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By Ian Ruder

Driving to the cover shoot for this issue, it 
struck me that the relatively-short, 45-min-
ute drive to the location was the farthest 
I’d been from home since the start of the 
pandemic. In 12 months, I hadn’t ventured 
more than 50 miles.

This shouldn’t have been, and wasn’t, 
surprising. I made the choice to quaran-
tine, cancel travel plans and isolate from 
friends in hopes of curtailing the impact of 
COVID-19. It didn’t take a genius to figure 
out one of the outcomes of those choices 
would be a lack of exciting adventures.

Still, as I watched the cars go by on the 
freeway, I felt like I’d followed all the road 
signs to go somewhere I was excited about 
only to end up somewhere else. Instead 
of being overjoyed about at least a par-
tial return to normalcy with vaccines and 
declining infection rates, my new looming 
freedom left me confused.

I realized that 12 months of staying 
mostly at home, avoiding friends like the 
plague and worshipping at the altar of 
Zoom had changed me in ways I hadn’t 
expected. 

Pre-pandemic Ian kept a busy social 
schedule of meals out and time with friends. 
Pandemic Ian doesn’t eat after 7 p.m. and 
votes for take-out over dine-in 10/10 times.

Pre-pandemic Ian rocked fresh kicks 
and a clean haircut. Pandemic Ian has 
worn out two beanies and is currently on 
his second groutfit. For those not in the 
know, a groutfit is a grey outfit, usually 
made up of sweats.

I’m kidding, but I’m also serious. To 
get through 12 of the craziest months on 
record, we’ve all adapted. The big changes, 
like wearing masks and working remotely, 
are obvious, but all the little changes add 
up, too. Over time they become habits and 
part of who we are.

As much as I want to get back to seeing 

friends and going places, a number of my 
pandemic habits have insidiously worked 
their way into my routines. On top of that, 
there still are no clear guidelines on how 
COVID-19 works and how we’re supposed 
to interact in our new sorta-post-vaccine re-
ality: Can you still transmit the virus if you’ve 
been vaccinated? Do you still need masks?

There’s a lot to think about, and some-
times I find myself defaulting to my new 
COVID habits simply because it’s easier. In-
stead of plotting out a fun trip or hitting up 
one of the recently re-opened restaurants 
I’ve been wanting to try, I end up at home, 
reading or working and wondering when 
things will change.

I’d be happy to think I’m the only one 
who has grown somewhat complacent in 
the pandemic lifestyle over the last year, 
but I’ve seen the same trends in friends 
and I’ve got to believe it’s more common 
than I’d like.

When will things change? When we 
decide to change them. That trip isn’t going 
to book itself. The social gathering you’ve 
been dreaming about won’t come together 
unless you send the invites.

We still need to be smart and consci-
entious, but the vaccines have given us 
an opportunity to get back to living our 
fullest lives. It’s worth taking some time 
to examine your day-to-day and see if 
you’ve developed any COVID-19 habits 
you want to kick. 
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“Pre-pandemic Ian rocked 
fresh kicks and a clean haircut. 
Pandemic Ian has worn out 
two beanies and is currently 
on his second groutfit. ”



When people ask me what makes a good New Mobility 
story, my answer is authenticity. Matt Tilford, the au-
thor of this month’s feature on adventuring in nature, 
may be the first person to have taken that commitment 
too far. While writing the story, Tilford suffered a seri-
ous crash on his adaptive mountain bike that cracked 
his helmet and landed him in the hospital with a con-
cussion. He’s OK and recovering so he can embark on 
the next outing. “It’s the price you pay when you do the 
crazy things I do,” he says.

 
As the founder of wheelchairtraveling.com and a nature 
lover, Ashley Lyn Olson has spent time outdoors in al-
most every way possible: tent camping, car camping, van 
camping, you name it. But as she writes in this month’s 
article on glamour camping (glamping), sometimes you 
just want a really nice accessible bathroom. While Ol-
son is working on a couple of books and a screenplay, 
she is also looking to realize a long-held dream and get 
a camper van to add a new element to her travels. “I’ve 
been wanting to do this for 10 years,” she says. “It would 
change everything.”

Everything is looking up for Kristen Parisi so far in 
2021. After riding out the pandemic with her cat and 
family in upstate New York, Parisi started a new job as 
a tech writer this January, is moving to Maryland this 
month and is anticipating receiving official nonprofit 
status for Disable the Media, a nonprofit she launched 
to help people with disabilities find work in media-re-
lated jobs. “I didn’t leave the house much last year, so 
I’m looking forward to getting out and getting back to 
doing things,” she says. Read her article on accessibility 
services in this month’s issue, and find out more about 
her nonprofit at disablethemedia.com.
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Please send queries, manuscripts or feedback to Ian Ruder: iruder@unitedspinal.org

FEATURED WEB PARTNER: 
ROOTED IN RIGHTS 

One of the web’s best sources for 
authentic, accessible stories that 

challenge stigma and redefine 
narratives around disability, mental 

health and chronic illness. 
rootedinrights.org



FEBRUARY 2021 
Our IVF Story
The Dream is a Reality: So amazing 
seeing Kenny and Claire’s journey. I was 
blessed to be one of Kenny’s caregivers 
shortly after Kenny and Claire met, and 
there was no doubt these two would be 
absolutely the most incredible parents 
one day. 
Brandy Rene Johns 
Instagram 

Lucky Girl: Thanks for sharing your 
incredible story and perseverance! You 
both are amazing and [your daughter] Ila 
is a lucky girl!
Jane Jones
Newmobility.com

Proud to Call You Friend: Excited, 
proud and always loving you both. 
Please keep being you.
Todd Stabelfeldt
Newmobility.com

 
Please Remain Seated:  
The Cobra Kai Way
Do You Even Cobra?: It was hilarious 
except for Johnny threatening Miguel’s 
mom. You’ve either not seen the show 
or didn’t want to post spoilers of what 
really happens.
Omar Syed
Facebook 

Nailed It, Failed It and Meh
Oscar-Worthy Performance: 
Ninety-five percent of TV charac-
ters with disabilities are played by 
nondisabled actors, according to a 

2017 study by the Ruderman Family 
Foundation. So society believes dis-
abled cannot perform. Really people, 
I get up every day and act like my 
country is glad I am not dead. They 
will not cover my health care needs, 
housing needs, transportation needs, 
independent living needs. And the 
list goes on forever. You have no idea 
what a great actor I am.
Marilynn Stoloff
Facebook

So Much Meh: You left out Darryl 
Mitchell’s work on Fear the Walking 
Dead. The scene where he had to crawl, 
elbow over elbow, to turn runway lights 
on was great.

However, I would put Mom in your 
“Fail” category. The sitcom often shows 
Adam (William Fichtner) driving his car 
without hand controls! How he brakes 
or accelerates is a mystery.

None of the shows or movies depict 
all of the other stuff we have to go 
through every day: spasticity, pressure 
sores, debilitating pain and severe 
depression to list just a few. Hollywood 
always makes it look like we have it easy.
Mike Robison
Johnstown, Ohio

To Meekly Stay Where We’ve 
Always Been: One of the meh TV 
moments for me is Star Trek hav-
ing wheelchair users roll past in the 
background. So hundreds of years in 
the future they wouldn’t have come up 
with something better than a standard 
manual chair? 
Peg Danek
Facebook

Losing a Friend and a Caregiver
An Angelic PCA: When a consumer 
finds a great personal care attendant, 
they feel the world open up, and the 
impossible becomes possible. I know 
this from experience. Fausto seems to 
have been one of those angels sent to 
help someone.
Anthony Trocchia
Newmobility.com

Jim Weisman: Making a  
Career Out of a Passion
Dear Friends Forever: I first saw Jim 
and Paul Hearne speaking on a panel 
around 1979 or 1980. Shortly thereafter, 
I was denied appointment as a parole 
officer in New York City because I had 
a history of seizures. My friends in the 
community directed me to contact Jim, 
who was then working for the Office 
of the Advocate for the Disabled. Jim 
notified my agency that they were in 
violation of Section 504 by denying me 
appointment. I then worked as a parole 
officer and supervising parole officer for 
the next 22 years, until I retired.

Over the years, I worked with Jim on 
many transportation issues. I haven’t 
seen him in the past 10 years, but I 
consider him a dear friend. 

I wish the best for him on his 
well-deserved retirement.
Marvin Wasserman 
Newmobility.com
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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 75 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

The first-ever virtual Roll on Capitol Hill is less than two months away, and the United 
Spinal advocacy and policy team is excited to work with you to elevate the voices of the 
SCI/D community and advocate for policies that empower us.

In 2020, everyone had to weather personal challenges and isolation within their own 
families, neighborhoods and co-worker networks. We all look forward to getting back to 
our lives as much as possible this year. And this spring, there is hope. At the time I’m writing 
this, the United States has administered 100 million doses of vaccines and the new adminis-
tration has set a goal of making vaccine doses available to all adults by May 1.

Our community has understood and relied on the importance of living in a virtual world 
for decades, and the pandemic has crystallized the value of this for a wider audience. Due 
to the great advocacy work of so many of you out there, our policymakers have focused 
on bills and regulations to expand access to broadband (see our latest Advocacy Series ses-
sion from March 29 about broadband: Living in a Virtual World: What that Means to the 
Disability Community, unitedspinal.org/virtual-advocacy-series). 

On June 14-16 at the virtual Roll on Capitol Hill, we will focus on the following issues 
for our community:

• Supporting legislation that will require coverage of home and community-based ser-
vices under the Medicaid program. In 2020, everyone saw very clearly that too many peo-
ple could not access the care they needed in their homes and communities. The patchwork 
system that currently exists through Medicaid HCBS waiver programs, where access to 
services depends on the state where you live, only highlights the need for the creation of a 
comprehensive, sustainable program. For our veterans, we will also advocate for improved 
access to caregiving supports under the Expansion of the Program of Comprehensive 
Assistance for Family Caregivers as well as protections from toxic exposure with the Toxic 
Exposure in the American Military Act of 2020 which is being reintroduced.

• Because our community needs to leave our houses to take care of critical medi-
cal appointments, pick up our kids from school, and live active lives, we again sup-
port the Disability Access to Transportation Act. United Spinal helped introduce the 
bill (bit.ly/3cn0e0N) in 2020 and helped with its reintroduction this year, thanks to 
Representatives James Langevin (D-RI), and Dina Titus (D-NV). The bill establishes a para-
transit program that allows for an additional stop, as part of a current paratransit trip, to 
locations such as childcare or education facilities, pharmacies, grocery stores, and bank or 
ATM locations. It also increases funding for transportation programs for people with dis-
abilities and older adults and simplifies the consumer reporting of accessibility complaints 
at the Federal Transit Administration.

• We will be asking members of Congress to support United Spinal’s 75th anniversary 
by cosponsoring a Congressional resolution, issuing a proclamation or submitting a state-
ment for the Congressional Record. Our chapters and advocates around the country can 
also help by asking their state legislatures and mayors to do the same. For more informa-
tion, visit unitedspinal.org/75th-anniversary/advocacy-challenges.

For more on our first-ever virtual Roll on Capitol Hill, June 14-16, 2021, visit united-
spinal.org/roll-on-capitol-hill/. To get the latest Roll updates and information, contact your 
chapter, subscribe to our advocacy newsletters and alerts, unitedspinal.org/newsletters, or 
sign up for our District Mobilization initiative. Thank you all and let’s keep rolling!

