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By Ian Ruder

On the list of “terrible things about flying as 
a wheelchair user,” being referred to as “an 
ADA” by inconsiderate airline staff prob-
ably ranks somewhere between having 
your wheelchair damaged and waiting for 
everyone to deplane before getting off. It’s 
dehumanizing, embarrassing and, honestly, 
just rude.

It’s bad enough having to be strapped 
into the world’s least comfortable chair and 
delivered to the seat like a slab of meat on 
a dolly. But hearing another human reduce 
your existence to an acronym for a piece of 
legislation — often while refusing to make 
eye contact — is the final step in complete 
objectification.

It’s a legacy Justin Dart and the other dis-
ability leaders who fought for the Americans 
with Disabilities Act over 30 years ago surely 
didn’t envision, and probably wouldn’t have 
been thrilled about. But as ugly as it may be, 
I think there is a good argument that the use 
of “an ADA” is actually evidence of one of the 
law’s most meaningful impacts: giving Ameri-
cans a framework and a vocabulary (however 
limited) to openly discuss disability rights and 
see them as civil rights.

Outspoken disability activists and ad-
vocates long ago understood that disability 
rights are civil rights, but prior to the passage 
of the ADA, I don’t think most Americans 
understood what they meant. The ADA has 
become what no previous disability legisla-
tion managed: an animating embodiment of 
the belief that disabled people should enjoy 
the same civil rights as everyone else. 

The airline employee who calls me “an 
ADA” has probably never heard of Section 
504, and probably doesn’t know that it’s ac-
tually the Air Carrier Access Act that protects 
my equal rights as an airline passenger, but he 

does know that I am entitled to equal rights, 
and he associates that with the ADA.

Would I rather have him thoughtfully 
engage me on the merits of in-home support 
services and why a broader application of 
the Olmstead decision makes a lot of sense? 
Of course I would. And in no way am I trying 
to excuse his total lack of people skills and 
compassion. But it’s progress.

Now you can definitely argue that’s a 
small step for 30 years, and you’re 100% 

right, but there are plenty of examples of 
bigger steps surrounding us everywhere we 
look, from public transit to architecture, em-
ployment and beyond. I chose this example 
because it speaks to the law’s impact on the 
collective consciousness — that dark corner 
of society that can be so hard to light up.

Clearly, the ADA wasn’t a panacea, but 
between the highly visible efforts of activists 
and the actual regulations it enshrined, the 
act managed to shed some light in the dark-
ness and wake the general public up to the 
rights so many of us were being denied.

The ADA has given us a framework to 
discuss the progress and the shortcomings 
of the disability rights movement, and for 
that I am grateful. Thirty years of fighting 
has developed that framework into a solid 
foundation of public consciousness and legal 
protections. Now we have to finish building 
our home.
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“It speaks to the law’s 
impact on the collective 
consciousness — that dark 
corner of society that can 
be so hard to light up.”



When our editorial team started discussing the idea of an oral 
history of the Capitol Crawl, my mind instantly leapt to Mike 
Ervin as the person for the job. He was there for the Crawl, 
he knows lots of the other people who were there, and he’s 
a heckuva writer; what better qualifications could I hope to 
find? When I pitched the story to him, he told me he thought 
he could find a few people to interview and pull together 
1,200 words. Well, he ended up with almost twice that many 
words and a collection of voices that makes for a colorful and 
valuable piece of history. “Fortunately, everyone I spoke with 
was pretty eloquent in their recollections,” says Ervin.

Photographer Tom Olin had a feeling March 12, 1990, 
was going to be a great day to take photos so he lugged a 
gigantic 500 mm lens with him when he set off to cover 
the disability rights action planned for the U.S. Capitol. 
He was right. The photos he shot of what became known 
as the Capitol Crawl helped galvanize Congress to pass 
the ADA and turned the nation’s eye to the civil rights of 
disabled people. Still, Olin plays down his reputation as 
one of the preeminent chroniclers of the disability rights 
movement. “I was never really a good technical person,” 
he says. “I think of myself more as being there and being 
able to take the right picture at the right time and the 
right place.”

This issue wouldn’t be a New Mobility ADA anniversary cel-
ebration without a memorable contribution from our own 
executive editor, Josie Byzek. Since I arrived on staff nine 
years ago, she has been my go-to source for history, per-
spective and analysis when it comes to the disability rights 
movement, and she has been anchoring our ADA coverage 
for longer than that. Her personal history as an activist, a 
journalist and now an elected official, combine to give her 
the 3D vision needed to see complicated issues like this 
clearly. Oh, and did I mention I enjoy watching her get ex-
cited and geek out as she thinks about whom to interview 
and what to focus on? Well, I do.
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COVID Coverage
Responses to New Mobility’s May cover 
package, “Life in the Time of COVID-19,” 
from Newmobility.com:

I just want to thank you all for all the 
great stories. It’s nice to read something 
and no longer feel alone. I’m a T4 para-
plegic, and I’ve been hospitalized three 
times during this COVID-19 pandemic, 
which was one of my biggest fears. 
There was sort of this relief or calming 
feeling, as I read each story and found a 
connection in some form or fashion.  
Y’all are awesome.
Sean Martinez

What a blessing to have people share 
their personal stories. I felt a sense 
of connectivity with all your stories. 
Because of our individual situations in 
learning acceptance, patience, adapting 
to the new, etc., I strongly believe we 
have a better understanding of what 
the world is going through. We have 
an abundance of resources and online 
services compared to 31 years ago when 
I became a T7 paraplegic and a mother of 
a gorgeous baby boy. Life is different right 
now, but I know we all have a powerful 
strength within ourselves that will help 
us fight through this. Keep safe everyone, 
and enjoy life one day at a time.
Sylvia Luna

Thank you for sharing. I love that this 
unites us. I am in Bluffton, South Carolina, 
and I’m a T7 paraplegic. I was supposed 
to have surgery on March 31 to remove 
Harrington rods that had been stabilizing 
my spine for the last 30 years. I decided to 
delay the surgery. Luckily, I do not feel the 
pain of the rod, but it is doing damage.

I think back 30 years ago, and this 
incident would have been devastating to 
me and a lot of people in the Women’s 
Wheelchair network. Today it is diffi-
cult, but advice, resources and support 
abound. This helped me out today. I was 
feeling a little low.
Louisa Coughlan

These people, who are probably the tip 
of the iceberg, are an inspiration to us 
all. All the very best for your continuing 
journey and health.
Julia Carson

I have such respect for the writers and 
the people written about in this excellent 
article. Wishing you all “medical estab-
lishment” improvements, new joys and 
necessary supports as we move beyond 
the current impacts of COVID-19.
Nan Abernathy Moss

OMG! These are all remarkable works 
— technically and thematically (“Art in 
the Time of COVID-19,” May 2020). As a 
writer, I am not usually at a loss for words, 
but I am now. I am going to have to come 
back and sit with them and hope I find 
the right words to express my feelings.
Candy Parton

Complicated Care
It isn’t easy to care for someone at home 
under the best of circumstances (“Caring 
for Your Parents From a Wheelchair,” 
May 2020). The doc sent my mom home 
with me after treating her for a fall (no 
broken bones) at the ER. Then, I had to 
find a way to get her into the house. Not 
easy to do when the caregiver (me) is 
someone in a wheelchair and her best 

friend is a tiny woman. Then, we took 
care of her until a UTI sent her back to 
the hospital ... followed by rehab admit-
tance three days later (Medicare rules). 
I was exhausted and sad that I couldn’t 
help her at home. She died a few months 
later from pneumonia. I am just glad she 
isn’t here now dying from coronavirus. I 
did the very best I could, as have others ... 
being a caregiver is never an easy thing.
Jann Hartman
Newmobility.com

Hospital Hell
Just came from the hospital for a non-
COVID-19 related pressure sore issue. It 
truly was a nightmare, and you described 
well the situation with doctors and 
nurses coming from treating COVID-19 
patients standing over me breathing, 
talking, etc. (“Should I Stay Or Should 
I Go?” May 2020). Many of the nurses 
seem to be backups.

Hospitalizations are times when it 
becomes necessary to tune out and feel 
numb. I had the distinct experience of 
spending four days in this zone, then 
being sent home and called back for 
another five days due to an infection I 
probably acquired at the hospital.

Coping with such a lack of control is 
challenging. I don’t want to dwell on the 
helplessness but, psychologically, I fear 
not dealing with it could be harmful.
Paul Bowers
Newmobility.com
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There are a thousand surveys detail-
ing the most minute aspects of 
how Americans feel and behave in 
response to the coronavirus pandem-
ic. But, as usual, disability-specific 
information is hard to come by. So 
we sent out our own survey. So far, 
we’ve received 225 responses. It’s 
not enough for a scientific data set, 
but it’s enough to get a better feel for 
how the pandemic has been affect-
ing our community. Five individual 
respondents report having COVID-
19 themselves and 47 (21%) know 
a close friend, family member or 
caregiver who has been infected. In 
addition, an overwhelming majority 
(almost 70%) feel that the pandemic 
has had an increased impact on their 
lives because of their disability. Many 
people took the time to describe how 
the pandemic has altered all aspects 
of life — see selected responses at 
right. We hope you find the results as 
interesting as we do. 

 By Seth McBride

“Had to finish freshman year of college 
online. My mom is now my primary 
caregiver. Unfortunately, I may not 
return to campus this fall due to 
increased exposure and have to  
continue courses online.”
 
“I am paralyzed from T6-7 and have Type 
1 diabetes and multiple other underlying 
health conditions. I was sick from March 
March 3-10. I quarantined myself for 
one and a half months. I beat this virus in 
seven days. I live in a building with other 
people with illness — by March 6, we got 
notices that people had tested positive 
in the building, and multiple others were 
sick here. They tested two people with 
the worst symptoms, and both were 
hospitalized and returned home, but 
only one supposedly tested positive for 
COVID-19, when we all know everyone 
must have had it.”

“I use oxygen daily and knowing that 
COVID-19 is a respiratory disease 

makes me very anxious. I know if I get 
it, it will kill me.”
 
“COVID-19 has completely taken over 
my small town. I’ve never felt so lonely 
and trapped in my life. It’s really brought 
even more stress on to my already 
stressed life. Can’t wait for this virus to 
go away!” 

“I contracted COVID-19 and was hospital-
ized. I participated in a Remdesivir study 
and had good results. I continued to 
improve, and I am doing well.”

Tyler Stosich, a power chair user, came up 
with an effective way to route his sip-and-
puff control tubing through an N95 mask. 
Stosich has been self-isolating with his live-
in girlfriend as much as possible but says he 
uses the mask setup “whenever I have to go 
to the grocery store or any public place.” He 
says he’ll be getting a new shipment of N95 
masks soon, and he’s happy to convert and 
ship to anyone who needs one (email us at 
smcbride@unitedspinal.org).
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ASSESSING THE IMPACT OF COVID-19

Given the increased risk factors for 
transmission and development of 
severe symptoms that the SCI/D 
community faces, it’s not surpris-
ing that our survey respondents 
tend to be more careful with their 
behaviors than the general public. 
In a May Gallup survey, only 36% 
of Americans say they wear a mask 
whenever they’re in public and a 
full 31% say they never wear one. 

Among our respondents, 50% wear 
a mask whenever in public, and only 
5% never wear one. When it comes 
to travel, 34% of our respondents 
say they’ll be willing to resume 
travel only when a vaccine is avail-
able, whereas one recent survey (bit.
ly/2NjF7iB) showed that only 16% 
of the general public plans to wait 
for a vaccine or cure before resum-
ing travel. One similarity between 

the SCI/D community and the 
general public is that we all think it 
will be a while before life returns 
to something resembling normal. A 
Marist poll found that two-thirds of 
Americans say a return to normal will 
take six months or more. Our survey 
found that 70% thought a return to 
normal would happen either in 2021 
or when a vaccine is available. Maybe 
we are all in this together, after all.

COMPARING OUR EXPERIENCE TO THAT OF THE GENERAL POPULATION



‘Other’ Impacts:
• Not able to go to the 
   gym to exercise.
• Unable to have routine 
   doctor appointments/
   medical procedures due 
   to the shutdown. 
• Depression.
• Inability to protest with 
   everyone.
• Poor access to quality 
   foods and disinfecting 
   products.
• Unable to go to church.
• Homeschooling my son.

“Curbside delivery of food from 
restaurants has been wonderful with 
not needing to get my chair out of the 
car to get food.”

 “Unable to go to the hospital for 
pressure sore issues. That has been very 
difficult. Also, my caregiver is no longer 
working, so my 60-year-old parents are 
doing everything.”

“I’ve lost my income for the rest of the 
year, as my employer has decided not 
to reopen this year.”

“I had family call me a murderer for 
going out. Drove two hours to eat 
inside a restaurant today. Felt great  
and no mask.”

“I enjoy solitude, but I miss seeing friends 
and family, socializing, human touch. I 
am an active volunteer, and I miss that 
involvement. Normally, I would be taking 
part in the ongoing protests, but I won’t 
put my health more at risk. A close friend 
died from COVID-19, and those of us 
who loved him can’t be together to 
support each other and celebrate his life.”

“Zoom has actually improved my 
connection with others in the 
disability community.”

“This COVID-19 situation was a whole 
new level of isolation. It was depressing 
to have more limits put into my life than 
‘just’ my quadriplegia.”

“At first I was irritated and couldn’t 
wait to get back to life. But now I’ve 
accepted it, and this is a new way of life 
— like when we were injured, we had to 
adjust how we did things.”

J U L Y  2 0 2 0   9
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Membership in United Spinal 
Association is free and open to 
all individuals who are living with 
SCI/D, their family members, 
friends, and healthcare provid-
ers. Visit unitedspinal.org or call 
800/962-9629.

United Spinal has over 70 years of 
experience educating and empow-
ering individuals with SCI/D to 
achieve and maintain the highest 
levels of independence, health and 
personal fulfillment. We have 50+ 
local chapters and 190+ support 
groups nationwide, connecting 
our members to their peers and 
fostering an expansive grassroots 
network that enriches lives.

BENEFITS INCLUDE:

Personalized Advice and Guidance

Peer Support 

Advocacy and Public Policy

Veterans Benefits Counseling

Accessibility Advocacy

Local Chapters

New Mobility magazine

Informative and Educational 
Publications

Ongoing Educational Webinars

United Spinal Association is dedi-
cated to enhancing the quality of 
life of all people living with spinal 
cord injuries and disorders (SCI/D) 
by providing programs and services 
that maximize independence and 
enable people to be active in their 
communities.

M E M B E R  B E N E F I T S
unitedspinal.org

Gabrielle Broder is one of roughly 300 people across the United States who received $500 
COVID-19 relief grants from United Spinal Association this spring. The grants were made 
possible by a $1 million grant from the Craig H. Neilsen Foundation, which has also allowed 
United Spinal to add to its chapter peer support efforts, fund personal protective equip-
ment shipments, provide disability-specific COVID-19 information and more. 
Broder, 43, shared her harrowing 
COVID-19 story and how she used 
the money.

“I am very grateful to United 
Spinal for being there for me in a 
tough situation. I am a C5 quad-
riplegic who relies on home care 
24/7, and I live with my elderly 
mother. When the pandemic 
struck New York, one of my aides 
came down with a bad case of 
COVID-19 that nearly killed her. 
She was hospitalized for nine days, 
and six of her family members also 
fell ill, two of whom sadly didn’t 
survive. 

Before she developed symp-
toms, she exposed me and my 
household. The following week, 
two more aides developed a 
cough, and I and another aide 
developed a fever. 

It was very frightening because 
I cannot survive even a day 
without home care. I rely on it 
for every basic need. And yet, 
everyone had to quarantine. My 
78-year-old mother cannot per-
form most of the tasks I need help with, and I was fearful of exposing her. And replace-
ments? I don’t have a traditional agency that can send subs. I am in the self-directed 
program so am responsible for all staffing: recruiting, training, hiring and firing. 

In any case, even when my insurance company gave me special emergency permis-
sion to use a traditional agency, they were unable to staff some shifts because so many 
aides were unavailable to work. I did have more aides, but they were afraid to come in 
for their own safety. I literally had no one left to turn to. In addition to all that, I lost all 
my income because the gym where I work part-time was obviously closed.

With the check I received from United Spinal, I was able to pay privately for a 
few hours of home care to tide me over for a couple shifts I was unable to fill. It was 
difficult to find people, but it helped that I could pay cash and not require them to 
go through hoops to sign up with the agency. The check also helped me purchase 
immune-boosting nutritional supplements, along with some resistance bands and other 
light exercise equipment, so I could work out at home, and finally, basic items like gro-
ceries and cleaning supplies.

Fortunately, all my aides recovered and most of them are back at work. I am thank-
ful for the support I got that helped me get through this tough time.”

N E W S  F R O M  U N I T E D  S P I N A L
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HELPING PEOPLE SURVIVE THE NIGHTMARE

Gabrielle Broder used her relief grant to pay for home care 
when her usual aides became ill with COVID-19.  



There’s been a lot of talk about “accessible 
tourism” lately, but is this the right term to 
use? As a wheelchair user, if somewhere 
— a cool bar, a significant monument, a 
beautiful view — is accessible only via 
steps or rugged terrain, I can’t go there. Yet 
people with a vision, hearing or cognitive 
impairment, or those living with chronic 
illness, may be perfectly capable of visit-
ing such places. I would argue that using 
the term “accessible tourism” limits not 
only the discussion, but also our chances 
of participation in cultural life, recreation, 
leisure and sport.

While access is vital, it’s true inclusion we 
should be striving for. By emphasizing access, 
with its reliance on legislation, the stress is 
immediately put on compliance, not inclusion. 
To borrow an analogy from a thought-providing 
article by Lee Young called, “Understanding 
the key differences between Accessible Design 
and Inclusive Design,” imagine an established 
members-only men’s club that installs ramps, an 
accessible toilet, an elevator and hearing loops 
to meet legislative requirements. These renova-
tions might make the facility more accessible, 
but by disallowing female members and requir-
ing high fees or an invitation to join, the club remains exclusive 
rather than inclusive.

This is where — in both the built and online environments 
— inclusive design has rightly come to supersede accessible 
design and barrier-free design. In her article, “Inclusive Design 
and Accessibility,” Josephine Miller writes, “Accessibility is an 
attribute of Inclusive design, and while Inclusive design is about 
designing for diversity, it is more than meeting a set of standards.” 

Microsoft’s definition of the two are: Accessibility: the quali-
ties that make an experience open to all; Inclusive design: a 
design methodology that enables and draws on the full range 
of human diversity.

