a tedious yet worthy struggle.

Lihua lost her left eye at the age of 13 when she injured
herself in a sports event. Once again at 18 she hurt her
right eye by accident and had an unsuccessful surgery
thereafter. With both eyes damaged, Lihua sunk into
depression for the following 7 years. Her state of mind
at the time, as she described, was like “thinking more
about how to die than how to live. “

Her dispirited days continued until Zhang Haidi, the cur-
rent chairperson of China Disabled Persons’ Federation,
became a super role model in China following the publi-
cation of her essay “Cast Light in the World Even if
You’re a Comet “ on China Youth Daily in 1983. When
broadcasted on radio, Ms. Zhang’s story inspired Lihua
so much that she began to learn Braille and a new skill at
the same time. In 1985, she attended the first TCM mas-
saging class for blind people in Zhejiang. “At first, I
often sprained my wrist when I applied force improperly,
“ Lihua recalled. One wrist hurt and banded up in gyp-
sum, she kept practicing with the other. Her legs also
suffered from standing too long at a stretch. But hard
work paid off. Thanks to her excellent techniques, Lihua
soon seized the downtown market of Jiaxing.

Lihua continued to improve her skills by taking a corre-
spondence course and seeking advice from experts.
When she completed her distant studies in TCM, she
went on to author three professional papers and have
them published, including one on treating cerebral palsy
with massage techniques. Finally, in 1998, she passed
the TCM certification – the first blind practitioner ever
awarded such in Zhejiang.

Lihua started her business in 1986 with only one bed in
an 11 square meter room at the Social Welfare Home of
Jiaxing. Through her hard work, she expanded her
career to a 467m2 clinic with 20 beds. Back in those dif-
ficult years, work was so intense that sometimes she
would not have the time for a sip of water or a spoon of
food all day long. Now her name has become a house-
hold brand in the blind massaging community of Jiax-
ing. Her dedicated practice has also led to the develop-
ment of a massaging theory used to guide more practi-
tioners. 

In 1991, Lihua began to coach massaging, and “blind-
ness “ was the only prerequisite for enrollment. In addi-
tion to food and accommodations for her apprentices;
she coached for free. Today, her clinic has 13 disabled
employees, some of whom earn an annual income of
nearly 100,000 yuan (roughly 14,000 USD). They used
to be the “burdens “ of their families, but now they have

China-blind-massage__QuarkTemplate.qxd  8/11/20  9:06 PM  Page 12
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become “backbones “. By coaching massage techniques,
Lihua has sent more than 100 people on their way to
employment or entrepreneurship.

“You have helped so many people; I wonder what it
feels like to be needed by others? “ The show host Jing
Yidan then asked.

“I would not have been the same today without com-
passionate support from our government and all walks
of life. It is an honor for me to be able to help those in
trouble. “ Lihua replied.

That afternoon, the studio hall was repeatedly arrested
by applause. In less than 10 minutes of Lihua's appear-
ance, the proudest and most excited member of the audi-
ence might have been the off-stage photographer Zhu
Jun.

This “post-90s “ young man, who cut a fine figure in
photography when he won the China News Award at
age 23, met his interviewee Lihua at the local CPPCC
meeting in their hometown in 2016. As a city-level
CPPCC member, Lihua was quite successful in pushing
through several proposals, including motions for special
education pension subsidies and accessibilities for the
blind in the botanical garden. She has also served as the

Vice President of the Disabled Persons’ Federation in
Jiaxing, presided over the city’s association of the blind,
and has headed her massage institute. 

Since then, Lihua has become Zhu Jun’s long-standing
target. In the next four years, he frequented the Lihua
Massage Clinic on Hexing North Road in Nanhu Dis-
trict, Jiaxing. “Ms. Zhu has so many stories and she has
helped so many people. “ Zhu Jun exclaimed.

Stepping down into an ordinary life

The award script to Zhu Lihua in Touching China read:
“Your door had been closed, but you have opened up
windows for other people. “ That includes 480 students
from poverty-stricken families and more than 100 dis-
abled people.

In the profile video played on the stage of Touching
China, a scene showed Lihua going to the bank and
wiring a donation of 400,000 yuan to Jiaxing Charity
Federation. This was not her first time. In the spring of
1991, the “Hope Project: A Million Yuan Action “ was
rolled out nationwide to support children who were out
of school due to poverty. Upon learning this on the
radio, Lihua donated 140 yuan to support two students
in Yunnan.

China-blind-massage__QuarkTemplate.qxd  8/11/20  9:06 PM  Page 13
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From there Lihua set out to help more students through
various charity organizations. Fierce business competi-
tion in recent years has compromised her income, but
her donations kept steadily rising. In 2019 alone, Lihua
supported 46 college students and paid a 368,000 yuan
lump-sum for tuition.

Among those Lihua supported was one named Zhu
Lixia, a rural young woman whose parents – an ailing
mother and a low-income earning father - could not
afford her higher education. Lihua heard her name from
the list of needy students in 2013 and found it only one
syllable different from the name of her own. Immediate-
ly she decided to support her for her full four-year uni-
versity tuition and make her what she is today - a Zhe-
jiang University postgraduate majoring in agricultural
insect and pest control. Her story has received a lot of
media coverage.

“When you help them, they may come out on a different
path. “ Under Lihua’s support and influence, some of
the students chose to take volunteer responsibilities on
their holidays; some found good jobs after graduation;
and still others donated their first-month salary to the
Red Cross.

Donating money is not enough for Lihua. She has also
signed the papers to give herself away. “I have always
had a wish, and that is to donate my organs after death
and to scatter my ashes into the sea, so that I won’t
occupy any inch of the land on earth. But when my
mother was alive, I couldn't bring it up without hurting
her feelings. Now I have no concerns. “ On April 27,
2018, 25 days after her mother died, Lihua signed a
legal document for organ donation.

One day after filming Touching China, Lihua visited
Tiananmen Square early in the morning. She’s among
the older generation who grew up with an intuitive awe
for this cultural site, and it is not so easy for her to take
long trips like this. She would not miss the opportunity.
Today was her third time to take a walk around there
and feel the surroundings (The first time was when she
came to the capital to receive the National Role Model
with Disability Award, and the second, an award for
newsworthy contributors to the disabled community).

Lihua loves the color red. Every time she attends an
event or receives an award, she must wear red clothes,
“which give me an energetic look “. Long before the
Touching China Award she had already been quite a
celebrity in Jiaxing. Now she is even more widely
known on the Internet. Many netizens named her “a
brightly red star from a brightly red place. “

This refers to her hometown: Nanhu Lake District of
Jiaxing. There, on a wooden boat, was held the first
National Congress of the China Communist Party in
1921. The boat, thereafter called Nanhu Red Boat, still
docks at the central islet of the lake.

“The spirit of the Red Boat inspired me and I’ve had so
many compassionate souls to help me through difficult
times. This is why I feel comfortable with red clothes.
But I’m no red star. I still think I work and live in an
ordinary way. “ Lihua said, smiling.

All those award ceremonies Lihua has experienced are
feverishly exciting moments for her, but she thinks that
they are nothing more. Back home she has a big closet,
and in it are not racks of clothes but, rather, heaps of
awards and trophies she has received over the past 30
years. She feels more comfortable to have these stacked
away.

When Lihua returned from Beijing, it was ten days
away from the Spring Festival. On the 20th day of the
twelfth lunar month, she was invited to a show dubbed
“Our Village Gala “ in Nanhu Lake District. The center-
piece of the gala was a musical sketch, “Spring Blos-
soms “, based on her story. Screenwriter Ni Lingfang
had started the creation a few months earlier. “Everyone
will suffer hardships at some points in their lives. Zhu
Lihua was inspired by Zhang Haidi's story, and now she
is our inspiration. “

This spring, her business at the clinic was affected by
the pandemic. Nevertheless, she still donated 30,000
yuan to Wuhan and, through the local Disabled Persons'
Federation, doled out 110,000 masks to 11,000 disabled
people in the city. As the President of the Jiaxing Asso-
ciation of the Blind, she communicated with fellow
blind massage therapists on her cell phone and reminded
them to wait until it was okay to reopen. 

What made her feel most blessed in this period of time
were the perpetual “blings “ of her WeChat. “They are
from my dear apprentices and the children I’ve support-
ed these years, wishing me good health during the 
epidemic.”

Zhu Lihua

A native of Jiaxing, Zhejiang, she was born in October 1957 and later
became grade-1 visually disabled. Currently she is the Vice President of
the Zhejiang Association of the Blind and of the Presidium of the Jiaxing
Disabled Persons’ Federation, the President of the Jiaxing Association of
the Blind, a member of the municipal Chinese People’s Political Consul-
tative Conference (CPPCC) Standing Committee, and the director of
Lihua Massage Institute. Over the years she has been awarded multiple
honorary titles, including the National Role Model with Disability, Top Ten
Pioneers of Zhejiang, Provincial Outstanding CCP Member, Zhejiang’s
Most Beautiful Soul, Provincial Model of Virtue 2019, and Top Ten Red
Boat Pioneers of Jiaxing.

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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Eight years ago I began my plan to document a million miles by motorcycle for Multiple Scle-
rosis. At that time, I did not know where I was headed, how I would cover the costs or what
type of support I could find. Over the years, I have shared the struggles and the triumphs all
while praying my own MS disease progression would be slow. 

I have worked hard and pushed through some difficult struggles, but I have also been lucky. A
few Years ago Yamaha Motor USA heard about my journey and began to assist me with dis-
counts and parts, letting me display at their national events and providing me a soapbox to tell
my story, helping me grow my audience and raise more money for charity. 

Bridgestone Motorcycle Tires and Aerostich riding gear have also been supporting me along
the way, providing tires and protective riding gear I needed to keep safe on the road. Many
other brands and companies have donated as well. My friends, family and the motorcycle
community have continued to support me and my fundraisers and I am blown away to report
we have raised more than $200,000 for MS charities! 

And the Winner Is…….

16    ABILITY
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The raffle was limited to 250 tickets and they sold out in
just a few days. For $100 donation, someone was going
to win a pretty damn good bike with lots of miles left it
it. MS Views and News would also be winning, by
receiving a $25,000 donation!

I was originally going to pull the winner’s name live at
the Americade Bike Rally in Lake George NY, but the
event that draws tens of thousands was scratched just a
few weeks before it was to take place. Damn Covid-19!
The raffle bike was sitting in Georgia, I had left it there
at Yamaha’s headquarters when I got my new bike in
early June. With Americade being cancelled, my bike
was not getting a free ride to upstate New York. I was
left to scramble to find a time and place to draw the win-
ner. I had promised it would be live and decided to
search for an interesting location halfway between New
Hampshire and Georgia that wasn’t closed down where I
could find a masked stranger to pull the winning ticket.

My latest fundraiser was raffling off Curechaser III, the
motorcycle I rode 100,000 miles over the last two years
and the bike I was riding when I set my last world
record. 

It had been ridden pretty hard, in snow, sleet, freezing
rain and blistering heat, but it’s value was in it’s story,
it’s place in motorcycle history as the third bike I rode
while attempting my million mile goal. The 2018 Star
Venture had been a donation to me from YAMAHA, and
because YAMAHA had agreed to donate the next bike
to me as well, I decided to raffle off the Venture with all
proceeds going to the charity I support. 

I was sad to see it go, but I was already riding my new
bike, a 2021 Yamaha Tenere 700. I was back on an
adventure bike, capable of going anywhere I wanted it
to take me, onroad or off! 

Winner__QuarkTemplate.qxd  8/11/20  9:19 PM  Page 18



will use the funds to provide educational programs and
support to people living with MS. 

Lucky Lou’s and Yamaha won by getting a little bit of
publicity during some crazy times.

I won by being supported by all of you, my followers,
supporters, donors, and corporate sponsors. 

Thank you! 
longhaulpaul.com

It wasn’t more than five minutes before I found the per-
fect spot to do a live raffle drawing; Lucky Lou’s Tav-
ern in Charlotte North Carolina! I had never been there,
heard of it, not did they respond to my request for per-
mission to post a live drawing in their establishment. I
didn’t care if I was stuck in the parking lot doing the
drawing, I found my spot. 

I announced the location and left the next morning for
the 900 mile ride to Lucky Lou’s. Once I learned who
the winner was, I would fetch the bike in Georgia and
ride it to wherever the winner lived. I appreciated the
donations equally, but for logistical reasons, I prayed the
winner wasn’t the guy from Australia!  I also appreciat-
ed the enthusiasm about the raffle from the charity Pres-
ident, who bought a ticket despite my making it clear he
was disqualified from actually winning should his name
be drawn! 

The winner was drawn live on Facebook with a few
hundred people watching and cheering on. With the
mask mandates and people staying home, I guess I was
lucky that Lucky Lou’s wasn’t very busy and more than
excited to help me out. The bartender pulled out the stub
and proclaimed the winner as Stacy Smith. After the
cheers died down I softly inquired as to what state I
would be visiting in the next couple of days and was
sort of relieved to hear I would be heading to Dallas
Texas!  

Stacy won, and upon delivery of the bike a few days
later, he told me how the bike was a gift to his son who
was about to return from serving our country overseas.

The Charity won by receiving the raffle proceeds, and
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pictures taken, and the photographer tried to prop up
Bryson’s head on his fists, but it kept falling over,”
Keith says. A few weeks later, a doctor confirmed
during his 3-month check-up that Bryson was missing
milestones. “Although, we didn’t know whether it was
something minor he would grow out of or something
serious long-term,” Keith adds. Over the next years, his
condition progressed, but the family was left in the dark.
They wouldn’t receive a diagnosis until 10 years later.

GRIN

GRIN disorders are a group of rare genetic conditions
affecting the building of a protein called the NMDA
receptor, which is crucial for learning and memory
function. Changes in one of seven GRIN genes,
including GRIN1, GRIN2A, GRIN2B, and GRIN2D,
either cause the receptor to work too much or not
enough, which leads to different disease expressions.
People with GRIN disorder might develop intellectual
disabilities, epilepsy, hypotonia, and feeding difficulties,

Keith McArthur is a father, journalist, kidney disease
survivor, and rare disease advocate, who put his life on
hold to find a cure for his son Bryson’s rare condition.
ABILITY Magazine spoke with Keith about his family’s
journey getting a diagnosis, his podcast ‘Unlocking
Bryson’s Brain,’ and finding a cure for Bryson’s rare
GRIN disorder. Additionally, Linda Schoch, mother of
30-year-old Dana, who lives with GRIN as well, talks
about ‘the island of Dana,’ and Dr. Tim Benke gives
valuable insight into recent and future GRIN research. 

Bryson’s journey 

“Bryson is a happy 13-year-old who gives magical
hugs,” says father Keith McArthur, a journalist,
podcaster, and rare disease advocate. However, Bryson
can’t talk or walk, has seizures, and aggressive outbursts
due to a rare genetic developmental disability called
GRIN disorder. When Bryson was two months old, his
family noticed for the first time that he wasn’t a
typically developing baby. “We went to have baby

Unlocking Bryson’s Brain
A father’s search to cure a rare disease
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along with other symptoms. "Within those four genes,
there is a lot of overlap between the symptoms, but
there are some broad things that define each of the four
different ones. For example, epilepsy is very common in
GRIN1, which is the variant that my son has. It’s a lot
less common in GRIN2B. With GRIN1, GRIN2B, and
GRIN2D, almost all of the kids have a severe
intellectual disability. But with GRIN2A, about half of
the individuals don’t have an intellectual disability at
all,” Keith, who is the CEO and Head of Science of the
organization CureGRIN, explains. “The gene has
thousands of letters, and however the protein changes
has an impact on the brain function.”