— Alex Bennewith, Vice President, GoVernment relAtions

N E W S  F R O M  U N I T E D  S P I N A L

FIRST-EVER VIRTUAL ROLL ON CAPITOL HILL — 
JUNE 14-16, 2021

A P R I L  2 0 2 1   7

https://unitedspinal.org/virtual-advocacy-series/
https://unitedspinal.org/virtual-advocacy-series/
https://unitedspinal.org/virtual-advocacy-series/
https://langevin.house.gov/press-release/langevin-titus-seek-expand-transportation-access-individuals-disabilities
http://langevin.house.gov/press-release/langevin-titus-seek-expand-transportation-access-individuals-disabilities
https://unitedspinal.org/75th-anniversary/advocacy-challenges/
https://unitedspinal.org/roll-on-capitol-hill/
https://unitedspinal.org/roll-on-capitol-hill/
https://unitedspinal.org/newsletters/
https://unitedspinal.org/grassroots-advocacy-network/


Netflix Neglects Disabled
Netflix is dropping the ball when it comes to dis-
ability representation. That was one of the pri-
mary findings in a new study by academics at the 
University of Southern California’s Annenberg 
School for Communication and Journalism. While 
the streaming giant has made strides in terms of 
proportional representation for traditionally under-
represented racial and ethnic groups, disability rep-
resentation is still lagging.

Disabled characters made up 5.3% of leads and 
4.7% of the main cast in film and series on Netflix, 
according to the study. Even worse, only 2.1% of all 
speaking characters had disabilities, way less than 
the 27.2% of the population who have disabilities.

According to Disability Scoop, the study helped 
motivate Netflix to commit to investing $100 mil-
lion in  organizations that help bring underrepre-
sented communities into the television and film 
industries and in programs to train and hire new 
talent at the company.

“By better understanding how we are doing, we 

POSTS

Turn On a Dime
Power chair users tired of trashing walls and doors have a 
new option that promises the smallest turning radius on the 
market. Quickie’s new Q300 M Mini offers a 17-inch turning 

radius (without footplates) that should make navigating a 
little easier, whether you’re trying to weave your way 

through a packed restaurant or simply making 
a tight turn in your home.

“The Q300 M Mini is the perfect power 
chair for anyone who lives in a small place or 
needs to get around in tight areas, like their 
kitchen. It packs a lot of features found on 
much larger chairs into a small package. The 

17-inch turning radius will really make the 
difference for many clients,” says Jeff 
Rogers, Sunrise Medical’s director of 

power product management.
The Q300 M Mini comes 

with a 16.5-inch seat-to-floor 
height and optional seat elevator 

that allows you to go up 12 inches 
while traveling up to 3 mph. Scope out the rest of the chair’s specs 
at sunrisemedical.com.

NM Reader Survey
Take five minutes to help guide the future of New Mobility and possibly 
win a $300 gift card. We’re in the middle of our first reader survey in a 

few years and we need 
your insights and sug-
gestions. Some of our 
best stories have come 
from reader ideas, and 
you can be sure we’ll 
read every comment 
you leave. Interesting 
fact: The most common 
level of spinal cord injury 
among respondents so 
far is C5. Find the survey 
at www.surveymonkey.
com/r/V8GF3FM
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CREATED BY WOMEN WITH DISABILI-

TIES FOR WOMEN WITH DISABILITIES, 

THE  SIT THE F*CK DOWN PODCAST 

KNOWS ITS TARGET DEMOGRAPHIC 

AND GOES FOR IT HARD. HOSTS 

CRISTINA AND LIV SHARE THEIR EXPERI-

ENCES AS 20-SOMETHING PROFESSION-

ALS WITH TRANSVERSE MYELITIS AND 

LOOK TO EDUCATE LISTENERS ABOUT 

THE INS AND OUTS OF WHEELCHAIR 

LIFE. WHILE THE FIRST FEW EPISODES 
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https://assets.ctfassets.net/4cd45et68cgf/3lLceJCJj7NJsKUeIJHrKG/796930729b04745499f3f312a532f8db/Inclusion_in_Netflix_Original_Content_2.26.21.pdf
https://www.disabilityscoop.com/2021/03/02/with-disabilities-rarely-seen-netflix-commits-100-million-toward-inclusion/29217/?fbclid=IwAR14qUuf-eDJ2EZTOpa8Pyqzy5cTScKMbXSnSjKT1omEr41ooeMekJ9TV9c
https://www.sunrisemedical.com/power-wheelchairs/quickie/mid-wheel-drive/q300-m-mini
https://www.newmobility.com/


WERE OBVIOUSLY GEARED FOR FEMALE 

LISTENERS, A MORE RECENT EPISODE 

WITH PORTUGAL. THE MAN GUITARIST 

ERIC HOWK SHOWED THE DUO COULD 

HANDLE A BROADER SCOPE SHOULD 

THEY SO DESIRE. STFD PODCAST IS AVAIL-

ABLE ON SPOTIFY AND APPLE PODCASTS. 

YOU CAN ALSO FOLLOW THE PODCAST 

ON INSTAGRAM AT @STFDPODCAST. 

YOU’RE LOCKED DOWN IN A PANDEMIC AND HAVE SEVEN DAYS TO TRAIN A NEW PER-

SONAL CAREGIVER OR FACE THE POSSIBILITY OF LOSING THE CARE YOU NEED. IF THAT 

SOUNDS LIKE THE PREMISE OF A HIGH-STAKES REALITY SHOW, WELL, IT IS — KINDA. IT’S 

PERSONAL IS A NEW DOCUMENTARY/REALITY TV HYBRID COMMISSIONED BY BRITAIN’S 

FILM AND VIDEO UMBRELLA TO EXAMINE THE DIVERSE IMPACTS OF COVID-19. IN THE 

FIRST EPISODE, FILMMAKER LOU MACNAMARA MOVES IN WITH QUADRIPLEGIC KYLA 

HARRIS AND TRIES TO LEARN HER CAREGIVING ROUTINES WHILE THE CLOCK COUNTS 

DOWN THE SEVEN DAYS. CAN THE TWO LONGTIME FRIENDS ADAPT TO THEIR NEW 

ROLES? WHAT DOES IT MEAN TO BE AN ESSENTIAL WORKER IN A PANDEMIC? THESE ARE 

AMONG THE MANY QUESTIONS THE DOCUMENTARY TACKLES IN ITS FIRST 30 MINUTES. 

WITH NO TOPICS SEEMINGLY OFF LIMITS, MACNAMARA AND HARRIS MAKE FOR COMPEL-

LING AND THOUGHT-PROVOKING VIEWING. WE’RE HOPING MORE EPISODES ARE ON THE 

WAY. GET YOUR REALITY FIX HERE: FVU.CO.UK/WATCH/ITS-PERSONAL.

WAT C H

Primetime Paralympics
The Paralympics are headed for primetime 
TV for the first time. After years of little-
to-no coverage and being relegated to 
channels no one has, NBC announced 
it will roll out the primetime carpet this 
fall when the world’s greatest disabled 
athletes take to Tokyo. Seth McBride, 
a Paralympian himself, reported on 
NewMobility.com, “NBCSN will be airing 
12 hours a day of the Tokyo Paralympics, 
and the primetime coverage will give millions 
of Americans the chance to see what other 
places in the world have already found out: The 
Paralympics are as good as sports get.”

Read McBride’s take for more details and perspective at newmobility.
com/2021/03/the-paralympics-finally-go-primetime-on-nbc.

Accessible Dungeons, Accessible Dragons
Back in September’s Posts we shared the exciting new wheelchair-using role 
playing figurines from Strata Miniatures, and now Dungeons & Dragons enthu-
siasts have their first official wheelchair accessible adventure to use them. 
On March 16, Wizards of the Coast published Candlekeep Mysteries, a col-
lection of 17 shorter adventures. One of the designers responsible is Jennifer 
Kretchmer, well known in the community for helping create the Accessibility in 
Gaming Resource.

“This is not something that’s new to tabletop gaming, or new to D&D, but 
it was important to me to make accessibility part of my dungeons,” Kretchmer 
tells Polygon.com. “As an ambulatory wheelchair user, I wanted people to have 
the opportunity to see themselves represented in-game. We have the ability 
in fantasy to imagine things. We don’t have to pay to make those accommo-
dations. This is something we can imagine in our brains, and it’s there. So it’s 
something that was really important to me to put in, into my design.”

Read more at polygon.com/2021/1/12/22225381/dungeons-dragons-
candlekeep-mysteries-wheelchair-accessible.

hope to stimulate change not just at Netflix 
but across our industry more broadly,” said 
Ted Sarandos, co-CEO and chief content 
officer at Netflix.

Read the entire Disability Scoop article 
at disabilityscoop.com/2021/03/02/with-
disabilities-rarely-seen-netflix-commits-
100-million-toward-inclusion/29217; or 
read the USC report here, bit.ly/3rrR7kc.
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My wife, Karen, is amazing. She is 
a professor teaching leadership and 
ethics, and is a few years retired from 
the Navy as a commander, so I listen 
carefully when she has something to 
say. We regularly discuss how we are 
feeling and how we can better assist 
each other. We started to go out 
when the weather got nicer last year 
to do socially distanced walks.

During one of these walks, I asked 
her what grade she would give me on 
my attitude and approach to dealing 
with the pandemic. She said C-, which 
made me laugh and say, “What?”

“You’re not doing too well,” was 
her response.

“What do you mean?” 
“Your feelings are not the mis-

sion,” she replied. 
This struck me … it was a real 

shock and a frustrating realization. 
“What do you mean?” I asked again.

“The mission is for all of us to 
achieve a goal, and in this case, you 
do this by taking care of yourself, 
and consistently demonstrating 
that to the person on your left and 
your right. This type of team dem-
onstration grows over time and is 
where systemic change occurs,” she 
explained.

Over the following weeks, I mulled 
over how we stay positive even 
though we still have the right to be 
upset when we’re losing control. This 
made me spend more time thinking 
about how I am conducting myself. 

Karen recommended finding some-
thing to do every week as an “anchor.” 
For us, this anchor became playing a 
game with my parents on Sundays via 

Zoom. After the board game, we talk for 
about 20 minutes, connect and say out 
loud what we don’t like, then get past 
that. Next, we get to the good things in 
our story and we always say, “What’s 
one thing that you’re happy about 
today?” or, “What’s one thing that you’re 
thankful about today?”

Karen and I have taken to ask-
ing that question, if not every day, 
every other day. So, for the last sev-
eral months we have consistently 
talked about what we’re thankful for 
almost every day. This bleeds into 
conversations with our colleagues, 
team members, the medical staff and 

PUSHING THROUGH DURING THE PANDEMIC

 By Todd Stabelfeldt

TODD AGAINST THE MACHINE
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In my search for an “anchor,” or something I could control physically, I settled on my hair. 
Starting March 3, 2020, I let all my hair grow for a year (other than my nose hair because 
that’s disgusting). On March 2, 2021, looking hideous and hippied-out, I decided it was 
time to break out the scissors.



nurses, our friends. I laugh now because sometimes I’ll be on a 
Zoom meeting and someone will say, “Hey Todd, what are you 
thankful for today?” 

In response to the pandemic, I have changed my lifestyle 
dramatically. I haven’t gone into a grocery store since March 13, 
2020; I haven’t cut my hair since March 3, and I’ve kept isolated 
from friends and family to a degree I couldn’t have imagined just 
over a year ago. That’s all intentional. It’s all on purpose. It’s me 
being cognizant of what’s around me and wanting to show oth-
ers around me that I care about their health and mine. 

In my observation, the people around us do the same 
thing. We all have different lives and need to structure them 
accordingly while staying safe as we put groceries on the 
table and live our lives as best as we possibly can. 

Whether it’s a metaphor or a reality, we’re battling the 
machine. Right now, my biggest machine is my feelings. So, 
this article is me being transparent and naming my feelings so 
I can push through them. 

I think we are powerful, and I’m amazed at how big a posi-
tive or negative impact our actions can have. Our history is 
full of examples, and you can see both sides right now in our 
responses to the pandemic, social issues, weather and more.

So, how do you keep pushing through? It’s about attitude, 
remembering that our feelings are not the mission.

We are in this together, so remember to name your 
machine, demonstrate to your left and right, and then push 
through it. Mad respect.
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People usually meet Matthew Berwick at a point of transition in 
their lives, and it has always been his job to make that transition 
easier for them.