To paraphrase Young, inclusive design is less logical and 
objective, and more emotional and subjective: It requires much 
higher levels of understanding and empathy.

So why is this important in the context 
of “accessible tourism,” as it’s most com-
monly known? Yes, it’s great that accessible 
tourism has become an area of study to 
which researchers can contribute. Likewise, 
accessible tourism has become an area of 
policymaking and government funding that 
a few progressive destination management 
organizations are embracing. It also identi-
fies a market segment that can be quanti-
fied and targeted. In a world driven by 
economic rather than social principles, this 
has been useful to convince policymakers 

and the tourism industry that accessible tourism 
offers an economic opportunity by tapping into 
a market that is neither niche nor small.

But the concept of “accessible tourism” has 
only gotten us so far: Change is slow and piece-
meal. If this travel segment were described as 
“inclusive tourism,” it would put the focus on 
making sure travel experiences are able to be 
enjoyed by as many people as possible (inclu-
sion) rather than on the costly business of 
installing elevators, ramps and accessible toilets 
(access). The message we need to get across is 
that disability — or rather a lack of functional 
ability — affects us all at some point in our lives. 

We need to look beyond touting a market segment made 
up of people with disabilities and an aging but affluent demo-
graphic, and instead encourage the tourism industry to adopt an 
inclusive mindset that prioritizes customers who have infinitely 
diverse desires and needs. It’s not about creating tourism prod-
uct that caters to a market segment, but about catering for the 
entirety of the market. That’s not only a compelling business 
case, but also simply the right thing to do.  

Further Reading:
• Article 30, United Nations Convention on the Rights of People 
with Disabilities: tinyurl.com/yb8fgg19
• “Understanding the Key Differences Between Accessible 
Design and Inclusive Design,” tinyurl.com/y747dgb6
• “Inclusive Design and Accessibility,” tinyurl.com/ybdqxc8q

IT’S TIME TO MOVE BEYOND ACCESS TO INCLUSION

With Martin Heng

BIG IDEAS IN 
 TRAVEL AND TOURISM

 Martin Heng left 
England in 1987 and 
travelled for 10 years 
before migrating to 
Australia to start a 
family. He worked 

for Lonely Planet for 
21 years in numerous 
roles, including seven 
as editorial manager 

and seven as accessible 
travel manager. Para-
lyzed in a 2010 road 
accident, he speaks 
on inclusive travel at 
conferences around  

the world.
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Both my grandmothers had flowers and plants all over their homes. Their gardening time-
line followed moon cycles and other acquired knowledge I didn’t have much interest for. 
However, I did admire the pretty flowers and enjoyed the lemons and juicy peaches from the 

trees in their gardens.
A few years ago, my dad 

gave me a small tree, and 
I struggled to keep it alive. 
He took it back to save it. I 
became frustrated, thinking 
if I wanted to have plants, 
it would be just one more 
thing I would need to ask a 
caregiver to assist me with. 
Surely, plants and gardening 
were not for quadriplegics.

One day, when I was 
down a Google rabbit 
hole, I read and researched 
microgreens, about the ease 
of growing them and their 
nutritional value. With curi-
osity, I found some takeout 
containers I had saved, 
bought seeds and started 
my own microgreens 
garden. Soon there were 
tiny sprouts, and I felt the 
familiar excitement I had 
in seventh grade science 
class from growing bean sprouts in a Styrofoam cup. This was a small garden I could set on a table, 
and I could use a cup or spray bottle to hydrate the plants. Through trial and error, I eventually made it 
accessible to me and was able to watch my plants grow.

Fast forward a year, and I’ve asked my brother to build me a raised bed for an outdoor garden and 
a table for my indoor plants. Checking on them has become something I look forward to. There is joy 
in caring for something and helping it thrive. I have slightly remodeled my living room to be my own 
little oasis of green that saves my mental health during grey winter months or isolating pandemics.

It’s possible I’m becoming my grandmother. I look forward to it.

REFRAMED
by Reveca Torres

GROWING

“Checking on them has become something I look 
forward to. There is joy in caring for something 
and helping it thrive.”
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Besieged by medical 
problems and a declining 
quality of life, Keith Smith 
couldn’t picture a positive 
future for himself for 
years after sustaining a 
C4 spinal cord injury in a 
2009 motorcycle accident. 
A fortuitous phone call 
and an epidural stimulator 
changed everything. 

When Keith Smith started applying to every SCI medical trial 
he could find in 2013, it wasn’t about trying to walk again; it 
was about trying to live again.

Sure, that sounds cliché, but at the time, he thought 
anything would be better than the hell he’d been living since 
his injury in 2009. Unable to regulate his blood pressure, his 
heart frequently went into atrial fibrillation; being rushed 
to the hospital became an almost daily occurrence. He 
was constantly sick and battling infections that couldn’t be 
controlled without heavy doses of hospital-grade antibiotics. 

Aside from his personal care, all he focused on was getting 
into clinical trials. But after years of trying, he gave up. “I 
thought I was done. I wasn’t getting into anything, and I 
wasn’t getting better,” he says. “It was weird, but the moment 
I gave up and stopped trying to get into trials, I got a call from 
The University of Louisville.”  

That call was from Dr. Susan Harkema, rehabilitation 
research director at the University of Louisville’s Kentucky 
Spinal Cord Injury Center and leader of The Christopher 

and Dana Reeve Foundation’s epidural stimulation research 
initiative, The Big Idea. “They wanted me to come in for a 
screening,” says Smith. “I was blown away. Even though I’d 
never been on a plane before, I thought this could be my last 
shot to get in a trial.” 

An epidural stimulator is a device implanted on the 
spine that sends electrical signals at various frequencies to 
reinvigorate the spinal cord. Harkema’s study has received 
international media attention, including in New Mobility, and 
has researchers rethinking many things they once held true.  

“I’m not walking around, but just having the stimulator 
turned on, my body feels warm. It’s humming and I can smell, 
taste food and smile again,” he says. “My heart beats normally 
now. Of course, I’m still paralyzed, and I hope I will keep 
progressively getting better, but even if I stayed exactly how I 
am right now, I would take it.” 

Smith uses his stimulator from the time he wakes up to 
when he goes to bed. He uses a special configuration to 
help him regulate his blood pressure, activate voluntary 

HOW
WE ROLL

The Big Idea 

MOST ACCESSIBLE PLACE I’VE BEEN: Port 
San Luis in Avila Beach, California. There’s 
a pier I can drive my car on and my kids can 
drop their fishing poles right off the edge.

E PI DU R A L  S T I M U L AT ION  A DVO C AT E 

Keith Smith
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BEST DATE NIGHT SUGGESTION:  
My girl and I get into my van and kick 
back at the drive-in or grab fish and 
chips at the beach.



It’s definitely challenging being a parent in a 
wheelchair. It’s possible and it’s doable, but it’s 

more difficult because you have all these struggles. You 
have things you have to deal with that your kids don’t 
quite understand, like catheter changes, infections and 
blood pressure issues. My kids kind of get it now, but it 
took years of bad experiences for them to realize, ‘Oh 
man, my dad’s in a pretty jacked up spot.’ 

I know my situation has cost them a lot, but what 
they’ve gained is I’m around all the time. Before my 
injury, I was working two full-time jobs just to get by. 
Now, I’m around to guide them. I teach them how to 
cook, grow plants and barbecue. They’re kind of little 
adults now because they have to be more mature and 
independent since I’m not there to do everything. If the 
house catches on fire, they better grab that fire hose. movement of his core and ankles and even to help with his 

spasticity. He says the stimulator has improved his bowel 
and sexual function.

Being a part of epidural stimulation research has 
changed Smith’s life so dramatically that he now 
evangelizes the procedure to anyone who will listen. He is 
starring in the soon-to-be released documentary Rise Up, 
which chronicles his journey through the clinical trials at 
the University of Louisville. 

Thanks to the stimulator, Smith is finally able to truly 
live life as wheelchair user. He recently founded the 
Central Coast of California chapter of United Spinal 
Association. He hopes to open up an activity-based 
rehabilitation center for wheelchair users who can’t afford 
traditional rehabilitation in the state.

“Now that I’ve gotten to go through this trial, I’ve 
learned quite a bit about recovery and SCI and intend on 
having one of the most kick-ass rehab centers out here — 
that’s my goal.”

Parenting with Paralysis 
Keith Smith’s kids were 6, 4 and 8-months-old when he 
was injured. Now at 17, 15 and 12, Smith talks about 
how they have grown and how he has grown as a parent. 

“

“

WHAT I’D TELL MYSELF  
IMMEDIATELY POST-INJURY:  
Look out for latex allergies.

WHY I JOINED UNITED SPINAL:  I reached out to share 
what was going on with the trial because I wanted every-
one in the paralysis community to know that there’s hope. 

Smith poses for documentary 
filmmakers with his girlfriend, 

Jazel, and sons Ethan, 12, Jacob, 
15, and Joshua,17. Also pictured 

are  Logan Marshall Green, left, 
and Smith’s  brother Issac, right. 
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No matter what type of mobility device you use, the al-
lure of being able to go farther and faster with less ef-
fort and toll on your body is always appealing. If you 

use a power chair or assist, the limiting factor is battery life. 
Thankfully, advances in battery technology are extending the 
range of wheelchairs, allowing their users more freedom to 
explore than ever before.

Switched On
Ian Mackay has completed two 300-mile border-to-border 
crossings of Washington state in his wheelchair, first going 
north to south and then east to west. Although lengthy ad-
ventures like these are nothing new for him, his journeys 
have a twist. 

A C2 quad, Mackay tackles the terrain, which includes 
long climbs and descents over steep passes, in his 3-year-
old Invacare TDX. Remarkably, he averages 40 miles a day 
without stopping to recharge. The secret to his long-distance 
success is that he supplements his lead-acid batteries with a 
lithium-ion one mounted on a tray behind his chair. A friend 
custom-built a wiring harness that allows Mackay to toggle 
between the two types with the flip of a switch. 

Mackay’s long-distance trips double as fundraisers for 
Ian’s Ride, his nonprofit foundation dedicated to increasing 
outdoor accessibility. They also provide a perfect illustration 
of the differences between lithium-ion and lead-acid batteries.

His two 
g r o u p - 2 4 
sealed lead-
acid batteries 
are identical to 
what most pow-
er chair users rely 
on. Thanks in part 
to his chair’s gearless, 
brushless motors, Mackay 
estimates he gets 30 miles on one 
charge, which is about the same distance he expects from his 
supplemental 24-volt, 75-amp-hour, lithium-ion marine bat-
tery — but the similarities stop there. The lithium-ion one 
weighs 70% less than its lead acid counterparts. Additionally, 
the two power sources deliver their charges very differently. 

Lithium-ion batteries maintain max power output un-
til they are depleted, whereas lead-acids put out less power 
as they near empty, resulting in a noticeable slowing of the 
chair. “In my experience, the lithium-ion battery gives me the 
same range as lead-acid. But because it puts out full power 
until it quits, it gives me an average of 1 mile per hour extra 
speed over a course of 20 miles,” says Mackay.

Everyone who uses a power chair probably isn’t going to 
need the ability to go up to 50 or 60 miles without recharging 
like Mackay, but having more options is always a good thing 
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BETTERBATTERIES 
BETTERWHEELING

The lithium-ion battery on 
the back of Ian Mackay’s chair 
gives him the power to climb 

long-grades. 
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and bodes well for the future. “My setup gives me the flexibility 
to explore the outdoors as much as I want for as long as I want, 
and that flexibility is something we should all have,” he says.

The Lowdown on Lithium
Lithium batteries aren’t exactly new, but they are power-
ing a growing number of power-assists that are improving 
the lives of their users. Although there are several types of 
lithium batteries, the type used in most mobility devices, 
as well as power tools and approximately 90% of electronic-
assist bikes, is lithium-ion. These batteries consist of indi-
vidual cells, such as the 18650, which looks like 
a slightly-bigger AA battery. Larger lithium-ion 
batteries consist of multiple cells in a manage-
ment system known as a battery pack. These can 
range in size from small for an e-bike to large 
enough for a Tesla car.

Christian Bagg took advantage of the ability to 
customize the size of the pack while designing the 
Bowhead Reach adaptive adventure cycle. “When 
we started Bowhead, we would get our lithium-
ions by taking apart packs from crashed Tesla cars 
that had 2,000 cells in them,” says Bagg, a T8 para. 
“In a Bowhead Reach we use two battery packs 
with 50 cells in each.” 

Lithium-ion’s blend of power and reduced size 

and weight, combined with more efficient motors, also helped 
to enable the development of devices like the SmartDrive, Ya-
maha NAVIONE, Twion wheels and the steerable Firefly.

The primary disadvantage of lithium-ion batteries for 
standard power chair design use is that they are significantly 
more expensive than lead-acid and require a complicated 
charger that controls how much and for how long it charg-
es. Also, because of concerns about lithium-based batteries 
catching fire, you have to get a FAA waiver, or the battery has 
to be below a certain size, to take it on an airplane.

Mackay was initially hesitant about lithium-ion batteries 
because of reports that they could get hot enough to catch 

RANGE MAX SPEED (MPH) WEIGHT (LBS)

IBOT

FIREFLY 

BOWHEAD 
REACH  

(80 VOLT)

17.4 MILES

 15 MILES

15-20 MILES

6.7

12

20

4.4 LBS X 4 
BATTERY 

PACKS = 17.6

3

13

Devices Powered with Unique Lithium Batteries

COMPARISON OF PRODUCTS MENTIONED IN THIS ARTICLE:

Howard Kramer 
and Topher Down-
ham ride NUKE 
off-road mountain 
handcycles with 
power assist on a 
trail above Boulder, 
Colorado.
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Mobility
Solutions

fire. He researched and found that was more of a problem 
with earlier ones, and that if there was any danger it would be 
during charging, not when it is sitting or in use. Also, the fire 
problem was primarily limited to one type of cellphone that 
didn’t have very good chargers.

If you’re wondering why more power chairs don’t switch to 
lithium-ion, experts say it’s simple: lead-acid batteries work well. 
And, the bulkier, heavier size of lead-acid batteries gives power 
chairs a low center of gravity, which can be desirable for stability. 

On the flip side, the desire to shed pounds led the design-
ers of the new iBOT to ditch the nickel cadmium used in the 
original. “Switching from ni-cad to lithium-ion provides a sig-

nificant weight reduction,” says Luke Merrow, CEO of Mobius 
Mobility. “Because the iBOT is a dynamic chair, weight is a very 
big issue. The lighter the machine is, the more responsive it is to 
the human.”

The iBOT uses four lithium-ion battery packs, which lasts 
for about 17.4 miles. Users can add two more packs for an ex-
panded range, and the iBot is still within the size and wattage 
limits for commercial airlines.  

Power Assist: Taking Back the Trails
Beyond wheelchairs, lithium-ion batteries and improvements 
in motors are also upgrading adaptive recreation. Their smaller 

GROUP 24 
LEAD-ACID

LITHIUM-ION

RANGE MAX SPEED (MPH) WEIGHT (LBS) APPROX. RETAIL FUN FACT

21 MILES

21 MILES

 7.5

 7.5

52 LBS X 
2 BATTERIES 

= 104

31

$305 PER 
BATTERY X 2 

= $610

$1,400

Weight keeps center of 
gravity low, helping with 

stability. Chair performance 
slows when charge is run 
down to a certain level.

Delivers full power until 
completely empty then 
quits. This results in ap-
proximately 1mph extra 
speed over a full 21 miles 
compared to lead-acid.

Batteries

COMPARISON OF POWER CHAIR BATTERIES MENTIONED IN THIS ARTICLE:
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Enjoy driving with both hands!

size and the ability to add packs for more power makes them 
perfectly suited for the needs of outdoor enthusiasts looking to 
tackle increasingly-tougher terrain.

The outdoors opened up for Topher Downham when he 
added an E-BikeKit power assist unit with a lithium-ion bat-
tery to his handcycle. Downham, the outreach coordinator for 
Boulder, Colorado’s Open Space and Mountain Parks, is in his 
25th year as C6-7 complete quad. He has a Freedom Ryder that 
he purchased used for $500. “I rode it for years and enjoyed 
it, but I was much slower than my nondisabled friends, and 
couldn’t go anywhere near the distance they did. Plus, after a 
ride I’d be wiped out.”

The E-BikeKit he later added has a range of 42 miles and top 
speed of 20 mph. “With the E-BikeKit, I can keep up with my 
nondisabled friends on long rides and still have energy to go 
have a beer afterward,” he says. “Also, it’s safer. With my level 
injury I don’t sweat, and if I’m riding way out there and start 
overheating, I can just hit the thumb throttle to go fast enough 
for a cooling breeze and make it home safely.”

Open Space and Mountain Parks bought three NUKE off-
road handcycles and later converted two of them to power as-
sist. “Prior to power assist, it was tough to get new SCIs inter-
ested in the off-road handcycles because it’s difficult unless you 
are in good shape,” says Downham. “With power assist, it is a 
different ballgame. People who haven’t been on a bike path or 
trail since their injury start off kind of tentative. By the end of 
the day they are doing river crossings, and they have these shit-
eating grins on their faces that say, ‘Yeah, I’m back, my life isn’t 

over!’ That makes it for me — reaching one more person and 
showing them the possibilities.”

“With power assist, instead of having to ride a chair lift up 
a mountain bike resort to enjoy riding down single track, or 
struggling to peddle a mile and calling it quits, I can hop on, go 
biking with my friends, and get a great workout,” he adds.

Speaking from experience, I can attest that power-assist 
add-ons are amazing for paraplegics as well. I rode off-road 
handcycles for well over a decade, and it was a blast, but even 
on mild uphills my speed was reduced to a walk, and a long ride 
wiped me out. Now I use a Bafang e-bike kit on my Reactive 
Adaptations Bomber handcycle. Not only does it enable me to 
ride with my nondisabled friends, but it also lets me take Killy, 
my German shepherd, on the 2-mile, 1,000-foot descent to, and 
climb back up from, our favorite swimming hole on the Ameri-
can River. It provides a serious workout without putting undue 
strain on my aging shoulders.

While lead-acid batteries remain an excellent and more af-
fordable energy source for most power chairs, it is exciting to 
see the innovation inspired by lithium-ion batteries. Hopefully 
they will continue to make it easier to go farther and faster for 
a long time to come.