Getting a diagnosis

Unfortunately, for most people living with a rare
condition, the path to finding a diagnosis is a rocky one.
Bryson was almost ten years old when a positive gene
test confirmed his GRIN mutation - a tiny change in the
GRIN1 gene causing all his symptoms. By that time,
Keith and his wife, Laura, felt they would never find the
reason for Bryson’s condition. “It was great when they
were finally able to provide the diagnosis for a few
different reasons. The biggest one was that it allowed us
to find a community with the same rare condition. It’s
such a new and unknown disease, so doctors didn’t
know much about it, but we were able to learn a lot

from other families. And this also gave us a sense of
community,” Keith says. According to Keith, only
around 1000 people with GRIN disorder are diagnosed
worldwide. However, the real number might be much
higher since many families didn’t have access to proper
diagnostic testing in the past. “The oldest people with
GRIN disorder that we know of right now are 30 years
old, but GRIN usually is not a degenerative disease. It’s
normally not a disease that causes death. So there are
probably hundreds of thousands of people in their 30s
and 40s or upwards that have it but never had an exome
sequencing,” Keith explains.

‘Welcome to the island of Dana’

That’s how Linda Schoch, an eloquent woman with
curly brown hair, refers to the 28-years of life without a
diagnosis for Dana, her 30-year-old daughter. She and
her family felt like they were alone on a secret island,
where nobody else would understand Dana’s disability.
Dana is one of the 1000 known people living with
GRIN disorder, specifically GRIN1. Unlike Bryson,
Dana can walk, but also experiences seizures that can
have quite severe consequences. “We had an incident on
the weekend where she had a seizure and fell through a
closed window. Miraculously, she only has a tiny cut on
her cheek,” Linda says. Because of these uncontrolled
seizures, someone always has to be around Dana to
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make sure that she is safe. “She is very much like a 2-
year-old, where she can get in a lot of mischief, and like
a toddler, we have to always make sure to watch her.
She gets up at night; she doesn’t have normal sleep
patterns. She needs assistance with feeding, dressing,
bathing, and more,” Linda explains. However, since
Dana is ambulatory and outgrew Linda in height, the
family needs to ‘Dana-proof’ their house, which doesn’t
always work out. A minute later, I find out what Linda
meant by mischief, and I learn that Dana has an
incredible sense of humor. 

Dana does not like the dentist

Whenever it gets silent in Linda’s house, she has to
assume Dana got herself in trouble. “Dana will unroll an
entire roll of toilet paper, and then you have to laugh
because she thinks it’s funny. Even though she is
lacking some things, there is so much in her thought
process that she can figure out. So the things she gets
into, you have to appreciate, because it took a lot of
thought on her part,” Linda says. However, the extent of
Dana’s humor and sneakiness really came to light when
Linda and her husband took her to an annual teeth
cleaning appointment. Whenever the family has to see
the dentist, they need to prepare gloves and a little
wedge to keep Dana’s mouth open, so she won’t bite
down. "So I bring a towel with me, and put these

wedges in a bag,” Linda says. Linda put the bag into her
purse and left it on the table. Arriving at the dentist’s
office, Linda’s husband asked her where the wedges
were. “What do you mean?! They are in the purse,”
Linda would respond. But they weren’t, because Dana
had taken out the bag with the gloves and the wedges
and put them right back into the drawer where they
usually are. 

What to do after?

According to Linda, Dana keeps developing new skills
and tries to be more vocal lately. She doesn’t speak
much but has different signs with which she expresses
what she wants. “And Dana is very opinionated. She
knows people’s personalities,” Linda says. “She also
doesn’t do change. So you can’t just bring a new person
in. You don’t do that. You have to train the person that
cares for Dana, and she needs to get used to them,”
Linda explains the challenges of being Dana’s primary
caregiver. “Being a caregiver is a marathon, and
therefore you have to train like you would for a
marathon.” One of the biggest challenges as primary
caregiver is the question of ‘What happens once we are
gone?’ “It’s hard because she can’t advocate for herself.
And abuse is a huge thing for people with special needs.
And that’s the most challenging part for all of us with
kids that have any disability: What do you do after -
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once she outlives us? How do you trust people?” Linda
says. 

Second chances

After 9/11, Linda, back then, a successful engineer,
decided to retire and focus on her family and caring for
Dana. For Keith, the crucial moment that changed his
life happened in 2015. All of a sudden, a medical
condition he believed to be harmless threatened his life.
“I first learned that my kidney function was slowly
declining about 20 years ago. I had my kidney function
tested every six months, and my doctors thought that if
it stayed at this slow pace, I might have to get dialysis
or a transplant when I am on old man,” Keith says.
However, a few years later, his kidney function
plummeted, and he was nearing kidney failure. Keith
needed a transplant or he would die. Toxins started to
build up in his blood, his brain was feeling foggy, and
he was getting more tired. Fortunately, Keith’s younger
sister, Stephanie, was a perfect match and donated a
kidney to him. “Going through that changed my
perspective on life. I felt like I have been given a second
chance that I wanted to live as well as I could,” Keith
says. His experiences with trauma and chronic illness
led him to write books about self-help and laid the
cornerstone of focusing on finding therapies or even a
cure for Bryson and other people with GRIN disorder. 

Finding a cure

Keith finally put his life on hold to follow his mission of
finding a cure in 2018 when he met researchers at a
conference in Toronto, who, for the first time, gave him
a message of hope by telling him that the part of the
brain affected by GRIN disorders might respond well to
therapies drug companies developed for other
conditions, such as Alzheimer’s. “But I think the biggest
thing that gave us hope was the research that got
presented by a University of Toronto researcher that
worked with a GRIN mouse. They basically put an on
and off switch in within the mouse. So the mouse was
born having a GRIN1 mutation, but then when the
mouse reached adulthood, they were able to turn off the
mutation, and this restored the mouse to something
closer to a typical wild type mouse. It wasn’t a full
recovery, but, even in adulthood, this research showed
that if you fix the genotype, you can fix the phenotype
as well,” Keith explains. 

GRIN research: Gene therapy

What Keith is referring to is called gene therapy,
specifically gene replacement therapy. “These kinds of
experiments were truly transformative in terms of how
we approach the whole class of developmental
encephalopathies,” Dr. Tim Benke, Pediatric
Neurologist at the University of Colorado and at
Children’s Hospital Colorado, explains. His primary
clinical focus is on rare neurogenetic conditions and
developmental encephalopathies, like GRIN disorders.

Additionally, he has partnered with Dr. Steve Traynelis
at Emory to lead the U. S. Registry to categorize GRIN
disorders. According to Dr. Benke, a similar experiment
and outcome like the mouse study Keith described was
seen in one of the better known developmental
encephalopathies: Rett syndrome. “This was the first
time anyone did this experiment. And we thought, how
can you reverse something that has happened in early
development? How can you turn the clock back?”
Benke adds. Nevertheless, after switching on the
‘healthy’ gene in Rett mice, the animals had restored
function. “This showed that these developmental
encephalopathies can be approached in a later stage of
development. In other words, when you finally get a
diagnosis, it is not too late to apply a treatment,” Benke
states. According to the physician, gene replacement
means that a person misses a good copy of a gene that
will be replaced with an extra copy to fix the problem.
This therapy could be a future option for GRIN
disorders as well, however, only if the specific GRIN
mutation leads to a hypofunctioning NDMA receptor.
For other changes on the GRIN genes, gene editing
would be required, which isn’t available for humans yet.
“Gene replacement therapies for some developmental
encephalopathies will be available in clinical trial form
within the next year or two. And if experiments in
animal models proceed favorably, it might also be
available for GRIN disorders, but we still have a lot of
work to do. One major concern is that gene replacement
might be helpful in a short period in an animal model,
but how far do we have to go to make sure that it really
is safe?” Benke emphasizes. Until families can access
gene therapy, they have to overcome a massive hurdle:
the cost. According to Tim Benke, gene replacement
therapy for spinal muscular   atrophy currently costs
more than 2 Million Dollars, and many insurance
companies and state medicaid don’t cover it, leaving the
families with a decision of life or death in some
circumstances. Additionally, gene therapy later in life
might not cure all symptoms. “My guess is that a
complete cure might not be possible. There have been
too many things in the developmental process that
required the presence of GRIN receptors, and those
already happened. It seems unlikely that the brain would
regenerate completely,” Benke says.  

Alzheimer medication to treat GRIN

‘Memantine,’ a drug that blocks the NMDA receptor in
the brain, might be one potential treatment option for
GRIN disorders, particularly if the receptors are
hyperfunctioning. The medication is usually used in
late-stage Alzheimer’s, as it was found that NMDA
receptors don’t only play a crucial role in GRIN but also
other conditions, like Alzheimer’s. “There are a few
case studies about GRIN patients with severe epilepsy
and hyperfunctioning GRIN receptors. Their seizures
improved while taking the medication. But the other
aspects of the disease, like cognition, the ability to sit,
walk, see or use the hands, haven’t been studied yet,”
Benke explains. 

Grin__QuarkTemplate.qxd  8/11/20  9:33 PM  Page 24



ABILITY   25

Grin__QuarkTemplate.qxd  8/11/20  10:57 PM  Page 25



26    ABILITY

On the other hand, in the case of GRIN mutations that
cause the receptors to underperform, the neurotransmitter
Glycine, a simple dietary supplement, could improve
cognition by helping the receptor to work at its peak
efficiency. “There was only one case study. Even though
the results were exciting, the concern is that it could
have been a placebo effect. In order to know if these
drugs are working, you have to do randomized placebo-
controlled double-blind studies, something parents don’t
like but what’s necessary to ensure safety and efficacy,”
Benke says. 

Ethical considerations

‘Curing disabilities,’ especially those caused by genetic
conditions, has been the focus of heated discussions,
particularly in disability circles for a long time. Many
people with disabilities view their disability as a part of
their culture and would not want to be cured. Keith,
however, doesn’t want to change who Bryson is. “We
love who he is,” Keith says. “But if there were
treatments that could make his life easier, then we
would want to pursue those. For example, Bryson is in a
wheelchair. If he spends his whole life in a wheelchair,
that’s great, but if we had the opportunity to give him a
treatment that would allow him to pilot his wheelchair
himself, instead of us pushing it, I believe he would
want that.” Keith is aware of the ethical challenges and
discusses those with experts in Episode 6 of his podcast
‘Unlocking Bryson’s Brain.’ “Essentially, the decision
to search for a cure was something I really struggled
with because obviously, Bryson doesn’t have a voice in
this. And so one of the messages that I heard from these

experts was that we need to make sure that Bryson has a
voice as much as possible, that we think about
everything we do, and that we don’t think about our
needs but what he would really want,” Keith adds.
Linda agrees but doesn’t have a clear answer whether
she would cure Dana or not. "I would love for her
seizures to stop. And I would love for her to be able to
talk and express herself to advocate for herself. It would
be amazing if she could tell us when she hurts or if she
could express her needs. But I would never want to
remove the essence of who Dana is. There are things
about her, you would never want to undo,” Linda says.
While GRIN has a severe impact on Dana’s life, Linda
feels it is a blessing at the same time because of the
influence her daughter has on other people. When I ask
Linda how she feels about Keith’s efforts to find a cure,
she says, “It’s just so remarkable. Obviously, if you
meet him, there is something about him that draws you
in. The way he smiles or his voice just makes you want
to be on his team. It is amazing that a single parent can
have such a huge influence.”

‘Unlocking Bryson’s Brain’

It is, indeed, astonishing how one person advocating for
a condition with only 1000 cases worldwide can have
this impact on researchers, GRIN families, and in a
wider context, all people living with rare diseases. Keith
has documented every step of his journey in ‘Unlocking
Bryson’s Brain,’ his CBC podcast, which not only
follows him on his way of finding a cure, but he also
gives a voice to other families living with GRIN disorder.
Additionally, experts complement the storyline and
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provide useful insight into GRIN research and the ethical
considerations of trying to find a cure. Furthermore, by
underlining the challenges all people with chronic health
issues face, he makes his podcast relatable to a broad
audience, and to everyone who is “looking for a miracle,”
he says. Unlike other media groups, The Canadian
Broadcasting Cooperation (CBC) and Keith paid
particular attention to accurately representing people with
disabilities. “Going through the process of producing this
podcast helped me realize that, yes, I can be a disability
advocate, but I still have an ableist bias that I bring to
these things. I am Bryson’s father, but I am not Bryson,”
Keith says. To avoid any misrepresentation, Keith used a
sensitivity listener, who made sure the podcast was as
accurate with its language as possible. 

Rare is not so rare. 

One of the most important goals he tried to achieve with
‘Unlocking Bryson’s Brain’ was to give hope to people
and make them feel less alone in their own journey with
a rare condition. Each rare disease might only affect a
small number of people, but together all rare disease
patients make up 400 million people worldwide. “We
felt so alone before we got the diagnoses and were very
scared after we had one,” Keith states. Finding a
community to belong to can be essential for chronically
ill people, but it’s even more crucial for those affected
by rare diseases. For Linda and her family, finding a
diagnosis after 28 years meant that they weren’t alone
on ‘the island of Dana’ anymore. They connected with
Keith and other families and became part of the GRIN
family. “And then I guess selfishly I was hoping that

someone who is listening will have a clue and will help
us move things along more quickly regarding a cure for
Bryson,” Keith adds. If one thing is for sure, Keith will
not stop to fight for his son Bryson - whether this means
a cure or merely a therapy that improves his quality of
life just a bit. 

In many ways, Keith’s family’s journey represents most
people with rare conditions that just want to be heard.
With ‘Unlocking Bryson’s Brain,’ Keith hasn’t only
managed to get a step closer to finding a possible cure
for his son Bryson, he has also portrayed an often
neglected minority, who, I am sure, appreciates his work
just as much as I do. Rare disease stories rarely make it
into mainstream media. So ‘Unlocking Bryson’s Brain’
is, for all of us, a step into a brighter future, where we
can find the recognition and treatment we deserve.
“He has definitely given a voice to the whole world.
And people need to hear that!” Linda says. 

by Karina Ulrike Sturm

Unlocking Bryson’s Brain
https://www.cbc.ca/radio/podcasts/unlocking-brysons-brain/

Keith McArthur  keithmcarthur.ca

Cure GRIN curegrin.org

GRIN2B Foundation grin2b.com

CFERV and the GRIN registry
functionalvariants.emory.edu
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MOEDAVIS
Recently, ABILITY Magazine spoke with retired Air Force Colonel and congressional candidate
Morris “Moe” Davis. Davis, a Democrat, is running for North Carolina district 11’s seat in the
House of Representatives. District 11 encompasses a large portion of western North Carolina and
includes the city of Ashville.

Davis grew up in Shelby, North Carolina. He attended Appalachian State University and North
Carolina Central University’s School of Law. After completing law school and passing the bar
exam, Davis spent 25 years in the Air Force. During his career in the Air Force, he served as the
chief prosecutor at Guantanamo Bay and director of the Air Force Judiciary. Davis received sev-
eral prestigious honors and awards during his career including the Legion of Merit, the Global
War on Terrorism Expeditionary Medal, the Global War on Terrorism Service Medal and the
Headquarters Air Force Judge Advocate of the Year award. After retiring from the Air Force,
Davis spent time working as a law professor, judge, speaker and writer. He has also served as a
national security expert for congress and appeared on several major news networks as a guest.

One of the things Davis is most well-known for is his involvement in the prosecution of terrorists
during his time serving as the chief prosecutor at Guantanamo Bay. Most notably, Davis refused
an order given by the Bush administration in 2007 instructing him to use evidence obtained
through water boarding, an interrogation method Davis believed to be torture. He believed water
boarding and obtaining evidence through torture was illegal and morally wrong. Davis was even-
tually forced to resign because of his stance on this issue. While working for the Library of Con-
gress in 2009, Davis again voiced his concerns regarding the prosecution of terrorists at Guan-
tanamo Bay. In an article written for the Wall Street Journal, he criticized the Obama administra-
tion’s handling of terrorists at Guantanamo Bay and was subsequently fired by the Library of



Congress. Davis sued his former employer and won,
claiming that his first amendment rights had been violat-
ed. He finished his career by working as a judge at the
U.S. Department of Labor.