Whether he was working as a substitute teacher mentoring 
young children, shepherding teens with disabilities into 
adulthood at the Three Rivers Center for Independent Living or 
accommodating the accessibility needs of patients, visitors and 
family members with disabilities at the University of Pittsburgh 
Medical Center, the 33-year-old has been helping people 
transition his entire working life.

“Everybody’s situation is so different,” says Berwick. “It’s 
about really making sure those connections get made because 
there are services that are available and out there. If I have a 
solution for somebody, it makes me feel good and makes me 
feel accomplished.”

As a program manager at UPMC Disabilities Resource 
Center, a job he has held since 2017, those solutions have been 
everything from providing sign language interpreters to pressure 
relief mattresses, information in Braille and large print, and more. 

If a patient, visitor or guest needs a disability accommodation at 
the hospital, Berwick’s office assists with handling it. 

Given that Berwick has had an SCI since age 15, he knows 
what he’s doing as far as accommodation goes. “I’ve gone 
through life with a disability, and I’ve been able to navigate that 
life mostly successfully. I don’t want to see people in similar 
situations having to struggle or try to figure out the world by 
themselves,” he says. “I was fortunate to have great mentors 
to help me navigate the healthcare system, and I have a pay-it-
forward mentality. I’m not buying anyone in line at Starbucks a 
coffee, but I can pay it forward through the work that I do.”

Berwick considers himself adept now, but it wasn’t always 
easy shepherding others through the struggles of disability. 
Fortunately, he had help when he needed the services he 
provides for others. “I got injured pretty young, so I didn’t 
know what I wanted to do with my life. I got some great help 
from some pretty amazing wheelchair users who mentored me 
through college as well,” he says.

In addition, after a stint as a substitute teacher, he got 

HOW
WE ROLL

ANY NEW HOBBIES DURING  
COVID-19? I bought two RC cars.  
There’s an indoor track near me and you 
can socially distance while racing.

CAN’T LIVE WITHOUT: My Smart-
Drive power add-on on to my manual 
wheelchair has increased my indepen-
dence. Pittsburgh is really hilly.

Matthew Berwick 
was shown what was 
possible as a C5-6 
quadriplegic by other 
members of the SCI 
community and now 
pays it forward by 
helping people with 
disabilities adapt to big 
transitions in their lives.

Hospital-ity
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DI S A BI L I T Y  R E S OU RC E  C ON N E C T OR 

Matthew Berwick

https://www.upmc.com/patients-visitors/patient-info/disabilities-resource-center
https://www.upmc.com/patients-visitors/patient-info/disabilities-resource-center
https://www.permobil.com/us/product/smartdrive
https://www.permobil.com/us/product/smartdrive


One of the things I’m working on now is 
legislation to adjust the Medical Assistance for 

Workers with Disabilities program. It’s essentially lifting 
the cap on MAWD because 
you can only make $61,000 
annually before losing your 
attendant care and other 
Medicaid benefits in the 
state of Pennsylvania. 

We’re looking at it as a 
United Spinal Association 
chapter. We want to 
eliminate the fear of going 
to work and losing your 
benefits by removing the 
income cap and ensuring 
that as you become more 
successful, you pay a 
premium to Medicaid, but 
you’re able to retain those 
benefits. I really believe 
one of the biggest fears 
of people with disabilities 
when they go to work is 
they’re going to lose their 
services. Then what do they 
do? I think that’s why a lot 
of people with disabilities 
are self-employed, working 
part-time or working under 
a casual status because they 
know they won’t make over 
a certain dollar amount.

the chance to work at the Three Rivers Center for 
Independent Living with young people with disabilities 
who were about to transition into their adult lives. 
This gave him the chance to test a lot of the available 
services for adults with disabilities on himself before 
recommending them. He credits strong family support 
with helping him be comfortable with his injury, so he 
could help others be comfortable with theirs.

“The other thing that really helped out was my 
involvement in adaptive sports. I play wheelchair rugby, 
I’m a curler and I just started playing boccia recently. 
But, back in the day, I did waterskiing and kayaking, so 
my attitude was more like, ‘This is so awesome. I love 
the things I get to do that not everybody does,’” says 
Berwick. “I wanted to tell people about all of it.”

“Sure, you have bad days where things don’t go well, 
but mostly my life to this day has been about focusing 
on the things I enjoy and the successes that I have and 
sharing those with other people.”

Matthew’s MAWDern Life
Matthew Berwick details the fight to change the law so 
people with disabilities don’t have to stay under a certain 
income to maintain the benefits needed to work.

“
“
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WHY I JOINED UNITED SPINAL: I missed the advo-
cacy that I had done while working for the Center for 
Independent Living and United Spinal gave me that 
opportunity again. 

MOST ACCESSIBLE VACATION? 
Disney World. It’s one of the only 
places where you can ride rides in your 
wheelchair. Plus, transportation to and 
from the parks is wonderful.

Hospital-ity

When he’s not changing the world by 
pushing for better disability programs, 
Berwick can be found navigating his 
RC cars. 

As an advocate, Berwick understands 
the importance of cultivating allies. 
Here, he is shown with Pittsburgh 
Mayor Bill Peduto. 

https://www.dhs.pa.gov/Services/Assistance/Pages/MA-for-Disabled-Workers.aspx
https://www.dhs.pa.gov/Services/Assistance/Pages/MA-for-Disabled-Workers.aspx
https://unitedspinal.org/
https://www.newmobility.com/2015/03/accessible-disney/


OF ADAPTIVE 
SURFING AND 
WAVE SKIING

Catching a wave creates a visceral connec-
tion with ocean and energy. As your board 
accelerates, time slows and you enter a Zen 

state of “here and now.” By ride’s end, your brain 
is flooded with endorphins. Whether it’s your first 
ride or your thousandth, you feel great and want 
more. With advances in 
equipment and a growing 
list of adaptive surf orga-
nizations, adaptive surf-
ing has evolved to enable 
wheelchair users at any lev-
el to ride, whether they’re 
beginners or professional 
competitors. Here is a look 
at how the sport evolved 
and where it is today.

Although a lone pio-
neer or two were figuring 
the sport out as far back 
as the late 1970s, adaptive 
surfing started to take shape in the early 2000s. 
Life Rolls On, the first adaptive surf program, was 
created in 2001 by surfer Jesse Billauer, who’d been 
a top amateur about to go pro prior to his accident. 
He sustained a C6 SCI in 1996 and was able to 
shred again with the help of top pros and shapers 
who figured out board adaptations. LRO’s coast-
to-coast adaptive surf days generated that Zen-like 
state called “surfer’s stoke” and inspired the forma-
tion of organizations on both coasts, Hawaii and 
around the world. As these programs took hold, 
the sport grew. Simultaneously, surfers with and 
without disabilities began helping each other out 
organically.

LIKE FLYING DOWNHILL ON A TOBOGGAN 
Brock Johnson, 43, was an ocean lifeguard prior to 
his C7 injury in 2011. “After it happened, I missed 
surfing more than I missed walking,” he says. A 
year later, he attended a LRO event in his home-
town of Myrtle Beach, South Carolina, and rode 

prone on the front of tandem 
board. “As the guide paddled, 
I felt the familiar surge of 
speed when the board con-
nects with the wave’s energy, 
and all of the fantastic feel-
ings of surfing flooded my 
brain. On that first wave I 
thought, ‘I’m home. I’m a 
surfer and this is what I’m go-
ing to do.’” He started surfing 
on a regular basis and soon 
discovered a huge side benefit 
reported by many other adap-
tive surfers as well as swim-

mers, snorkelers and scuba divers with SCI: Being 
in the ocean seems to ease neuropathic pain better 
than any drug.

Johnson’s first ride with LRO had such a power-
ful impact he “paid it forward” by starting Adap-
tive Surf Project, an organization that introduces 
people to the sport through day-at-the-beach 
events held up and down the coast of the Caroli-
nas. Project volunteers also travel to other coun-
tries, including Columbia and Costa Rica, to plant 
the adaptive surf seed and donate beach chairs and 
adaptive boards. “Introducing somebody to adap-
tive surfing, knowing it will improve their life, is a 
powerful feeling,” says Johnson.

B Y  B O B  V O G E L

ZEN&
ART
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“
On that first wave I thought, 
‘I’m home. I’m a surfer and 

this is what I’m going to do.’

”

THE



OF ADAPTIVE 
SURFING AND 
WAVE SKIING

One of Adaptive Surf Project’s earliest converts 
was Jose Solorio, a T12/L1 para. He attended the 
program’s first learn-to-surf event, held at Cherry 
Grove, South Carolina, in 2014. “Before my injury 
I had no interest in surfing. I didn’t even learn how 
to swim until after my SCI. So for me, the ocean 
was a big, scary place,” he says. “My daughter was 
there and said, ‘you’re going to do it, aren’t you, 
Daddy?’ And I thought, ‘nope!’” But the folks at 
Adaptive Surf understood his trepidation and got 
him on the front of a tandem board. “The next 
thing I knew, we were on a wave, and it felt like I 
was flying downhill on a toboggan! It was beyond 

anything I’d ever experienced.” It was so fun, he 
went out again and again, and then went out solo, 
and he has continued to surf at every Adaptive Surf 
Project day since his inaugural ride.

HANGING OUT AT THE DOGPATCH 
In addition to adaptive surf organizations, much of 
the sport’s roots, particularly on wave skis — where 
you sit on the board and use a kayak-style paddle to 
propel yourself — can be traced to a surf crew that 
hangs out at Dogpatch, a mellow surf break at San 
Onofre, California. “The best days for me are when 
I get a chance to turn people with SCI on to surf-
ing, something I do person by person,” says Mark 
Thornton, 60, one of the early members and unof-
ficial ring leaders of the Dogpatch crew. Thornton 
was a dedicated Southern California surfer prior to 
sustaining a T4 SCI in 1994. 

Thornton’s early attempts at riding a boogie 
board and conventional board were unsuccess-
ful. Fourteen years after his injury, while watch-
ing surfers at Dogpatch, he saw somebody riding a 
wave ski, which led to an introduction to legendary 
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Brock Johnson competes in the Prone Assist division of the 2018 
USA Adaptive Surfing Championships at the Harbor Jetty break, 
Oceanside, California.

Jose Solorio gets pushed into 
a wave on a beginner, solo 

prone surfboard.

Alana Nichols competes in the 
Duke’s Oceanfest contest on her 
wave ski in Oahu, Hawaii.



surfboard and wave ski shaper 
Steve Boehne of Infinity Surf-
boards. Thornton was so excited 
talking with Boehne that he or-
dered an Infinity wave ski, which 
was the second one Boehne had 
custom shaped for a paraplegic. 

“I got my board and hit the 
water. I paddled to catch a wave 
and felt the speed rush as the 
board accelerated down the face, 
I made a turn and pulled out of it 
without falling,” says Thornton. 
“Oh man, it was the greatest feel-

ing! I was back, free, just me and Mother Ocean. My paraly-
sis was left on the beach. I was a surfer again.” The impact 
was profound. He moved into his van, got a four-wheel-drive 
power chair for the beach, and surfed every spare minute up 
and down the California coast, as well as Hawaii.

When Thornton meets somebody interested in adaptive 
surfing, he’ll say, “Meet me at San Onofre, and Steve will 
take you on a tandem wave ski to evaluate your ability and 
comfort level.” Next Thornton has them try his board, which 
is wide and stable. From there new riders are usually hooked, 
and the wheels are turning on what type of board they want. 

One of the people who Thornton turned on to wave ski-
ing is Charles “Chaka” Webb, whose surfing was halted in 
1984 by a T7-8 injury when he was 18. After a 29-year hiatus, 
he met Thornton and Boehne, who took him to Dogpatch. 
“Steve took me out tandem and we dropped into a four-foot 
wave and I’m freaking out, yet at the same time I’m back in 
my element, and I naturally dug my paddle in and started 
initiating some turns,” he says. He was hooked and soon 

Mark Thornton starts a bottom 
turn on his wave ski during 
an adaptive surf contest in 
California.