Many thanks to Rory Cooper, founder and director of the 
Human Engineering Research Laboratories at the University of 
Pittsburgh, for his input and expertise on power sources for mo-
bility devices.
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I didn’t think the Capitol 
Crawl would be an historic 
event and wasn’t even sure it 
was a good idea at the time. 

I’m glad I was wrong.
It was March 12, 1990, but 

the temperature in Washing-
ton, D.C., was in the mid-80s, 
and it was sunny. I was part of 
the Chicago ADAPT contin-
gent meeting up with ADAPT-
ers from other cities for our 
spring action. At the time, 
ADAPT stood for American 
Disabled for Accessible Public 
Transit, and our reason for be-
ing was to ensure that all pub-
lic transit vehicles and facilities 
were accessible for people with 
mobility disabilities. There was 
no federal access mandate, so 
in some cities lift-equipped 
buses were commonplace, but 
in others they were scarce. In 
Chicago, there wasn’t a single 
accessible bus.

ADAPT held actions every 
spring and fall in either D.C. or 
another strategically-selected 
city to push this agenda. And we did so ADAPT-style, by 
committing nonviolent acts of civil disobedience that often 
resulted in arrest. 

The timing was perfect for this particular action. The 
Americans with Disabilities Act had passed overwhelmingly 
through the Senate but was stalled in the House. ADAPT 
was there to knock it loose.

We marched through the streets of D.C. and held a rally 
with other disability groups outside the U.S. Capitol Build-
ing. Various speakers waxed eloquent about the importance 
of the ADA. I remember feeling restless and a bit bored. 

After all the speechifying, masses of ADAPTers moved 
over to the foot of the giant staircase outside of the Capi-
tol Building, and I followed even though I didn’t know why. 
That’s how it is at ADAPT actions — only a few leaders know 

the target, and the rest of us 
just follow and trust. Since the 
success of an action often relies 
on the element of surprise, the 
fewer people who know about 
where the march is going, the 
lower the odds are that the 
police, who are always nearby, 
will overhear something and 
tip off the target.

I remember ADAPT leader 
Mike Auberger, a quadriplegic 
who spoke at the rally, telling 
me people were getting out of 
their wheelchairs and crawling 
up the steps as a vivid, symbol-
ic demonstration of what the 
struggle to pass the ADA was 
all about. Congress was smugly 
ensconced in its ivory tower, 
trying to pretend that we didn’t 
exist. But we weren’t going to 
let them ignore us.

I wondered if the image of 
the crawl might project the op-
posite image. Disabled people 
crawling around might conjure 
images of sad, powerless beg-
gars rather than strong, de-

termined activists. But, then again, maybe not, I mused. It 
might intimidate those in Congress who were being obstruc-
tionists. What the hell, then. It was worth a try.

But there was no way I could get out of my wheelchair 
and crawl up steps. I suppose if I had insisted, somebody 
would’ve flung me over their shoulder and carried me up. In-
stead I took the accessible route to the plaza at the top of the 
stairs and joined those cheering the crawlers on and greeting 
them as they arrived.

I spoke with other ADAPTers who took part in the Capi-
tol Crawl to see what they remember and have to say about it 
today. They are Bob Kafka and Stephanie Thomas from Aus-
tin, Larry Biondi from Chicago, Robin Stevens from Denver, 
Julie Farrar from Colonie, New York, and Anita Cameron 
from Rochester, New York. 

B Y  M I K E  E R V I N            P H O T O S  B Y  T O M  O L I N

A N  O R A L  H I S T O R Y  O FA N  O R A L  H I S T O R Y  O F

 THE CAPITOL CRAWL
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Dozens of ADAPT activists crawled up the Capitol steps.



STEPHANIE THOMAS: At that time, 
Bob and I were national organizers 
for ADAPT and we helped design the 
plan.  During the rally, I got a group of 
people together who could crawl and were 
willing to get arrested, and we made our 
way over to the base of the stairs. When 
Bob gave us our cue, we dropped from 
our chairs and started to crawl. Though I 
was the first to drop to the ground, I was 
quickly overtaken by the other crawlers. 

BOB KAFKA: I was further back 
but crawled also. At the time, we were 
both in manual chairs and more mo-
bile than today. 

THOMAS: Thank God someone 
brought our wheelchairs to the top. 

KAFKA: The system people [disability 
advocacy lobbyists] were stalled. The 
ADA had gotten stuck in the House 
of Representatives, and they were not 
able to get it moving again. We want-
ed to show that “access is a civil right” 
is more than just words, that we were 
willing to take action. We wanted to 
make sure the statement we made was 
symbolic and visual. 

ANITA CAMERON: I was living in 
Colorado Springs, and back then those 
of us from out west rode in caravans 
across the nation. Colorado chapters 
met up in Denver, and sometimes Utah 
and Texas would join us, or we’d meet 
along the way, picking up more folks 
as we went through Kansas and other 
states. I often rode in [ADAPT founder] 
Wade Blank’s van on these trips, so I 
got to hear a lot of brainstorming and 
planning. 

I knew once the rally was over that 
the crawl would happen, and I thought 
it was a great idea. I felt that ADAPT 
needed to really highlight what it was 
like to live as second-class citizens and 
what the Americans with Disabilities 
Act would mean to us.

JULIE FARRAR: By the time of the crawl, 
I was about 19. I was pretty tiny and much 
more mobile. I was known for being able 
to crawl around, through, up, down, over 
police barriers, stairs and so on. 

We were watching Bob Kafka and 
waiting for the signal to start crawling 
up the stairs. The feeling of camarade-
rie was palpable — the excitement on 

our march there, the staging. I don’t re-
member the speeches. I just remember 
feeling so proud in a very sacred com-
munal way of being a part of it all.

LARRY BIONDI: It was extremely hot 
for March and when we reached the 
Capitol Building, we stopped in front of 
the steps. I had no inkling what the plan 
was and then a couple of people asked 
me if I wanted to crawl up the steps. A 
burst of energy came over me, so I said, 
“Why not?”

Ron, my personal assistant from col-

lege, assisted me crawling up the steps 
by putting his hands behind my feet so 
I could have leverage. When I made it 
to the top, I was exhausted and my el-
bows and knees were bleeding.  Wade 
poured water on my face while I lay on 
my back.

I didn’t know that 30 years later what 
we did would evolve into an  historical 
moment. Climbing those steps was sym-
bolic of how badly the disability com-
munity wanted the ADA to get passed. 

CAMERON: I was in line with my friend 

 THE CAPITOL CRAWL
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Anita Cameron carefully 
scoots backwards. 
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United Spinal is proud to be a part of the legacy of the ADA. Throughout our history, 
we have used the ADA to fight for inclusion of wheelchair users in all aspects of our society. 

But there is still important work to do!

Mobilize with us and make your voice heard. 

Learn how you can help fulfill the vision of the ADA, by visiting 

www.unitedspinal.org/roll-on-30
Thank you to our Roll on 30! Sponsors

Bronze Wheel 
Partners:

Supporter:

R    LL  
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Celebrating 30 YEARS of the ADA
July 26th, 2020 marks the 30th Anniversary of the Americans with 

Disabilities Act (ADA), the landmark civil rights law that protects our 
members and other people with disabilities from discrimination.

Frank McColmb, who had been in a nurs-
ing home for 43 years before being moved 
into his own place by Wade. When we got 
to the site, Frank’s attendants helped him 
to the stairs, and I took his manual wheel-
chair and pulled it up backwards beside 
him. It was a bit awkward because I had 
my white tactile cane as well, and Frank’s 
chair was heavy.

Halfway up, I became exhausted and 
gave Frank’s chair to his attendants and 
scooted backwards up the rest of the way. 
I went slowly and stopped to chat with a 
few folks to make sure they were OK. 

I was excited, honored and humbled 
that I was helping to get a message 
across, and I’m not surprised that it was 
so historic. I felt that we were crawling 
our way into the history books.

ROBIN STEPHENS: It was hot as 
hell, especially when we were exerting 
ourselves, and there was no water un-
til later at the top. I had been hanging 
with a blind friend and her new dog, 
and I asked her if she wanted to do the 
stairs with me. She said yes, so I parked 
my power wheelchair at the left side of 
the staircase and we slowly made our 

way up the steps to the landing, taking 
rests, making sure everyone was OK, of-
fering help … and I crashed at the top, 

feeling totally dead, and helpless without 
my wheelchair. We finally got water and 
eventually my wheelchair.

The Littlest Activist
All the Way to the Top is a children’s book that tells the story of Jennifer Keelan, the 
little girl with CP who climbed the Capitol Building stairs with other ADAPT activists. 
In ways children can understand, the book shows how Keelan was left out of class 
activities and unable to roll down the sidewalk because of her disability. Even though 
she was so young, she was part of the crew that helped make the ADA a reality. The 
book can be found in all the usual places, including Amazon. 

Jennifer Keelan’s mom gives her a hug as 
she reaches the top of the Capitol steps. 



THOMAS: It was hotter than hell, and I 
was soon soaked. Other folks were pass-
ing me by. I couldn’t go fast, but it wasn’t 
a race. Every step, I pulled myself up, 
adjusted my feet and pulled again. I was 
soon using the railing to pull myself with. 

I saw so many people getting up those 
steps in so many ways, some moved 
rather easily, some with more difficulty. 
Some were being cheered on or crawling 
in groups, others by themselves. Some 
were being carried. It became a bit of a 
free for all, and that seemed to be so very 
appropriate. I was so glad to see all the 
people at the top. It was like a big hug 
from my peeps! 

STEPHENS: Then the rotunda action 
took place the next day, along with our 
arrests, and our court appearances were 
the following day after that. I wrote a 
heart-felt speech for the judge, and when 
my turn came in court, I read it, got sen-
tenced and rushed to the airport for my 
flight, which I missed. I returned to the 
hotel and listened to emotional discus-
sion from fellow ADAPTers about what 
the demonstrations meant to everyone.

* * *
I’ve always felt the demonstration in the 
Capitol Building rotunda was much more 
effective than the crawl in knocking the 
ADA loose in the House. We gathered in 

the rotunda and our chanting reverberated 
like galloping horses. We demanded that 
House leadership come meet with us, and 
both the Speaker of the House, Tom Foley, 
and House Minority Leader Robert Michel 
soon complied. They told us some BS about 
how we all had to be patient and then left to 
a resounding chorus of boos. The chanting 
resumed, and soon the police moved in to 
arrest and remove over 100 of us.

But it’s the Capitol Crawl that’s con-
sidered by many to be the pivotal event 
that led to the passage of the ADA. In 
an interview with the Indiana Disabil-
ity History Project, former U.S. Senator 
Tom Harkin, who introduced and cham-
pioned the ADA, said of the Capitol 
Crawl, “When that hit the evening news 
all over America, we got the bill out of 

the House 30 days later.”
Since then, the Capitol Crawl has 

taken on an air of mythology. When 
Marca Bristo, president of Access Liv-
ing, Chicago’s center for independent 
living, died last September, U.S. Senator 
Tammy Duckworth, a wheelchair user, 
said, “Because she crawled up the steps of 
the Capitol to pass the ADA, I get to roll 
through its corridors to cast my votes in 
the U.S. Senate.”

I really don’t recall Marca being pres-
ent for the Capitol Crawl, but it doesn’t 
matter. In the light of history, the event 
is seen as such an important political 
action that it’s assumed that everybody 
who was involved in the disability rights 
movement at the time must have been 
there, front and center.

We Will Ride!
In 1975, Rev. Wade Blank, a nondisabled community organizer, took a job assisting se-
verely disabled young people in a Denver nursing facility. Seeing the injustice in their 
situation, he helped them move into the community. Once free, they realized they 
couldn’t get anywhere since public transportation wasn’t accessible, and the very first 
ADAPT protest, held in 1978, was to get lifts on Denver’s buses. Called “the gang of 19,” 
the protesters ultimately were successful. Then in 1983, Atlantis Community went na-
tional, forming ADAPT and advocating for laws to require accessible public transporta-
tion. Read more at adaptmuseum.net. 

Many ADAPT activists say 
this demonstration in the 
Capitol Rotunda was more 
effective than the Crawl.
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A t 30 years old, is the Ameri-
cans with Disabilities Act 
a grand achievement to be 
celebrated, or does the lack 

of uniform enforcement water it down 
too much? Has it met the lofty expec-
tations of President George H.W. Bush, 
who upon signing it proclaimed, “Let 
the shameful walls of exclusion come 
tumbling down,” or are those barriers 
still holding people back? 

To find answers, we consulted Lex 
Frieden, from Houston, Texas, who’s 
widely known as a chief architect of the 
ADA; Ola Ojewumi, an exciting young 

leader who hails from the Washington, 
D.C., area; Shannon Moore-Cardoso, 
a mapmaker who’s lived all over the 
United States; and Terri O’Hare, creator 
of the Facebook page Ramps from Hell 
and a constant challenger of the ADA’s 
boundaries in Albuquerque, New Mex-
ico, and beyond. 

HAS THE ADA MET  
EXPECTATIONS?
“I would say yes,” says Lex Frieden, 71, 
a quad who is a professor at The Uni-
versity of Texas Health Science Center 
at Houston and director of the Inde-

pendent Living Research Utilization 
Program. He headed up the National 
Council on Disability back when the 
Americans with Disabilities Act was 
just an idea, and it’s no exaggeration to 
say there might not be an ADA if not for 
him. “There’s been a sea change in the 
way people in the public view those of 
us with disabilities, at least those of us 
who are active and participating in the 
community.” 

Today, many Americans take curb 
cuts, disabled parking, and reserved 
seats in stadiums and theaters for grant-
ed. Younger people might even think 

GREAT (BUT REALISTIC) EXPECTATIONS: 

THE ADA AT 30
B Y  J O S I E  B Y Z E K

“It’s a monumental, 
pivotal law. Without it 

I would not have the 
rights that I have. But it 
can be improved upon. 

The work is not over.”
— Ola Ojewumi

ADA30
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these architectural features always ex-
isted. “Like on a bus, the seats that fold 
up, many of them believe, ‘that’s nice, 
look what they’ve done.’ But it wasn’t 
nice,” says Frieden. “It was done because 
the law required them to. There has been 
a significant impact by the ADA.” 

Albuquerque advocate Terri O’Hare 
isn’t as positive as Frieden. “If cities, gov-
ernments and private business would 
actually follow the ADA, the U.S. would 
be far more inclusive and accessible,” 
says the creator of the sarcastic Face-
book page Ramps From Hell. She’s re-
sponsible for local venues, such as trails, 
being made accessible and, although 
she’s a wheelchair user with muscular 
dystrophy, her most recent fight has 
been about making her city’s public 
“One Albuquerque” artwork accessible 
for people with visual impairments. 

The 17,000-pound sculpture of the 
phrase “One Albuquerque” has the A, 
L and B letters sticking out at exactly 
the right height to bop some innocent 
blind pedestrian in the head. The city 
tried to resolve this by putting ropes 
around the typographical monolith, 
but a white cane could easily slip un-
derneath. Anyway, the plaza’s not stiff 
enough to hold that much weight, and 
officials are trying to figure out where it 
should go instead. 

O’Hare, 62, resents having to keep 
fighting discrimination. “If so many 
of us didn’t have to haggle with city of-
ficials and employers about rights that 
were passed as federal law 30 years ago, 
we’d be able to focus on the more excit-
ing aspects of disability and access cul-
ture,” she says. “But we’re still having 

to write emails and call city planning 
directors and CEOs about obvious fail-
ures to meet compliance.”

GROWING UP  
WITH THE ADA
Shannon Moore-Cardoso, who has 
rheumatoid arthritis, was 13 when the 
ADA passed and says that for her whole 
life most places in America have been 
at least somewhat accessible. Her wife is 
from Portugal, and together they have 
lived in Europe, on the West Coast 
and now in Gulfport, Florida. When 
she thinks about whether the ADA has 
met expectations, she mentally flips 
through the maps of places she’s lived. 
Access in San Francisco constantly 
puts East Coast efforts to shame, and 
Florida is OK. Despite being friendly 
and charming, Portugal — which is not 
bound by American laws — was chal-
lenging access-wise. 

“Over there, sometimes the only 
place you can go to the bathroom is a 
gas station or something crazy like that, 
so you really have to plan ahead,” says 
Moore-Cardoso. Even American joints 
like McDonald’s don’t follow the ADA 
in Portugal. “The only place that does 
is Hard Rock Cafe, because it’s a photo-
copy of the ones here in America.” 

It was Portugal’s spotty access that 
led Moore-Cardoso and her wife, Joa-
na, to create their company’s product, 
Effortless City sidewalk pocket maps. 
Their inspiration came from a meeting 
with a paralyzed cousin of Joana’s. “He 
was super-depressed, so I went to meet 
him and give him a wheelchair person 

pep talk because nothing there was ac-
cepting and open for him,” says Moore-
Cardoso. “But even in Portugal, if you 
really try to figure it out and determine 
a route, you can go to this place and you 
can go to that place. So we thought, we 
need to make maps of accessible routes, 
so people know they can have a life.” 
Their cousin ended up coming out to 
California, and his life did turn around.  

Ola Ojewumi was born the year the 
ADA was passed and says, “It’s a monu-
mental, pivotal law. Without it I would 
not have the rights that I have. I’ve used 
it to advocate for myself as an employee 
and student in public school and col-
lege. But it can be improved upon, par-
ticularly for children with disabilities. 
The work is not over — it’s not done.”

When she was 11, Ojewumi survived 
a heart and kidney transplant. “Three 
years later, I’m in high school and they 
refused to give me an elevator key, and 
they wouldn’t put my classes on the same 
floor. I passed out twice trying to get to 
classes, and I got lower grades because I 
was late to class. I knew if I was a 15-year-
old white girl, none of that would have 
happened — I would have been treated as 
a hero for surviving two transplants. But 
to my school and the white administra-
tors, I was a nuisance,” she says. 

The Individuals with Disabilities in 
Education Act covers the right of stu-
dents with disabilities to receive a free 
and appropriate public education, and 
the ADA requires school buildings to be 
accessible. If they’re not, then reasonable 
accommodations — like those Ojewu-
mi requested — must be permitted. 

Ojewumi’s government teacher en-

Shown in both photos are Lex 
Frieden and President George H. 

W. Bush, who remained friends 
through the years. 
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couraged her to speak to the school 
board, which she did, telling them, “I 
couldn’t get an elevator key. I survived 
all of this and can’t get to class. I have 
to wait for a teacher, and I wait and wait 
and miss the bell and get detention.” 
Then, when she learned what the ADA 
was and that she could use it to get that 
key, she says, “It was game over. I started 
fighting for myself and other students 
with disabilities, and the school board 
appointed me to the Disability Inclusion 
Advisory Board for over 150,000 stu-
dents in my county.”  