Davis currently lives with his wife Lisa in Ashville,
North Carolina. Some of the causes he hopes to champi-
on if elected include health care, education, jobs, social
security, the environment and immigration. He will face
Republican challenger Madison Cawthorn, Libertarian
Party candidate Tracey DeBruhl and Green Party candi-
date Tamara Zwinak in the general election in November.

Chet Cooper: We’ll start with some of the softball ques-
tions.

Moe Davis: All right.

Cooper: When a pitcher’s on the mound, and there’s a
runner on second… What got you interested in running
for Congress?

Davis: (laughs) It’s something I hadn’t really aspired to
do. I’m in Asheville, North Carolina. My wife and I
moved down here in May of 2019 with the intention of
retiring. At the time, I was a judge for the U.S. Depart-
ment of Labor (DOL). I had finished up all my trials; I
just had decisions to write. You could telework and do
that. So we moved down here and we’re building a
house. If I panned around, there’s boxes and stuff every-
where. We literally just moved in two weeks ago after
16 months of building. I was finishing up writing deci-
sions for the Department of Labor, and in September, I
finished my work and shipped the laptop and everything
back to DC and thought I had retired.

If you’ve followed politics in North Carolina, you know
we’ve had a number of districts that were heavily gerry-
mandered, and this district in North Carolina, the 11th
District, which is the 17 westernmost counties, was
heavily gerrymandered. Have you ever been to
Asheville?

Cooper: No, and I don’t know who Jerry is.

Davis: (laughs) There’s a story behind that, on how they
came up with the term. I describe Asheville to people
who have never been here as the “Berkeley of the Blue
Ridge.” If you picked up Berkeley, flew it across the
country, and dropped it in the Appalachian Mountains,
you’d have Asheville. It’s a very progressive, very
accepting, blue city surrounded by red. I can tell you,
campaigning in Asheville, if I werer left of Alexandria
Ocasio-Cortez (AOC), that would be perfectly fine.

Cooper: (laughs)

Davis: And if I went 10 miles in any direction, that
would not be fine. It’s an interesting place. But anyway,
like I said, I thought I’d retired in September. What had
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happened, back after the last census, the Republican-
controlled state legislature split Asheville down the
middle and put half of the Democrats in the 11th dis-
trict, which is the district Mark Meadows represented,
and half in the 10th district, which is the district Patrick
McHenry represents. The Supreme Court last June—
today their big decisions are on Trump’s tax records—
but last June, one of the big decisions was partisan ger-
rymandering. They used cases from North Carolina and
Maryland. In North Carolina it was the Republicans
who had gerrymandered and in Maryland it was the
Democrats. The question was whether it violated the
Constitution to gerrymander on a partisan basis, and the
court said it did not. I thought that until the new census
comes out next year and there’s redistricting based on
that that it was a dead issue, but at the end of November,
the state courts here said under the state constitution that
it was a violation and they told our legislature, “Either
you redraw the maps or we’ll do it for you.”

When they did that, they had to put Asheville and Bun-
combe County back together because you couldn’t
explain splitting it down the middle by any reason other
than trying to rig the outcome of the election. I was in the
gerrymandered part that would have put me in the 10th
district. Now I’m in the 11th, and I looked at the Democ-
rats who were running, and they were great people, but I
just didn’t see anybody I thought had the ability to com-
pete with Mark Meadows. So I got into the race.

Of course, shortly after that, Mark Meadows decided
not to run. My thinking was, I spent 25 years in the mili-
tary. I worked for Congress on Capital Hill for a little
over a year, and then I was a judge for the Department
of Labor for four and a half years. I figured I’ve got 30-
plus years of defending democracy, and just to sit back
now and watch it go down the drain just wasn’t palat-
able. So I got into the race.

Cooper: Wow! Are you having a good time?

Davis: I’ve never done this before. It’s been interesting
and certainly COVID-19 has made it even more inter-
esting. We never, when we started out, imagined that
we’d have a pandemic and have to try to find alternative
ways to campaign.

Cooper: Which for newbies, let’s say, might be easier
than the road that others had to take pre-COVID, because
you would have been having to canvas the whole area
physically, which maybe for exercise would be good, but
a lot of handshaking and baby kissing and all that.

Davis: Yeah. The primary was Mark’s third, so from
early December to early March we did traditional cam-
paigning. There are 17 counties, and boy, it surely made
me appreciate folks who do a statewide or a national
race. I don’t know how they do it. I was trying to get
around 17 counties, and often there’s an event on one
end of the district in the morning and another one in the

afternoon on the other side. Talk about exercise! It was
mainly a lot of times sitting in the car getting from one
place to the other.

Cooper: (laughs) I don’t know how they do it either. I
can only relate to conferences, where you spend a day
speaking to people and you go up to the room and sit
there and you realize your face is frozen from smiling. I
just don’t get how they take month after month of, like
you said, state or national campaigns, and how they do
it. We cover all issues and then we come back to some
kind of a focus around disability and our attitudinal
change and fabric of life concepts of the way we
approach it. What’s interesting when looking at your
material, and I think it’s because you were military, two
things jumped out. One is about your father. The lan-
guage is 100 percent disability, and the language we got
from your office was 60 percent disability. The layper-
son doesn’t look at things like that. Can you explain
what that means to a layperson?

Davis: I can try. To be honest, I’m not sure I understand
exactly how the VA assesses disability. But in my dad’s
case, he was 100 percent a disabled veteran from World
War II. He was in a training accident at Fort Bragg,
North Carolina. A group of guys were in the back of a
truck and the truck flipped over and threw everybody
clear except him. It landed on his back and broke his
back. When I was growing up, my dad had—I’m 61 and
was born in ’58, so in the mid-60s—my dad had hand
controls on the car for the gas and the brake. Leg braces,
back brace, crutches. In my early memories, he was in
and out of the hospital having surgeries. One of the
things we’re really fortunate in is, here in Asheville, we
have—if it’s not the best VA hospital in the country, it’s
clearly one of the best. So when I was a kid, I lived in
Shelby, North Carolina, about an hour and 15 minutes
east of here, over half a century ago. I can remember my
dad saying, “Hop in the car, we’re going to the VA hos-
pital.” They took great care of him.

For me, I’m rated as 60 percent service-connected dis-
ability. You can be disabled and not be service-connect-
ed. If they determined that it was incurred during your
service, then it’s considered service-connected. How
they came up with 60 percent, I’m not exactly sure. If
you look at all the different parts and pieces, it literally
adds up to in excess of 100 percent, but there’s a formula
they use. Some things overlap. However their process
works, it ended up determined at 60 percent service-con-
nected disability. For me, it wasn’t like my dad, where it
clearly was an accident, where the truck flipped over—
for me, it’s just a dozen more minor things. I’ve had four
knee surgeries, both shoulders, anterior cervical fusion; I
also have sleep apnea and arthritis. All those bits and
pieces, when you total them up, end up being assessed as
a 60 percent service-connected disability.

Cooper: What does the VA do with that acknowledgment?
What is the benefit to them and to you or to the patient?
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Davis: Just being a veteran, you’re not entitled to veter-
ans’ healthcare, although there’s legislation under the
Heroes Act that would make VA healthcare available to
any veteran who has lost healthcare coverage because of
COVID-19. But normally, to receive VA healthcare, you
have to have a service-connected disability, and then
your status within the VA, the higher your disability rat-
ing, the higher priority you are as far as getting care. For
me, to be honest, I forget what the different categories
are, but I’m in the highest category with the 60 percent
rating. I go to the same VA hospital now that my dad
went to over half a century ago. They took great care of
him, and they’re taking great care of me.

Cooper: I don’t think people understand that. I didn’t
know that you had to have a certain rating. I thought all
vets got to go to the VA hospital.

Davis: To be honest, I don’t know the percentage, but
it’s only veterans who have service-connected disabili-
ties. To get VA disability compensation, it has to be a
minimum of 30 percent. For me, it’s 60 percent. I think
it’s like $1,300 a month or something like that. The
higher your disability rating, the higher the disability
compensation is. And because of my dad, being 100
percent disabled, I went to college at Appalachian State,
and as the child of a 100 percent disabled veteran, I had
free tuition to go to college. The disability rating is an
important part of the process, and then there are a lot of
veterans who spend years trying to get assessed the way
they feel like they ought to be assessed. There’s a back-
log. The VA’s done, I think, a good job of trying to catch
up, but there’s a backlog of folks with VA claims that I
think they’ve whittled down considerably.

Cooper: I’ve definitely heard about that, I didn’t quite
connect the dots till just now. Well, getting close to con-
necting the dots.  Thanks for sharing that.

Davis: Absolutely.

Cooper: I thought it was interesting when you and your
opponent, Madison Cawthorn, appeared on our radar
and you both have a disability—

Davis: Right.

Cooper: What were you doing for the DOL? 

Davis: I was an administrative law judge. There are
roughly 90 federal labor-related statutes that could
potentially entitle someone to a hearing. To be honest,
in my four and a half years, the majority of those
statutes I never saw. The cases just didn’t arise. The
bulk of my time was spent doing disability hearings for
coal miners for black lung benefits. I knew nothing
about coal mining. One of the things, too, with hearings
with the DOL, most of the statutes entitle the claimant
to a hearing within a certain distance of where they live.
I was based in the Washington DC office. We had a
courtroom there, but more often than not, we traveled to
where the claimants were located. I spent a lot of time
down in coal country—southwest Virginia, Kentucky,
West Virginia.

I knew nothing about coal mining. I always had a men-
tal picture of a guy standing in a coal seam with a pick-
axe chipping out coal. But in the Appalachian region
here, most of the coal seams are 36 inches or less. These
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were guys who spent their careers, 10, 20, 30, 40 years,
on their hands and knees in a coal mine shaft sucking in
coal dust. Standards have gotten better over time, but
for a long time there weren’t standards. It’s hard work. I
had no idea what was involved.

Cooper: Did you ever go down in a shaft?

Davis: No, I never did. I’ve seen pictures, but I’ve never
personally gone out to the mines to go in. The guys
always would come in to the hearings and talk about what
they did in the mines. I’ve got a lot of respect for the hard
work that they did. Unfortunately a lot of them, like I
said, sucked in coal dust, but a lot of them also smoked
two packs of Camel no-filters every day. That was often
the question of what caused their respiratory disability.
Was it coal dust or cigarette smoke or some other reason?
Living here in Asheville, we had a Duke Power plant, a
coal-fired plant, that recently converted to natural gas.
The big issue here is how they dispose of coal ash. I’ve
seen the coal industry from the mines to the residue, and
it’s a dirty, nasty business from start to finish.

Cooper: What were they trying to get? Would it be an
individual coming in? Were they grouped together?

Davis: They were individual cases. When I first started,
I remember asking a couple of my fellow judges when I
was starting out why the coal companies would fight this
so hard? They’re hiring experts, physicians to do exami-
nations, radiologists to do x-rays and an attorney to come
into court and fight it because of the benefits. I don’t
recall the precise dollar amounts, but roughly, for a sin-
gle coal miner, someone with no dependents, if they
were determined to be disabled by black lung disease,
their benefits were $650 a month. So my question was,
why are they fighting so hard when $650 a month is not
a Herculean sum of money? The reason is, if they’re
determined to be liable for the disability payments,
they’re also liable for the healthcare. And in some cases
that involved lung transplants, oxygen 24 hours a day; it
was extraordinarily expensive on the healthcare side.
That’s why the coal companies fought so hard to deny
the claims. They didn’t want to get stuck with the med-
ical cost. The financial benefit would have been small
potatoes compared to the healthcare cost.

Originally, back when the black lung trust fund was cre-
ated, for every ton of coal there’s a fee collected that
goes into the Black Lung Disability Trust Fund. And
when the Republicans gained control of Congress back
during the Gingrich era, they changed the rules. The
presumption was that the burden was on the coal miner
to prove that the disability was caused by coal mine
employment. Typically in these cases, you’ll have two
doctors who say the person is disabled from coal dust
and two coal company doctors who say it’s from smok-
ing Camel no-filters. Typically the cases are often 50-
50, so whoever has the burden of proof generally loses.

When they changed the law and put the burden on the
miner, the miners lost more often than not. If you
remember back during the Affordable Care Act, they
said there’s stuff buried in there that nobody had ever
read before they passed the law. And that was true. One
of the things buried was by Senator Byrd from West
Virginia, who stuck a little thing in there that changed
the presumption in favor of the miner. More recently, if
the miner can show at least 15 years of coal mine
employment and a totally disabling respiratory condi-
tion, the presumption is that that was due to coal dust.
It’s put the burden on the coal mining company to rebut
it, and it generally can’t do that. A lot of times these
guys work for a mine for a couple of years and it’d go
out of business and then they’d go to work at another
place. A lot of times the litigation boils down to whether
a miner can prove 15 years of coal mine employment. If
they could, they generally won, and if they couldn’t
they generally lost. Senator Byrd took care of the coal
miners when he snuck that into the Affordable Care Act.

Cooper: You keep drifting down with your camera. Is
there a way you could bring—

Davis: I think I’m sliding—actually, I told you I’d just
moved into a new house. I have a sit-stand desk and a
chair that is on a FedEx truck to be delivered today, so
I’m sitting in a lawn chair, and I keep sliding down the
vinyl. (laughs)

Cooper: Do you have a mai tai in the corner of the lawn
chair?

Davis: (laughs) I’ve got a little pocket for it!

Cooper: Were these cases in which the judge made the
determination? Was there a jury?

Davis: It was the judge. That’d be me. In the hearings, I
was the one to make the decision on who prevailed.

Cooper: That must have been frustrating.

Davis: It is. Again, you apply the law and the facts and
that determines the outcome. Often these were really
sad cases. In many of the cases, they were widows’
claims. It was the widow of the coal miner trying to get
benefits. These weren’t wealthy people coming in to the
hearings. Often the coal miners would have on their
overalls and they were pulling an oxygen tank. Just get-
ting into the courtroom and up to the witness stand you
could tell was a real struggle for them. But at the end of
the day, it was the evidence—like I said, often these
cases came down to whether they could prove they
worked at least 15 years in the mines, and if they did,
there was a good chance they would win.

Cooper: Are those mines still open, still operating?

Davis: Yeah. The Trump administration has pushed the



whole “clean coal” concept, but last time I looked, I
think the number of folks employed in coal mining was
roughly 40,000. An encouraging sign is that for every
coal miner, there are about six or seven folks working in
solar energy, which is all around much better for the
workers and for the environment. I think that’s the path
forward.

Cooper: The fact that you worked in disability claims,
which you’ve just described—and your own experience
and your father—do you have any thoughts about the
Americans With Disabilities Act’s (ADA) 30 years this
month? Do you have any thoughts about pre-ADA,
ADA today, and where ADA could be in the next five,
10, 30 years.

Davis: I think the ADA was a game-changer for people
who wanted an opportunity and were often denied
because of the physical limitations or other limitations. I
joined the Air Force in ’83, more than 30 years ago, and
since then the ADA is something I’ve used. When I
worked for the Department of Labor, I mentioned that
as I’m getting older, my arthritic conditions are getting
worse than they were. I was fitted for an ergonomic
chair and I had a sit-stand desk. As a judge, I spent a lot
of time writing and just sitting there for eight hours a
day, which was hard on me. Due to the ADA, the gov-
ernment has to make reasonable accommodations. I
have a lot of friends who were government employees
who were the beneficiaries of the ADA. Over 30 years it
has become socialized. That’s part of planning. If you’re
creating a business or opening an office, that’s just part
of the process now. It’s become a way of life.

It’s not perfect. Employers can often find a way to try to
articulate some other innocent reason to avoid what
many view as the burden of complying. But I think for
the most part, government and private employers as
well have fully embraced it. A lot of folks are working
now that if you went back to pre-ADA, they probably
wouldn’t be.

Cooper: Where do you think we could go with any chal-
lenges you may see with the ADA now and into the
future?