Adaptive surfboards come in two varieties, prone and 
wave ski. Prone boards are generally concave, and 
surfers use them by lying down to paddle and surf. 
They may have pads on each side to keep legs in place 
and hand straps to grab and angle the board for turn-
ing. Additional options include a foam wedge under 
the chest or chin. Sit-down boards, known as wave 
skis, are propelled with a kayak paddle. 

For beginners, an important feature of either a 
prone board or wave ski is having more rocker. That’s 
the upward curve at the front of the board. It keeps 
the nose of the board from pearling, or digging into 
the water. Adaptive wave skis have a scooped-out, 
padded seat and options that include quick-release 
seat belts and knee rests for stability, and backrests 
for higher level injuries. 

Beginner versions of both boards are wider than 
normal, which makes them stable and easy to bal-
ance, but slower to turn. High-performance boards 
are narrower for quicker turning, but challenging to 
balance. They’re ideally custom-designed to the style 
and ability of the surfer. Prone boards and wave skis 
come in tandem versions, which is a great way to try 
the sport, learn about catching waves and gain skills 
to ride on your own.

Additional adaptive options include leg leash Vel-
cro straps that attach to the board and keep your feet 
together. This becomes more important in larger surf 
where paralyzed legs can be injured by being pulled 
in all directions when tumbling in a wipeout. Perhaps 
the coolest solution to this is Brock Johnson’s wetsuit, 
the bottom of which zips both legs together to create 
a “merman” lower half.

ADAPTIVE 
SURFING 
EQUIPMENT
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Charles “Chaka” Webb carves a 
turn on his wave ski while com-
peting in the Dukes Oceanfest 
contest in Oahu, Hawaii.



commissioned a Boehne board. Now he surfs every 
day. “The adaptive surf community is very welcoming. 
Everybody wants to help each other, and we exchange 
ideas and equipment design.” 

Getting a second chance at surfing was so powerful 
that Webb founded Stoke For Life, a Southern Califor-
nia-based nonprofit dedicated to introducing people to 
adaptive surfing and watersports through clinics and 
education. “It’s about the surfing. In the water, you are 
just another surfer,” he says.

ADAPTIVE SURFING BECOMES COMPETITIVE
Competitive adaptive surfing dates back to 2007 with 
AccesSurf Hawaii’s first annual adaptive contest as part 
of Duke’s Oceanfest, held off Waikiki beach. It landed 
on California beaches in 2010 with the Western Surf-
ing Association’s AmpSurf adaptive contest at Church 
Beach in San Onofre. Word of adaptive surf competi-
tion started to quickly spread, and in 2015 the sport 
exploded on the world stage with the first International 
Surf Association World Adaptive Surfing Champion-
ships held in La Jolla, Calf. 

“From a competition standpoint, we have evolved 
from just few adaptive surfers competing here or there 
to worldwide recognition,” says Team USA Para Surfing 
Captain Christiaan “Otter” Bailey. In 2020, participa-
tion in the ISA World Adaptive Championships, now 
known as Para Surfing, grew to 131 competitors repre-
senting 21 countries. Para surfing is slated to make its 
Paralympic debut in 2028 in Los Angeles. 

As in other adaptive sports, para surfing has a clas-
sification system consisting of nine categories, three of 
which are specific to wheelchair users. Two of these are 
Para Surf Prone 1, where a surfer rides in a prone po-
sition and does not require assistance paddling into a 
wave or getting back on the board, and Prone 2, where 
a surfer who rides the wave prone requires assistance, 
such as a push to catch a wave or help getting back on 
the board safely. 

The sport also has a fledgling professional side, start-
ed and run by Webb and Stoke For Life. In 2019, the U.S. 
Open Adaptive Surfing Championships, then in its third 
year, saw adaptive surfers competing on the waves of 
Oceanside, California, for over $25,000 in prize money. 

The previous year, Alana Nichols entered and won 
the wave ski division, beating all the men to become 

athe 2018 National Champion. “It was a big day, and the 
waves were gnarly,” recalls the T12 para. “But I was just 
in a flow state, and it all worked out. It was a blast, and 
beating all of the guys was a big deal.” She is also the first 
woman Paralympian to gold medal in both a winter and 
summer game — Alpine skiing and basketball. 

“Surfing in contests is a lot of fun and offers great 
camaraderie,” says Jimmy Collins, 69. A recreational 
surfer in his 50th year as a T5 para, Collins, who lives 
on Oahu, tried surfing for the first time at age 62 with 
AccesSurf Hawaii. “For me, the beauty of surfing in a 
contest is, for a $35 entry fee, you and four other surfers 
have the most exclusive waves in the world all to your-
selves for the length of your competition heat.”

LAND-LOCKED SURFING
The evolution of adaptive surfing is also making the sport 
available in land-locked areas. One way this happens is 
with wake surfing — riding the perfectly shaped wave 
created by a wake surf boat — something that is starting 
to be incorporated by more adaptive sports programs. 

I joined seven other athletes to give wake surfing a 
try at the Mobo Law Adaptive Boat Day on Lake Tahoe, 
organized by the High Fives Foundation in September 
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“ It was the greatest feeling! I was back, 
free, just me and Mother Ocean. My 
paralysis was left on the beach. I was a 
surfer again.”

Alana Nichols rides the 
swash on her wave ski.

Jimmy Collins gets ready to pull himself up onto the back of 
his prone surfboard. Note the padded fins on top that help 

keep his legs in place on the board.
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2019. Surfing is a sport I’d longed for since my T10 SCI in 
1985. Lying down on the surfboard just behind the boat, I had 
one hand on a water ski tow rope handle and the other on 
the board. When I said “hit it,” I felt tow rope tension simi-
lar to being pulled on a water ski. The line tension eased as 
the board connected with the growing boat wake that soon 
morphed into a clean little wave, and the board accelerated 
into the pocket. When I let go of the tow rope, I was surfing 
and I burst into an ear-to-ear grin. 

Another evolution that could be the next big thing in 
inland adaptive surfing are wave pools. These man-made 
bodies of water have a mechanical system that creates per-
fect “made-to-order” waves ranging from gentle rollers for 
beginners to steep tubes for experts or competitions. There 

have already been several adaptive surfing contests held in 
wave pools in Australia and one in the United Kingdom. In 
late 2020, the U.S. Olympic and Paralympic surf team had a 
three-day training session at the wave pool at BSR Cable Park 
in Waco, Texas. 

“It was fantastic. In a few days I was able to learn and mas-
ter three tricks that I’ve been working on for a decade but 
didn’t have the consistency of the type of wave I needed,” says 
Bailey. “I think that wave pools are the future for competi-
tion, as well as for introduction to surfing.”

Surfing has become one of the ultimate adaptive equaliz-
ing sports. As Thornton says, “When I’m on my board in the 
water, I’m free. At night in my dreams I’m no longer para-
lyzed, I’m surfing. In the morning when I wake up, I leave my 
chair on the beach and I’m surfing just like my dream.”

RESOURCES: 
• Access Surf Hawaii: accessurf.org  
• Adaptive Maui: adaptivemaui.com/about
• Adaptive Surf Project: adaptivesurfproject.com  
• AmpSurf: ampsurf.org
• High Fives Foundation: highfivesfoundation.org
• Ocean Healing Group: oceanhealinggroup.org
• Life Rolls On: liferollson.org  
• Stoke For Life Foundation: stokeforlife.org

Bob Vogel hangs onto the tow rope at the 
start of a wake surf ride behind a boat on 

Lake Tahoe. 



Thankfully, with vaccines being distributed across the country in recent months, a 
small glimmer of light is finally at the end of this long, dark pandemic tunnel. How-
ever, despite the world — hopefully — getting back to somewhat normal, a lot has 

changed in the past year. There have been many dark moments, but some aspects of pan-
demic life have actually benefited those of us with disabilities. One of the best things to come 
from the pandemic is that more people are working from home than ever before, and many 
of those are now doing it for the first time. 

While people with disabilities have been fighting for the ability to work from home for 
years and now finally can, it doesn’t come without its drawbacks. Mastering the work/home 
balance can be incredibly tricky, but after a year of rolling on the working-from-home 
tightrope, many have perfected the routine. 

I recently had the opportunity to chat with a couple fellow wheelchair users about their 
transition from working in an office to home, and what they have learned in that process. 

THE MONTH THE WORK-WORLD CHANGED
Andrea Klein is a business analyst in the IT department at Life Care Centers of America, a 
company that owns and operates skilled nursing homes in 28 states. She has worked for the 
company for more than 20 years, but began working from home on March 13, 2020. 

“I distinctly remember that day because it was a pretty rapid pack-up of essential items 
from my cubicle,” she says. She took only her laptop and charging cord, a notepad, a few ink 
pens and a couple of binders with reference materials she might need. “I left my beloved large 
monitors, docking station and my desktop flip calendar that’s sat on March 13, 2020 ever 
since,” says Klein, who uses a power wheelchair. “Since I’m an individual with respiratory 
muscle weakness associated with my neuromuscular condition and a noninvasive ventila-
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tion user with fragile respiratory health, my supervisor 
told me that afternoon she had approval for me to begin 
working from home for as long as I felt like I needed to, 
in order to be safe from the virus.”

Another powered wheelchair user, Bill Crowley, is 
an attorney for Disability Rights Wisconsin and has 
worked in this role for six years. Crowley, who has a 
C6-7 spinal cord injury, also manages his blog, Mr. 

Milwaukee, where he shares his wheelchair-friendly 
take on all things Milwaukee.

On March 16, 2020, Crowley started working from 
home full-time. “My office closed down due to the pan-
demic,” he says. “I had worked from home on occasion 
in the past, for instance, if I had a medical or wheel-
chair maintenance appointment and it didn’t make 
sense schedule-wise for me to commute into the office 
afterwards.” 

Like any new thing, Crowley says that working from 
home took some getting used to. “When working in the 
office, my team would routinely bounce ideas off one 
another or ask for advice on casework,” he says, adding 
that there was also “a strong office culture with monthly 
potlucks, where we caught each other up on what our 
teams were working on. In switching to working from 
home, we lost that easy collaboration and ability to con-
nect with the team just down the hallway.”

Aside from the office culture changing, it was also 
difficult to even manage working in a new physical 
space. “Normally, I have my own office that is full of 
work-related documents and past case files I can look 
back to for reference,” Crowley says. “I can also close 
my door to be free of distractions. When working from 
home, there are a ton of possible distractions, and you 
have to keep those in check.”

Similarly, Klein dealt with physical difficulties when 
she first started working from home as well. “My eye-
sight was challenged by using a small laptop screen at 
home,” she says. “My husband set up an old 19-inch 
TV as a monitor for me, but there was no ideal way for 
the TV to sit upright in my small office area off of our 
kitchen, so I later purchased a monitor that I could use 
with both my employer’s laptop during the workday 
and with my own laptop during the evenings.”

THE POSITIVES OUTWEIGH 
THE CHALLENGES
There are some challenges to working from home, 
as previously mentioned, but the benefits seem to far 
outweigh them. “It is definitely much easier and more 
convenient to work from home. Because I don’t feel that 
I need to wear make-up at home, invest time into per-
fectly-fixed hair, or deal with traffic on the way driving 
there. I’m able to sleep longer and don’t have to spend 
as long getting ready for work. This has helped me to 
conserve energy,” says Klein. “For someone with a con-

“My supervisor told me she had approval for 
me to begin working from home for as long 
as I felt like I needed to.”

Although she misses her beloved over-sized monitors, Andrea Klein has adapted 
to working from home.



dition that causes fatigue and requires a certain amount of 
breathing muscle rest on a noninvasive ventilator, working 
from home has been very good for my health.” 

When discussing the positive aspects of working from 
home, Klein also adds, “Toileting at home is easier. The re-
stroom where I work meets my current accessibility needs, 
but nothing works as perfectly for me as my home set up. As 
my accessibility needs change for my progressive condition, I 
believe my home can be more easily and quickly adapted to 
meet those needs.” 