IN WHAT WAYS IS THE 
ADA LAGGING? 
There have been great strides in the 
area of transportation, as buses, trains, 
planes, and — in some places, anyway 
— subways have become accessible. But 
then along came ride-sharing compa-
nies like Uber with their goofy argu-
ment that because they use a phone app 
to connect drivers with riders, they’re 
somehow not transportation providers. 

This argument wreaks havoc in 
Ojewumi’s budding public policy ca-
reer, and she is one of several witnesses 
testifying against Uber in an accessibil-
ity lawsuit. “It takes me an hour to get 
a WAV, and a nondisabled person gets 
picked up in two minutes,” she says. “I’ve 
missed speaking engagements, includ-
ing opportunities to speak alongside 
of Rep. Nancy Pelosi and Sen. Chuck 
Schumer because I couldn’t get a ride.”

Disabled people are a huge customer 

base, and any transportation company 
that understands this stands to do quite 
well for itself. Instead, “They’d rather 
spend money fighting us than making 
money. We have a base and a major law 
that we can use to advocate for equal 
transportation, but we still have to fight 
these corporations for accessibility,” 
says Ojewumi. “I shouldn’t have to con-
vince you of my humanity. I am a dis-
abled person, and together we are a ma-
jor market, so why are you fighting us?” 

Frieden concurs with Ojewumi, re-
ferring to ridesharing’s scofflaw attitude 

as “the whole Uber fiasco.” But, he says, 
“I am not convinced the ADA has failed 
here. I think the courts have failed to 
uphold the ADA in regards to com-
plaints about Uber and other groups 
like that.”  

He’s also disappointed in how stub-
bornly the area of employment has 
resisted compliance with the law. “In 
some respects, I believe the awareness 
of employment discrimination has been 
significant, as employers are more aware 
of discrimination than they were before 
the ADA,” he says. “My concern is that 
they, whether by intent or not, practice 
a kind of subtle type of bias that you can 
only see by looking at disparities.”

Let’s say three highly-qualified peo-
ple have all made it to the top of an HR 
pile and all are called in for interviews, 
but one has an obvious disability. “I 
think there’s a high likelihood that one 
without disabilities will be determined 

to be most qualified, regardless of the 
facts, and it’s very difficult to question 
that kind of judgment,” he says. Em-
ployers certainly have a right to choose 
who they believe will move them closer 
to their goals, “but when you look at the 
whole big picture, you see it results in 
discrimination. I’m at a loss to know 
how to legislate that.

O’Hare focuses on public accom-
modation violations. “Today I drove 
by a new dining and entertainment 
complex with shipping containers as its 
design core. It opened a week ago,” she 
says. The parking lot is done all wrong 
because the architect and site planner 
ignored the ADA, which the city didn’t 
catch when it gave the business a certifi-
cate of occupancy. Once a complaint is 
filed, the pathway to the restaurant will 
have to be leveled out, and more acces-
sible parking spots are going to have to 
be designated. 

“There is no excuse for this 30 years 
after ADA,” she says. “If I took my 
city’s violations of ADA, which are in 
the thousands, and multiplied them by 
other cities, we’re looking at so much 
ignored physical access compliance that 
it’s maddening.”

And then there are the programmat-
ic issues, as all the cultural events and 
venues of a thriving city — such as plays 
and zoos and parks and libraries and 
museums — must be accessible. “They 
groan when reminded, and even when 
they say they’ll involve the disability 
community ‘the next time’ in the plan-
ning, they tend not to,” says O’Hare. “I 
think until folks stop seeing disability 
as an ‘othering’ thing, but as something 
that can and will happen to them, their 
kids, and their parents, there’s little in-
centive to get engaged and excited about 
what it can mean.” 

Moore-Cardoso grew up in New 
Jersey, where her mother fought for her 
to get an education. “My school didn’t 
want to provide me with a wheelchair 
bus,” she recalls. “They’d say, ‘We don’t 
have to do that,’ and she’d say, ‘Yes you 
do,’ and she’d go to our congressman 
to enforce it. But even here in Florida, 
where I live, there are three pools near-
by, and not one has a lift. That’s a tough 
thing about the ADA. In some places 
it’s awesome, and in other places they 
don’t really care.” She says her apart-

Terri O’Hare 
enjoys the trail 

that her advocacy 
helped to make 

accessible.  



ment complex even made her pay for a 
little baby ramp to put over her apart-
ment door’s threshold. “State by state, 
when it comes to accommodations, 
you’re really gambling.”  

WHAT COMES NEXT  
FOR THE ADA?
Moore-Cardoso hopes that ADA com-
pliance becomes uniform across the 
United States, and even overseas, as 
more nations adopt American-style 
access. “I’ve lived in a lot of different 
places: New York, New Jersey, Ohio, 
California, Florida …  California was 
amazing. But everything is about 
awareness,” she says. “We need to com-
pare, state to state, and have a place to 
talk about the differences. Why can 
some have an amazing light rail system, 
and in New York City you can’t even use 
the subway? It doesn’t make any sense.”

Frieden wants a focus on inequities 
in the health care system. “The pan-
demic experience has unmasked a lot of 
gaps in the ADA to the extent that there 
has been evidence of discrimination in 
regards to health care,” he says. “I be-
lieve it’s now more clear than ever that 
the ADA should include a title on non-
discrimination in health care.” 

He suggests that title should speak 
more clearly about alternatives to insti-
tutionalization. “When you look at the 
numbers of people in nursing homes 
who have died, the major difference be-
tween the two groups is disability,” he 
says. “You might say it was both disabil-
ity and age, but we have data that points 
to disability.”

Ojewumi says an end to submini-
mum wages would be great, as would 
an end to Medicaid work requirements. 
But her heart is with our future: stu-
dents with disabilities. “I’d like to see 
accommodations made so part-time 

students aren’t penalized,” she says. 
“That was a problem for me because I 
was hospitalized three times my final 
semester of college, and it affected ev-
erything. Being forced to be full time to 
keep my scholarship, it stressed me out. 
Meet students where they are, so they 
don’t fall through the cracks.” 

Also, she wants to see an end to 
racism and its associated ableism in 
public policies, especially health care. 
“We see with COVID-19, how many 
more black people have died because 
of medical racism. I want race issues 
on the forefront,” she says. “If racism 
wasn’t so prevalent, then the govern-
ment wouldn’t think disabled people 
could live on $780 a month on SSDI. All 
of this is because of anti-black ‘welfare 
queen’ public policy.”   

O’Hare wants to see disability arts 
strengthened, as they are a potent way 
to influence our broader culture. “I am 
heartened by the many disabled art-
ists, writers, performers and movement 
voices I see who are pushing ADA and 
access beyond ramps and moving dis-
ability inclusion into cultural areas,” she 
says. She cites high-quality memoirs be-
ing published, such as Corbett O’Toole’s 
Fading Scars and Alice Wong’s anthol-
ogy, Disability Visibility, and films like 
Crip Camp, which broke through into 
the mainstream. “This is where the 
riches lie. The creative output and exam-
ination occurring in our movement is so 
powerful. This is how we will connect to 
a larger public and also create space for 
those coming up or going deeper into 
their current experience of disability.” 

Predicting the Future of the ADA
BY JAMES WEISMAN

“By the year 2000, after 25 years of every school system in the United States complying 
with the Education for All Handicapped Children’s Act (now known as the Individuals 
with Disabilities Education Act), people with disabilities will be completely assimilated 
into the population at large. They will be fully employed. They will be university presi-
dents, romantic leads, politicians and office workers.” 

Certain that mainstreaming children with disabilities into public schools in the 
most integrated setting appropriate to their needs would dismantle disability dis-
crimination forever, I gave the above prediction as a new lawyer 43 years ago. By 
1990, it was clear that despite 15 years of IDEA, and well over 30 states having ad-
opted anti-discrimination laws protecting those with disabilities, we still needed 
the ADA.

Correctly predicting the future of ADA advocacy is probably more about co-
incidence than foresight. But it is safe to say that, either directly because of litiga-
tion or the expectation of access and inclusion that’s been created by the law, the 
overwhelming majority of places, things, jobs, and organizations will become ac-
cessible and inclusive. There is no logical argument that supports discrimination 
on the basis of disability.  

We always win access battles. Some of them, like the taxi issue in New York, take 
20 years. But with effective advocacy, inaccessibility and exclusion always yield to 
accessibility and inclusion. Employment, housing, public transportation, and the 
education system will look different 30 years from now, but it will all work for peo-
ple with disabilities because of ADA. 

Perhaps the ADA’s greatest accomplishment is raising the expectation levels 
of everyone about people with disabilities’ potential for satisfaction and achieve-
ment. So, as these questions are asked — Will rideshares and autonomous ve-
hicles be accessible? Will space travel be accessible? Will people with disabilities 
be captains of industry? — keep answering yes to everything. Because eventually, 
you will be right. 

James Weisman is the CEO of United Spinal Association, of which New Mobility is the 
membership publication.
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The ADA makes me grieve for my 
grandpa who died in 1977. He used a 
wheelchair all the years I knew him. 
Fast forward 13 years as the ADA ar-
rived exactly when I needed it: It was 
signed when I was in the hospital for the 
first time due to MS. For my entire adult 
life, I’ve benefited from this great civil 
rights legislation. Because of it, it’s not 
often that I feel the bitter sting of exclu-
sion. But when I do, I think of my Opa, 
who rarely got to sit beneath the open 
sky, had no adaptive technology and 
lived constantly with that bitter sting. 
My Opa makes me more grateful for the 
ADA and even hotter to fight those who 
are chiseling away at it.

JOHN MOHLER
Bolingbrook, Illinois

I have been a T8-9 para since 1975 and 
believe me the changes have been like 
night and day. Before the ADA, going 
to a washroom in a large establishment, 
like a shopping mall, was a challenge 
and small restaurants were a joke. Being 
able to get on a bus or public train was a 
dream. Curb cuts and public buildings 
with doors I could go through were lux-
uries. While there still needs to be more 
done, life’s much easier since the ADA 
was passed. 

BRUCE HAGAN
Huntley, Illinois

I am a C6 quadriplegic, and I use a pow-
er chair. My accident was in 1994, so I 
don’t know how life for disabled people 
was before the ADA. It might have been 
a lot worse. I just know from my expe-
rience that the ADA should have been 
made stronger and fully enforced by 
now. It is the only civil rights legislation 
that I know of that after 30 years is still 

REAL LIFE ADA 
ADA30

WE’VE COME SO FAR TO HAVE SO FAR TO GO
Perspectives from leaders and readers

We are certainly better off with the ADA than without it, but a lot of the 
time the regulations are just something that looks good on paper. And, 
when it comes to practice, enforcement tends to end up being more work on 
our shoulders as disabled people. 

To visually represent this, I riffed on M.C. Escher’s famous lithograph 
print, of staircases that go nowhere (and ultimately are useless). I want to 
represent something that is technically there, but not really practical, much 
like Escher’s House of Stairs. I was thinking of extremely steep ramps that 
go into each other, interspersed with stairs, and other visual cues of halfway 
ADA-accessible situations — too-high grab bars, etc. I don’t want it to be a 
representation of complete uselessness because that’s not at all what I think 
of the ADA; I just want to show the complication and nuance that come 
along with it that I think are important to reflect on.

AMANDA RUSSEL 
Portland, Oregon

A R T I S T ’ S  T A K E
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not fully enacted and enforced. 
My wife and I were in a financial 

bind, and we were going to lose our ful-
ly-modified wheelchair-livable home. 
There are no apartment complexes in 
my city that have wheelchair-livable 
apartments. Not even the ones where 
you have to be old or disabled. Shouldn’t 
these things be covered under the ADA?

When the Arby’s in town was re-
modeled, they completely put in a new 
sidewalk that does not have curb cuts! If 
the ADA had teeth and was enforceable, 
this would not happen. There have been 
several other buildings in town with 
new owners. They all remodeled, but 
have no ramps to get into their stores. 
The ones I have gone to will put up a 
portable ramp. This would have been 
perfectly acceptable when the ADA 
was just passed, but 30 years later, they 
should put in a permanent ramp.

I’m not all negative about the ADA. 
It made a big difference for people with 
disabilities — it just fell way short of 
what it could have been.

CRAIG A. BRADBURN
Muncie, Indiana 

Twenty-four years ago, as I was ap-
proaching the start of kindergarten, 
my family learned I couldn’t go to the 
elementary school nearest my home be-
cause it had two levels and no elevator, 
and I can’t climb stairs. Today, our lo-
cal paper published an article with the 
headline “Uplifting Progress” because 
the school I couldn’t go to all those 
years ago is just now getting around to 

installing an elevator to com-
ply with the Americans with 
Disabilities Act. 

Can I appreciate progress? 
Of course. But July 26 is the 
30th anniversary of the pas-
sage of the ADA. The school 
already had five years to com-
ply by the time I came along, 
but it took another two de-
cades to pass a budget includ-
ing funding for an elevator 
(that happened in 2015) and 
still another five years after 
that to begin installing it. It 
took 30 years to fix some-
thing they knew was a prob-

lem ... or maybe they didn’t think it was 
a problem at all.

EMILY LADAU
Editor, Rooted In Rights 

In 1995, when I was walking on crutch-
es (from polio in 1945), and working 
for a community college, I fell on the 
job. The job non-renewed my contract, 
stating they thought I’d fall again, even 
though I used a wheelchair from the ac-
cident. I sued, and in the course of the 
lawsuit, there was a ruling from the Su-

preme Court that found you could not 
sue a state agency for an ADA violation 
[Board of Trustees of the University of 
Alabama v. Garrett, 2001]. We contin-
ued with the lawsuit in the state court 
system and I won, but it took 10 long 
years to get to that win. 

The change in the ADA really 
crippled my case, and my win left me 
exhausted. The defense made every at-
tempt to malign me and engaged in 
endless delays. The college was com-
pelled to offer me another position, but 
with my reputation ruined where all 
this had taken place, I had no intention 
of returning to accept the position.

SUE FOSTER-JOHNSON  
Pine Mountain, Georgia

Upon retiring in 2013, I moved with my 
partner from California to Pennsylva-
nia and then Florida. I discovered in 
this process that the level of ADA en-
forcement is directly related to the val-
ues held about disability independence 
by a community. In California, I had 
the expectation of 80% wheelchair ac-
cessibility. I never had to think much 
about going to restaurants, bars, shows, 
stores, etc. My assumption was that 

Craig Bradburn

Richard Salsgiver
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they would be accessible. If I discov-
ered a rare facility that was not, I had 
not only California law and ADA, but 
the community’s value of disability in-
dependence working with me to rectify 
an intolerable situation. 

Very soon in Pennsylvania, I discov-
ered that you can maybe expect 40% ac-
cessibility and no sense of accountabil-
ity. Not only are places inaccessible to 
wheelchair users, but also the folks who 
run them have no clue that they should 
be. For example, Pam and I wished to 
go to a bookstore coffeehouse in a little 
village in Eastern Pennsylvania. Having 
discovered the “40% rule” of Pennsyl-
vania, I called ahead and asked if their 
facility was wheelchair accessible. The 
young woman on the phone said it was, 
and that there were only six steps up the 
front. I replied that the ramp must be 
in the back. “No,” she said. “There are 
12 steps in the back.” After talking with 
her for literally half an hour, I finally got 
her to concede that the place was not 
wheelchair accessible. Behind her lack 
of awareness was the value that wheel-
chair users should not be independent 
but always come with a “helper.” Flori-
da is better, but not by much. 

Without the political/legal forge that 
characterizes the independence move-
ment that occurred in California, the 
Americans with Disabilities Act will 
not be enforced uniformly. 

RICHARD O. SALSGIVER
Professor Emeritus,  

California State University, Fresno

ADA is a joke!
First, the federal government exempt-

ed itself from having to follow many ADA 
guidelines. I have experienced so many 
violations in VA hospitals, VA centers and 
military hospitals, and there is nothing 
to do since federal agencies and federal 
properties are exempt from the ADA.

Secondly, in the civilian world as 
well, in both public and private busi-
nesses, very few places are actually 
wheelchair accessible. The vast majority 
of places and businesses think they are 
ADA compliant by putting up a small 
blue sticker with a wheelchair on it on 
their window, but they are not at all 
ADA compliant!

Finally, reserved accessible parking 

spots are a total joke too.  There is so 
much abuse! Most of the time, I don’t 
find any disabled parking spots because 
they are all taken either by people ille-
gally parked without any placard (usu-
ally young people who have no respect 
for any laws) or by people who fake it 
and have no mobility disabilities what-
soever and can walk and run without 
any assistance.  I personally don’t care 
to park near an entrance, but I need 
the extra space to get in and out of my 
vehicle and to operate my wheelchair 
lift.  They might as well just eliminate 
these reserved spots since they are nev-
er available for genuine disabled people!

BERNARD NOEL
Honolulu, Hawaii

I am 76 years old and have been a wheel-
chair user for nine years. I had no idea 
how difficult it was to go anywhere in 
a wheelchair and how many exceptions 
there were in the ADA. 

Six years ago, I moved to Wilming-
ton, Delaware. When I couldn’t get into 
several new retail locations, I was told 
that they didn’t own the buildings. I 
then contacted the building code offi-
cial, and I was told that the design of the 

entrances was permitted under ADA 
rules. When I complained to my bank 
that I couldn’t handle their front doors, 
their solution was to put an unmarked 
bell on the building. I ring the bell and 
someone comes to open the door.

I find the ADA to be very limiting. 

GEORGE OPPENHEIER
Wilmington, Delaware

I am grateful every day for the ADA and 
its legal framework. However, I think 
some aspects of its impact are lagging 
and long overdue. I am constantly faced 
with doctors’ offices, stores and schools 
that are entirely inaccessible. Recently, I 
have noticed ads for teaching positions 
and desk jobs, such as grant writer, that 
state candidates must be able to lift 20 
pounds. Why? To keep out qualified 
candidates who have mobility impair-
ments that have no impact on these 
jobs? That is a civil rights violation, but 
when I reached out about this to the 
ADA National Network, their response 
was that employers are allowed to post 
any restrictions they want. I find this 
very alarming. 

L. MAFFEI
Cedarhurst, New York

Over the last 20 years 
of being in a wheel-
chair, I’ve consistently 
wished that the inter-
pretation of the ADA 
was more human-
centered. I wanted to 
focus on portraying 
the human resilience 
that is behind every 
letter of the law. This 
is the first piece of 
work I’ve done with 
a disability theme. 
Creating it makes me 
want to do more in 
the future and flush 
out my rather nu-
anced message.