Davis: I’m not aware of there being any serious assaults
on the ADA. I think it’s become just accepted practice. I
know there was resistance initially, with folks trying to
retrofit and spend money and effort to come into com-
pliance. I know there are outliers; there are still cases
that are litigated over whether an employer is in compli-
ance with the ADA. But I think that’s become the rare
exception rather than the general rule, which is that
folks with different abilities are generally welcome.

I’m sure there were instances of discrimination against
folks with disabilities, but at least at the places I
worked, that just wasn’t the case. I spent, like I said,
more than 30 years working either in the military or the
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federal sector and when I was a hiring authority, that
wasn’t a factor we took into consideration. If you had
the ability to do the job, we’d make the accommoda-
tions to help you do that.

Cooper: Can you tell me about the work you did at
Guantánamo and why you left the position?

Davis: I took the job in the summer of 2005. At the time
I was stationed in Cheyenne, Wyoming. I got a phone
call from the Judge Advocate General of the Air Force
asking, “Would you consider taking the job as chief
prosecutor at Guantánamo?” He said the person who
had had that position, an army colonel named Fred
Borch, whom I knew, had been a concern within the
office. Some of the younger members of the prosecution
team thought Colonel Borch was pushing them to do
things that they thought exceeded the ethical bounds.
There had been an email exchange between some of
them within the office. Those emails made their way
into the New York Times, which led to Colonel Borch
being asked to move on.

The Judge Advocate General said—the younger attor-
neys who were questioning this were Air Force attor-
neys— “Look, the Air Force helped to create this prob-
lem and we ought to help fix it. Would you consider tak-
ing the job?” I flew to Washington, had an interview
with Jim Haynes, who was the General Counsel for the
Department of Defense. After that, I was picked for the
job. We had 30 days to get from Washington to
Cheyenne and then back to Washington.

I took the job because I thought it was important that we
do it right. I went to Case Western University’s law
school. There was a professor emeritus there, Henry
King, who had been one of the Nuremberg prosecutors.
He came to the talk I gave and afterwards came up,
grabbed me by the arm, and said, “It was important to
Robert Jackson that we do it right at Nuremberg. Don’t
you screw it up at Guantánamo!”

Cooper: Wow!

Davis: Going into the job, there was concern about how
far I would try to push the members of the team. The
first meeting I had, I told them, “Look, people my age
look back at Nuremberg with a kind of sense of rever-
ence. At the end of the war, rather than vengeance, we
did justice. We had trials. There were people who were
convicted and executed and there were people who were
acquitted. I want us to do Guantánamo in a way that
when our grandkids think back about Guantánamo,
they’ll think about it the way we think about Nurem-
berg. We’re not going to use evidence obtained by tor-
ture.” Of course, back then I couldn’t say “torture,” I
had to say “enhanced interrogation techniques,” because
that sounded nicer.

We were going about building cases without using evi-

dence obtained while detainees were in our custody.
That didn’t excuse what we did to them, but it makes it
irrelevant in their criminal trial if we don’t use that evi-
dence. For Khalid Sheik Mohammed, there was ample
evidence to prove his guilt without anything he ever
said after we captured him. So why do it? Why use
forced evidence if you don’t need to? But by the sum-
mer of 2007, the people above me in the chain of com-
mand who had supported my policy had retired and they
were replaced by political appointees. So I went from
working for a career two-star general to a lady who had
never served in the military but she had served as Dick
Cheney’s Inspector General when Dick Cheney was the
Secretary of Defense.

That was when I was told that, “President Bush said that
we don’t torture, so who are you to say that we do? All
this evidence you’re not using, you need to dust it off
and get into court and get these guys convicted.” That
was when I quit. And I looked at it and thought—I was
the senior person on the prosecution team. I had a lot of
young folks who still had families and careers. For me,
what was the worst they would do to me? Have me
retire as a colonel? That’s not the worst thing that can
happen to you, so I figured, if not me, who? We needed
to call attention to it. That’s when I quit.

Cooper: It must have still been a difficult decision.

Davis: I think there are some parallels to hearing people
in the Trump administration say, “Why does this person
or that person hang in there? Why don’t they just quit?”
For many of them, I hope their thought process was
kind of like mine. “If I quit, they’ll get a yes-man who’ll
come in and do exactly what they want.” I hung in there
until it was apparent that my efforts were futile to try to
have full, fair, and open trials, and that was when I
chose to quit. I knew that there would be adverse conse-
quences, but to this day, I haven’t lost any sleep over the
decision I made. I would have had to just knuckle under
and say, “Yes, sir, I’ll get in there and do that.”

Cooper: That’s the irony of some of these issues. Some
of these people were obeying orders. You’re being put
in a position, ironically, of obeying this order that you
know is not the right thing to do. Do you know Tom
Steyer?

Davis: I’ve never met him, but I certainly know the
name from his presidential run.

Cooper: His father was one of the attorneys in Nurem-
berg.

Davis: I don’t know that there are any left. When I met
Henry King back in 2006, I think he and one other per-
son were still alive from then. Henry King has since
passed away.

Cooper: If you want me to, I’ll reach out to Tom Stey-
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er’s team. Not only are you both dealing with voting
issues—but on that other connection with you doing
what you were doing and having to talk to one of the
last surviving people at Nuremberg and his stories with
his father. He remembers a lot of it, even though he was,
I guess, pretty young at the time.

Davis: That was a time when we did it right, when we
lived up to the principles we claim that we represent. In
the modern era, we haven’t done that.

Cooper: Why do you say the Air Force had put us in
that situation?

Davis: There were some younger members of the prose-
cution’s team—attorneys, captains and majors—who
were junior officers who had raised the concern and had
generated this email stream within the prosecution’s
office about, “Hey, is it legal and ethical for us to be
doing this?” When that exploded, I think the perception
was that we had young Air Force attorneys who had cre-
ated the turmoil. I think the Judge Advocate General
thought, “We kind of helped cause this, we ought to
help fix it.” That was when he called me.

I’m good at working with people. That’s the same Judge
Advocate General—General Jack Rives— in 2003,
when the Air Force Academy had their sexual assault
problem and it became a national issue. Congress
demanded an investigation. He called and said, “Hey,
would you head up the investigation?” He’s now  the
Executive Director of the American Bar Association. He
would often call when he needed somebody he could

count on to get people to work together. He got high
marks when I was Chief Prosecutor. I didn’t go to it
with any animosity toward the FBI and the CIA. My
team, by the time I was there, probably had about 110,
120 people, from DOD, FBI, CIA, NSA, Department of
Justice. That’s one of the things I was commended for,
my ability to get disparate elements that didn’t necessar-
ily work well together to meld into a coherent team.
That’s the part I regretted about resigning. The folks
I’ve worked with I really enjoyed. It was an interesting
endeavor, and I was working with good people, so I
hated to leave that, but it was the right thing to do.

Cooper: What do you think about some of the things
happening in this administration connected to the
Department of Justice? I keep feeling that I’m leading
the question with everything I say here. The checks and
balances that should exist between Justice and what’s
coming out of the White House? — there I go again.

Davis: It’s disappointing. I never thought in my lifetime
that I would see the current state of affairs. Calling it the
“Justice Department” seems like a misnomer. Attorney
General Barr seems more singularly focused on repre-
senting Donald Trump and not America in some of the
things he’s done. Today’s Friday, so we’ll say the Friday
Night Massacre of this week. Up until now, whether it
was under a Democratic or a Republican president, the
Justice Department has always been perceived to be a
neutral arbiter. They served justice, not whoever hap-
pens to be in the Oval Office. I think that’s the way it’s
supposed to be. One of my big concerns, and one of the
reasons I decided to run, is that as a military person and
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a person who’s dealt with national security issues for
most of my adult life, I’m really worried about the harm
we’ve done internationally.

We spent decades and decades building alliances—after
World War II, after Nuremberg, we led the efforts to
create the Geneva Conventions and the United Nations
and NATO. We’ve kind of undermined all those things
that we worked so hard for, and I think it’ll take a long
time to repair the damage. The one that really appalls
me is abandoning the Kurds, after they fought and died
in Syria fighting ISIS on our behalf, and then we just
turned our back on them. I think we’ve done a lot of
damage, and I think it will take a long time to fix it. But
we’ve got to start.

I think the same is true here domestically with the Jus-
tice Department. I think public confidence has been
dealt a pretty severe blow with what Bill Barr has done.
And we saw this week with—I’m no fan of Jeff Ses-
sions by any means, but there were moments when he
was the attorney general when he did the right thing.
You saw what happened this week, where Trump
trashed him and he lost the runoff in Alabama to try to
get his Senate seat back. You saw what happened, too,
with Colonel Alexander Vindman, with retiring. So you
have Roger Stone, the president does him a favor
because Stone lied for him, and you have Vindman who
gets punished by the president for telling the truth.
That’s just a horrible example. We can’t keep doing this.

Cooper: How are you doing in the polls?

Davis: Let me give you two answers, one on the record
and one off the record.

Cooper: (laughs) OK. We’ll put one on the record and
the other one over there.

Davis: (laughs) On the record, our polling shows that we
have a real path to victory. I know a lot of prognostica-
tors have written us off as a solid Republican district, but
our research has shown that we have a clear path to win-
ning, but it’ll take a concerted effort. I can’t do it alone.
It’ll take people helping to spread the word to win this
race, but we can do it. With COVID-19, I’m sitting here
at home doing these kind of things rather than—

Cooper: Hey, what are you saying? 

Davis: (laughs) Not that I don’t enjoy it, but as you
know, we have counties here where the broadband
access rate is more than 50 percent. I need to be at the
VFWs and the volunteer fire departments because I
can’t reach those folks online. That’s the challenge.

Cooper: Can’t you get out with social distance and
masks? Especially those places you mentioned that have
groups already in the field.
Davis: We’re going to start doing that. This week we put

out some guidelines. We’ve had folks for a while now
who have wanted to do fundraising events for meet-n-
greets and those kinds of things. We’ve been holding off
trying to see how COVID-19 was going to progress.
Given our numbers here in North Carolina, we’re con-
tinually not going in a good direction. So we put out
guidelines. Instead of doing big events we’ll do smaller
events with social distancing and masks. If you want
refreshments, bring your own, that kind of thing. That’s
one thing that’s frustrating. My opponent has totally dis-
regarded that.

Cooper: At first we were set up to speak with him, and I
think they might have looked at our website a little bit
too deeply. We try to be nonpartisan, but we believe in
science.

Davis: (laughs)

Cooper: They’re not responsive anymore.

Davis: It’s frustrating to me. I’ve been pinging him on
social media and in some radio interviews I’ve done. In
the runoff, he was in touch with me, and he was frustrat-
ed that his opponent wouldn’t debate him. Now that he’s
won—we kept talking about, “Hey, we’ve got to do
debates.” And now that he’s won, it’s radio silence.

Cooper: Yeah. His handlers are doing what they do.

Davis: You would think you would have learned a lesson.
That really bit his opponent in the butt. Of course, that’s
what she did. She wouldn’t debate, went into a cocoon
and thought she had it wrapped up. He seems to be, at
least for the last couple of weeks, in that same mode.

Cooper: I would disagree with something you said a
second ago. You said to bring your own food? I think
you should figure out a way to give box lunches, give
food, give something. I’ve been to so many various
events, and people love to eat. 

Davis: (laughs) Yeah. There’s a couple out in Way-
nesville, a little west of here, a husband and wife, both
retired military, and they want to do an event for veter-
ans. They want to do a cookout. They said, “Nothing
works more to get veterans than a free cookout.”
(laughs)

Cooper: (laughs) That’s not just veterans. It’s one of
those common denominators. 

Davis: We should have it in next week; we have logo-ed
hand-sanitizer to pass out.

Cooper: Nice! I would even go with masks, if you have
the budget.

Davis: Yeah, we talked about that. We’re just kind of
torn on what kind of—
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Cooper: What would be the message?

Davis: Our mantra during the primary had been “Moun-
tain Strong.”

Cooper: I saw that.

Davis: NowI think we’ll change it to some like “Experi-
ence Matters,” because of the contrast between my
record and my opponent’s non-record.

Cooper: I like that too. 

Davis: A couple of folks have sent me ones that say
“Democrats,” red, white, and blue, something other than
the plain generic medical masks.

Cooper: Oh, yeah, you definitely need to have a well-
fitted material mask with a message that is good enough
to be worn without having to say—you’re in a red state.
Those people wearing that have to feel like it could be
looked at both ways, but it’s still branding you without
necessarily somebody yelling at them saying, “Why
would you wear that?”

Davis: Yeah. We went out to dinner Wednesday night
for the first time since March, and there’s a restaurant
nearby that had converted an outdoor area into a seating
area. That’s something we’ve really missed. At dinner
we heard people start clapping and we thought it must
be a birthday or something, but instead it was that a bear
had come out of the woods and smelled the food, and I
guess they were clapping to run him off.

Cooper: If you could get that bear to wear a mask— 

Davis: (laughs) Bears around here are pretty common.
My campaign treasurer keeps saying we’ve got to figure
out some way to get a t-shirt on the bear or something.

Cooper: (laughs) What happens if you don’t get elected?
What are your plans?

Davis: In September, I retired. If I don’t win, I’ll contin-
ue my plan to be retired.

Cooper: I know so many people who are busier being
retired than they were before. What would you be doing
in your retirement?

Davis: My plan had been to do some work. I retired
from the Department of Labor, and they have a program
where—as an example, when I was a judge, if you look
at all the decisions I issued, I probably personally wrote
about half of those. Probably 25 percent of the others
were probably written by my law clerks, and the other
25 percent by contract writers, who are mainly retired
judges. I just got a box yesterday. When the case is over
and the trial’s done and the transcripts and all the evi-
dence are in, they box it up and ship it off to a retired
judge who will go through it and write a draft decision.
It then goes back to the actual judge, who will edit it
and make it read the way they want it to read. The beau-
ty of the thing is, you can work no hours or 48 hours;
you can work on your own schedule. That was what I
was planning to do when I retired. I didn’t want to work
40 hours a week, but maybe 20, something to keep my
mind active and keep me engaged that would be a little
bit of supplemental income.

But then I started campaigning, and that’s kind of gotten
put on hold. So I guess if I lose, I’ll revert back to my
original plan.

Cooper: If you win, are you going to specifically try to
reach out to certain committees to be part of? Have you
thought that far out?

Davis: One of the points I’ve tried to make in some
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interviews I’ve done is that for this district a real advan-
tage for me winning is I worked for Congress. We
advised eight committees in the House and eight in the
Senate when I was at the Congressional Research Ser-
vice. When I come in on day one as part of the freshman
class, I’ve got an advantage of having the experience of
having worked there. I’ve testified before Congress.
I’ve written legislation. I’ve worked with Senators Gra-
ham and McCain. I know my way around. On day one,
when other folks are trying to figure out how to get to
the bathroom and the cafeteria, I’m—

Cooper: You’ve already finished breakfast and are back
at your desk!

Davis: (laughs) Yeah. I’m not 100 percent ready, but 90
percent from my past experience. I think that would be
something I can leverage with the leadership to say, “Hey,
look, I don’t need the training wheels to get started.” And
two, since this has been a red district, I think the leader-
ship would have an interest in trying to give me good
committee assignments to keep this a blue district. I think
those two things are both good for the district.

Obviously, the Armed Services Committee would be a
natural fit based on my background. I’d also be interest-
ed in Veterans Affairs. I think I mentioned before that
we have a big VA hospital here that’s one of the best, if
not the best, in the country. That’s where I go. I think
this is an area where I can reach some Republican vot-
ers, those veterans who don’t want to see the VA priva-
tized. And then Natural Resources. Our economy here is
centered on tourism, and tourism is centered on our
national parks and national forests. The Great Smoky
Mountain National Park is the most visited park in the
country. That’s the key driver of the economy here. For
the last several years the budget keeps getting cut,
which is not good for our economy. So those are three
committees I’d have a real keen interest in.

Cooper: That bear is kind of an iconic figure if you’re in
the Smoky Mountains. Is that where Smoky the Bear
comes from?