From both Klein and Crowley, the long commutes to and 
from work seem to be one of their biggest peeves, so the 15 
second commute now from the bed to the computer is a big 
bonus. “I would say the biggest convenience is the elimina-
tion of a commute,” says Crowley. “I normally use public 
transportation to get to work, which is typically an hour com-
mute each way. In winter, there can be snowdrifts that block 
bus stops or curb cuts, which is an extra added headache to 

deal with. Working from home saves me a lot of time, aggra-
vation, and wear and tear on my wheelchair.”

Working from home is something that many wheelchair 
users hope will continue, even after the pandemic ends. 
Crowley not only wants to keep working from home, but he 
also thinks that, “a silver lining of all this working from home 
is that employers are seeing the feasibility and the benefits of 
giving employees the ability to work remotely, for people of 
all abilities.” His hope is that some of this flexibility continues 
in the future and that it helps open up more employment op-
portunities for people with disabilities. 

TIPS FOR WORKING FROM HOME
Working from home can be tricky, especially in the begin-
ning. It’s convenient to scroll Facebook, watch a movie on 
Netflix, or do pretty much anything other than concentrate 
on the work that needs to be completed. On the other hand, 
it can also be difficult not to work overtime since your house 
is your office. 

“I would say the most important thing is to have defined 
work hours and non-work hours. Having a workspace that is 
separate from where you spend most of your leisure time lets 
you physically leave a place and helps you unplug from work,” 
says Crowley. “Once I stop working, I stop working. I do not 
constantly check my email or keep working on something 
that can be finished the next day.”

Andrea Klein thinks it is also important to have hob-
bies that help separate your work and personal life. “I am 
conscientious about my work, but I have other passions that 
I immerse myself into,” she says. “I make time each day to 
do something I enjoy, like volunteering my time serving my 
nonprofit Breathe with MD, playing and snuggling with my 
basset hound, watching TV shows, cooking, baking and 
working on crafts and hobbies.”

Working from home is certainly a challenge at times, but 
like anything, the more you do it, the better you’ll be at it. It 
absolutely comes with benefits, especially for those of us in 
the disability community, and employers are hopefully tak-
ing note of those benefits and realizing for the first time that it 
actually is possible for people to work from home. Is a global 
pandemic what it took for people with disabilities to get the 
accommodations they’ve been requesting for years? It’s look-
ing like it. At least one good thing came from the mess that 
was 2020 ... and 2021.
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A s a travel writer who loves the outdoors, glamping — “glamour 
camping” — has become one of my favorite ways to immerse my-
self in nature. Glamping gets me closer to nature without having 

to bring all the extra stuff camping requires, like towels, utensils, a stove, 
etc. Less time packing and unpacking means more time to explore and 
enjoy. Additionally, having a temperature-controlled environment im-
proves my overall comfort. My body doesn’t operate well in constant cold, 
so I love to crank up the heat, especially in the mornings. But honestly, the 
main reason why I am into glamping is the private roll-in shower. With-
out the private shower, it’s just over-priced camping. 

While glamping setups may vary, for the extra bucks they generally 
provide some sort of kitchen or cooking setup, a bathroom and a warm 
roof over your head. Oftentimes they come fully equipped with gear and 
household supplies and sometimes even food. As demand for these types 
of setups has grown, so has the number of accessible options.

AUTOCAMP’S ACCESSIBLE OASES
One of the companies capitalizing on the glamping trend is California-
based AutoCamp. Drawing its name from the refurbished and retrofitted 
Airstream trailers it rents, the company has drawn praise for the concept 
and design infused into its multiple locations. Time magazine deemed it 
one of the “World’s Greatest Places 2019.”

I recently stayed overnight at two California properties operated by  
AutoCamp, one in the Sierra Mountains, 40 minutes from Yosemite Na-
tional Park, and the other close to the Sonoma Coast and the Russian Riv-
er. While AutoCamp’s signature Airstreams are super cute and iconic, they 
are not accessible, so both properties offer modern-minimalist designed, 
modified “cabins,” which in reality are closer to chic mobile homes. 

These cabins have barrier-free access with a patio, dining table and 
cooking grill that burns eco-friendly GoodWood. Cooking inside is an 
option too, as there is a kitchenette with a two-burner stovetop, micro-
wave and minifridge (no freezer). The sink is a roll-up, making it easy to 
hand-wash dishes. On one side of the sink is a little countertop space for 
food storage and preparation, and the other side has a couple of drawers 
with some cookware. Above the sink, and harder to reach, is a cabinet 
with basic dinnerware.

The cabins also have a loveseat sofa-bed just next to the kitchenette 
with a few small shelves and power outlets nearby. It sits across from a 
large flatscreen television with the latest subscription channels. The op-
posite side of the kitchenette is where the large bathroom is located.  
AutoCamp has made these bathrooms accessible and luxurious, equipped 
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free access with a 
patio, dining table, 
comfortable places 

to relax outdoors and 
even a cooking 

grill that burns eco-
friendly fuel.  
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with a roll-up sink and a lovely roll-in shower. The shower bench is 
mounted with adjacent grab bars — not pressing into one’s back —
and the hand-held shower nozzle is within reach. This shower setup 
alone is a reason to go glamping.  

The bedroom is on the opposite side of the bathroom and has 
the best bay-window view. It’s like sleeping in a luxurious treehouse. 
With just the push of a button, window shades obey the command 
to rise and bring nature instantly into the bedroom. Yosemite Auto-
Camp also includes a wireless skylight window. It was a treat to do a 
little stargazing while warm in bed, or pop outside on the deck to see 
more of the Sierra night sky. The full-sized bed has a memory-foam 
mattress and is wedged in the right corner of the bedroom, along 
the bay-window, creating open access on one side of the bed. The 
other corner of the bedroom has a standing cabinet with drawers 
and lowered closet bar. A full-length mirror and wall hooks at vari-
ous heights are also in the bedroom.  

Both AutoCamp Yosemite and Russian River keep a roaring fire 
going at night inside and outside the barrier-free lodge. Near the 
main desk inside is a small market with some food items, snacks and 
beverages for purchase. 

AutoCamp Russian River is within walking distance to down-
town Guerneville, a cute river town with a variety of restaurants and 

This photo showcases the AutoCamp cabin’s 
accessibility, from the ramp up to the cabin to 

the concrete patio where campers can enjoy 
making s’mores over an open fire. 



a grocery market. AutoCamp Yosemite is more isolat-
ed, with the closest town being a 10-minute drive away. 
Because of this, it offers visitors the option to purchase 
pre-planned meals and snacks. Once a reservation is 
made, visitors are given access to the online store to 
make selections. Campfire-inspired meals, like tri-tips, 
sausage and beans, are delivered to guests onsite and 
require some heating; popular items run out, so ad-
vance ordering is recommended.   

The main difference between AutoCamp Yosem-
ite and Russian River, besides the location, is the size 
of the property. AutoCamp Yosemite is larger, with 
four accessible cabins as well as a tent-cabin option.  
AutoCamp Russian River has one accessible cabin. The 
tent-cabin at AutoCamp Yosemite has a loveseat sofa-
coffee table area, as well as a bed with a cooking grill 
outside (no kitchenette or cooking supplies). A paved 
pathway leads from this tent-cabin to the lodge where 
guests have access to a toilet and roll-in shower. Addi-
tionally, AutoCamp Yosemite has an outdoor, heated 
pool equipped with a remote-controlled hoist-lift. It’s 
located on the deck of the lodge’s second floor, acces-
sible by elevator. 

SO MANY REASONS TO LEAVE YOUR CABIN
AutoCamp Yosemite is an hour from one of the main 
entrances of Yosemite National Park on Highway 140 
in the historic gold rush town of Mariposa, named after 
the many butterflies in the area. A butterfly festival is 
hosted annually by the town the first weekend in May, 
bringing locals, families and visitors together to cele-
brate spring in the Sierra Mountains. The 1850 Restau-
rant and Brewery is a charming local place for burgers 
and a beer with a nice outdoor patio. 
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Every detail in the 
chic AutoCamp acces-
sible suite is thought 
through, from bed 
height to wide-enough 
passageways to out-
door balconies that 
invite exploration. 

Unlike in many 
high-end hotels, 

this bed is a 
good height for 

transferring from 
a wheelchair. 

The cabin’s bathroom 
is luxurious and 
accessible. 

If you look beyond Olson and Steve San-
chez, you can see the Airstreams that  

AutoCamp is best known for. The accessible 
cabin is integrated into the same area, not 

tucked away in another part of the park. 



The road to Yosemite National Park is serpentine but sce-
nic as it makes its way through the Merced River Canyon to 
the iconic valley floor. Before even reaching the main loop, 
there are waterfalls and other natural wonders to see. The 
Cascades is a lesser-known Yosemite waterfall that is worth a 
stop. The park entrance off Highway 140 is a little farther from 
AutoCamp Yosemite, and takes you past the historic Tenaya 
Lodge to the Mariposa Grove of Giant Sequoias, home of two 
of the largest trees in the world. 

When staying at AutoCamp Russian River, all of Sonoma 
County is at your fingertips. Guerneville has tasting shops 
and stores to explore, and at the edge of the downtown is the 
road to Armstrong Redwoods State Natural Reserve where 
you can get out of the car and get into nature by going hik-
ing. Less than 30 miles away from the glamping grounds, you 
can spot wildebeest, rhino, giraffe and more at Safari West, 
dubbed “the Sonoma Serengeti.”

The Charles M. Schulz Museum is a Peanuts lover’s dream 
and only 20 miles away in downtown Santa Rosa. The Rus-
sian River slices into the Pacific Ocean at Jenner Beach, 13 
miles to the southwest, and the freshwater merging with salt 
creates a wildlife feeding frenzy. Pelicans and sea lions gather 
on the estuary’s sandbars, thanks to abundant salmon and 
lamprey populations, and you may even have the chance to 
see a bald eagle hovering by Goat Rock, an enormous, flat-
topped sea stack that rises near the beach. 

Surrounded by so much to see and do at both AutoCamp 
locations, it’s hard to not go exploring, especially if it’s your 
first visit. But there is something serene and restoring about 
just hanging around your site, not rushing anywhere and 
simply relaxing.

AutoCamp’s classic accessible suite’s rate ranges from $179-
$499 per night. April-September is the busy season, so look for 
a deal in the off-season, October-March range. For more infor-
mation, visit autocamp.com.
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there’s wood smoke? 



A s a downtown dweller, I’ve spent the last year cooped up in an 
apartment playing phone tag with a persistent call from the 
wild: “Hello, it’s your mother, Nature, are you there? Pick up!” 

An escape to the fresh air was long overdue, but the idea of roughing 
it sounded too much like what I had been doing at home. I needed a 
relaxing escape where I could comfortably unwind far away from the 
urban jungle.

I’d heard chatter about a wheelchair accessible luxury treehouse here 
in the Pacific Northwest. Like rumors of a Sasquatch, I had initially dis-
missed such a dwelling as a tall tale, but my time inside had me curious. 
A quick Google search and a few phone calls later, I knew: The legend 
was true.

A NIGHT IN THE TREE-TOPS
The accessible treehouse is one of six luxury treehouses built over the 
last five years at Washington State’s Skamania Lodge. The Lodge is situ-
ated just outside of Stevenson, Washington, on the northern shore of 
America’s largest National Scenic Area, the Columbia River Gorge. Less 
than an hour east from Portland, Oregon, the drive and majesty of trav-
eling through this canyon is a treat itself.

Carved ages ago, the basalt cliffs that line the waterway are punctu-
ated with waterfalls year-round that are ever-changing and fun to spot. 
High on the scenery, we reluctantly took our exit and crossed the river’s 
expanse via the awe-inspiring, steel truss Bridge of the Gods. The four-
story lodge — built in a style reminiscent of the early 1900s — and its 
258 rooms sit on 175 acres overlooking the gorge.