EMILY MCQUEEN
Portland, Oregon

A R T I S T ’ S  T A K E
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The ADA is 30 — that statement 
conjures thoughts profound 
and emotional. The anniver-
sary of the groundbreaking 

federal civil rights legislation is reason 
for celebration because humankind is 
better when we remove barriers that 
prevent people from living their lives to 
the fullest. 

But those barriers didn’t bring 
themselves down. That took sustained 
advocacy by many dedicated people 
with disabilities. We reached out to a 

group of them and asked them to share 
their thoughts and advocacy accom-
plishments. 

DAVID CAPOZZI
Executive Director, U.S. Access Board

David Capozzi has been the executive di-
rector of the U.S. Access Board since 2008 
and a staff member since 1992. “I can 
remember before the ADA was passed,” 
says the T7 para. “In the early ’80s, you 
would have to call movie theaters, restau-

rants, any place, to see if it was accessible. 
Now I assume it’s accessible.”  

The ADA’s effect on public trans-
portation, especially on buses, is one 
of the biggest successes of the ADA. 
Fewer than 5% of public buses were 
wheelchair accessible prior to the ADA’s 
adoption in 1990. “Now, 100% of fixed-
route buses are accessible, and generally 
they are low-floor buses with ramps, so 
there isn’t a cumbersome lift to break.” 
he says. “You don’t have to wait for ev-
ery other bus to come along and hope 
the lift isn’t broken.”

In addition to transportation being 
improved, Capozzi says recreation op-
portunities have increased infinitely, 
thanks to the ADA. “Before the ADA, 
playgrounds were not accessible for 
adults or children with disabilities. In 
the 1990s, we wrote regulations, and 
now you see more poured-in-place rub-
ber surfaces, and the equipment is more 
accessible than it was before,” he says. 
Also, now there are more beach access 
routes, beach chairs, and accessible sta-
diums and arenas. “Before the ADA, 
you were lucky to have a stadium where 
you could find a wheelchair accessible 
seat at all. Now, we address sightline 
over standing spectators, and accessible 
seating dispersed throughout the facil-
ity — because of the ADA.”

ROSEMARY CIOTTI
Disability Health Care Consultant
Twenty-five years ago, nurse practitioner 
Rosemary Ciotti was pregnant with her 
second child when an inflammatory dis-
ease similar to MS gave her stroke-like 

THE ADA  
ENFORCERS
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symptoms and ultimately quadriplegia-
like loss of limb use. “We moved from 
a big house into a condo in Arlington, 
Virginia — moving to the land of ADA 
activists,” says Ciotti, who uses both a 
manual and power chair for mobility. “I 
had a baby on my lap, my speech was still 
slurred, and I was getting stuck in eleva-
tors. These activists got me off the couch 
and into activism. They taught me that 
I had rights, that I didn’t have to miss 
four elevators while nondisabled people 
crammed ahead of me.”

Since then Ciotti has campaigned for 
everything from automatic door openers 
at medical centers to more roll-in show-
ers in public and private sector multi-
family buildings. Housing advocacy is 
tough because there is no one strong 
law that covers all aspects of renting and 
home ownership: The ADA covers public 
areas in developments, the Fair Hous-
ing Act outlaws discriminating against 
people with disabilities and also requires 
a certain amount of accessibility in multi-
family homes, and Sect. 504 of the Rehab 
Act requires a certain percentage of pub-
lic housing units to be accessible. 

When Ciotti first became interest-
ed in increasing accessibility in pub-
lic housing high rises, she learned to 
combine these laws. She served for 10 
years on the Arlington County Plan-
ning Commission and was successful 
in securing 75 roll-in showers in units 
in new buildings. Her goal is to increase 
the federally-mandated number of ac-
cessible showers from 2% percent to 4% 

and then ultimately 10%.
“A more accessible bathroom allows 

people to age in place, and gives them 
dignity and a clean shower — whether 
they are a veteran returning home with 
a major SCI injury or a person who sim-
ply ripped up their knee on a ski trip,” 
she says. “We have the ADA, but your 
community is only as accessible as you 
insist it will be.”

KELLEY SIMONEAUX 
Founder, Spinal Cord Injury Law Firm 
Kelley Simoneaux, a T12 para, lives in 
Washington, D.C., where she was de-
nied a ride by an Uber driver. “That 
catapulted me into starting my own law 
firm,” says Simoneaux, who sued the 
rideshare company. 

She is concerned that the gig econ-
omy, which was not in existence when 
the ADA was adopted, is going to erase 
many gains made under the ADA, be-
cause app-based companies aggressive-
ly claim they are exempt from it. “Like 
micromobility — the sidewalks are lit-
tered with scooters that create barriers,” 
she says. “And Airbnb is largely inac-
cessible. We are going to have to look 
at regulations that speak to how people 
with disabilities fit into the tech-based 
world. We all need to commit during 
the next 30 years to making sure tech-
nology improves the lives of people and 
is not a barrier.”

BILLY ALTOM 
Executive Director, Association of 
Programs for Rural Independent Living
Effective advocacy is different once you 
get outside the city, says Billy Alton, a 
T1 para based in Little Rock, Arkansas. 

“There is a huge difference in how 
you enforce the ADA in rural areas 
versus urban,” says Alton. “In an urban 
setting, if I go to a store and it’s not ac-
cessible, I can file a complaint, or I can 
go 10 blocks down the street and get 
what I need at a place that’s accessible. If 
I’m in rural America and I need to buy 
pig feed and there’s only one place in the 
county to buy that and it’s not accessi-
ble — I may need to build a relationship 
with the owner and negotiate a way of 
making things accessible.”

Alton says he never goes to explain 
accessibility modifications to a business 
owner without a copy of the Ameri-
cans with Disabilities Act Accessibility 
Guidelines in hand. “I want to work with 
the person. Maybe they always wanted 
to build a new door, and now they can 
understand how to make it compliant, 
and maybe they can even use it as a tax 
write-off,” he says. “My mindset is to 
give the person the tools to help them, 
to let them make modifications that are 
cost-effective, so they see me and the 
ADAAG as an asset.” 

Rosemary Ciotti

Billy Altom

Kelley Simoneaux 



J U L Y  2 0 2 0   3 3

VICTOR CALISE 
Commissioner, New York City Mayor’s 
Office for People with Disabilities 
Victor Calise, a para, has served under 
two administrations as the Commis-
sioner for the New York Mayor’s Of-
fice for People with Disabilities. “As we 
approach the 30th anniversary of the 
signing of the ADA, I am proud that 
we have made great strides to increase 
accessibility and to prioritize disability 
rights in the City’s policy agenda,” he 
says. Among his office’s accomplish-
ments are:
• A city building code that goes above 
and beyond the mandates set forth in 
the ADA.
• The Taxi and Limousine Commis-
sion has steadily increased the number 
of wheelchair accessible taxis. Also, it 
passed regulations to mandate wheel-
chair accessibility in all for-hire vehicle 
bases, including ride-hailing app com-
panies.
• An increase in accessible and afford-
able housing units by ensuring that a 
percentage of units in new affordable 
housing developments are set aside for 
people with disabilities. All units in 
new construction are adaptable, should 
a disabled tenant require reasonable ac-
commodations.
• The NYC: ATWORK initiative that 
connects a talent pool of PWD to liv-
ing-wage jobs and internships that meet 
their qualifications.

HEIDI JOHNSON-WRIGHT
ADA Compliance Professional
Heidi Johnson-Wright has used a pow-
er wheelchair for mobility for 35 years. 
She graduated from law school and got 
married — to this writer — all before 
the ADA was enacted.

“One of the big challenges is getting 
people to understand that the ADA 
is a civil rights law and not a building 
code. While people are a lot more in-
formed today, there are still those who 
hear ‘ADA’ and think it consists solely 
of curb ramps and restroom stalls,” she 
says. “So, it’s my job to explain how the 
ADA applies to access to programs and 
services. For the most part, people want 
to do the right thing. They sometimes 

feel awkward around people with dis-
abilities and are looking for guidance.” 

Johnson-Wright, who has rheuma-
toid arthritis, started her first job out 
of law school when the ADA was brand 
new. She made a simple written request 
for a toilet seat riser and door open-
ers for the restroom and the building’s 
main entrance. Weeks went by with no 
action, and her state agency employer 
seemed to have zero understanding of 
the ADA. That led Johnson-Wright to 

file a state civil rights complaint.
“When my boss found out, he 

flipped out and screamed at me,” she 
recalls. “Ultimately, I got the toilet seat 
riser, and a security guard was assigned 
to help me with the building entrance. 
I never got a door opener for the rest-
room. Such behavior would be incon-
ceivable in today’s climate.”

Now with 30 years under the ADA, 
Johnson-Wright says people with dis-

abilities know their rights and are as-
serting them. “I’m happy to see young 
folks speaking freely about disability 
life without shame, sharing info on so-
cial media. That’s what we need to do: 
to keep telling our stories. For too long, 
others have told our stories for us, sto-
ries that reduced our civil rights to dol-
lars and cents,” she says. “Don’t apolo-
gize for being disabled. Don’t hide in 
the shadows. We need more than just 
the ADA. We need to keep pushing the 
cultural shift forward.”

“I’m happy to see young folks 
speaking freely about disability 
life without shame.”

Victor Calise

Heidi Johnson-Wright



Whether flying missions as a 
P3 anti-submarine aircraft 
pilot, serving as commander 

of America’s most controversial military 
prison in Guantanamo Bay or directing 
the White House Situation Room, over 
his 35-year career, Navy Rear Admiral 
Kyle Cozad has navigated through some 
of the most stressful and consequen-
tial situations that a person could find 
themselves in. Thanks to those experi-
ences, in 2017 the Navy selected him 
as the chief of education and training, 
responsible for bringing newly-minted 
recruits in from the streets and instill-
ing in them the skills, knowledge and 
attitude they need to do their jobs as 
full-fledged sailors.

Cozad was eight months into this as-
signment when an unlucky fall in his 
kitchen caused a spinal cord injury at 
T12-L2. If this accident had occurred in 
years past, all of Cozad’s experience and 
skill probably wouldn’t have outweighed 
the fact that he now needed a wheelchair 

to get around, and a Navy review board 
would have medically discharged him. 
However, thanks to a combination of 
his own tenacity and stellar record, and 
the Navy’s push to modernize itself, Co-
zad has continued on as the Navy’s chief 

educator. In doing so, he has become one 
of the few active duty service members 
to use a wheelchair and a case study for 
the idea that physical disability shouldn’t 
automatically disqualify you from the 
military. 

I MIGHT MAKE A CAREER 
OUT OF IT
Cozad grew up in Las Vegas, and was 
good enough at basketball that he was 
recruited by a number of schools, in-
cluding the United States Naval Acad-
emy. He was drawn to the Academy 
because of a neighbor who was an Air 
Force pilot, and the idea of becoming a 
Navy pilot himself appealed to his sense 
of service and desire for adventure.

Basketball turned out to be a means 
to an end — he played for the junior 
varsity team while at the Academy in 
Annapolis, Maryland, and graduated 
in 1985. Cozad met his wife, Amy, just 
before his senior year at the Academy, 

and they were married a 
year later. After school, 
he went to his initial flight 
training and officially be-
came a pilot. At that point, 
Cozad planned to spend a 
few years in the Navy be-
fore moving on to fly for a 

commercial airline. But his second as-
signment landed him as an instructor 
in Nova Scotia, where he worked with 
the Canadian Airforce. 

“Amy and I both realized how much 
we really missed being in the United 

States Navy. We missed our squadron 
environment and the camaraderie,” he 
says. “So with that, we kind of made 
this decision that we’d go one tour at a 
time and stick in the Navy until it was 
no longer fun. Thirty-five years later, 
here we are. Don’t tell her, but I think 
I’m going to make a career out of it.”

Over the course of that career, Co-
zad has flown operational missions in 
his P3 Orion antisubmarine aircraft, 
and served as a flight instructor and a 
squadron commander. Cozad’s cur-
rent boss, Vice Admiral John Nowell, 
has known him for almost two decades. 
“What’s always impressed me with Kyle 
is his ability to form a team and to lead 
in a positive fashion. No matter what the 
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KY LE 
COZAD: 
A PROFILE IN TENACITY

“What always impressed me about Kyle is  
his ability to form a team and to lead in a  
positive fashion.”

U.S. Navy photo by 
Carla M. McCarthy/Released

Above: Rear Admiral Kyle Cozad congratulates two Naval Education and Training Command Excellence in Safety Award recipients.



challenge, he has approached it with a 
very even keel, where he gets the job 
done and gets it done quite well.”

From 2009 to 2011, Cozad served 
first as deputy director, then as se-
nior director of the White House Sit-
uation Room, the fortified bunker in 
which the president, cabinet and top 
military brass handle the most high-
level threats America faces. He was 
there when President Obama autho-
rized the raid that killed Osama Bin 
Liden. Cozad’s duties involved the 

J U L Y  2 0 2 0   3 5

Cozad updates Secretary of the Navy Richard 
V. Spencer about the latest approaches for 
building a talented fleet by taking recruits 

from “street-to-fleet” and transforming them 
into highly-skilled, combat-ready sailors. U
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Above: Rear Admiral Kyle Cozad congratulates two Naval Education and Training Command Excellence in Safety Award recipients.



behind-the-scenes logistics — moni-
toring attendance, setting up com-
munications links and disseminating 
intelligence — for what he describes as 
“a zero-fail environment.” 

Cozad relished his role. “You jump in 
the Metro there in D.C. or drive yourself 
home, and you just think about and pro-
cess the incredible things you contributed 
to that day,” he says. “There is a huge sense 
of satisfaction that you’re making a differ-
ence at a really high level.”

From the situation room, Cozad 
moved on to other high-level assign-
ments: studying “undersea warfare and 
dominance in the future” at the Naval 
Operations Strategic Studies Group; 
working on global formations deploy-
ment at the Joint Chiefs of Staff; head-
ing the entire Maritime Patrol aviation 
community as they transitioned from 
using the P3 aircraft that Cozad trained 
on to the new P8 Poseidon jet. His 
highest-profile post was commanding 
one of the most famous prisons in the 
world — the detention center at Guan-

tanamo Bay, a mission he describes as 
“really difficult, challenging and often 
misunderstood.”

It’s hard to imagine a military ca-
reer more diverse than Cozad’s — he’s 
been involved in operations, training, 
research and support, in roles that range 
from so low-profile that few outside 
of the military even know they exist, 
to a stage manager for one of the most 
historic moments in recent American 
history, to a public-facing leader of the 
most intensely scrutinized and secretive 

military bases in the U.S. Through it all, 
the common thread has been a commit-
ment to professionalism and service.

“He’s one of those folks where you 
just go, ‘Wow, I hope I’m as good as Kyle 
Cozad is,’” says Nowell. “You hope that 
you have the kind of respect and admira-
tion that his sailors — as well as his con-
temporaries — have for him.”

MISSION INTERRUPTED
In 2017, Cozad was tapped to lead the 
Naval Education and Training Com-
mand. The NETC recruits, trains and 
provides professional development for 
the more than 400,000 active duty and 
reserve personnel in the Navy. “It’s a 
huge responsibility,” says Cozad. “But 
the coolest thing about the job is I get to 
spend a lot of time with people who are 
brand new to the Navy, 18 and 19-year-
old sailors who have never seen the 
ocean before and are just excited to wear 
a uniform. They’re excited to serve their 
country, and to get to their first ship 
squadron or submarine.”

3 6   N E W  M O B I L I T Y

“There is a huge sense of 
satisfaction that you’re 

making a difference at a 
really high level.”

Cozad motions for the crowd to get louder during a medal ceremony at the 2019 Department of Defense Warrior Games, June 24, 2019. 
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Eight months into this command tour, Cozad was in the 
kitchen of his on-base house when he slipped and fell. He 
doesn’t remember it as a particularly hard fall, but somehow 
the impact injured his spinal cord. The day after his first sur-
gery, the neurosurgeon delivered the news that his paralysis 
was likely permanent. “I’m not unique — lots of people get 
news like that, whether it’s a battlefield injury or a serious 
illness or an injury like mine,” he says. “And at some point 
you’re faced with that decision that you have to make. You 
can lie in bed and feel sorry for yourself, and just expect other 
people to take care of you for the rest of your life, or you can 
move on and see what you can make of a dark situation.”

Cozad made it through five weeks in rehab at West Florida 
Rehabilitation Institute by leaning into the skills and habits 
he’d developed during his 30-plus years in the Navy. “I’d 
grown up my entire career with incremental goals. You’ve got 
to set goals for yourself, take things one day at a time, one step 
at a time. And literally, that became my motto.”

Then he came home. All of those milestones reached hadn’t 
prepared him for the real world. He was living in a historic, 
inaccessible house on base. For a few months, he had to live 
in a small room on the outside of the house. He was still in a 
clamshell brace and far from independent. His wife became 
his primary caregiver. “Watching her do all these things, it re-
ally gave me some motivation that, hey, I’ve got to get stronger, 
I’ve got to get better. And the first thing that I realized was how 
much I missed the Navy, how much I missed my job.” 

DEPLOYABILIT Y
The military prides itself on its ability to rapidly deploy 
a fighting force, and defines “deployability” as a spe-
cific set of physical and mental requirements. To join 
the military, and remain in uniform, personnel must 
consistently meet these requirements. Typically, it is 
hard, if not impossible, to meet some of these deploy-
ability requirements if you have a physical disability. 

Danielle Applegate is a service-disabled veteran 
who now helms VetsFirst, a program of United Spinal 
Association that assists veterans and their eligible fam-
ily members in obtaining the benefits they are entitled 
to, deserve and need. “Accession into the military is 
competitive, and there are disqualifying conditions, 
many of which are health-related. For example, child-
hood asthma, even well-controlled as an adult, may be 
a disqualifier,” she says. “The chances of being able to 
continue serving in uniform once you’ve developed a 
debilitating condition are slim.”