Davis: Yeah! When I grew up around here, bears
weren’t extinct, but it was rare that you saw a bear. The
state has really done a good job over the last 20, 25
years of helping to revive the bear population, to the
point now where they’re still a novelty, and a lot of
trusts come here because they like seeing the bears.
Wednesday is trash day at our new house. I’d ordered
trash cans and they hadn’t been delivered yet. After the
bear got into the trash on Wednesday out in front of the
house and I had to pick it up, I made a trip to the Waste
Management company and got my bear-proof trash can.
They’re smart. Trash day was Friday where we lived
before, and here it’s Wednesday. It’s like they know
when it’s trash day. (laughs)

Cooper: (laughs) They’re smarter than the average bear.

Davis: The bears have really made a comeback. We’ve
never had a problem. I think the only real danger is if
you get between a mother and her cubs, the mother will
do whatever she’s got to do to protect her cubs.

Cooper: When people are hiking, do they always carry
bear spray? Is it to that level?

Davis: I wouldn’t say always. I went hiking on Monday
with some friends and we didn’t take anything. If there’s
a group of people and they hear you coming, they’ll get
out of the way. Unless you get between the mom and
her cubs, then you’re in trouble. My wife walks and
runs a lot and she carries either an air horn or pepper
spray and so far hasn’t had to use it. I had one occasion,
I was doing an interview with somebody and I had to
stop because I got a phone call from my wife. She was
up a dirt road near where we used to live and there was
a mother bear with three cubs in the road not moving.
So I had to get the car and pick her up and get her past
the bears to continue her run.

Cooper: (laughs)

Davis: I’ll tell you where it does have an impact. My
wife works for an animal rescue, and she was working
for an emergency vet here in Asheville that’s open 24/7.
It’s a weekly occurrence, sometimes multiple times a
week, that folks bring in dogs that have gotten into it
with a bear. The dog is not going to win that fight.

Cooper: Wow.

Davis: It’s quite a regular occurrence up here having to
patch up a dog who got swatted by a bear claw and paid
the price.

Cooper: I didn’t know that. My sister lives most of the
year in Montana, walks daily and always carries bear
spray. They get bears on their property.

Davis: I think that’s the grizzlies. They’re more aggres-
sive. The black bears here are not very aggressive.

Cooper: And you have more people. In Montana, the
population is a lot less.

Davis: It’s fun living here. If you look out the window, I
don’t know if you can see it—

Cooper: Oh, that is great!

Davis: We live in a forest. You never know. I’m sitting
here talking and I look out the window and there’s a
bear or a deer or a turkey or something milling around
in the yard. It’s always an adventure.

moedavisforcongress.com



what she’s crusaded against for decades. The fruits of
her success are abundant: She helped usher in the
groundbreaking Americans with Disabilities Act (ADA)
and served in the Clinton administration as an Assistant
Secretary in the Office of Special Education and Reha-
bilitative Services. She was the World Bank Group’s
first Advisor on Disability and Development and later
was appointed by President Barack Obama to be the
Special Advisor on International Disability Rights for
the State Department—the first person to hold such a
position. She’s also been actively involved for years in
the independent living disability rights movement in the
US and around the world. Of late, she’s written a mem-
oir, Being Heumann: An Unrepentent Memoir of a Dis-
ability Rights Activist, which was published this year.

ABILITY’s Chet Cooper and Diana Carson caught up
with the Washington, DC-based activist and author dur-
ing the making of the ABILITY Magazine Summit
ADA30, a virtual celebration of the Americans with
Disabilities Act (ADA). Heumann shared her thoughts

Judith Heumann has devoted her life to fighting for the
rights of people with disabilities, herself included. She’s
not only been at the forefront of great strides in the dis-
ability rights movement, she’s led the charge. Born in
Brooklyn in 1947, she was paralyzed after contracting
polio as a toddler. Denied the right to attend public
school because she couldn’t walk, she watched her
mother, a community activist, demand inclusion for her
daughter, who was eventually allowed to attend a spe-
cial school and a public high school. In college,
Heumann organized students to stage protests, demand-
ing ramps for access to classrooms. And, as a young
professional, she faced exclusion once again: she was
denied her teaching license because administrators
feared she couldn’t evacuate herself and her students
during a fire. She would go on to win a lawsuit against
the New York City school system and became the first
teacher in the state to use a wheelchair. 

Heumann’s story is the story of many people with dis-
abilities: lives limited due to discrimination. And it is

The Heumann Touch
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on the ADA, the increasing diversity of the disability
community, and the implications of COVID-19 on those
who are disabled, among other topics. 

Chet Cooper: I think we’ve known each other for more
than 25 years? However, for those that do not know, you
can give a little bit of “Hi, I’m Judy…”?

Judy Heumann: (laughs) Okay. My mother came over
from Germany in ’35, my father in ’34, and they lost
their parents and grandparents in the war and many
other relatives. I was the first of three children, and I
had polio in 1949. I’m 72 ½; I became 72½ on June
18th. Half-birthdays are kind of an important milestone
in my life. I have no idea why. I’ve had a very rich and
completely unplanned-for life. I love to say to younger

people who are talking about mapping out their future,
you want to have a future in mind, but don’t be too
rigid, because you have no idea where life could take
you. Try to be open as much as possible.

I’ve been very lucky over the course of my life. I’ve
been very involved with the development of what we
call the independent living disability rights movement in
the US and internationally. I’ve worked with disabili-
ty—and with all emerging leaders in the ’60s and ’70s.
Many of us played very important roles in the develop-
ment of the political movement in the US and also it
was kind of a unique time, because we saw the develop-
ment of centers for independent living, national disabili-
ty rights organizations, international groups like the
International Disability Alliance, major laws like Sec-
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tion 504, the Individuals with Disabilities Education
Act, the Americans with Disabilities Act (ADA), and
many others.

So there’s been a lot of progress that’s been made over
the course of my life, including the UN Convention on
the Rights of Persons with Disabilities, which is now
ratified by about 181 countries. The landscape is quite
different from when I was growing up, when there was
no movement, where there is an emerging movement,
both domestically and internationally.

Diana Carson: In your mind, given your vast knowledge
and experience, has the ADA made the difference that
you and so many visionaries expected it to?

Heumann: I think the ADA is an amazing piece of legis-
lation. It definitely has had a significant impact on
changes in the US. That being said, the ADA, if it were
the only law that we had in place, no. The law itself can-
not do—it’s not what it was meant to do. It’s an antidis-
crimination law that’s very broad, but I think we need to
look at the ADA as a piece of legislation that is continu-
ing to fill in what we need, and the other laws I men-
tioned earlier are very important, and there are other
laws besides. The ones I’ve mentioned, like Sections
508, 501, 502 and 503, listeners may not know all those
different provisions of law, but they’re very important
because they do things like require the government and
contractors to hire people who are disabled and to look
at issues of technology and accessibility. Those are all
important pieces of legislation.

And we need new and additional laws in areas like
home- and community-based services, because that’s a
huge issue. We need, in my view, more legislation in the
area of housing. And we need stronger enforcement of
many of the laws we already have. But given that this is
the 30th anniversary of the ADA, I think it is a mile-
stone piece of legislation. The effort that was taken
nationally to bring about the Americans with Disabili-
ties Act is historic in and of itself. What I believe is very
important that we’ve been seeing is the newer genera-
tion. As younger people are growing up and recognizing
what they’ve been benefiting from, both from the ADA
and other laws, they also very much recognize that it’s
not enough. The ADA generation of younger people, I
think, very much sees that they are benefiting from the
ADA, but that there is much more to do and that they’re
taking on strong leadership roles.

For me, when you look at the composite of these differ-
ent laws, we’re seeing some very important changes.
While we still don’t have the same rates of graduation
from high school and entrance to and graduation from
college as other populations in the US, we still have
been seeing increasing numbers of people graduating
high school, attending colleges and universities, and
graduating. I can see, as I meet more and more younger
people who are working at Google and Microsoft and

the Center of American Progress and many other orga-
nizations, both public and private, where the influence
of people who are disabled is really slowly emerging.

So we have results that are very important, and we also
can see now the progress that we’ve made and what
more we need to do. Now clearly, what more we need to
do is somewhat based on legislation, but when we’re
looking at remedies, and when I’m talking about reme-
dies now, I believe that when we look at the unemploy-
ment rate of people who are disabled, it’s much higher
than for non-disabled people. I think one of the reasons
is people’s skepticism, employers’ skepticism about
whether or not a person who is disabled in fact could be
a good employee. So in a group like Disability In [?]
and national organizations on disability and others that
have been working for years with getting employers on
board, I would say that Section 503, which is part of the
Rehabilitation Act of 1973, is a very important tool; it
basically says if your company is a contractor with the
federal government—and there are many companies
that are contractors with a federal government—that
there’s an aspirational goal of hiring seven percent of
your workforce that are people who are disabled. That, I
think, is also one of the reasons why we’re seeing more
businesses want to look at what they’re doing, what they
need to learn, and how they need to implement changes.

There are many different components in play here that
are resulting in progress slowly being made, but still,
with huge gaps.

Carson: What can people who find themselves in a posi-
tion where they don’t know all the acronyms, they don’t
know all the laws, necessarily, but who are seeking
knowledge. What would you say is the next step for
people who are just wanting to take the ADA’s intent
further and create inclusive communities and work
areas?

Heumann: We talk about 61 million people who are dis-
abled in the US. They’re obviously not all of working
age, but I think many people who have disabilities do
not necessarily identify as having a disability. For me,
that’s one of the big objectives that we need to be work-
ing toward, and that is helping people to identify and
understand the scope of disability that the ADA and
other laws cover. It’s important that we, as individuals,
look at why we may feel ashamed of our disability,
whether or not we express it that way. I think it’s a com-
bination of shame and fear that we may not be talking
about if we have diabetes or epilepsy or cancer or anxi-
ety or depression or bipolar or whatever. If we’re able,
as a movement, to reach out to those millions of people
who don’t know that they may have a disability or may
know that they have a disability but don’t have a com-
munity they can be apart of, or they’re not aware of it, I
think expanding our circle is one of the big issues that
we need to be dealing with over the next five to ten
years. And that circle, with this expansion, will also be
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representative of race, religion, sexual orientation, and
disability, so that we can show in our actions the rich-
ness of our community.

Part of the issue of the richness of our community is,
like many other communities, we have not been togeth-
er. People with intellectual disabilities are not necessari-
ly involved with people who are blind or deaf or have a
physical disability. One of the beauties of the movement
over the last 30 to 50 years is also that it is becoming a
more diverse community, and that diversity is not just
race and religion and sexual orientation, it’s also signifi-
cantly by kind of disability. As some people have dis-
cussed, there is, in many ways, a hidden pecking order.
The more you look and sound like a non-disabled per-
son, the more you may be able to advance. That’s anoth-
er issue where we need to be, one for all and all for one,
and be able to understand and support each other.

When I think about the future, people ask me, “What do
you think will be in the next 30 years?” I can’t address
30 years beyond what I’m willing to think about at this
point, but I do think we can look at the next three to five
to ten years, where we have to be learning about who
we are. We need to have an understanding, for example,
of the ___ that may exist in various communities based
on race and socio-economic status, how there are people

within the US who are not benefiting from laws because
they don’t have the resources to hire an attorney or an
advocate. The government, in my view, is not always
enforcing laws as they should be. When I worked in the
Clinton administration as an Assistant Secretary in the
Office of Special Education and Rehabilitative Services,
it was one of my objectives to have the federal govern-
ment exercise its capacity to provide technical assis-
tance with states and to work with them in a reasonable
way. But also to make them and families aware that the
State Department of Education, for example, has a
responsibility to ensure that kids who are disabled bene-
fit from the Individuals with Disabilities Act (IDEA)
and other pieces of legislation.

As our movement is growing, we also need to become
more knowledgeable. Not everybody is interested in
policy, but it is important that people know where dis-
ability rights organizations are so if they want to join
groups like the American Association of People with
Disabilities, the National Association of the Deaf, the
National Federation of the Blind, they can. I want to see
our community grow. I want our community, in this
expansion, to also become more demanding. By that, I
also mean our coverage in the media, the representation
of disability, is nowhere near where it needs to be.
That’s one of the big problems we also still face: we’re
not represented in advertising, in television, in docu-
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mentaries and in film and on and on.

We’re still needing to be throwing the cards up in the
air, and as they tumble quickly, organizing them into
appropriate sets and continuing to move forward.

Cooper: Is there anything else you would like to share?

Heumann: Let’s see! Right now, in this COVID period,
we need to be networking as much as possible. We need
to be really recognizing that COVID is not only having
an impact on the health of some individuals who are dis-
abled, but the economic impact is going to be quite sig-
nificant. Attempts that are still being made to do things
like repeal the ACA, I believe that people in the US are
gradually understanding that everyone should be getting
healthcare, that people who are not insured are at great
risk, and it has an adverse effect on our economy as
well. When we look at fighting for healthcare as an
example, this is not just an issue for people who are dis-
abled. This is an issue for all people in this country. And
identifying ways that we, as a disability community, can
continue to work with on the Leadership Conference on
Civil [and Human] Rights and their members, women’s
organizations, LGBTQ organizations, religious groups,
interfaith groups. These are very important audiences.

We’ll have to be very involved with trying to help
insure that cuts to local, state and federal budgets don’t
put us back years. We must be activists and we must
look to many different organizations, including those in
our communities, to volunteer with those groups, learn
from those groups, and be a part of activism in our com-
munity.

Cooper: Isn’t there a movie and book?

Heumann: (laughs) Yes, if you haven’t seen the movie
Crip Camp, which is out on Netflix, I encourage you to
look at it. I also have a book that came out in February
called Being Heumann. Also Crip Camp 2020 has been
running Sunday sessions on different disability topics. 

Cooper: How active are you in getting out the vote?

Heumann: I’m on the board of AAPD (American Asso-
ciation of People with Disabilities). I’m supporting
activities that organizations are doing to actively get out
the vote. Getting out the vote is very, very important.
I’m also working on the Biden campaign. It’s not just
getting out the vote, it’s also working on issues around
suppression of the vote and helping to ensure that peo-
ple who will be doing absentee balloting will be knowl-
edgeable about how to get ballots and how to vote and
submit their ballots. It obviously is critically important,
especially given the complexity of this election, because
of COVID and how states are revving up so much to be
able to ensure that people will be able to register and
will be able to vote.

Cooper: Are you working with any other outside
groups, such as Bloomberg or Tom Steyer?

Heumann: At the moment, no.

Yesterday I had the privilege of having a dialogue with
President Obama, who said that one thing that we all
have in common is ‘being human.’ I thanked him,
because that’s the name of my book, Being Heumann,
although my name is not spelled h-u-m-a-n, but
nonetheless, I think at the end of the day what he said is
very true, and that is one thing that we have in common,
regardless of where we live in this world, but we are all
human. At the end of the day, anyone who is disabled
can join our family at any point in time. We don’t want
people fearful of that. We want people feeling that they,
as people who are non-disabled or disabled, have a very
important role to play in helping to ensure that our com-
munities are welcoming and barriers are removed to
allow us all to make our contributions. I really want to
say that it’s an honor for me to be a part of this move-
ment, and it’s an honor for me to share with hundreds
and hundreds of other disabled people activism and the
belief that we can make a difference—and we are. 

We need to continue to work on expanding our move-
ment, not just getting those of us with disabilities who
identify as disabled people becoming more active, but
we talk about 61 million people who are in the US, and
at least one billion people who are disabled around the
world. Our numbers, as far as disability and activity, are
not as strong as what our real numbers are. We need to
be talking with people to allow them to understand what
disabilities are in the US, like anxiety and depression
and bipolar and various learning disabilities. We have
hundreds of different types of disabilities—cancer and
diabetes and epilepsy—but if you don’t understand that
you may have a disability that will potentially result in
discrimination, and you don’t know your rights under
the law or you do know, but you’re ashamed or afraid of
disclosing your disabilities for fear of not being able to
be a part of your community or a fear of what could
happen on the job, that’s one of the important parts of
our movement—growing and bringing the diversity that
we represent by disability category, by race, by gender
or sexual orientation, religion, etc.