The new treehouses are hidden in a grove of towering Douglas Firs 
about 500 yards away from the lodge. Unfortunately, the main access is 
via a gravel parking lot down a short, steep turn off from the main road. 
Even the mightiest power chair would have a hard time powering up the 
gravel to the main road, meaning that any time you want to go to the 
lodge, you need to hop in your vehicle. There is a golf cart shuttle service 
you can summon to get around the property, but it only works if you 
can transfer and haul your chair with you.

In contrast to the evocative yesteryear feel on the rest of the prop-
erty, the treehouse cabins are designed with a modern vibe, inside and 
out. The entrance to the lone accessible dwelling is via a sloped path 
that brings you under the unit’s 30-foot-high deck, past the adjacent pri-
vate fire pit and up a short ramp to the front door. The changing grades 
should present no problems for a power chair, but some manual chair 
users may need an assist. 

Once inside, it becomes clear that the accommodations are a far cry 
from any childhood treehouses you visited. With treetop views on all 
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sides, and an indoor/outdoor fireplace framed on either side 
by dual French doors that divide the bedroom from the deck, 
the setup is ideal for easy and cozy transitions inside and out.

Awaiting us on the comfortable king-sized bed was a 
welcome basket with a small bottle of local wine and a kit to 
make s’mores. The bed is a good height for transferring but 
does have a platform. The cabin also boasts a sitting area and 
a kitchenette nook equipped with a Nespresso coffee maker, 
microwave, and mini-refrigerator. 

The delightful and spacious bathroom includes a hand-

some dark stone roll-in shower, curated body products and 
an opaque window overlooking the fire pit. There is even a 
heated floor for those who can appreciate it. A big closet of-
fers fluffy robes that match the spa-level setup and serve as 
the perfect attire for lounging. If venturing out for a meal 
sounds too taxing, or you simply want to chill in your robe, a 
full concierge and room service menu is available for delivery 
from the two restaurants in the lodge. 

BEYOND THE TREES
Inside the lodge, the Cascade Dining Room offers Northwest 
farm-to-table cuisine under high wooden ceilings, while the 
River Rock restaurant takes things a bit more casually, focus-
ing on lighter pub fare, craft beer and wines. Both offer stun-
ning views.

The lobby and registration area opens up to a great room 
centered on a beautiful fireplace. It boasts Native American 
artistry, and is anchored by floor-to-ceiling windows display-
ing amazing views of the river and surrounding mountains. 
Comfy seating and plenty of space to roll around make this a 
perfect place to enjoy coffee or a drink in between events or to 
simply watch the storms roll off the hills.

Beyond dining and chilling, a number of fun recreational 
options await on the property. No lodge would be complete 
without a spa and pool, and both are accessible here. As of 
this spring, the resort is remodeling what was a challenging 
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McCall and her 
friends gather in 
the lodge’s great 
room. The space 
is centered on a 

beautiful fireplace.  



18-hole golf course into a less challenging nine-hole short 
course and an 18-hole putting course. Both are slated to 
open this summer, but access details weren’t available at 
press time.

For a more … aggressive … evening, the resort recently 
added an axe throwing venue, and there is always the lodge’s 
Adventure Park, home to an accessible zip line course for 
daredevils and an aerial park that is less accessible. On top 
of this, the grounds offer ample picturesque and comfortable 
places to sit and relax or read a book. 

If you’re looking to explore beyond the grounds, you’re in 
luck. Situated in the heart of the Columbia Gorge, the lodge 
puts you in the proximity of a number of accessible trails, 
fishery tours, waterfall views and recreational options. Ad-
ditionally, easy day trips to places like Hood River, Mount 
Hood or one of the many nearby, gorge-adjacent Washington 
and Oregon breweries or wineries are well within your reach. 

If you thought sleeping up amongst the trees was just 
another inaccessible fantasy, rest easier. Aside from the ac-
cess issues around the poorly-situated treehouse parking lot, 
and the premium you’ll have to pay to stay here, Skamania 
Lodge’s accessible treehouse is pretty legendary.

At between $350-$800 per night, the accessible treehouse 
at Skamania Lodge is pricey, but great off-season deals are 
available if you sign up for the newsletter at skamania.com.
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My family did a lot of car camping during my youth, and some of 
my earliest memories are of us sitting around a campfire roasting 
marshmallows or tossing a line in a lake. In 2007, when I was 18, I 

sustained a T12 spinal cord injury on a camping trip. After my injury I told 
myself I wouldn’t let a wheelchair stop me from experiencing nature — and 
I didn’t. Still, my return to adventuring came gradually.

I started out small, taking day trips to Yosemite and Sequoia national 
parks. Most national parks have a number of short, accessible trails that are 
perfect for getting back in the swing of things without being overwhelmed. 
These daytrips helped me feel comfortable enough to try overnight adven-
tures. Soon I was camping at local reservoirs I knew from trips I took as a 
kid. Knowing the land helped me feel comfortable enough to stay overnight. 
I’d pitch a tent and cook over the campfire. 

After a while I wanted more — so I’d pack my gear and head into 
the Sierra Mountains in California. There are plenty of Bureau of Land 
Management and fire roads that lead to remote areas where I’d be the 
only human for miles. Since these sites had no cell phone reception, run-
ning water or a power supply, planning was of the utmost importance and 
added to the adventure. 

Today, I’m living out of a 2019 Ford Transit Van. It may sound strange to 
some, but I’ve been dreaming of this lifestyle for about five years. I’ve had 
a few stints of living out of my truck or car in town and in the mountains, 
so living out of a van actually feels like I’m in a mansion. OK, maybe not 
a mansion, but it’s much more spacious than my Chevy Silverado and my 
Ford Fusion. I’m basically living one big adventure right now. 

I don’t plan on changing how I’m living any time soon, but this lifestyle 
does require sacrifices that some aren’t willing to make. That’s OK. Adven-
ture in general takes sacrifice, so I suggest making a pros and cons list. What 
are you willing to give up to be more adventurous? Depending on your job, 
living arrangements and abilities, you can give up a lot or a little. You don’t 
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ACCESSIBLE 
OUTDOOR 
ADVENTURES 
FOR ALL
B Y  M A T T  T I L F O R D

What kind of adven-
turer do you wish to be? 

An intrepid explorer 
limited only by where 

the nearest gas station 
is? Or a glamper who 
knows where all the 

best paved trails are? It’s 
completely up to you.  

This spectacular view was enjoyed by 
participants in Krankin Thru China’s 
handcyling/backpacking excursions. 
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Matt Tilford and his 
camper van

Channing Cash left 
her old life behind to 

follow adventure.



have to go the extremes that I have. The key is finding an ap-
proach that works for you and your lifestyle. 

Here are three other wheelchair users who have figured out 
their own unique ways to enjoy nature.

BONNIE LEWKOWICZ, BAY AREA, CALIFORNIA
Bonnie Lewkowicz lives life to its fullest and has no desire to 
stop as she rolls through her 60s. She likes to glamp, but that 
doesn’t mean she’s not as adventurous as she was 20 years ago.

Lewkowicz grew up snow skiing and skating on lakes dur-
ing the cold winters in Michigan. After sustaining a C5-6 spi-
nal cord injury while riding an ATV when she was 15, she de-
cided the snowy winters were too much. She moved away for 
college and pursued a recreational therapy degree. 

Over the years she has founded wheelchair race and rugby 
teams and cofounded Axis Dance. She’s currently working 
at Bay Area Outreach & Recreation Program as the program 
manager for Access Northern California, an online compen-
dium of accessible excursions and destinations in Northern 
California’s vast outdoors. She started ANC while living in the 
San Francisco Bay Area, when she realized that her home was 
a travel destination. She documented what was accessible and 
put it all in a book and website for everyone to access. 

Lewkowicz still likes to explore new destinations for herself. 
She is fortunate that her travels double as relaxation and work. 
She handcycles a few days a week, goes birding and revisits 
many of the Bay Area trails she once mapped out years ago. 
She loves staying at park service cabins, yurts and Airbnbs (see 
sidebar). The pandemic has even made her a fan of virtual hikes 
via National Parks websites. 

Years of adventuring have taught her to just go for it. “Don’t set 
any expectations,” she says. “Have a ‘whatever happens’ attitude 
and be OK if things don’t work out like you wanted them to.”

CHANNING CASH, ORANGE COUNTY, CALIFORNIA
Until five years ago, Channing Cash was a career woman who 
thought pursuing a husband, property, home, car and a 401K 
was the way to live. A trip to enjoy the California sunshine 
changed her forever. 

In Southern California she met a group of surfers who took 
her surfing. That trip changed her life for the better. A T12 
paraplegic, Cash quit her job and left her past life for adventure. 
It wasn’t easy because everyone around her was skeptical, but 
she persevered and found new levels of happiness.

These days you can find Cash sleeping in her truck in the 
desert, riding her adapted mountain bike or paddling the Cali-
fornia coast. With her 4x4 Toyota Tacoma loaded up with her 
gear and her adaptive mountain bike, she can go just about 
anywhere. She’s made some custom modifications to help her 
adventure more efficiently. She’d rather spend time exploring 
than setting up a tent, so she built a bed platform inside her 
truck. She’s also built her own hitch mount bike rack and por-
table shower.  
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REGISTER NOW!
Lodging Scholarship Closes by June 30, 2021 

August 29–September 1, 2021 • Dallas, TX

Channing Cash says 
being on the road 

without a schedule is 
complete freedom.   



With her truck in tow, Cash loves exploring Death 
Valley and southern Utah. She uses websites and You-
Tube videos to help research possible locations. No mat-
ter if the video is showcasing someone who’s disabled, 
she pays attention to the landscape and says knowing the 
land is key. 

Experience has shown Cash that having the right men-
tal approach is just as, if not more, important than having 
the best physical adaptations. She encourages would-be 
adventurers to spend more time around adventurous dis-
abled friends. “Even if it’s just phone calls and texts, it’s 
important to encourage each other to do 
more and be better, and draw inspiration 
from others’ ideas,” she says.

Similarly, don’t let fear stop you 
from achieving your goals. Take leaps. 
Big life changing decisions are tough to 
make, but are often key to happiness. 
“Being on the road without a schedule 
is complete freedom,” she says. “We 
take so much for granted. There’s so 
much to see out there. I quit my job 
to adventure. My family wasn’t happy 
about it, but the money I was making 
did nothing for my overall happiness. 
Adventuring is what makes me happy.”

DOMONIC CORRADIN, PHOENIX, ARIZONA
Domonic Corradin grew up on a small farm in Michigan 
riding horses and dirt bikes. He would camp often and 
explore in the nearby woods daily. Shortly after his 16th 
birthday, he hit a patch of black ice on the way home from 
soccer practice, lost control of his vehicle and sustained a 
T5-6 injury.

When he was first paralyzed, Corradin struggled to 
find resources and information to help him get back to 
his adventurous outdoor lifestyle. After 10 years, he de-
cided enough was enough and created his own approach. 

Bonnie Lewkowicz 
enjoys exploring new 

destinations.
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He started hiking and camping, which led to cycling and kayaking. 
Corradin worked for Arizona State Parks and Trails, where he pushed for 

inclusion in the outdoor world, and has a long access consulting resumé. As 
much as he wants the world to be inclusive, he understands firsthand that 
some areas need to be kept pristine. “That doesn’t mean we can’t do what we 
want in other areas though,” he says. He’s proud of the work he’s done with 
a team that videos trails so you can see them from home. Not only do you 
get a visual guide, the technology also shows elevation, grade and terrain. 

Corradin has amassed an impressive number of adventures. A co-
founder of Krankin Thru China, he has been on many bike-packing 
excursions throughout China. The organization leads handcyclists on a 
yearly, multi-day adventure through rural areas with nothing but their 
bikes and packs. They reach out to local landowners to ask permission to 
set up camp for the night. Luckily, they’ve been shown love everywhere 
they go. So much love that oftentimes the land owners’ family will come 
out to the camp to share their food.