There are valid and practical reasons for deploy-
ability standards — a military needs its troops to be 
strong and physically fit. In practice, though, Applegate 
says that 75% of the targeted recruiting population — 
healthy, young adults — doesn’t meet military recruiting 
standards for various disqualifiers, with height/weight, 
education, criminal background, and medical history 
being the most common. Even though women can 
now serve in most all military roles, including combat, 

recruiting numbers are far 
lower for women compared 
to men. The Air Force, which 
is the service branch with 
the highest percentage of 
females, is only about 20% 
women. “It is a national 
security issue. There are not 
enough bodies to meet the 
recruiting targets of an all-
volunteer force, especially 
considering the changing 
needs of the technologically-
advancing military, which 
requires differing skills to 
meet expanding priorities in 
areas like cybersecurity and 
unmanned aerial vehicles. 
These are skills that don’t de-
pend on physical readiness 
alone, and are highly prized 
in the civilian world — and 
the military can’t compete.”
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Cozad participates in the 2019 Navy rowing trials, which give wounded 
warriors an opportunity to compete for a spot on Team Navy. 

U
.S

. N
av

y 
ph

ot
o 

by
 M

as
s C

om
m

un
ic

at
io

n 
Sp

ec
ia

lis
t 3

rd
 C

la
ss

 R
ya

n 
M

. B
re

ed
en



A CASE FOR DISABILITY
Cozad was unique in that he had extremely high-level 
sponsorship willing to facilitate his desire to return to 
his post. Vice Admiral Robert Burke was his direct su-
pervisor at the time, serving as the Navy’s equivalent 
of a human resources chief. “He was very accommo-
dating in telling me that, ‘Number one, your health 
and recovery is your first priority. But number two, 
take your time and do what you can do as far as get-
ting back to work,’” says Cozad.

Cozad says the Navy has been incredibly accom-
modating of his disability as he’s returned to full-time 
work. His staff at the NETC stepped in immediately 
after his accident. “I’ve always lived under the belief 
that you’ve got to train the people who work for you 
to be able to make a difference, and step right in that 
day that you can’t come to work,” he says. “They ran 
the organization for me without missing a beat.” Co-
zad returned part-time at first and then worked his 
way up to full-time. He still attends physical therapy 
three afternoons a week, and is allowed to make up for 
whatever he’s missed at the end of those days by work-
ing from home after his appointments.

The Navy was willing to accommodate Cozad’s new 
body, but this is still rare. Most sailors who develop a 
significant physical or mental disability have to retire 
because they no longer meet physical “deployability” 
requirements (see sidebar page 37). Working around 

A MORE 
ACCOM MODATI NG 
MILITARY?
Q&A With Navy Chief of Personnel, 
Vice Admiral John Nowell

New Mobility: How uncommon it is for someone who has an ac-
cident and winds up with a spinal cord injury or other signifi-
cant disability to continue in active-duty service?

Nowell: It is out of the ordinary. I will share with you that it’s 
not about Kyle Cozad being a flag officer — it is about the 
special skill sets that he had. But I should be very frank with 
you:  We, like the other services … pretty much you have to be 
deployable anywhere in the world at any time to do your job.

In Kyle’s case, he’s not physically qualified now to fly the 
aircraft that he spent much of his career flying. That’s not what 
the Navy needs him to do. 

I think where I’m going with this is that in the 21st century, 
as we look at war fighting, it’s very different. It’s about out-
thinking our opponents and our adversaries. In many cases, if 
you’re a cyber warrior, then I may not need you to be able to 
deploy, let’s say, like a Marine or someone else on a destroyer 
or a cruiser. We do have cyber warriors who go out on those, 
but if you have that skill set and I can put you in the right place 
ashore, in the right center to do your job, and if you have some 
kind of a medical issue, do we still have a 
place for you? The answer is, yes, we do. 
But this is a new way of looking at it.

NM: Just to be clear, you’re saying that in 
the modern Navy, there’s some rethinking 
and some need to be flexible in some of 
these physical deployability requirements 
to accommodate talents and to allow 
people to continue to serve. Is that right?

Nowell: I think that’s true. I mean, first of 
all, we know that for sailors, flexibility and 
options are very, very important, but then 
we also know that for the Navy, we need to 
be able to do it [deploy]. I will again point 
out that I’m not saying we don’t need the 
majority of our folks to fit what you and I 
would recognize as the standard deploy-
ability metrics, but it should not be, and 
cannot be, a cookie cutter approach.

NM: So there is more willingness to look at 
individual situations and see where their 
talents and skills might be able to still be deployed?

Nowell: That’s absolutely true.

3 8   N E W  M O B I L I T Y

Cozad receives a demonstration from Joyner Livingston of Science 
Applications International Corporation of a virtual-reality flight 
simulator during the Interservice/Industry Training, Simulation, and 
Education Conference. I/ITSEC promotes cooperation among the 
armed services, industry, academia and other national and interna-
tional organizations in pursuit of improved training and education 
programs, identification of common training issues, and develop-
ment of multiservice programs. 
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Cozad’s situation, says Nowell, is “a tes-
timony to the Navy being smart about 
how we look at someone who could have 
quite easily have been cashiered out of 
the service based upon the injury.” 

As part of a broader effort to mod-
ernize, Nowell says the Navy has start-
ed to embrace the idea of “empathetic 
leadership,” or the ability to see things 
through a different lens. “I think a lot 
of times, no one’s better able to do that 
than someone who’s been through 
something that’s really hard and chal-
lenging. Do I think it’s made Kyle Co-
zad probably a better leader? He was 
already a really good one, but yeah, I 
would say it has.” (See sidebar, page 38.)

“It’s been beneficial for the rest of us 
as well. … There was a very active dia-
logue after his accident: ‘Hey, what’s the 
right thing to do?’ That very quickly 
shifted from, ‘Well, the right thing to do 
is to give him enough time to just let it 
play out a little bit, and then we’ll move 
him on and get someone else in there,’ 
to, ‘Holy cow, who could do this job bet-
ter than Kyle Cozad? If he’s willing to 
stay, can we make that work?’ Thank 
goodness we did.”

THE PATH FORWARD
Since his spinal cord injury, Cozad has 
worked with the Navy Wounded War-
riors, which provides assistance with 
recovery, rehabilitation and reintegra-
tion for injured service members. It’s a 
program that he considers invaluable 
in his journey back and a continued 
source of support. 

Through his own experience with 
disability and with Wounded Warriors, 
Cozad has developed a passion for 
mentoring and helping others in a sim-
ilar situation. At the end of this month, 
he is set to retire after a 35-year-long 
and fulfilling career. His current goal, 
though, is to make retirement less an 
ending and more a transition. Whether 
through adaptive sports or a nonprofit 
organization, Cozad says he wants to 
carry on supporting disabled veterans 

and others with a spinal cord injury. 
Similarly, Nowell sees Cozad’s ser-

vice as a powerful example for other 
sailors. “He epitomizes what good lead-
ership looks like. He is doing that so 
clearly with a disability, and he’s getting 
the job done. I mean, the reason he has 
the job that he’s in right now is because 

he’s more effective than other leaders 
that we could have put there,” he says. 
“I think the message it delivers is that 
if you are willing, first stay positive and 
look for how you can accomplish what-
ever job it is that you decide that you 
want to do. Then see if there is a path 
for you.”
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Primary care physicians are, as 
the name suggests, our primary 
contact for health care. They 

work with us to keep tabs on our over-
all health, provide information and 
guidance, check for potential problems, 
manage prescriptions and vaccinations, 
write letters of necessity for equipment 
and supplies, and provide referrals to 
specialists. Unfortunately, when you are 
living with SCI/D, finding a PCP that fits 
your needs can be a challenge for reasons 
ranging from the physical accessibility of 
the office to a doctor’s limited knowledge 
of your disability. 

For information about how to choose 
a PCP, including what questions to ask, 
ways to educate them about your disabili-
ty and how to search for one, we turned to 
advice from experts and seasoned wheel-
chair users. Here’s what they had to say. 

CHOOSE A PCP WHO IS CHOOSE A PCP WHO IS 
EAGER TO LEARN ABOUT EAGER TO LEARN ABOUT 
YOUR DISABILITYYOUR DISABILITY
It’s not easy finding a PCP who can, or is 
willing to learn how to, work with some-
one who has SCI/D. “I know that a lot of 
primary care docs are intimidated by the 
prospect of taking care of people with 
spinal cord injuries because we don’t get 
a lot of training in how to care for people 
with disabilities,” says Dr. Michael Still-
man, a physician and professor with the 
Jefferson University Hospitals.

In his 2016 presentation, “Primary 
Care and Spinal Cord Injury: What You 
(and Your Provider) Need to Know,” 
Stillman recommends seeing if you can 
meet with a primary care physician 
and their staff for free before signing up 
with them, to ensure they’re a good fit. 
He suggests that even if you interview a 
PCP by phone, it is a good idea to go to 
their office to check accessibility. Keep in 
mind that although finding a PCP who 
has knowledge about SCI/D is ideal, they 
are quite rare. If you can’t find one with 
experience working with SCI/D, it is im-
portant to get one who is open and in-
terested in learning about your disability. 

To find a doc who will listen to you 
— one who may even do some reading 
and consult with colleagues in order to 
meet your needs — it is important to 
know what questions to ask. Stillman’s 
presentation and Craig Hospital’s 
module “Changing or Choosing Your 
Spinal Cord Injury Doctor” both offer 
helpful lists of questions and criteria 

for choosing a PCP (see Resources).
Kim Anderson-Erisman’s criteria for 

choosing a PCP includes finding one 
who is good at communicating and ea-
ger to learn about her disability. “In my 
31 years as a C5 quad, I’ve had quite a 
few primary care physicians and found 
that most are open to learning about 
SCI. I know my body and my disability 
so I help them learn, and we have devel-
oped good doctor/patient relationships,” 
says Anderson-Erisman, a professor of 
physical medicine and rehab at Case 
Western Reserve University. “On the 
other hand, I’ve fired PCPs who haven’t 
been interested in learning and found 
another PCP who is.”

Sometimes working with a doctor 
who doesn’t have a background in SCI/D 
works out just fine, says Candace Cable, 
65. “None of the three primary care 
specialists I’ve had over my 45 years as 
a T10 para knew anything about SCI at 
the start, but all were willing to learn,” 
she says. Two years ago, she moved from 
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Truckee, California, to Los Angeles, and 
her new PCP didn’t have a lot of knowl-
edge about SCI but expressed interest 
in finding out more, so she gave him a 
copy of the Christopher Reeve Founda-
tion’s Paralysis Resource Guide. “He read 
it and really appreciated it. He said the 
book was an inspiration to want to know 
more,” she says. 

Stillman says finding a doctor who 
is humble and curious is critical. “Pri-
mary care docs need to be aware of what 
they do and do not know about the care 
of people with spinal cord injuries, and 
they shouldn’t be bashful about admit-
ting that,” he says. “But if they do admit 
that they have a knowledge gap, then 
they have to be hungry for that knowl-
edge. They have to be willing to go read 
and consult with colleagues, to reference 
the literature. They have to want to learn 
more about your condition and how to 
keep you as well as possible.”

ASK IF THE PCP ISASK IF THE PCP IS
CONNECTED TO A CONNECTED TO A 
HOSPITAL NETWORKHOSPITAL NETWORK 
It’s important to choose a PCP who is 
part of a hospital network or has referral 

privileges with one — and it’s a bonus if 
they’re affiliated with a system that spe-
cializes in SCI/D. “An ideal PCP is part 
of a large hospital system that has access 
to specialists like urology, gastroenterol-
ogy and PM&Rs so they are able to say 
‘This is above my pay grade, I’m going 
to refer you,’” says Anderson-Erisman. 
PM&R stands for physical medicine and 
rehab doctor. 

Retired ear, nose and throat specialist 
Jon Arnow, 63, agrees that hospital af-
filiations are important. He never used 
a PCP in his adult life until the car crash 
that caused his L1 incomplete spinal 
cord injury when he was 45. “I found I 
needed to get established with a primary 
care doc after my SCI for things like re-
ferrals to specialists such as a urologist,” 
he says. “My primary care physician is 
connected to a network of specialists in 
my area.” 

For Paul Knott, 67, a PCP’s referral 
privileges are as important as their loca-
tion. Knott has had three PCPs in his 35 
years as a C6-7 quad. “Two years ago, I 
dropped my primary care doc because, 
although he was close by, he didn’t have 
admitting privileges at my local hospital 
or access to nearby specialists,” he says. 

“I found another primary care guy who 
has local admitting privileges and who is 
willing to work with me.” 

Unfortunately for people in smaller 
towns, health care systems and special-
ists are likely to be in urban areas, but 
it is still just as important to ask your 
potential PCP which health care sys-
tems they have referral privileges with. 
Cable lucked out, as her PCPs have all 
had good referral connections. Even 
when she was living in the small moun-
tain town of Truckee, her PCP was able 
to refer her to specialists, although some 
were one or two hours away. 

MAKE SURE THE PCP’S MAKE SURE THE PCP’S 
FACILITIES ARE ACCESSIBLE FACILITIES ARE ACCESSIBLE 
Check to make sure your potential PCP’s 
office, exam rooms and bathrooms are 
accessible. It’s a bonus if the office has an 
accessible exam table, although a study 
in the March 2013 of Annals of Internal 
Medicine found only nine of 256 health 
care facilities had height-adjustable ta-
bles or patient lifts. 

Although basic physical exams can 
be done with a person in their chair, 
Stillman explains that a comprehensive 
physical exam requires the patient to re-
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move their clothing and lie on a table. But 
like many people with SCI/D, Anderson-
Erisman says that due to the difficulty of 
changing into a hospital gown and trans-
ferring, as well as lack of accessible tables, 
all of her physicals have been done with 
her sitting in her chair. 

If your PCP’s office doesn’t have an ac-
cessible exam table, ask them if they are 
willing to think creatively. Cable’s PCP 
has his assistants carefully pick her up and 
transfer her to an exam table when needed. 
When Knott’s PCP has to do a skin check 
on his back side, the standard exam table 
doesn’t cut it. “I told him there is no way I 
will be able to use his exam tables because 
they are too hard and I’m in danger of fall-
ing off. I need a hospital bed with rails,” 
says Knott. “I wasn’t willing to budge on 
this.” To Knott’s physician’s credit, he or-
ders a bed brought over from the hospital 
when Knott needs a full exam. 

PICK A PCP WHO WILL PICK A PCP WHO WILL 
ADVOCATE FOR YOUADVOCATE FOR YOU 
Having a PCP who will go to bat for 
you when you need insurance to pay for 
something is a must. Whether it’s a sim-
ple prescription refill or a new piece of 
equipment, the right words and referenc-
es can go a long way. “My primary care 
docs have been ‘Johnny on the spot’ with 
writing letters for work accommodations 
and DME equipment,” says Knott.

Anderson’s current PCP is also very 
good at advocating for her. “She is still 
coming up to speed about SCI, but she is 
really open to me telling her stuff,” says 
Anderson. “Last year I got pneumonia 
and I was trying to get a prescription for 
a cough assist machine. She didn’t know 
what it was, so I gave her information on 
it, and she put the prescription through.”

EMBRACE ELECTRONIC EMBRACE ELECTRONIC 
MEDICAL RECORDS TO EN-MEDICAL RECORDS TO EN-
HANCE COMMUNICATIONHANCE COMMUNICATION
Electronic medical records apps are be-
coming a common way of communicat-
ing non-urgent questions or needs with 
your PCP. Using your PCP’s EMR app 
provides several advantages: It enables 
clear communication without the need 
to wait on hold or leave a message with 
your doctor; it makes it easy for your 
doctor to clearly respond back; and you 
can get email reminders when test results 

ARE YOU ELIGIBLE FOR AN  
ACHIEVING A BETTER LIFE EXPERIENCE 
(ABLE) SAVINGS ACCOUNT?

If your disability occurred before your 26th birthday, you may be 
eligible to open a tax-exempt savings account that won’t affect your 
eligibility for federally-funded benefits such as Medicaid and SSI.  

Funds saved in an ABLE account can be spent on qualified dis-
ability expenses such as housing, transportation, personal sup-
port services, assistive technology, education, health care, and 
employment training and support.

To learn more about how to open an ABLE account,  
visit ablenrc.org/get-started.
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A NOTE ABOUT PM&R DOCTORS
Some people with SCI/D may employ a physical medicine and rehab doctor as their 
primary physician, and others may have a PCP for basic health needs and referrals 
but use a PM&R doc to look after their disability related needs. “My current PCP does 
a good job communicating with me and keeping me healthy,” says Paul Knott. “But 
now, after 35 years as a C6-7 quad, I’m thinking I should get a referral to see a PM&R 
for a ‘tune-up’ as well as a possible ongoing relationship to make sure I’m doing 
everything I should be for aging with SCI.” 



or doctor comments are available, as well 
as appointment reminders and updates 
on ongoing issues. EMR also enables you 
to go back over your medical chart, look 
at test results and compare them with 
previous ones. “My PCP is set up with 
‘My Health Online,’ a web portal that is 
really good at sending me email remind-
ers of visits,” says Knott. 

A caveat about EMR apps: Like any 
record-keeping system, they have a po-
tential for preserving inaccuracies that 
remain indefinitely in your chart. Ar-
now, a medical consultant for Social 
Security Disability Determination, has 
come up with a name for this problem: 
“cut & paste, carry-forward.” 

“It is sometimes difficult to get accu-
rate information from EMR notes because 
of ‘cut & paste, carry-forward,’” he says. 
“I recommend asking your doctor for a 
printed copy of his chart notes follow-
ing each visit.” The notes should include 
what you and your doctor discussed, any 
type of test or exam recommendations, 
suggestions, referrals, and prescriptions. 
It should also include a list of your cur-
rent medications and vaccinations. Many 
practices will hand you printouts of your 
chart notes at the end of your visit. If they 
are not offered, you should ask for them. 
It is important to check the notes to be 
sure they are accurate.

ASK OTHERS FOR ASK OTHERS FOR 
RECOMMENDATIONSRECOMMENDATIONS
The last task is to start looking for your 
own PCP. Arguably the best place to start 
is with a recommendation from another 
person whose SCI/D is similar to yours. 
Options to do this include asking friends 
with similar disabilities, querying a lo-
cal support group, like your local United 
Spinal Chapter, or posting a question in a 
relevant online forum or somewhere like 
Rutgers Care/Cure forums.

When searching for a PCP, keep in 
mind that not every doctor will meet all 
of your criteria. Your choice of PCP may 
come down to availability where you 
live, whether a particular PCP is taking 
on new patients, or whether they accept 
your insurance plan. Choosing will be a 
balance of which of the above questions 
are negotiable and which are most impor-
tant. Hopefully your choice of PCP turns 

out great. However, if it isn’t a good fit, 
you always have the option to let them go 
and choose another one. It is important 
to remember that the ultimate person in 
charge of your health care is you. 