We are the largest, most diverse community in the US
and around the world. We need to relish that, and we
need to be able to ensure that the country and the world
understand the breadth of who we are and why we’re
important to the betterment of all mankind.

Cooper: All heumannkind.

Heumann: To the betterment of humankind. Thanks so
much for inviting me to do this interview!

facebook.com/TheHeumannPerspective
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Born in Chicago, Joe Mantegna’s career really took off on the stages of New York.  In his role as
Richard Roma in Glengarry Glen Ross, his star began rising. For this, he won a Tony Award and a
Joseph Jefferson Award, but he was only getting started. He has gone on to act on stage, film, and TV;
being nominated for and winning awards. He has also produced, written and directed for stage and
screen. Some of his credits include: “A Life In The Theatre,” “The Disappearance of Jews,” “Bugsy,”
“Searching For Bobby Fischer,” “The Money Pit,” “Weeds,” “Baby’s Day Out,” “Airheads,” “Cars 2,”
“The Last Don,” “Joan of Arcadia,” “The Water Engine,” and ”Criminal Minds”. Mantegna has also
been the voice of Fat Tony on The Simpsons for almost 30 years.

ABILITY Magazine’s Shelly Rohe and Chet Cooper caught up with Mantegna on a sunny day in South-
ern CA pre Covid-19 lockdown to talk about where he is now, changes in the industry, and changes he’s
seen in the inclusion of people with disabilities in the entertainment industry. With all of the many pro-
jects that Joe Mantegna has been a part of, it isn’t surprising that their paths had crossed.

Joe Mantegna: When was that thing we did?

Shelly Rohe: “Club Soda?” It was 2006.

Mantegna: “Club Soda.” It was a project my friend, Paul Carafotes, wanted to direct it. It was small, 20
minutes at best.

Rohe: Yeah. It was about a dream he had. He wanted to use a specific camera; the camera George Lucas
filmed the three “Star Wars” in between, not the recent ones or the original, but the CGI ones.

Mantegna: Yeah. Some sort of digital thing, was it?
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Rohe: Yeah, it was new technology.

Mantegna: I remember I did this series, “Joan of Arca-
dia,” which was 2003. That was the first time a drama
series was going to shoot digitally. You couldn’t shoot
in the shadow. It was all kind of interesting. I know it
was going on around that time.

Cooper: So, Joe, you were already cast at this point,
then?

Mantegna: Yes, because I knew Paul Carafotes, the guy
who directed it. It was he, myself, and James Gandolfi-
ni. He knew us both. I think he got Gandolfini because
he said I was doing it. (laughter) He wasn’t going to do
it, but he said, “I’m going to get Joe to play that part,”
and he says, “Oh, no, that’s all right, I’ll do it.” We
would go up for similar things at the time, before “The
Sopranos” got really big.

Cooper: When you look at it now, can you see a differ-
ence in the way the film was produced because of this
equipment you’re talking about?

Mantegna: Digital was new and probably not quite the
same exact look as film, but if anything, it was probably
more detailed, a little closer to video. I remember, the
film looked pretty good. You didn’t think, “Oh, it has a
weird look to it.” You could tell that film was doomed.
You just knew that was the way it was going to go,
which it certainly has. Yeah, I remember that.

Cooper: Do you remember your interview in ABILITY
Magazine?

Mantegna: Yeah, I do remember. I remembered there
was a connection, but I couldn’t remember specifically.

Cooper: It was autism. But I remember learning you
were the voice of Fat Tony in The Simpsons. 

Mantegna: (laughs)

Rohe: Can you talk about the pilot that you just shot?

Mantegna: Well, it’s tentatively called “On the Spec-
trum” because there’s a show running in Israel with that
name. That show was adapted by Jason Katims, who’s a
really wonderful writer. He created “Parenthood” and
“Friday Night Lights.” My agents called me to see if I
was interested in the pilot for this series. I read it, and
having a daughter with autism, I related to it very
strongly. It’s about three young adults who live together,
and then there’s a character played by Kevin Bacon and
Kyra Sedgwick’s daughter, who plays a person from the
regional center, whose job it is to check up on them and
see how they’re doing. The role they were interested in
me playing was the father of the lead boy.

When I read it, I thought it was very well written. It had
humor and yet dealt with the seriousness of the situa-
tion. I was pretty sure that Jason was writing from a per-
sonal experience, which he was. He has a son on the
spectrum. And while my daughter is perhaps further on
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the spectrum than these characters were, they are more
Asperger than autism.

I was taken by the quality of the writing and what it was
about, but I thought, “Do I really want to combine what
I do for a living with what I do every day?” You know?

I wanted to meet with them, which I did, and I like
Jason very much, but at that time, they were planning on
shooting the whole thing in Chicago. I’m from Chicago,
but there’s a reason I’m from Chicago and not in Chica-
go, because while I love the city, especially around this
time of year, it’s not my favorite place to be. I met with
them and they pitched the whole thing, and I could tell
they probably knew about my personal situation. We’ve
never made it a secret. But at any rate, I said to them,
“Look, I’ve got to tell you, I really like this project, but
I don’t like it enough that I’m going to relocate. If for
any reason this thing moves back to LA, call me. I’d be
interested. But otherwise, good luck, and I think it’ll be
successful. It’s really good. I’m a firm believer of if it
ain’t on the page, it ain’t on the stage. If the writing’s
there, you’ve got a good shot.”

As it turned out, a month or so later, my agents called
me back and said, “You know what? They moved it!”

Rohe: Wow!

Mantegna: And I was like, “Oh!” (laughter) It was kind
of like a double-edged sword, like, “Isn’t that good
news? Is it?” And then I read it again and thought—
absolutely! I’ve never had any problem separating what
I do for a living. But this is certainly closer to home
than anything I’ve ever done in terms of my day-to-day
existence. I thought, “But why not? Who better to help
bring some insight into this?” If I can add something to
the role.

Rohe: In a word, “authentic.”

Mantegna: Yes. We shot the pilot, and I haven’t seen it
yet. In fact, we’ve just been communicating recently
about picking a date. He’s very happy with it, and he
probably wants to get us all together to see it. They were
very conscious of what they were doing with the show.
They had a woman I had met because of my daughter,
she’s 32 now, and she was diagnosed at two and a half,
so it’s been a long time. There’s a lot of different organi-
zations and relationships I’ve made over the years with
people in that world.

There was one woman who was there who was not the
technical advisor so much as just somebody who was
representing the autism community on the set. She and
the producers were very much wanting to incorporate,
within the production, people on the spectrum in what-
ever capacity would be fitting, including the actors
themselves, which they are.

Including the one who plays my son. And then they
asked about my daughter, she has an interest in makeup
and went to makeup school and graduated from the
MUD School. The only time they’ve ever had a person
with autism do that. They said, “She has an interest.
Couldn’t we incorporate her into the makeup depart-
ment?” I said, “That’d be great!” I’ve been totally
pleased with how it’s gone, with the people involved,
with the way everything was done, the way people are
portrayed, their inclusion within the project itself. Espe-
cially the character who plays my son, he is a stand-up
comic, and he’s very glib. 

He asked me to be on his podcast. When I was doing
this podcast, it became a little more apparent to me. He
basically said he was 30 years old before he was diag-
nosed as being on the spectrum.

Rohe: He’s in his forties now?

Mantegna: Yeah, but up until then he just thought he
had this quirky side to him. But as he started to explain
it, it was really interesting. Of course, I started to pick
up on it right away. The stuff we were doing when we
shot the pilot was basically him doing scenes, so he’s
playing this character. I’m thinking—I’m not spending
that much time with him off-camera, but all I know is,
this is just him. And the character is a little bit more
extrem extreme than he is. But no, it’s definitely there.
The way he explained it was really interesting.

He said where it became apparent to him was when he
said, “I was doing an interview with a woman about
something, and she was going on and on about this cer-
tain thing, and then I said, ‘OK, but what’s the point?’”
And he said, “Instantly I realized that something hap-
pened behind her eyes, and she kind of shifted things
and wrapped it up in, like, in a minute, and he said,
‘OK.’ And I was really enthralled with what she was
saying, I didn’t understand why that happened. So, I
said, ‘Excuse me, can I ask you something? When I
said, ‘What’s the point?’ did that kind of hit you wrong
and made you want to—’ And she goes, ‘Yeah, yeah,
kind of. I figured you were a little bored, maybe.’” And
he said, “That really wasn’t it at all. I meant, ‘What’s
the point?’” (laughter)

And then he realized, as he started to think about it, that
he’d been doing that all his life. In other words, when he
says things like that, there is no hidden agenda. And I
get it. My daughter is like that, too. They don’t have a
hidden agenda. That’s not quite on the radar, for him
much less so than my own daughter, but it’s there. He
explained how it caused him to make a shift in how he
talks to people. He says it’s somewhat tiring in a way,
because he always had to think a sentence ahead, think-
ing, “Am I, by saying this, putting a spin on it?” In a
nutshell, that’s been my experience so far. I don’t know
if the show will get picked up. If we shot what was on
the page, I think it’s very high-quality, well-written. My
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feelings about “On the Spectrum” are, if you compare it
to a show like “The Good Doctor”, you’d say people
with Autism don’t all become intelligent surgeons.
What about the rest? It’s kind of that. And also, since
it’s not network, it can get into some areas that are a lit-
tle bit more heavy, especially with the language. This is
only important because there’s one scene especially
with the one girl where she’s using language that you
couldn’t use on network television, but for her totally
appropriate because she doesn’t realize that it’s inappro-
priate. I remember that scene being very effective.

Cooper: Your son on the show, you said he does come-
dy? Stand-up?

Mantegna: In his real life he does.

Cooper: Have you had a chance to see any of that?

Mantegna: Just his podcast which is kind of humorous.
You go on and he’s on his exercise bike talking. He’s
very sharp, very bright, kind of like a George Carlin
type. It’s hard to put him in a bag. He’s very good, very
quick, very sharp. In a way maybe being on the spec-
trum enhanced some of the positive aspects of his per-
sona.

Cooper: I don’t see comedy that much in the spectrum,
that’s why I was curious.

Mantegna: He’s very glib and very intense. He’s operat-
ing at a little higher speed than most. Check him out.
His name is Rick Glassman. Check his podcast. I think
he’s terrific. I love him to death. He showed me pic-
tures, and I actually look like his father in a lot of ways.

There’s that innocence and naïveté about them. My
daughter has a lot of things that make it different for her
to operate in social situations, but on the other hand, she
doesn’t know what the word “envy” is, or “retribution,”
some of those things that we take for granted and live
with and deal with and do. There’s something to be said
about that.

Did you ever hear of the book “The Clowns of God” by
Morris West? It’s a novel I read years ago, before I had
children. Morris West is a former Catholic priest, so all
of his books are seen through the eyes of that, but
they’re novels. That one was fairly famous; it made the
bestseller list. What happens is, the Pope has a dream
that the world is ending, and that God has spoken to the
Pope and said, “Look, I’m ending it. It’s gotten too
sparked up. I’m ending it. Your job is to get [everyone]
ready.” The Pope tells this to the lead character of the
book, like Sam Spade or whatever you want to call him,
this priest. He says, “Look, I had this dream,” and if you
believe in Catholicism, the Pope is supposedly God’s
voice. If he says it, it’s going to happen. He says, “But I
can’t just tell people. It’ll freak people if I say, “By the
way, you’ve got a couple of months. Live it up.”

So this guy goes out and runs into this character who’s
very slick, really suave, debonair, like a movie star. And
he realizes that this guy would be like the archangel
Gabriel. He realizes, “This is the guy who’s going to
make it all happen.” He knows that the priest is kind of
working for the Pope, trying to figure out what’s going
on.

This character, this angel-like character who’s in the
body of a regular, cool-looking Cesar Romero or some-
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thing, takes him to a cave and there are all of what we
would call “special needs” children, young adults, with
Down syndrome, autism, who run the gamut. They’re
all in this one place, because judgment day is pending at
this point. The priest says to the other guy, “What’s
this?” And he says, “These are the ones we’ll keep. You
know? When all hell breaks loose, it ain’t gonna break
loose here.”

Cooper: The non-sinners.

Mantegna: And he says, “Why is that?” And the title of
the book, he goes, “These are the clowns of God. These
are the ones who bring a smile to his face. There’s noth-
ing that they do that makes him go, ‘I screwed up here.
This was a mistake.’” It changes your thinking. You
start to realize that even if there was a mistake made in
their genetics or something, it wasn’t their error, as
opposed to maybe even the solution. My wife has a
strong belief about that. I think about it, and I think she
may have a point. She feels like our daughter and peo-
ple like that are the next phase of evolution and that the
reason they don’t fit in is the same thing when the first
salamander came out of the water and tried to walk on
land. It took a long time to go from a fish to a mammal.
It’s that same thing, and that’s why so many of them,
while they have a lot of deficiencies that make it diffi-
cult to operate wherever we are today, they have those
savant abilities. My daughter has some of that, where
that part of the brain’s now working overtime, so she
can do numbers and facts and dates. It’s that force that’s
common to them. Maybe it’s almost like that missing
link, the one chromosome that’s twisted. It’s not neces-
sarily all bad, and in some instances obviously, with
some people, they have more of that positive stuff.

Like Einstein. They all said he was pretty quirky,
always wore the same shirt. He probably was on the
spectrum somewhat. All those things kind of rattle
around in my head. It’s a long answer to a simple ques-
tion.

Cooper: I think we just said, “How are you doing?”
(laughter)

Mantegna: Exactly!

Rohe: It reminds me of a short poem I read somewhere
that says, “I’m not broken, don’t try to fix me, just hold
my hand and be my friend.”

Mantegna: Yeah, exactly right. Because it’s that whole
thing. It’s like that in everyday life. Unless you fit into
the pattern, something must be wrong with you. What’s
really weird is it seems like we are taking a few steps
back currently than we were 50 years ago. I think about
a play I direct, called “Lenny Bruce,” that’s running
right now. Some of the stuff that’s in it is more contro-
versial today than when he was doing this material back
in the 1960s. People are taking it a little more personal-

ly. It’s almost like, “Wait, have you forgotten that we’ve
progressed?” Words are just words unless you have
some sort of explicit negative intent behind it. But
beyond that, a word inherently is not a dangerous thing.
Don’t be afraid of it, because then you’re giving it
power.

Where do you draw the line? I think part of it is educa-
tion. Maybe we’re just getting dumber in our education
system. In a perfect world, there shouldn’t be any preju-
dice about anything, your race, your religion, your sexu-
al preference. It’s almost more of an us-vs-them attitude
than it used to be. I grew up in the ’60s. We kind of
loosened things up a little. It was kind of like, “Hey,
let’s go.” And then maybe we went too far in some
ways, but boy, oh, boy, have we reverted back in some
ways.

Rohe: Where do you think that comes from?

Mantegna: I don’t know. It certainly it happens political-
ly that the pendulum seems to be always swinging. We
go to some place and it’s over here and then it starts to
feel like, “You know what? We’re too far over here.”
And then whhhht! Now it swings over here, and then
eventually it gets over here and we say, “Now it feels
like we’re too far over here.” Speaking specifically
about this country, we’re such a noble experiment, and I
do embrace that. What we’re trying to do here is unlike
what most other places on the planet are doing, which is
saying, “Yeah, we’re a little bit of everything. We are
who we say we are, but at the end of the day, we’re
made up of tons of stuff.” Not many other places say
that. When you go to China, they’re still basically all
Chinese. When you go to Italy, they’re Italian. When
you go to France, they’re French. When you come here,
no matter what, we are a conglomeration of everything.
And that’s difficult. It creates a whole set of problems
that are harder to address. But we have to do it. At the
end, I think it’s the natural law, because I think if you
fast-forward into the future, there probably won’t be any
kind of diversification that way. Look how far we’ve
come in the last hundred years.