“Bike packing can be done locally too,” he says. He’s started adaptive 
mountain bike packing trips recently and loves the different style of riding. 
With proper planning, bike packing offers an affordable adventure opportu-
nity for outdoors enthusiasts looking to move beyond set campgrounds and 
routes. Corradin suggests looking at BLM lands and other free-to-no-cost 
options to save on site fees. Also, he recommends that you travel with your 
own food and plenty of tools and parts to repair your ride, as you will likely 
be miles away from anyone who can help. Lastly, like Lewkowicz and Cash, 
Corradin urges adventurers to have open minds. “Adapt to conquer,” he says. 
“I enjoy seeing how I can push my limits to find ways to overcome them.”

Corradin uses apps like MTB Project and Trailforks and park websites to 
research his adventures. He is a fan of reaching out to the park. Every park 
is run differently, and he wants to make sure he’s following all the rules. He 
also uses the opportunity to teach park staff about adaptive adventuring. 

As Lewkowicz, Cash and Corradin show, adventure truly comes in 
many forms. No matter your ability, adventure awaits you and it doesn’t 
have to empty your wallet. The outdoors is for all. Start planning your ad-
venture today.
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EXPLORE & 
ECONOMIZE
Enjoying nature doesn’t have to be 
expensive. There are plenty of ways for 
the frugal or budget-conscious explorer 
to get out and have a great time in the 
outdoors. Here are a few simple tips from 
our three adventurers.

• Plan with friends. This not only lowers 
expenses, but it helps create solid bonds 
and friendships. 

• Pack a cooler of your own food. No 
need to go out to eat when you have 
more interesting options like cooking 
over an open fire.

• Plan your trip during the off season. The 
price is always lower, and you have the 
outdoors all to yourself.

• Choose the right location. There are 
plenty of beautiful, accessible destina-
tions with low or no fees for camping. 

• Have an open mind. Don’t be afraid to 
change plans if you discover unexpected 
ways to save as you go.

AMERICA THE BEAUTIFUL 
PASSES
As a person with a disability you can 
apply for a free National Park access pass, 
for life. Go to nps.gov/planyourvisit/
passes.htm to apply.

A group of backpacking 
handcyclists makes camp.
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A rriving at a location and facing barriers 
that impede your entry or access can be 
a source of never-ending frustration for 

people with disabilities. It would be logical to 
think that over 30 years after the ADA, these 
barriers would be a thing of the past, but they 
remain prevalent.

Many nondisabled people think “accessibil-
ity” simply pertains to 
bathrooms and eleva-
tors or ramps, but as 
wheelchair users, we 
understand it’s much 
bigger than that. 
While we each do our 
part to educate and 
improve access in our 
daily lives, wouldn’t 
it be nice if there was 
someone else fighting 
behind the scenes on 
our behalf? It turns 
out there is.

Over 30 years ago, 
United Spinal Asso-
ciation launched its 
Accessibility Servic-

es division to help shape the country’s accessi-
bility codes, educate the people building Amer-
ica’s future and fight for the accessible future 
envisioned in the ADA. Today, the division’s 
legacy is visible in buildings and structures all 
over the country, and its staff is in high demand 
as one of the leading experts when it comes to 
ensuring access.

Vice President Dominic Marinelli has been 
with United Spinal since 1988 and has over-

seen the Accessibility Services division since its 
inception. Today his team has grown to nine 
members, including certified accessibility spe-
cialists, architects, plan examiners, and build-
ing inspectors.

As Marinelli recently explained on the Unit-
ed on Wheels podcast, Accessibility Services 
has always been a vital part of code development 
and national accessibility standards. Many 
team members played key roles in drafting the 
regulations that guide accessible planning and 
remain involved in the technical committees 
that develop and improve accessibility codes 
and standards to this day. They work tirelessly 
to ensure that universities, ballparks, museums, 
government buildings and more accommodate 
all people with disabilities.
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ACCESSIBILITY SERVICES WORKS 
BEHIND THE SCENES TO BRING 

AMERICA INTO THE 21ST CENTURY
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Not only are ACS staff knowledgeable about accessibility codes, but 
some of them have helped write the codes. 
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COMMITTED TO ACCESS
When Congress passed the Americans with Disabilities 
Act 31 years ago, the law was only part of the puzzle in 
making the country inclusive to people with disabilities. 
While the ADA didn’t focus on residential buildings, the 
Accessibility Services team helped secure changes to the 
International Existing Building Code to ensure older resi-
dential buildings considered accessible upgrades when un-
dergoing restorations and renovations. This was essential 
for wheelchair users looking for housing who could not 
afford newer buildings and changed the landscape for resi-
dential remodeling and access.

“United Spinal’s Accessibility Services, and its predeces-
sor organization, Eastern Paralyzed Veterans of America, 
has been deeply involved in the development of accessibility 
codes and standards for over 30 years,” says Marsha Mazz, 
director of accessibility codes and standards for Accessibil-
ity Services. “We believe that excellence in code enforce-
ment, honest interpretations regardless of their outcome, 
and working with other interest groups who may not always 

have our same values is the most effective way to advocate for 
accessibility throughout the built environment.”

BEYOND CONSULTATION
Accessibility Services assists a national client base to com-
ply with state and federal accessibility requirements. Kay 
Pearson, director of special projects at Accessibility Services, 
explains that “whether during construction or after comple-
tion, we inspect structures for compliance with applicable 
accessibility codes and standards. If we find compliance is-
sues problems, we identify the issue, provide the citation for 
the problem, make recommendations to cure it, and provide 
cost estimation as necessary.”

Preventing access issues from progressing to litigation 
is always preferable, so Accessibility Services focuses on 
education and reform where possible. As the demand for 
accessibility in design increases, architects are looking to 
learn, and Accessibility Services provides them with the 
education they need. Accessibility Services is the longest-
tenured provider of continuing education for the Ameri-
can Institute of Architects.

While the team usually conducts in-person instruction, 
the COVID-19 pandemic forced the organization to migrate 
online. When pandemic-related construction and real es-
tate restrictions temporarily halted on-site inspections, the 
team found that places getting ready to re-open needed extra 
guidance. With that, Accessibility Services developed a play-
book on how businesses could implement the CDC guide-
lines while still meeting accessibility standards.

Additionally, the team is involved in national task groups 
that continually research ways to improve access to toilet 
and bathing facilities and develop new requirements for fa-
cilities like nursing homes and harmonize codes and stan-
dards with the federal ADA and Fair Housing requirements.
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United Spinal member Rick Hayden enjoys the giraffes at the San 
Diego Zoo Safari Park.

From the moment you enter the San Diego Zoo you get the sense that 
someone who understands access was part of the planning process. 
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THE FUTURE IS ACCESSIBLE
When thinking about the future and Accessibility Services’ 
role therein, it’s instructive to think about “the curb cut ef-
fect.” Akin to the law of unintended consequences for acces-
sible design, the curb cut effect is the idea that rules, regu-
lations and programs designed to benefit wheelchair users 
often end up benefiting all of society. Similarly, Accessibil-
ity Services will continue to fight for access for Americans 
with disabilities, yet its impact will undoubtedly have a much 
broader positive impact on society in general.

 

ACCESSIBILITY SERVICES’  
IMPACTFUL PROJECTS
SAN DIEGO ZOO AND SAFARI PARK
From the moment you enter the gates at the San Diego Zoo, 
you can feel that someone in tune with wheelchair uses was 
part of the planning process when the zoo underwent reno-
vations. The Zoo Safari Park presented some real challenges, 
according to Marinelli. “Most of Safari Park is outdoors, and 
the whole idea is that you can get up close and personal with 
lions and other wild animals,” he says. “We had to figure out 
how to create access so disabled visitors can get close to these 
big animals and still be safe.”

 
UNIVERSITIES
Accessibility Services has worked with notable universities, 
including Cornell University, Hofstra University and North 
Carolina State University. Marinelli estimates his team has 
tackled improving access at 75-100 universities and colleges. 
Asked if any stood out for the obstacles they presented, he sin-

gled out Yale University in New Haven, Connecticut. “With 
300 years of history and historic buildings, there is a tug of 
war. You want to improve access but at what cost?” says Mari-
nelli. The project appealed to Marinelli for another, more per-
sonal reason too. “I wasn’t smart enough to go to school there, 
so it was especially fun to go back as a consultant.”

PORT AUTHORITY OF NEW YORK  
AND NEW JERSEY
Mazz and Pearson wrote the new accessibility guidelines for 
the Port Authority, which was no small task. The Author-
ity covers four major airports, trains, buses, buildings, and 
much more. “These guidelines cover everything in the built 
environment that you can think of,” says Marinelli. From 
room measurements to recommended hardware, to signage 
and beyond, when it comes to accessibility on Port Author-
ity property or services, every little detail has been laid out 
by Accessibility Services. As the guidelines are implemented, 
look for more space to maneuver larger wheelchairs and auto-
matic doors at every entrance, in addition to adult changing 
stations in the airports, allowing people with disabilities trav-
eling with caregivers the freedom to travel with more dignity.

 
CITI FIELD
With United Spinal’s then-headquarters just a 10-minute 
drive away, the New York Mets didn’t need to look far for a 
consultant to ensure its new home was an accessible oasis in 
Queens. From the heights of counters at concessions to the 
amount and location of accessible seating and even the inclu-
sion of cupholders at accessible seats, inclusion is integrated 
throughout the new ballpark. A Mets fan himself, Marinelli 
credits the organization with going above and beyond mini-
mum accessibility requirements in many areas, including 
doubling the amount of wheelchair accessible spaces.

With ACS’ assistance, Citi Field went above and beyond minimum acces-
sibility requirements in many areas.
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Members of United Spinal Association’s New York City chapter enjoyed 
the accessible Citi Field on SCI Awareness Day.
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Why do you go to work? 
If you asked that question to 

everyone in the workforce right now, 
what would they say? If they were being 
honest, most would admit it was for the 
paycheck. But that is far from the only 
reason people get up in the morning. 
Some people do it more for the impact 
they have on their communities. Others 
may do it to stay active in general.

For those collecting long-term 
disability benefits from Social Security, 
those motivations are still there. It is 
only natural for them to want to get back 
to work. That’s why thousands of people 
with disabilities are out in the workforce 
every day, all over the country.

So for this article, I want to share 
two success stories. They show that 
while the process might not always be 
fun, it’s worth it.

Independence and  
Financial Stability
When Mackenzie Clare relocated from 
Northern Virginia to Denver it meant 
leaving her job at a grocery store 
and trying to find employment in her 
new state. As a paraplegic, she was 
collecting Social Security, but not nearly 
enough to support the life she wanted.

“It was not enough to live on,” Clare 
says. “My boyfriend and I were living 
with my parents when I first moved out 
here, so getting a job that would bring 
in more than the $800 a month I was 
getting from Social Security was a big 
must for me in order to pay rent.”

Clare had a degree from Northern 
Virginia Community College and wasn’t 
picky about where she worked. She just 
wanted a job. She applied to all sorts of 

places — hair salons, nail salons, spas, 
etc. And just about every time she 
applied, the story would be the same: a 
great phone interview, followed by an 
immediate change in tone when they 
met in person and learned Clare was in 
a wheelchair. Each time it happened, it 
was a little more disheartening.

There were days 
that Clare felt like 
giving up, but she 
kept at it, knowing 
that it only takes one 
employer to take a 
chance. “I knew that 
the more places I 
applied to, the more 
chances I had for it 
to eventually fall in 
place. Even if it’s 100 
interviews or 1,000 —  
I just told myself that 
one day, one of these 
places is going to work 
out.” 

For Clare, that 
“one” was a place she 
was already a familiar 
face: her rehabilitation 
therapy center. About 
a year after she began 
going to Chanda Center 
For Health for therapy, 
they had an opening at 
their front desk. They 
asked her if she wanted 
to apply, and the rest 
is history. That was 
almost two years ago. 
And while the process 
of navigating Social 
Security and Colorado’s 

Medicaid program wasn’t always fun, that 
job has changed her life for the better.