Resources
• Caring for Persons with Spinal Cord In-
jury, eprimarycare.onf.org/Resources.html
• Craig Hospital: Changing or Choosing 
Your Spinal Cord Injury Doctor,  

craighospital.org/resources/changing-
or-choosing-your-doctor
• Primary Care and Spinal Cord Injury: 
What You (and Your Provider) Need to 
Know, [PCP info at 16 min]:  
sci.washington.edu/primary/ 
• Rutgers CareCure Forums, carecure.net 
• SCI Primary Care Flowsheet for physi-
cians, eprimarycare.onf.org/rsc_files/
SCI_Primary_Care_Flowsheet.pdf 
• United Spinal Chapter Network, unit-
edspinal.org/support/chapter-network/ 

ABLE ACCOUNTS HELP YOU SAVE 
MONEY WITHOUT LOSING BENEFITS.  
HOW CAN WE MAKE THEM BETTER?

United Spinal supports the ABLE Age Adjustment Act, which 
would expand eligibility for ABLE accounts to allow people  
whose disability occurred before their 46th birthday to sign up for 
these life-changing savings plans. This would allow another 6 mil-
lion Americans the opportunity to open an ABLE account.

To contact your members of Congress, please visit unitedspinal.
org/save-the-able-act. To learn more about ABLE accounts, visit 
ablenrc.org/get-started.
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Hospital and Organizational Members

ARIZONA
Barrow Neurological Institute at 
Saint Joseph’s Hospital and Medical 
Center, Phoenix, AZ; 602/406-3747 
HealthSouth East Valley Rehabilita-
tion Hospital, Mesa, AZ;  
480/567-0350
Encompass Health Valley of The Sun 
Rehabilitation Hospital, Glendale, AZ; 
623/878-8800
Honor Health Rehabilitation Hospi-
tal, Scottsdale, AZ; 480/800-3900

CALIFORNIA
Dignity Health - Northridge Hospital 
Medical Center, Center for Rehabili-
tation, Northridge, CA;  
818/885-8500 
Encompass Health Rehabilitation 
Hospital of Bakersfield, Bakersfield, 
CA, 661/323-5500 
Rady Children’s Hospital San Diego 
- Division of Pediatric Rehabilitation 
Medicine, San Diego, CA;  
858/576-1700
Sharp Rehabilitation Center, San 
Diego, CA; 858/939-6709
Sutter Rehabilitation Institute,  
Roseville, CA; 916/878-2588 

COLORADO
Colorado Acute Specialty Hospital, 
Denver, CO; 303/264-6900 
Craig Hospital, Englewood, CO; 
303/789-8800
Post-Acute Medical Specialty of Den-
ver, Denver, CO; 303/264-6800

CONNECTICUT
Gaylord Specialty Healthcare,  
Wallingford, CT; 203/284-2800
Hospital for Special Care, New Brit-
ain, CT; 860/827-2761
Mount Sinai Rehabilitation Hospital 
- a Trinity Health of New England, 
Hartford, CT; 860/714-3500

DISTRICT OF COLUMBIA
Medstar National Rehabilitation 
Hospital - SCI Program, Washington, 
DC; 202/877-1000

FLORIDA
Brooks Rehabilitation Hospital,  
Jacksonville, FL; 904/345-7600

Encompass Health Rehabilitation 
Hospital of Sunrise, Sunrise, FL; 
954/749 0300 

Pinecrest Rehabilitation Hospital at 
Delray Medical Center, Delray Beach, 
FL; 561/498-4440

GEORGIA   

Emory University Hospital Center for 
Rehabilitation Medicine, Atlanta, GA; 
404/712-7593

Rehabilitation Hospital Navicent 
Health, Macon, GA; 478/201-6500

Shepherd Center - Southeastern 
Regional SCI Model System, Atlanta, 
GA; 404/350-7645

HAWAII
Rehabilitation Hospital of the Pacific, 
Honolulu, HI; 808/531-3511

ILLINOIS
Shirley Ryan Ability Lab,  
Chicago, IL; 312/230-1000

The Spinal Cord Injury Program of 
Marianjoy Rehabilitation Hospital, 
part of Northwestern Medicine, 
Springfield, IL; 217/788-3302  

INDIANA
Parkview Rehabilitation Hospital, 
Fort Wayne, IN; 260/373-4000 

Rehabilitation Hospital of Indiana, 
Indianapolis, IN; 317/329-2000

IOWA
Childserve, Johnston, IA;  
515/727-8750

KANSAS
Mid America Rehabilitation Hospital, 
Overland Park, KS; 913/491-2400

KENTUCKY
Cardinal Hill Rehabilitation Hospital, 
Lexington, KY; 859/254-5701

Frazier Rehabilitation Institute, Louis-
ville, KY; 502/582-7490

Gateway Rehabilitation Hospital
Florence, KY; 859/426-2400

LOUISIANA
The Gilda Trautman Newman Reha-
bilitation Center, New Orleans, LA; 
504/899-9511 
Touro Rehabilitation Center, New 
Orleans, LA; 504/897-8560 

MASSACHUSETTS
Spaulding New England Regional  
Spinal Cord Injury Center, Charles-
town, MA; 617/952-5000

MARYLAND
Adventist Rehabilitation Hospital of 
Maryland, Rockville, MD;  
240/864-6132
International Center for Spinal Cord 
Injury at Kennedy Krieger Institute, 
Baltimore, MD; 888/554-2080
Medstar Good Samaritan Hospital 
Spinal Cord Rehabilitation Program, 
Baltimore, MD; 443/444-8000
University of Maryland Rehabilitation 
and Orthopaedic Institute, Baltimore, 
MD; 410/448-2500

MICHIGAN
Mary Freebed Rehabilitation Hospi-
tal, Grand Rapids, MI; 800/528-8989
DMC Rehabilitation Institute of 
Michigan, Detroit, MI; 313/745-1055

MINNESOTA
Essentia Health Miller-Dwan 
Rehabilitation Services, Duluth, MN; 
218/727-8762

MISSOURI
Ability KC, Kansas City, MO; 
816/751-7812

MISSISSIPPI
Methodist Rehabilitation Center, 
Jackson, MS; 601/981-2611

NORTH CAROLINA
Cone Health Inpatient Rehabilitation 
Center, Greensboro, NC;  
336/832-8153

Vidant Medical Center, Greenville, 
NC; 252/975-4100
Wake Forest University Baptist 
Inpatient Rehabilitation Program, 
Winston-Salem, NC;  
336/716-2011
WakeMed Rehab Hospital, Raleigh, 
NC; 919/350-8861

NEBRASKA
 Madonna Rehabilitation Hospital SCI 
Rehabilitation Program, Lincoln, NE; 
402/489-7102
QLI - Spinal Cord Injury Program,  
Omaha, NE; 402/573-3700

NEW JERSEY
Bacharach Institute for Rehabilita-
tion, Pomona, NJ; 609/748-5480
HMH JFK Johnson Rehabilitation 
Institute, Edison, NJ; 732/321-7070
Kessler Institute for Rehabilitation,  
West Orange, NJ; 973/252-6367

NEVADA
Renown Rehabilitation Hospital
Reno, NV; 775/982-5000

NEW YORK
Helen Hayes Hospital, West  
Haverstraw, NY; 845/786-4000
Mount Sinai Medical Center,  
New York, NY; 212/241-6500
Orange Regional Medical Center, 
Middletown, NY; 845/333-1000
Rusk Rehabilitation at NYU Langone 
Medical Center, New York, NY; 
212/263-6012
St. Charles Hospital Rehabilitation 
Center, Port Jefferson, NY;  
631/474-6011
St. Mary’s Hospital for Children, 
Bayside, NY; 718/281-8987
Strong Memorial Hospital of the 
University of Rochester, Rochester, 
NY; 585/275-2100
Sunnyview Rehabilitation Hospital, 
Schenectady, NY; 518/382-4560 
The Burke Rehabilitation Hospital 
- Spinal Cord Injury Program, White 
Plains, NY; 914/597-2500

REHABS
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Hospital and Organizational Members

Organizational Members
Center for Neuro Recovery
North Palm Beach, FL; 888/875-
7659  

Florida Spinal Cord Injury Resource 
Center, Tampa, FL; 813/844-4711

High Rollers Adaptive Sports Foun-
dation, Las Vegas, NV; 702/372-
9622
  
Miami Physical Therapy Assoc., Inc.
Miami, FL; 305/444-0074

NextStep - Orlando
Sanford, FL; 407/571-9974

Project Walk Boston
Stratham, NH; 603/583-5119

Project Walk New Jersey 
Mt. Laurel, NJ; (856/439-6772 

Push to Walk
Oakland, NJ; 201/644-7567
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Interested in becoming a hospital  

or organizational member? 

Please contact Nick LiBassi at 718/803-3782, ext. 7410 or  

nlibassi@unitedspinal.org

OHIO
Metrohealth Rehabilitation Institute 
of Ohio, Cleveland, OH;  
216/778-3483

Ohio Health Outpatient Neurologi-
cal Rehabilitation, Columbus, OH; 
614/484-9600

Summa Rehabilitation Hospital, 
Akron, OH; 330/572-7300

OKLAHOMA
Integris Jim Thorpe Rehabilita-
tion Network, Oklahoma City, OK; 
405/951-2277

Valir Rehabilitation Hospital, Okla-
homa City, OK; 405/609-3600 

OREGON
Legacy Rehabilitation Institute of Or-
egon, Portland, OR; 503/413-7151

PENNSYLVANIA
Allied Services Integrated Health 
System Spinal Cord Injury Program, 
Scranton, PA; 570/348-1360

Encompass Health Rehabilitation 
Hospital of Altoona, Altoona, PA;  
814/944-3535

Moss Rehabilitation Hospital,  
Elkins Park, PA; 215/663-6000

Reading Hospital Rehabilitation 
at Wyomissing, Wyomissing, PA; 
484/628-8000

Spinal Cord Program at The 
Children’s Institute, Pittsburgh, PA; 
412/420-2400 

UPMC Rehabilitation Institute at 
Mercy, Pittsburgh, PA;  
800/533-8762

SOUTH CAROLINA
Greenville Health System - Roger C. 
Peace Rehabilitation Center,  
Greenville, SC; 864/455-3779 

Roper Rehabilitation Hospital,  
Charleston, SC  843/724-2800

TENNESSEE
Patricia Neal Rehabilitation Center,  
Knoxville, TN; 865/541-3600

Regional One Health Rehabilitation 
Hospital, Memphis, TN; 901/545-
7100

Vanderbilt Stallworth Rehabilitation 
Hospital, Nashville, TN;  
615/963-4051

TEXAS
Encompass Rehabilitation of San 
Antonio, San Antonio, TX;  
210/691-0737 

Houston Methodist Hospital,  
Houston, TX; 713/ 394-6000

Texas Rehabilitation Hospital of Fort 
Worth, Fort Worth, TX;  
817/820-3400

TIRR Memorial Hermann Hospital,  
Houston, TX; 713/799-5000

Trustpoint Rehabilitation Hospital  
of Lubbock, Lubbock, TX;  
806/749-2222

University of Texas Southwestern 
Medical Center - Rehabilitation Unit, 
Dallas, TX, 214/493-0597

UTAH
University of Utah Health Care 
Rehabilitation Center, Salt Lake City, 
UT; 801/585-2800

VIRGINIA
Sentara Norfolk General Hospital, 
Norfolk, VA; 757/388-3000

Sheltering Arms Institute, Richmond, 
VA; 804/764-1000

Spinal Cord Injury at VCU Health, 
Richmond, VA; 804/828-0861

UVA - HealthSouth  
Rehabilitation Hospital,  
Charlottesville, VA; 434/924-0211 

WASHINGTON
University of Washington Harbor-
view Medical Center: Northwest 
Regional Spinal Cord Injury System, 
Seattle, WA; 206/221-7390

WISCONSIN
The Spinal Cord Injury Center at 
Froedtert and The Medical College 
of Wisconsin, Milwaukee, WI;  
414/805-3000

UW Health Rehabilitation Hospital, 
Madison, WI; 608/592-8100

    

    
 
   
  
    

    

    

    

    

    



When the Americans with Disabilities 
Act was signed into law 30 years ago, 
I was there. Yep, somehow, they even 
let the likes of me in. So, one thing 
we can say has changed a lot in 30 
years is security was a hell of a lot 
laxer back then. 

And when I left the White House 
grounds that day, nobody frisked me 
to make sure I wasn’t stealing any 
silverware. Of course, the whole cere-
mony was held outdoors on the White 
House lawn, which was probably a 
good thing in the long run. If all the 
crippled riffraff like me who were pres-
ent had been inside the White House, 
the festivities would have inevitably 
devolved into a pie fight. Either that or 
somebody would have spazzed out and 
smashed a priceless bust of Lincoln or 
something like that. Who knows how 
that might have altered the course of 
history? I don’t want to think about it.

But one thing that hasn’t changed 
much over the last three decades is 
we still live in a world that’s full of 
chin-high tables. God how I hate those 
things. You know what I’m talking 
about, don’t you? You go into a bar or 
restaurant, and all they have are those 
tall tables with long-legged chairs. If 
you sit in a wheelchair, all you can do is 
rest your chin on the table. I feel like a 
dork when I sit at one of those tables, 
and I bet I look like one, too.

You’d think that by now, the ADA 
would have wiped out all vestiges 
of places with only chin-high tables. 
Because that’s how things are sup-
posed to work, at least on paper. 
Congress passes a law or the Supreme 

Court issues a ruling and all the law-
abiding citizens comply.

But if that’s how things really 
worked, then as soon as the U.S. 
Supreme Court handed down the 
Brown v. Board of Education ruling, all 
the racist segregationists would have 
immediately said, “Well, I guess that 
settles it. We’ll have to integrate all our 
schools starting tomorrow. Fair is fair.”

No, there will always be a certain 
number of scofflaws who adopt a “so 
sue me” attitude. They act like the law 
doesn’t apply to them. In the case of 
the ADA, a lot of business proprietors 
insist that they are “grandfathered 
in.” They think that, for some reason, 
Congress carved out an exemption 
specifically for them: No provision of 
this law shall be construed to apply to 
Bob’s Tavern.

What’s a pedestrian cripple like me 
to do when confronted with scofflaws 
like these? It would be nice if I could 
count on the government to vigorously 
enforce the ADA. It would be great if 
the governor or president would send 
in troops to confiscate the chin-high 
tables, take them out in the alley and 
chop them into pieces, like how they 
used to smash barrels of beer during 
prohibition. That sure would make an 
example of these arrogant scofflaws 
and serve as a powerful deterrent for 
others.

But that won’t happen. I know I 
have to be the enforcer. I could sue. 
Before there was an ADA, there was 
nothing I could do about chin-high 
tables. The good news is now if I want 
to take action, I can file a lawsuit in 

federal court. The bad news is now if I 
want to take action, I can file a lawsuit 
in federal court. What a daunting pain 
in the ass that would be, which is why 
I’ve never done it.

The main power the ADA gives 
pedestrian cripples like me is the 
power of shaming. Over time, sweep-
ing civil rights laws transform cultures. 
They kick down enough doors until 
previously-invisible people become vis-
ible to the point where they’re noticed 
if they’re not around. Their presence 
becomes as much the norm as their 
absence was before.

So, I guess the problem is cripples 
haven’t been present enough in bars. 
The proprietors can put out noth-
ing but chin-high tables, and nobody 
notices but us. 

Thus, I can best assert the power of 
the ADA by frequently hitting the bars. 
Then maybe future generations of 
cripples will no longer be subjected to 
the indignation of chin-high tables.

TAKING THE ADA ON THE CHIN

 By Mike Ervin
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ERVIN
“It would be great 
if the governor or 
president would 
send in troops 
to confiscate the 
chin-high tables, 
take them out 
in the alley and 
chop them into 
pieces, like how 
they used to 
smash barrels 
of beer during 
prohibition.”



Those familiar with this young col-
umn know that “the machine” repre-
sents the large or small barriers and 
roadblocks those of us with mobility 
disabilities have to overcome. As a 
C4 quadriplegic, I write about fight-
ing the machine that works to keep 
me dependent and limit my options. 
I fight the machine to gain as much 
dignity, independence and self-reli-
ance as possible. 

I realized how much one technol-
ogy had contributed to this fight when I 
wanted to turn my fireplace on and off, 
under my own power, either via voice 
or app. It turned out to be more difficult 
than I’d expected (that damn machine 
again). I spent hours on research, and 
even spoke to a number of home auto-
mation consultants I knew. 

Then BabyGirl (one of the few 
approved nicknames I have for my 
wife, Karen) asked, “Isn’t there some 
kind of Bluetooth ‘clap on/off’ that 
pushes the button for you?” A 30-sec-
ond Amazon search revealed a device 
called the Switchmate, which costs 
less than $30 and runs on two AA bat-
teries. It’s a magnetized button that 
sits on top of a light switch. It accepts 
voice commands and connects via iOS 
or an Android app.

That’s when I realized how much 
I owed to Bluetooth technology. 
Bluetooth enables devices I use to con-
trol my laptop, such as iDevice, Tecla, 
mouth mouse and phone, which in turn 
enable the bulk of my independence. 
And I know that in the disability com-
munity, I’m not alone in that.

Originally developed at Ericsson 
Mobile in Sweden in 1989, the first 

Bluetooth consumer device, a wireless 
headset, was launched in 1990. Since 
then, the technology has become ines-
capable. Mice, controllers, switches, 
speakers, printers, keyboards and just 
about everything technological con-
nects wirelessly via Bluetooth.

For people with disabilities, 
Bluetooth has opened the doors to 
levels of independence that wouldn’t 
have been possible 10 years ago. 
Companies like Tecla and Level 
Access specialize in Bluetooth-
enabled devices that allow autono-
mous use of a cell phone from a bed 
or chair, as well as managment of 
smart home devices.

What these devices enable may 
seem trivial to abled folks, but not to 
us. We know these little actions can 
make all the difference. In my case, 
there are quality-of-life issues I want 
as much (or more than) being able to 
walk. It’s why I spent an embarrassing 
amount of time trying to figure how 
to turn my fireplace on and off before 
I found a solution. This simple act had 
obviously come to mean a lot to me. I 
was determined to claw out this extra 
bit of independence and control. I 
was intent on putting another round 
in the chamber in the fight against 
the machine.

Bluetooth has provided us with 
a whole new arsenal in this fight. It 
provides the tools for more control 
not just of our own bodies, but our 
environments as well — controls other 
people take for granted.