When I was a kid, it was very delineated. Now with
travel, intermarriage, stuff like that, it’s like the mutt
dog. The strongest dog is the mutt, the one that’s been
able to weed out a lot of the inherent genetic problems.
That’s what evolution is. We went from cave people to
what we are today. There’s a reason that that happened.
Nature is making that happen. I think in a way that’s
why America is the way it is, why for better or worse it
has the power that it has. We are almost jumping ahead
in evolution in the sense of, even with our problems, we
mix it up a little. I think it’s a good thing. But there will
be a lot of problems along the way.

Rohe: When it comes to diversity, do you see inclusion
being the same—accepted?
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Mantegna: It should all be the same. I’ll give the exam-
ple of my daughter. She was diagnosed with autism in
the 1990s. We felt like we were hit in the chest. At that
time, it was fairly unique. We thought, “we have to do
we’ve got to do.” We looked into things, got involved
with groups. We were in New York at the time. We
came back to California when she was preschool age.
Everything was like, “OK, we’ve got to find the right
preschool. We’ve got to go to the special this, the spe-
cial that.” She was doing the special preschool, special
kindergarten, special ed. Everything was IEPs.

Then I get a movie in Chicago and we’ll be there for
half a year. We always had traveled together. At this
point I already had a second child. So, we get to Chica-
go and we’ve got to find that situation, some special
place. We knew the public-school system is tough.
Somebody told us, “There’s this private school. They
may have some sort of thing for children with special
needs.” We go to the school, the Catherine Cook
School. We met with the principal. He says, “I think you
should meet our first-grade teacher, Miss Fedler.” We go
into the classroom, and here’s Miss Fedler, a force of
nature. She has all these five-year-olds in her class.
They were on break. We explain to her, “Our daughter
Mia has been diagnosed with autism. We see it’s like a
regular class here, but they thought you might have
some input.” She had a brother with autism.

She says, [much louder] “Oh, yeah, great. OK, good.
Mia? All right, come here.” Right there. She stops the
class. She says, “Kids, this is Mia. Mia’s got this thing
called autism. She may start talking. She may start
walking around. She may start singing. She may go up

to the blackboard. She may do a lot of things, and you’ll
probably think, ‘What is she doing that for?’ It’s
because she has this thing. We’re all going to help her
out, right?” “Right! Right! Yeah! Yeah! Mia, OK!”
“Mia here’s your desk. She’s going to sit there. So,
we’re good.” My wife and I were like— (choking
sounds, laughter) It was unbelievable. It was instant
inclusion, within 30 seconds. It was what we’d been
looking for and we didn’t even know it existed.

Cooper: How old was Mia?

Mantegna: Five. She was there that whole semester. We
realized when we came back to California when the
movie was over, we went right to the public school and
said, “She’s not going into special ed.” We saw what it
was like at the mountaintop, we didn’t need to go back.
And still, it was a bumpy road. She was severe enough
that certain classes were going to be too much, the
teacher just couldn’t handle it. It was a constant, maybe
you’d spend a little time here. Each year it would
change. What was great, I remember especially in fifth
grade, she still talks about her fifth-grade teacher,
Mr. Wong. We’d go in his class on the first day and we
would be Miss Fedler. My wife and I would say to the
kids, “Look, this our daughter.” She wouldn’t be there,
she’d be outside. “She’s got this thing. You can all help
her out.” If you clued them in, kids will respond. They
want to be informed. 

Mr. Wong had no clue about autism and what it would
be like. Some of the teachers were hesitant. He was like,
“OK, let’s give it a whirl.” I remember how at the end of
that school year those kids had benefited from it so
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much, and he benefited. He explained that. And of
course, it continually hit us, the importance of it,
because if you do it at that age and with all those class-
es, all those kids benefit, too. When I was a kid in high
school, there was that special ed department, and you’d
say, “Well, they’ve got their own life and we’ve got
ours.” But once we saw that, it was all through public
school, high school; total inclusion. In certain classes
she’d step out just because it was a little too much. 

We had a line in the play “Hair,” which I did back in
1969, “Vive la différence,” there’s no cookie-cutter
thing of a perfect human being. I think at the end of the
day inclusion just becomes the norm. You have to some-
times make accommodations, but that’s easy to do. I
mean, obviously, you have trouble getting upstairs.

Rohe: Right. 

Cooper: Have you heard of Exceptional Minds school?

Mantegna: No.

Cooper: It’s a programming school, depending, of
course, on the spectrum where you are or your interest,
it’s all autism. They teach coding and animation. The
industry has picked up a lot of their students over the
years and they’ve done work on some of the major
motion pictures.

Mantegna: In what capacity? Animation?

Cooper: Everything from creating cartoon images them-
selves to working on animated film, like DreamWorks.

Mantegna: My daughter was involved for a couple of
years with Joey Travolta, John Travolta’s brother.

Cooper: He’s got a class and workshop.

Mantegna: She was involved with him for a couple of
years. She created Mia’s Makeup Corner. She did a
makeup for the movies. There was another student, a
girl, who was into animation. She created characters. I
went in and watched some stuff by them. Ironically, my
daughter Mia, that is one of her kind of quirks she has.
She can mimic voices fairly well. We discovered it once
when she was little when her Mexican housekeeper
gave her a video of “Pinocchio,” all in Spanish. Unbe-
knownst to us, our daughter memorized it. She walked
into the room and started spilling “Pinocchio” in Span-
ish. The housekeeper said to us, “What’s interesting is,
she’s speaking it perfectly, with no accent, not as a per-
son who speaks English and knows Spanish. She’s
speaking it like this was her first language. She’s hear-
ing it and duplicating it.” She does have that knack. She
does voices and things. Just recently, because I have
done some voiceover work, I’ve been doing “Fat Tony”
and “The Simpsons” for 29 years now.

I was going to bring Mia to meet with my voice agent.
He was interested because of inclusion now opening
things up. Maybe she has some sort of talent. And also,
it’s good for her to keep her motivated. That’s been the
best therapy of all, her being occupied, having a pur-
pose. She takes Italian class, art class. She goes to yoga,
all these different things. It only becomes more an issue
when she’s just stagnant, not focused in her day-to-day
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life. Which is pretty difficult for everybody in some
ways. 

Cooper: How do you think they found actors who had
autism?

Mantegna: For the pilot? I don’t know. It would be easy
enough to find out. I would think that nowadays there
are avenues out there. I worked with Joanne Lara, who
runs a group called Autism Works Now. The other thing
is, when you’re first starting out, let’s say you have a
child who’s diagnosed, all your focus is on kids’ stuff.
What can you do for the kid, school, this and that?
They’re only a kid so long. What do you do for the next
70 years?

Rohe: Right!

Mantegna: Your focus changes to groups that are more
inclined to be dealing with adults on the spectrum.
Joanne Lara’s thing is to create job opportunities for
people on the spectrum, which is great. In fact, I’ve got
an interview with her for some national radio something
coming up. I would imagine that the creator of the show,
Jason, because he has a son on the spectrum, is also
somehow connected, being in the industry, being a well-
known writer and producer with those successful shows
he’s had, I don’t think it would be very difficult for him
to tap into somebody who’s able to say, “You know
there’s such-and-such an acting class who happens to
know blah-blah-blah.”

Cooper: Was this the first time recently that you present-
ed the Media Access Awards?

Mantegna: I presented years ago to Verne Troyer, who
was Mini Me, remember him?

Rohe: Yeah.

Mantegna: When I did the movie “Baby’s Day Out”
years ago, they hired him to double the babies. He had
never done anything in show business to that point. He
was working for the phone company in Texas.

Rohe: Oh, my gosh!

Mantegna: It was John Hughes, a big budget picture, the
guy who did “Home Alone” and all those other movies.
They put out a search for the smallest human being they
could find to double the baby. They had a robot baby,
but they knew the movie would be totally about the
baby. They had twins, the whole thing, but they thought
they might need a human to do certain things, and the
robots weren’t that sophisticated then. So, they put out a
casting call, not casting in the sense of looking for an
actor, but just looking for a small human being, and it
turned out Verne was one of the five smallest humans in
America, perfectly proportioned. And he is this big. I
always knew he came up to my knee.

I had to work closely with him every day. And here’s
this guy. My daughter Gia, the youngest daughter, was
only two at the time, and I have this great photo of the
two of them nose-to-nose. He’s dressed as a baby and
she is a baby and she’s looking at him with this look
like—it’s great. But anyway, he was game, he was great.
Physically he could do whatever you wanted him to do.
I feel in a way not responsible, but like I helped him
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stay in the business. What happened is, at the wrap party
for the movie, his mother and his sister flew in from I
think it was Michigan.

I’m talking to him at the party and I said, “Verne, are
you having a good time?” And he said, “Oh, Joe, man—
” He had a great sense of humor. He’d walk up to me
and say, “Hey, Joe, what’s up?” Because for him every-
thing was up. (laughter) He said, “I had a great time.
I’m so sorry I’ve got to go back to Texas and work for
the phone company.” And I said, “Verne, I’ve got to tell
you, you can’t do everything, but there are certain
things only you can do. I really think you could proba-
bly parley this into something else. There are agents
who look for people with specific talents. Yours is that
you come up to my knee.” He said, “Really?” I said,
“Absolutely.” I think I gave him an agent’s number. I
pointed him in that direction. I said, “Do this. I think
there might be something there.” Within a couple
weeks, next thing I know I hear from him in China. He’s
doubling the panda in “The Great Panda Adventure.”

Rohe: Oh, my gosh!

Mantegna: And then all of a sudden, things started hap-
pening. He was doing commercials, Mini Me. One time
he was in town he called and left a message, “Joe, it’s
Verne! I’m in town!” And he’s kind of sophisticated,
like a working actor. So I called the number, I’ll never
forget, and it was an answering machine, and the
machine is, “Hi! This is Blaze. You’ve reached Blaze
and Honey’s answering machine. You can leave a mes-
sage for either us or Verne, who’s staying with us while
he’s here. Beep!” It was, like, two girls.

Anyway, whether it was that year or the next year, they
gave Verne an award, a Media Access Award, and they
asked me to be the presenter to him, because they knew
our connection. I remember going there.

He was engaged. His fiancée was a normal-sized
woman, a beautiful girl, blonde. My first impulse when
he introduced me was, I thought, “Is she an opportunist,
a knucklehead who figures she’ll be married to him and
that’ll take her to auditions”? But she seemed very gen-
uine. I was like, “All right, whatever.” He’s in his little
tuxedo and she’s all dressed up. They took a picture, and
it was odd. It looked like I was with a girl who was
much younger than me and we have a little doll with us.
That was the deal. But I was happy to do that. And that
was the last time I saw him, and I know he had a little
bit of decline then, and next thing I saw he was on
celebrity rehab, and then he did pass away. But he had a
shot. People’s paths will go where they go, but to
answer your question, that was my other time with
Media Access.

Cooper: That was a while ago, then.

Mantegna: It was.

Cooper: Media Access was doing nighttime tuxedo gala
events back in the day and then it kind of went off and
started some morning things. This last one, they hadn’t
had a night event for years and years.

Mantegna: This was my first time back. It was nice. I
loved the girl I was with.

Cooper: Shannon?

Mantegna: Shannon. It was fantastic. It was great. That
was my second event with them. 

Cooper: “Criminal Minds”?

Mantegna: “Criminal Minds” is January 8th. They’ll air
a two-hour pick-up from where we ended a year ago. It
will kick off the final 10 episodes, which have already
been shot, the 15th and final season of “Criminal
Minds.” In other words, we’ll do a little recap of, “Well,
we last saw …” They did it in such a way that we ended
the season in April, so probably the last episode in April
or May. When this two-hour show starts, it will be as if
those six months had passed and we’re picking up the
story six months later, and this is what’s going down.
Actually, almost a year later. We finish it off, we’ll do
two hours and then we’ll show six hours, six weeks, and
they’ll end with the two-hour finale, which will wrap up
the whole series.

Cooper: And that’s all been shot?

Mantegna: It’s all been shot, yeah. 

Cooper: Do you keep connected with any of the cast?

Mantegna: All of them. We’re all very close.

Cooper: Who’s your favorite? 

(laughter)

Mantegna: Who’s my favorite? Me. No, we’re all very
close, for that reason. There have been changes, people
coming and going, but the last eight of us the last couple
of years, got very close, the four women and four men.
The chemistry was perfect.

Cooper: Who can beat whom at arm wrestling?

Mantegna: They could probably all beat me, including
the girls. (laughter) Two of the boys, Adam Rodriguez
and Daniel Henney, they’re the muscle in the show.
Both of them replaced Shemar, who could have beat
anybody.

God bless him, I’m very close to him. He calls me
“Papa Joe.” He wasn’t that close to his own father. He’ll
contact me over personal things, almost like a son
would do to his dad. We talked about it, like when I got
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my star on the Walk of Fame about six years ago or so.
He came to the event. You could tell he was just thrilled
to be part of it. He told me afterwards, he said, “I want
to do what you did. You’ve done theater, movies, televi-
sion, you’ve done it all. All I’ve ever done was a soap
opera and ‘Criminal Minds.’ I really want to step out.” I
remember when he made the decision to leave the show,
which was totally his decision. I talked to him about it. I
said, “I just want to make sure—you’re jumping off a
horse that’s winning the race, you understand that?
There’s no guarantee you’re going to jump on another
one. It happens. There’s a long list of actors who’ve
jumped off that horse and never found another one.”
And he said, “I get it, but I don’t care. I’m willing to
take the chance.” He reaffirmed, “I’ve got to try it. If I
don’t do it, I don’t want to be an old guy and say I wish
I would have done it.” I said, “Well, then, God bless
you. Absolutely, go. I’m not going to tell you not to
believe in yourself. Go man.” And he did it. He made a
movie that he financed, that didn’t work out. He wanted
to be more Ray Donovan than the guy on S.W.A.T. That
didn’t quite work out, either. He’s starring in a show
that’s very popular. He’s the number one on the call
sheet. And I told him, “That’s a responsibility. You set
the tone. As you go, you allow everybody else.”

Do you understand what that means, number one on the
call sheet?

Cooper: I assume, yeah. She would know better.

Mantegna: Every day you get a call sheet on a film or
television show that tells you what the next day’s work
is. It’s listed numerically. Number one is your main
actor. If you’re 35, that means you’re a guy who’s only
there for an hour.

Cooper: And you’ll be killed. (laughter)

Mantegna: Yup. If you’re number two, you’re number
two. But number one is a responsibility. I learned that a
long time ago. I picked up a lot from Tom Hanks when I
worked on “Bosom Buddies” with him years ago.

Cooper: I didn’t know you did that.

Mantegna: Yeah, I did an episode. I noticed that when
we did the script reading, not all shows did them, he
went around and introduced himself and welcomed
everybody in the cast, even people who were working
one line. I thought, “How classy!” I never forgot that,
and I would do that at every single reading on “Criminal
Minds.” I would get emails and letters from people,
some of whom became very successful, saying, “I’ll
never forget that you came, and I was so nervous. I was
coming into a show that had been around 11 years,
maybe, and I had two lines, and you said, ‘Hey, my
name’s Joe, welcome to the show.’” I told Shemar that.
“That’s your responsibility, because if you’re nuts, if
number one is nuts, everybody can be nuts.” He’s not.

He’s doing well.

It was a great experience. I really enjoyed the people.
And the guys who left, I had a good relationship with
Thomas and Shemar and Jeanne Tripplehorn, and Jen-
nifer Love Hewitt, a good girl. She’s on “9-1-1” now.
She was on for one season. Even Damon Gupton, who
was only one season, was terrific. It was a good experi-
ence, great people. The show runner for the last eight or
nine years was a woman, she was wonderful. Ed
Bernero was the original show runner. She replaced
him; she was wonderful. Erika Messer.

Cooper: I know Shemar, he also was in the magazine,
he talked about the love of his mother.

Mantegna: His mother, yeah. They would do the MS
bike ride every year in Ventura. I didn’t ride, I thought I
might fall off the bike and kill myself, but I would show
up every year for the ride and cheer them on. I’m very
close to his mother. I’d go and he would bring his moth-
er. I like Shemar, to this day he’ll text me at any given
moment. A couple days ago he sent me a text, it wasn’t
that long ago.

Cooper: Do you know Jay Leno?

Mantegna: Yeah. Jay—we had this restaurant here, I
don’t know if you knew that, Taste Chicago.

Cooper: Maybe I did.

Mantegna: It was a Chicago-themed restaurant in Bur-
bank. We just closed it this year. My wife worked there
for 15 years. Jay used to come in there because his
garage is not far.

I used to be a guest on his show a lot when he was the
guest host for Carson. He and Joan Rivers would be
guest hosts. Jay would have his couple of go-to guys he
would go to. I was mostly doing movies then. I remem-
ber one time, I was the guest on the show and then he
said, “And now we’ve got this new country act, he
seems to be very popular, and here he is: Garth
Brooks!” And he comes out and a couple of girls
screamed, and Jay and I are looking at each other That
guy’s got a cowboy hat on, and we’re like, “OK, I don’t
think this guy’s going anywhere!” (laughter) There was
that.

One time he pulls into the restaurant driving some car
that looked like it was made out of an Erector Set. He
would always drive with his mechanics for that reason,
because he was driving these old cars where you never
know what could happen. I’m sitting at the window at
the restaurant and he pulls up into the parking lot and
it’s dripping underneath the car.

Cooper: Oil?
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Mantegna: I’m screaming out the window, “Jay, get that
car out of the lot, you’re dripping oil all over the park-
ing lot!” (laughter) And he goes, “It’s not oil! It’s water!
It’s a Stanley Steamer!”

Cooper: Wow, a Stanley Steamer!

Mantegna: So, I go out there, and it was a Stanley
Steamer.

Cooper: Do know what that means? It’s a steam engine.

Rohe: Ok.

Joe Mantegna: They built a car back in the early 1900s,
some guy got the idea, “Trains run on it, why can’t a
car?” It wasn’t very practical, because you had to keep
filling it with water, and it did leak, because you’re boil-
ing water. So, it’s dripping water, and I’m like, “It was!
It was water!” It was more like you needed a plumber
than a mechanic.

Cooper: (laughs)

Rohe: Wow!

Mantegna: Anyway, I knew Jay fairly well. I probably
did his show five or six times, and he’d come to the
restaurant. He liked to eat. The reason he stopped com-
ing, I swear to God, it was in “Enquirer” magazine, they
ran an article: “Jay Leno, he’s eating himself out of a
job.” They had a picture of him heavy. (laughter)

Rohe: Oh, my gosh!

Mantegna: And it said, “Probably part of it’s due to eat-
ing at Joe Mantegna’s restaurant Taste Chicago!”

Cooper: Oh, man, double whammy!

Mantegna: Thanks a lot for that!

Rohe: Speaking of other jobs, did you do anything
before acting?

Mantegna: I was making my living doing headshots,
and I got offered the play “Glengarry Glen Ross.” I go
to New York. To make a long story short, I won a Tony
award, the show wins a Pulitzer Prize, and my career all
of a sudden takes off. I had been taking photos of this
one manager’s clients prior to that here in California.
So, I’m living in New York now. The night of the Tony
awards, I come home, and the answering machine had
all these messages from all the people calling in who
saw the TV show and saw me win a Tony award. There
was this guy, I don’t remember his name, it was Bill
something, I play, “Beep!” I hear the message: “Joe!
This is Bill! My wife and I, we were watching the Tony
awards last night. I didn’t even know you were an actor!
(laughter) “Does this mean you won’t be doing my
clients anymore?” (laughter) It’s funny. I had to call him
back and say, “I don’t know. We’ll have to see when I
get back.” 

And it turned out no, I am not going to be doing your
clients anymore.

Rohe: And here we are today.
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RAÚL
KRAUTHAUSEN
Disability rights activist—aka ‘the man with the hat’

ABILITY Magazine spoke with Raúl Krauthausen, a disability rights activist from Germany. Raúl
has founded the non-profit ‘Sozialhelden’ and works together with his colleague, Svenja Hei-
necke, on a variety of projects to make Germany and the  rest of the world more accessible. He
talks with ABILITY’s journalist Karina Sturm about his activism, disability mainstreaming, and
why he should be known as ‘the man with the hat.’

12 PM: Food, 9 PM: Time to sleep. A sterile room with a hospital bed. No desk or lamp; just an
empty room and Raúl. He had gone undercover to protest against a law that would force people
with disabilities into nursing homes if their private assistance is more expensive than care in a
nursing home. “Politicians stated that these facilities are just as good as care at home. So we said
‘challenge accepted,’” Raúl says. In October 2016, Raúl Krauthausen became Raúl Frederik. He
shaved his beard, cut his hair, used a different wheelchair, and even got rid of the hat he has been
known for his entire life. For five days, he lived in a German home for people with disabilities,
unearthing a harsh truth: the complete loss of independence from his previously unconstrained
life as a person with a disability. 

Raúl’s undercover investigation was mentioned and discussed by German politicians and deci-
sion-makers but, unfortunately, did not lead to a change in legislation. However, it has raised
awareness of a problem everyone ignored before. 

Raúl’s career as an activist started much earlier. 
Raúl grew up in Berlin and attended one of the first inclusive schools as a child. “My parents put
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me into this inclusive school without knowing much
about it, and that’s where the foundation stone for my
career was laid,” Raúl, who wears black glasses and a
stylish grey hat, states. After he finished school, he
decided to study social and business communication,
which gave him a new perspective on his life as a per-
son with a disability. “Throughout my whole life, I
never wanted to think much about my disability. My
parents always tried to convince me to play with other
children who are disabled, but I found this weird. I
thought that just because we share a disability, we don’t
necessarily have to have the same hobbies,” Raúl says.
But when he was the only person with a disability in his
class at college, he changed his view. “All of a sudden, I
missed contact with my peer group,” Raúl explains. He
decided to write his thesis on disability representation in
German TV and, while researching for it,  was struck by
emotions he had been suppressing for more than 27
years: Feelings from being the minority who had to
adapt to a non-disabled and inaccessible society. “Then
I thought, ‘let’s do something about it.’ All the organiza-
tions for people with disabilities in Germany seemed so
old-fashioned back then. They often focused on generat-
ing a feeling of pity for disabled people, and I never felt
represented by them. So I started a new organization to
reach people like me,” Raul says. 

The ‘Sozialhelden’ were born. 
Raul founded the ‘Sozialhelden,’ which translates to
‘Social Heros,’ with his cousin Jan in 2004. Since then,
they have become one of the most influential disability
organizations in Germany. The organization’s mission is
‘Disability Mainstreaming.’ ”We try to find out what
concepts work well in mainstream and then adapt these
to the topic of disability,” Svenja Heinecke, community

manager of project ‘Wheelmap,’ one of many projects
the ‘Sozialhelden’ initiated, explains. When Svenja talks
about disability mainstreaming, she refers to disability
information being present without an explicit focus on
it. For example, her organization worked with a German
phone book provider ‘Gelbe Seiten’ to offer accessibili-
ty information about places that were already in their
book. Additionally, they worked with the online rental
marketplace ‘ImmobilienScout’ who has included infor-
mation about any wheelchair-accessible locations close
to their properties on their map. 

The ‘Sozialhelden’ are currently operating over 16 pro-
jects and initiatives focusing on two main areas: accessi-
bility for and representation of people with disabilities,
specifically educating the non-disabled majority about
common misconceptions surrounding people with dis-
abilities. 

“I could never live your life.”
As a wheelchair-user, Raúl is familiar with stereotypes
our society has of people with disabilities. “Sometimes,
it’s admiration for living my life ‘despite being dis-
abled,’ other times, it’s pity,” Raúl explains. He smiles
when he talks about his partner, who also lives with a
disability, and the reactions they receive from people
passing them on their strolls through the city together.
“They have this angelic smile on their faces as if they
wanted to say, ‘These two have found each other,’” Raúl
adds. Depending on the situation, he conquers these
comments with humor. “I allow children almost any-
thing besides violence. They are curious, and it’s OK to
ask questions if they see particular things for the first
time,” Raúl says. He is much more interested in observ-
ing how the parents react to their children if they do ask
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a question. Do they scold their child for their curiosity,
creating a fear of disabilities? When it comes to adults,
Raúl is a bit stricter. “Is a comment that’s solely based
on my physical appearance really appropriate? I mean, I
don’t just say ‘Hey, you have a nice butt,’ to someone I
have never met before. It’s strange that we wouldn’t do
this, but when we talk about disability, it seems like
every question is OK to be asked.” Raúl doesn’t say
people aren’t allowed to ask about his disability, but
they should at least be willing to get to know him first
before investigating such a private part of his life. 

Humor does help.
Raúl was once invited to speak at an event but was not
provided with a wheelchair ramp to the podium. As one
of the most influential voices in German disability cir-
cles, everyone inviting Raúl to an event knows he is a
wheelchair-user. In the beginning, he would apologize
for not informing them beforehand and tell them they
could simply carry him up the stage, but he doesn’t
accept this lack of accessibility anymore. Now, he uses
those situations to educate people about accessibility. “I
do thematize this topic publicly in front of the audience.
This usually teaches the host to avoid the same mistake
in the future - meaning:  they either learn not to invite
me again or that they need a ramp when they invite a
wheelchair-user,” Raúl says and laughs. 

Wheelmap.
To counteract the inaccessibility of many buildings in
Germany, the ‘Sozialhelden’ invented ‘Wheelmap,’ an
initiative to prepare data about the accessibility of
places all over the world in a way that is useable for
other platforms, whether it be Google or Apple. Since
its launch in 2010, more than one million locations have

been ranked, with Germany at the forefront, followed by
the US, India, and France. “Someone even ranked a
postal office on the North Pole,” Svenja says and chuck-
les. Anyone who downloads the application, which is
available in 32 languages, can easily rank a place as
‘green,’ which means fully accessible, ‘yellow’: partial-
ly accessible, and ‘red:’ not accessible. “We started
Wheelmap in Germany because we have a large gap in
our legislation. In Germany, many privately owned
places, such as restaurants or coffee shops, aren’t acces-
sible, and they don’t have to be by law. So Wheelmap is
supposed to bridge that gap and help people to find
accessible locations,” Svenja explains. “We would pre-
fer if Wheelmap didn’t have to exist. But right now,
that’s not an option. And since we don’t know when we
will get to the point of accessibility for all, we started to
think bigger,” Svenja adds. 

In order to offer this data to others so that anyone can
find accessibility information on a variety of platforms,
they invented ’Accessibility Cloud:’ a cloud that allows
data on accessibility to be easily transferred to interna-
tional organizations with the same goal. Additionally,
the ‘Wheelmap Universe,’ how Svenja calls it, works on
several other projects, all with a focus on accessibility.
For example, ‘Broken Lifts,’ a service providing infor-
mation about malfunctioning elevators in Berlin, or
‘Wheelramp,’ a mobile ramp to quickly overcome a few
stairs in front of old buildings in Germany. 

What did the ‘Sozialhelden’ achieve?
Raul believes it’s hard to directly attribute any changes
in accessibility to their projects. “We continue to feel
how much of a problem the permanent inaccessibility of
privately owned buildings is,” Raul says. “This is some-
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thing we won’t change with awareness, great software,
or other initiatives. It’s something we will only achieve
by having clear laws and the legal obligation for private
owners to make their businesses accessible,” he adds.
Presently in Germany, there aren’t any consequences for
restaurants and business owners if their facilities aren’t
wheelchair-accessible. “And it is not only about places.
It’s also about private broadcasters, who aren’t required
by law to caption their content or companies who can
still pay their way out of the responsibility to hire peo-
ple with disabilities.” 

Raúl sees the ‘Americans with Disability Act’ as a role
model and thinks that Germany should follow suit.
According to Raúl, Germany doesn’t score high in terms
of accessibility compared to many other European coun-
tries. “In Germany, we often use outdated arguments,
like non-disabled children would be held up by disabled
children at school. And all these arguments from the 80s
aren’t even proven. The problem isn’t what a disabled
child can or cannot do; it’s about a school director who
simply doesn’t want to see change.”
The 39-year-old laughs when he says that if he were the
‘Queen of Germany,’ he would put a law like the ADA
into place and obligate all private sectors to become
accessible. “I don’t believe in the mantra that this has to
happen voluntarily. We haven’t achieved gender equality

by kindly asking. This can only work if laws force com-
panies to comply.”

Raúl has a clear idea of what ‘inclusion’ means to him.
When I ask Raúl a rather amusing and random question,
I did not expect his powerful response. I wanted to
know what his hat is all about. Nobody ever sees him
without it. He laughs and, with his Berlin directness,
answers that he just doesn’t have much hair, and after he
would wear base caps all the way into his adulthood, his
cousin, a designer, surprised him with a real hat, which
Raúl has worn ever since. However, that’s not the main
reason he made this hat his trademark. It’s much more
serious. “If I can get to the point where people only see
me as ‘the man with the hat’ and not ‘the man in the
wheelchair,’ then we have really achieved inclusion.”

by Karina Ulrike Sturm 

raul.de
sozialhelden.de
wheelmap.org

news.wheelmap.org/en/wheelmap-ambassador
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1. Non-profit charity working to create a world of inclusion and 
awareness for people with disabilities, 2 words

7. “Fields __ Gold” Sting
10. “Crazy for You” singer who has supported the Special 

Olympics
13. 2017 true story film about a man, paralyzed at the age of 28, 

who escaped a hospital and lived a fulfilling life
14. Baby food catcher
15. Baseball score
16. “Waking Ned ___” hilarious comedy about an Irish lottery 

winner
18. Lisa, to Bart
20. Much ____ About Nothing
22. Scoundrel
24. “Walk. Ride. ____” film about a horse rider who was 

paralyzed in a car crash but rode again
25. Kind
27. Oriental game
29. Game venue
32. Brilliant theoretical physicist with ALS whose life was 

portrayed in “The Theory of Everything”
34. Contributing to the long-term survival of the environment
36. She's prone to brooding
37. “Inside I'm ____” 2004 comedy about 2 young people with 

disabilities intent on living a full life
39. Romantic drama, “____ and a Gentleman”
43. Word for Willie Winkie
44. Prosper
45. Just out
46. Service dog's foot, e.g.

D O W N

1. Goal
2. The I in IDEA (Act supporting education rights for children with 
disabilities)

3. Bed-and-breakfast
4. Wine label info
5. Singer of “Only the Lonely,” Roy ___
6. Angelou and Cummings, e.g.
8. Paralympian multiple gold medal winner in cross country skiing, 
cycling and athletics, Heintz ___

9. Have the helm
11. President who abolished slavery
12. Star Wars Jedi
16. Pub game
17. Keanu's “Matrix” role
19. Cleaning essential
20. Attorney General, for short
21. Man cave
23. Tom Cruise's classic movie (2 words)
26. Murphy's ___
28. Bit of brandy at bedtime, say
30. Dream
31. Coped
33. “___ for one and one for __” Three Musketeers cry
34. Opposing teams in sports
35. Christy ____, a man with cerebral palsy: his true story is told in 

“My Left Foot”
38. News channel
40. Service charge
41. “A ___ Good Men” movie
42. Good way to eat vegetables

ABILITY 65
answers on page 66
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A Place for Mom is the nation’s largest senior living referral information service. We do not own, operate, endorse or recommend any senior living community. We are paid by 
partner communities, so our services are completely free to families.

Finding Senior Housing can be 
complex, but it doesn’t have to be.

“You can trust 
A Place for Mom 
to help you.”

– Joan Lunden

Call A Place for Mom. Our Advisors are trusted, local experts who can help you understand 
your options. Since 2000, we’ve helped over one million families fi nd senior living solutions 
that meet their unique needs.

A Free Service for Families. 

Call: (800) 492-0375
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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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