Another benefit of Bluetooth is its 
universality and popularity. Everyone 
wants voice control and smart home 

controls, and not many wish to walk 
over to that light switch or dial that 
phone. That’s good … in some ways. It 
means that the market for Bluetooth-
enabled devices is vast and growing, 
and the same innovations that simplify 
the lives of the fully mobile are there 
to benefit us as well. As I have said in 
the past, convenience for you is inde-
pendence for me.

Meanwhile, Bluetooth is power-
ing the cutting edge of accessibility. A 
company called BrainGate specializes 
in neurotechnology. They developed 
a brain-computer interface that allows 
“those with paralysis to directly oper-
ate an off-the-shelf tablet device just 
by thinking about cursor movements 
and clicks. Brown University reported 
that three quadriplegic trial participants 
were able to control an array of apps 
on a tablet using the investigational 
BrainGate BCI that records neural 
activity directly from a small sensor 
placed in the motor cortex:

“The participants messaged with 
family, friends, members of the research 
team and their fellow participants. They 
surfed the web, checked the weather 
and shopped online. One participant, a 
musician, played a snippet of Beethoven’s 
‘Ode to Joy’ on a digital piano interface.”

Of course, the implanted sen-
sor communicates with devices via 
Bluetooth — a technology that contin-
ues to open doors. While I’m not sign-
ing up for this particular technology 
any time soon, I admit it will help us 
win more battles with the machine.

For more on brain-computer interface, read 
this month’s Research Matters, page 48.

BLUETOOTH – A TECHNOLOGY WITH BITE

 By Todd Stabelfeldt

TODD AGAINST THE MACHINE
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When my daughter was in middle 
school, I sometimes found myself at 
talent shows featuring goofy skits. A 
favorite was called The Dressing Table. 
A girl sat with a makeshift dressing 
table in front of her, pretending to face 
a mirror. Seated Girl wore a very large 
sweatshirt, but her arms were not in 
the sleeves. Kneeling behind her, where 
the audience couldn’t see, was a friend 
with her head hidden inside the same 
sweatshirt and her arms thrust through 
those sleeves, making it look as though 
Seated Girl had very short arms. Seated 
Girl announced theatrically, “I think I’ll 
put on some lipstick!” 

The hands of Kneeling Girl scram-
bled comically around on the table until 
they landed on a tube of bright red 
lipstick, which she then applied, very 
badly, somewhere in the vicinity of 
Seated Girl’s mouth, before announcing, 
“Now I’ll do my hair!”

This skit came to mind while I was 
thinking about the subject of this arti-
cle: brain computer interface. Seated 
Girl was, in a sense, paralyzed. Tucked 
inside the giant sweatshirt, her hands 
were useless. Kneeling Girl’s job was to 
compensate — to use her hands to do 
the task that her friend was naming for 
the audience. 

This is a little like how a BCI 
system is supposed to work, only 
without words. When the paralyzed 
person simply thinks of doing a 
task, that intention is decoded and 
translated to machine language. The 
translated thought is then sent to 
an actual machine, which carries the 
intention out seamlessly and instant-

ly, as if the machine were an exten-
sion of the body.

But how does “thinking of doing a 
task” get decoded and translated? With 
great care, friends. 

Decoding the Neurons
Scientists have known for almost a 
hundred years that our brains generate 
measurable electrical current. They’ve 
been working out the implications of 
that fact for the last half-century and 
probably will continue to do so for as 
long as our species survives. Each of 
our brains has roughly 86 billion indi-
vidual neurons, the cells that produce 
measurable electrical current. Every 
neuron lives in a particular place in the 
brain and has well-defined sets of con-
nections to other neurons. Collections 
of individual neurons working in sync to 
generate tiny currents are thought. 

Let me say that again. What we 
mean by the word, “thought,” in physi-
cal terms, is electrical current flowing 
between nerve cells residing in the brain. 

What we experience as intention 
— I’m going to put that apple on the 
cutting board — is, in the world of the 
body, just specifically located groups 
of neurons passing electrical current in 
predictable ways. It’s that grouping and 
those firing patterns that form a trans-
latable code. With the right equipment, 
the code can be read, translated and 
delivered to a robot designed to make 
grabbing an apple and setting it on a 
plate a trivial task. 

Nicho Hatsopoulos, professor of 
organismal biology and anatomy at the 
University of Chicago, published some 

of the early research on BCI work, 
wherein human subjects attempted to 
use their thoughts to move computer 
cursors. “We said, ‘Think about moving 
your hand to move a computer mouse, 
so as to move the cursor.’ That helped 
us build this decoding, so we could 
take the brain signals and have them 
move the cursor,” says Hatsopoulos. 
“But then what happened was, over 
time, we asked this one subject, in par-
ticular, what they were thinking about, 
and the subject said, “I’m not thinking 
about moving my hand anymore. I’m 
just thinking about moving the cursor. I 
don’t think about my hand anymore.”

Anyone who has ever learned to 
touch-type or play the piano will relate 
to this kind of experience. At some 
point, you stop being careful and inten-
tional about each key; it’s as if your brain 
has created a shortcut. Your fingers and 
the keyboard have become, in a sense, 
component parts of a single entity. 

 By Kate Willette

MIND OVER MACHINE “One of the 
end goals of 
brain computer 
interface research 
is to figure out 
how to make the 
robot feel like an 
extension of the 
body.”

RESEARCH MATTERS
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Controlling a cursor on a screen with 
sheer thought is pretty astonishing, but 
it’s limited in terms of how it can help 
people with mobility issues. Moving 
that cursor lets you open email. You 
can play video games. You can write 
novels. But you can’t put a ripe apple 
on a cutting board, pick up a knife, cut 
off a slice and put it in your mouth. For 
that sort of thing, you need a version of 
Kneeling Girl’s hands, which is where 
robots enter the picture. 

The robot currently in use for 
this kind of learning is at Dr. Michael 
Boninger’s lab at the University of 
Pittsburgh Medical Center. Made 
by the German company KUKA, 
it’s known as LBR iiwa, which is an 
acronym for German words meaning 
“lightweight intelligent industrial work 
assistant.” It’s a powerful machine. 
With correct programming, KUKA 
could build a car all by itself.

One of the end goals of BCI 
research is to figure out how to make 
the robot feel like an extension of 
the body. Professor Hatsopoulos calls 
this process embodiment, describing 
how his tennis racket, over time, has 
become embodied as an extension of 
his right arm.

Embodiment of the KUKA will 
have to involve more than thought-
driven fine motor control, though, 
complicated and astonishing as that 
achievement is. For the robot to feel 
like an extension of the subject’s body, 
it will also be necessary for the sub-
ject to have a feel for what the robot 
is touching. How heavy is it? Is the 
mass equally distributed, or is one end 
heavier than the other? How hard do 
you have to squeeze it to get hold of 
it, and how hard can you squeeze it 
before you break it? In a word, you 
need sensation.

 
Getting the Feel of It
Only a few people in the world are in 
a position to tell us about progress in 
that direction. One of them is Nathan 
Copeland, and with the help of the 
implants, he has fist-bumped President 
Obama, fed himself tacos and leveled 
up in video games like Final Fantasy. 

Copeland has four implants in his 

brain: two in the region 
that directs motion 
in his right hand and 
two more in the region 
that registers sensa-
tion when something 
touches that hand — or 
would register sensa-
tion if he still had a 
working spinal cord. His 
was damaged at C5 in a 
car crash in 2004, and 
he hasn’t been able to 
feel or move his hands 
since. But he has the 
implants and — in the 
lab at least — the robot.

Each implant is 
a 4-by-4-millimeter 
array, less than half the size of the 
nail on your pinky finger. Each array 
has 100 microelectrodes, and each of 
those is 1.5 millimeters long and about 
as wide as a grain of sand. They’re 
tiny. The surgery to get them correctly 
placed on the surface of the brain is 
uncomplicated but intense: five or six 
hours of meticulous work, followed 
by a week or so of the usual post-
operative discomfort. After that, you 
can’t feel them. 

There are leads coming away from 
the arrays and through the skull to a 
pair of what the scientists call “ped-
estals” located on top of Copeland’s 
head. These pedestals allow the com-
puters to translate thought to action 
and touch to a version of sensation.

The sensory implants don’t create 
an exact analog, but they do allow him 
to recognize various kinds of touch 
when applied to the KUKA. He can 
“feel” tapping, pressure and tingles. 
He’s spent many, many hours patiently 
helping researchers identify which 
particular neurons in his brain must be 
given the tiny burst of electricity that 
translates, for him, into those feelings. 
Just as thought is a pattern of electrical 
activity, so is sensation. The seamless 
and instantaneous integration of these 
patterns is what will, eventually, lead to 
a robot that has genuine embodiment.

In the meantime, Copeland would 
very much like not to be the only one. 
Dr. Boninger, in Pittsburgh, and Dr. 

Hatsopoulos, in Chicago, are looking to 
enroll four new subjects, two in each 
location. These people will have to be 
prepared for an extended time com-
mitment: four hours per session, twice 
a week, for at least a year. They’ll need 
the following: to live near one of those 
two labs, to have almost no function 
in at least one hand, and, most of all, 
to foster a sense of adventure and an 
ability to commit for the long run.

One of the early subjects of the 
work with cursors called her implants 
Lewis and Clark, which captures the 
sort of approach volunteers need to 
bring. A sense of humor helps, too. 
Copeland jokes about controlling a 
sword to play Fruit Ninja in real life. “I 
was like, we can lab expense a sword, 
right? And then you can throw fruit and 
I’ll try and cut it or something,” he says.

You have to admire his style. 
When asked why he would sign up for 
something so invasive and in so early 
a stage of development, he says that 
because he can, he has to. That’s more 
than style; that’s character.

Resources
• KUKA, kuka.com/en-us/products/
robotics-systems/industrial-robots/
lbr-iiwa
• Copeland’s YouTube: youtube.com/
playlist?list=PL-UehttXKgFOyFysB-
j6yMtmz8X0mwgLhR
• For more info on the clinical tri-
als, or to sign up: scitrials.org/trial/
NCT03811301 
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Nathan Copeland blew President Obama’s mind with his 2016 
demo of brain computer interface. “That is unbelievable,” 
Obama said. “Nathan is moving his hand with his brain.”
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MARKETPLACE MARKETPLACE

TO LOCATE A NRRTS REGISTRANT VISIT 

WWW.NRRTS.ORG

NRRTS is a professional association 
supporting individuals who provide 

Complex Rehab wheelchairs and seated 
positioning systems for people of all 

ages and diagnoses.

Providing the 
Human Touch

THE NATIONAL REGISTRY OF REHABILITATION TECHNOLOGY SUPPLIERS

DIESTCO
MANUFACTURING

CORPORATION

DIESTCO

120 capsules for only $25.95

If so, please provide  
New Mobility with 
your updated 
information so you 
will not miss 
a single issue.

Full Name, Street Address,  
City, State & Zip Code are 

needed for both the  
old & the new address. 

Please allow 6-8 weeks for  
this change to be processed.

Please mail to:
120-34 Queens Boulevard, Suite 320

Kew Gardens, NY 11415
Or submit your request electronically to: 

mkurtz@unitedspinal.org or at 
www.newmobility.com

Or call: 800-404-2898 x7203

Did Your
Address 
Change ?
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FOR SALE

2016 FES 300 cycle - 3 muscle 

group therapy. Purchased from 

Restorative Therapies for $13,300.  

Asking $7,000 OBO. Call 360-461-

5569

New Product, Electric and Manual 

Wheelchair seat pouch, $14.99 visit 

www.cushpocket.com”

Nationwide Wheelchair Van 

Rentals. For the next time you 

want to get out, vacation, doctors 

appointment, or try before you buy. 

Learn more at www.BLVD.com

Over 1500 wheelchair Accessible 

Vehicles for sale at one website.  A 

complete selection of New, Used 

and Pre-Owned wheelchair vehicles 

from dealers and private parties 

nationwide. Check it out today. 

www.blvd.com

New LEVO standing electric wheel-

chair. $19,950.  Call 530-906-5553

LEGAL

Do you or your loved one need 

legal assistance for injuries resulting  

from an accident or medical mal-

practice? We are here to assist you 

in finding the best lawyer for your 

specific case. Call us 1-888-888-

6470.  www.findinjurylaw.com 

VACATIONS

St. Augustine Beach 3 bedroom 

condo. Great location across from 

ocean in historic Florida North East. 

Recent renovation for para owner. 

Excellent local accessible activities.  

Contact: dbrucesinclair@gmail.com. 

View at http://wheelchairtraveling.

com/florida-beach-house-rental/  

Florida Keys! Accessible 2 /bed-

room Waterfront Home, Large 

Bathroom with Roll-In Shower.  

Spectacular View, Resort Amenities 

included.  561-627-1941.  www.

placidaccess.com 

VACATIONS

New Zealand Accessible Vehicle 

Hire.  New Zealand disability 

vehicles, hand control cars, left foot 

accelerator cars for hire. Explore 

New Zealand – we make it easy! We 

are happy to pass on our former 

clients’ recommendations of acces-

sible activities and accommodation. 

See www.freedom mobility.co.nz

Ocean-front condo, wheel-

chair friendly, sleeps six, pool, 

boardwalk to beach.  Rents daily, 

weekly, monthly.  St. Simons Is., 

GA.  bmmk4@frontier.com    419-

569-6114. 

Cape May farmhouse near beach.  

First floor entirely wheelchair acces-

sible.  Sleeps eight.  Visit www.

beautifullyaccessible.com for more 

info and reservations.

WANTED

Wheelchair Accessible Motor Home 

for a charity fundraiser from May-

October 2021.  Rent or buy.  Call 

781-545-3744 or e-mail: wrossma@

aol.com.

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

CLASSIFIEDS

Orion Medical Group, Inc.
(Full D.M.E. Pharmacy Specializing S.C.I)

Tel. 714-649-9284 / 1-888-64-ORION (67466) / Fax. 714-594-4038
info@medicalvibrator.com

www.medicalvibrator.com

WHY THE MIRACLE OF LIFE NO WHY THE MIRACLE OF LIFE NO 
LONGER NEEDS A MIRACLELONGER NEEDS A MIRACLE

FERTI CARE® FERTI CARE® 
PERSONALPERSONAL

• Treats men and women
• VA approved

• Inexpensive alternative 
to fertility clinics

• Help with incontinence 
thru Kegel Exercise

• Ferti Care 2.0

New Female 
Version of the 

Ferti Care 
Available Now

With any Ferticare, Viberect or 
purchase over 250.00 receive a 

FREE 2oz SANITIZER!**while supplies last

Members Raising 
Spinal Cord Injury 

Awareness Nationwide

www.unitedspinal.org

EMPOWERMENT
inACTION

Meet New Member Zack Roderick

Age 28, from Hudson, Florida  
C4 Complete Quadriplegia 
 
Why I joined United Spinal: I joined for 
the resources. I was newly-injured and 
attended a support group whose mem-
bers recommended joining. United Spinal has helped me 
navigate the ups and downs of life post-injury.

Can’t live without: I cannot live without my Fleximug. I 
can’t hold a glass, and proper hydration is super helpful 
with my spasms and UTI prevention, so having the large 
mug and bendy straw makes it easy. I can fill it up and sip 
all day without needing any help.

If I could change one thing: I would make accessibility 
products cheaper and easier to get. They can dramati-
cally improve someone’s life but are often too expen-
sive or hard to find.

Meet other members or join United Spinal at unitedspinal.org

PATHWAYSTOEMPLOYMENT

United Spinal Association’s Pathways to Employment (PTE) 
program supports the pursuit of new job opportunities and 
a successful career for people with spinal cord injuries (SCI) 

by providing the tools and support necessary to successfully 
overcome barriers to gainful employment.

www.unitedspinal.org/pathways-to-employment/

To place your 
classified ad or to 

get information on 
advertising 
rates, call:  

800-404-2898, ext. 
7253 or email your 
request to mlee@
unitedspinal.org

ADVERTISE 
WITH 

NEW MOBILITY!



5 2   N E W  M O B I L I T Y

LAST
WORD

WHEELCHAIR CONFIDENTIAL
FETTUCCINE AFRAIDO
Echo was my second service dog, a black-and-tan Doberman with a calm 
nature and a “diva” attitude. She went everywhere with me, and one eve-
ning joined me and two friends at an upscale Italian restaurant. As trained, Echo 
headed under the white tablecloth for a nap. She’s quick, so neither the waitress, nor 
a friend who arrived late, knew she was there.  

When the evening wound down, the waitress came up behind my wheelchair to lay the bill on the table. In 
the process, she nudged Echo squarely in the butt. Startled out of a deep sleep, Echo jumped up and bonked 
her head on the table. The thunk rattled the dishes and shook the table with such force that my friend jumped 
to her feet and shrieked at what she thought was some sort of dining room poltergeist under the table. In reac-
tion, the other diners jumped in a domino effect, staring at the bizarre situation at the corner table. 

Echo emerged, and calm was quickly restored. As the waitress apologized profusely, Echo just sat wonder-
ing what the fuss was about and why her head hurt.

Margie Marinara

Follow New Mobility on Instagram at @newmobilitymag

Instagram Follow    #blacklivesmatter



Yes, You CAN!

Serving the Community 
Since 1979

Register online today.  I t ’s  free!

FREE
ADMISSION

• Build independence with the latest products
• Learn tips and life hacks at workshops
• Improve fitness with adaptive sports
• Open doors with service animals
• Change the game with new tech
• Get answers from the experts
• Embrace your abilities through dance
• Access facts on therapeutic cannabis 
• And so much more!

At Abilities Expo, 
you can...

Precautionary health procedures will be in place at the Expo. Stay safe, everybody!

Virtual Experience 
June 19-21, 2020

Houston
July 31-Aug. 2, 2020

New York Metro
Aug. 14-16, 2020

Phoenix
Sept. 11-13, 2020

Toronto
Oct. 2-4, 2020 

Dallas 
Dec. 11-13, 2020

Los Angeles
Feb. 26-28, 2021

Chicago
June 25-27, 2021

NewMobility.indd   1NewMobility.indd   1 5/19/20   7:32 AM5/19/20   7:32 AM



For more information on how you can support United Spinal and become a corporate member, 
please contact Megan Lee at mlee@unitedspinal.org or 718/803-3782, ext. 7253.

Acknowledgements on our website, in New Mobility, in United Spinal e-news or any other United Spinal publication should not be 
considered as endorsements of any product or service. 

a special thanks to 
those who support
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