“Employment has improved my 
quality-of-life 1,000%. It has allowed 
me to be financially stable. I can buy 
food and gas, and I can travel. I was able 
to move out of my parents’ house,” says 
Clare. “It is a huge relief.”

 By Josh Basile

JOSH ON JOBS
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SUCCESS STORIES FROM THE JOB HUNT

Employment improved Mackenzie Clare’s quality of life and enabled 
her to move out of her parents’ house. “It is a huge relief,” she says.

https://iamtheplan.org/center-for-health
https://iamtheplan.org/center-for-health
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It Was My Obligation
Most people can relate to Clare’s 
aspirations to be financially independent. 
But sometimes, a job is more than 
that. It can be a way to help others. For 
Richard Bagby, that is what drove him to 
rejoin the workforce after becoming a 
quadriplegic following a diving accident.

“I wanted to work because I felt like 
it was my obligation,” says Bagby. “I’ve 
been given so much in life from various 
support systems, so I felt it was only 
right to motivate myself to try to pay 
that forward.” 

Following his accident, Bagby was 
continuing his pursuit of a college 
degree at the University of Richmond 
when he was presented the opportunity 
to co-found the United Spinal 
Association of Virginia. He jumped at it.  

The catch? The venture began as 
volunteer work, as is the case for nearly 
all new nonprofits. It took Bagby several 
years before he was able to earn a 
salary. But the work was always more 
important than the salary for him. It was 
that “obligation.” He was helping people 
at a vulnerable time in their lives, and 
that is what mattered.

“When someone has just had a spinal 
cord injury, so much is being thrown 
at them — doctors, physical therapy, 
occupational therapy, Medicaid, Social 
Security,” he says. “The most rewarding 
part of my job is helping folks navigate 
that initial stage and following them on 
their journey as they find a new normal.”

You Can Do It.  
Help is Out There.
If you have a disability and want to get 
back to work, the answer is simple. You 
should do it. It will help your self-worth 
and mental health, and the money will 
help your financial stability in the same 
way it helped Clare.

In my previous New Mobility column, 
“Government Work Incentive Programs 
are Harder Than Rocket Science,” I 
talked about how complicated it is to 
work off of Social Security and navigate 
government work incentive programs if 
you don’t have experience. I wasn’t lying. 
But that isn’t a reason not to get a job. 

Getting a job should be an exciting 
moment in your life, and all of your 
focus should be on being as successful 
as possible in your new role. As for 
the Social Security transition? You do 
not have to do it alone.

That is how I know both Clare and 
Bagby. I was their one-on-one job 
mentor as they transitioned from Social 
Security into the workplace. Wherever 
you live, there are experts who know 

the ins and outs of the laws and 
regulations and want to help you find a 
job you enjoy.

To get started on your journey, you can 
contact me at josh.basile@gmail.com or fill 
out this survey: tinyurl.com/JoshOnJobs 
to ask questions or to be matched with 
a benefits counselor. You can also visit 
United Spinal’s Pathways to Employment 
program at unitedspinal.org/pathways-to-
employment.

Bowel & Bladder Basics are our Business!
Suppositories 
The Magic Bullet™
safe & sure! Faster acting, 
water soluble suppositories.

Bowel Supplements
Magic Cleanse™
promotes fuller movements 
with greater ease 
(and less time).

Enzyme Magic™
better digestion= better elimi-
nation.

Urological Supplements
Cran Magic + ™
bladder, kidney & urinary health.

Mannose Magic™
maintain a healthy urinary tract- flush 
away E.coli.

2500 Quantum Lakes Dr. #214
Boynton Beach, FL 33426

(800) 822-4050
*one time discount per customer

5% OFF *Mention This 

Ad and Receive

Do you Believe in Magic?

www.conceptsinconfidence.com

file:///C:\Users\McB\Downloads\josh.basile@gmail.com
file:///C:\Users\McB\Downloads\tinyurl.com\JoshOnJobs
file:///C:\Users\McB\Downloads\unitedspinal.org\pathways-to-employment
file:///C:\Users\McB\Downloads\unitedspinal.org\pathways-to-employment
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MARKETPLACE

•  Income Generation   •  Settlement Analysis  •  Partnership Services

Learn more at www.coldstream.com/DAS

Work with an Advisor Who Understands

Disability Focused Wealth Management
Being disabled is challenging enough; we strive to simplify your 
life, assisting with financial management and life advocacy 
services. To us, there is no greater honor. You are the center of 
everything we do.  

Roger Reynolds
Founder & DAS Team Lead 
(425) 283 - 1602

Celebrating 25 Years of Service

Resource Center 
Live Zoom

DO YOU HAVE QUESTIONS 
RELATED TO SCI/D?

We can answer questions about: 

• Health and Wellness Resources
• New Spinal Cord Injury
• Financial Assistance 
• Transportation 
• Employment 
• Rehabilitation 
• Sports and Recreation 
• Traveling with a Disability
• Peer Support
And much more! 

EVERY 4TH
WEDNESDAY 

AT 
4:00PM EST

Come join and bring your 
own questions! We 

look forward to sharing 
our resources with you. 

Come join our resource center team to have
 your questions answered live! 

Our team of information specialists are ready 
to share their knowledge and experience with you.

120 capsules for only $25.95

     
Join our growing Facebook 
community to share SCI/D 

resources, tips and 
encouragement. You’ll 

also learn about upcoming 
stories and how you
 can contribute your 

experience to the publication!
www.facebook.com/newmobility

life beyond wheels
a publication of United Spinal Association

Like Us 
on Facebook! 

COVERS

DIESTCO
MANUFACTURING

CORPORATION

DIESTCO



FOR SALE
 JSJ Jeans:  Specializing in 
wheelchair jeans.  Made 
in Oklahoma.  Call for free 
catalog.  918-379-5052

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 appoint-
ment, 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

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

Ocean-front condo, 
wheelchair friendly, sleeps 
six, pool, boardwalk to 
beach.  Rents daily, weekly, 
monthly.  St. Simons Is., 
GA.  bmmk4@frontier.com    
419-569-6114. 

VACATIONS
Cape May farmhouse 
near beach.  First floor 
entirely wheelchair acces-
sible.  Sleeps eight.  Visit 
www.beautifullyacces-
sible.com for more info 
and reservations. 

St. Augustine Beach 3 bed-
room condo. Great location 
across from ocean in historic 
Florida North East. Recent 
renovation for para owner. 
Excellent local accessible 
activities.  For accessibility 
questions please contact: 
dbrucesinclair@gmail.com. 
For availability, pictures 
and pricing please visit our 
VRBO listing: https://www.
vrbo.com/1984785  

New Zealand Accessible 
Vehicle Hire.  New Zealand 
disability vehicles, hand 
control cars, left foot accel-
erator cars for hire. Explore 
New Zealand – we make 
it easy! We are happy to 
pass on our former clients’ 
recommendations of 
accessible activities and 
accommodation. See www.
freedom mobility.co.nz

 
 
 
 
 
 
 

 

 

 

 

 

 

 

 

 

 

 

CLASSIFIEDS

CRAVING CONNECTION THESE DAYS? 
YEAH, US TOO!

Join us for connection, general 
chit chat and to get a break 
from the daily grind!  
Connection these days is more 
important than ever, come learn 
more about ways to connect with 
your local United Spinal chapter, 
support groups and peer mentoring 
networks.

EVERY 
THURSDAY 
AT 1:00 PM 

& 8:00 PM 
EST

Social Hour

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

JUMP START YOUR 
SEX LIFE

FERTI CARE® 
PERSONAL

• Treats men and women
• FDA & VA approved

• Inexpensive alternative 
to fertility clinics

• Help with incontinence 
thru Kegel Exercise

(Not FDA approved 
for sale 

  inside the USA for 
incontinence)

  

Age 34, from Louisville, Kentucky  
C6-7 spinal cord injury

Why I joined United Spinal: I joined to 
learn as much as I could about SCI and 
to be motivated and encouraged by the 
stories of other members.

What is the one product you couldn’t 
live without? My Coloplast Speedicath 
catheters because they are convenient, and I need them 
for everyday life.

If you could change one thing in the world to improve 
quality of life for wheelchair users, what would it be? 
I lost function of my hands due to my injury so easy-to-
open packages and bottles for hygiene products, makeup, 
etc., would be extremely helpful. 

Meet other members or join United Spinal at unitedspinal.org

Meet New Member Lacey Bibelhauser  

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 mchintalla@
unitedspinal.org

ADVERTISE 
WITH 

NEW MOBILITY!
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NM LIVE with Teal Sherer

APRIL’S GUEST: TONY AWARD WINNER ALI STROKER
Ali Stroker made history as the first actor who uses a wheelchair to appear 
on Broadway and again when she won a Tony Award in 2019 for playing Ado 
Annie in the revival of Oklahoma! She has guest starred in TV shows like Glee and Blue Bloods and 
played disability rights activist Judy Heumann in Drunk History.

Now, Stroker can add author to her list of accomplishments. The Chance to Fly, which she co-wrote with 
Stacy Davidowitz, is a middle-grade novel about a theater-loving girl who uses a wheelchair 
and her quest to defy expectations. In our interview, Stroker shares what it was like writing 
a book that is personal to her and reveals her favorite performance mishap. Stroker, who got 
engaged last year, also weighs in on the term “interabled.” Watch the full NM Live online at 
bit.ly/3980Fu4. The Chance to Fly is available wherever you buy books. Meanwhile, here are 
five quick Q’s for Stroker:

While writing The Chance to Fly, what helped you get in a middle school mindset? I got to 
share my middle school experiences with my writing partner Stacey! It helped me remember 
how exciting and devastating everything felt, and how I was experiencing so many feelings 
and moments for the first time.

Dream scene partner? Jake Gyllenhaal

What’s on your bucket list? Make exciting, important art on stage and screen, buy a home 
and have a family!

In Lifetime’s Christmas Ever After, you play Izzi Simmons, a romance novelist. If you wrote a romance 
novel, what would the title be? Backstage Love

The best advice you’ve gotten from a fellow wheelchair user? “Own it, girl.”

      Instagram: @newmobilitymag             Facebook: @newmobility             YouTube: bit.ly/3980Fu4
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https://www.newmobility.com/2019/06/ali-stroker-tony/
https://www.cc.com/video/2p86bg/drunk-history-judy-heumann-fights-for-people-with-disabilities
https://www.abramsbooks.com/product/chance-to-fly_9781419743931/


Discretion by design
Introducing a discreet catheter with design that is truly inspired. 

The Infyna ChicTM Hydrophilic Intermittent Catheter was designed with input from clinicians to  
help provide a high level of discretion for women who use catheters. It is beautiful and easy to use.  
The Infyna Chic catheter can help a woman feel better about having to use one.

Request a sample today!
Visit www.Hollister.com/InfynaChic or
Call 1.888.808.7456 (option 3)

Prior to use, be sure to read the Instructions for Use for information regarding Intended Use, Contraindications,  
Warnings, Precautions, and Instructions. Rx Only.

The Hollister logo and Infyna Chic are trademarks of Hollister Incorporated. © 2021 Hollister Incorporated.

Scan to 
learn more



Finding the right manual wheelchair is hard, we make it easy!
My Wheelchair Guide makes choosing the right manual wheelchair easier and more 
efficient. (*Search ‘MWG Manual’ in Google and Apple app stores to download.)

Now, all the necessary tools and resources to guide you through manual 
wheelchair selection, delivery and maintenance are at your fingertips. This 
comprehensive app covers the entire process of getting a wheelchair, 
providing ractical information to evaluate your needs, wants, and concerns 
from beginning to end.

THE MY WHEELCHAIR GUIDE FEATURES:
• Self-assessment & maintenance checklists
• Customizable to-do lists
• Wheelchair skills videos
• Illustrations on wheelchair types, parts, & accessories 
• Critical health considerations
• Organized hub that integrates the contacts essential to getting a wheelchair
• Ability to take notes within the app using text, pictures, or voice recording
• Q&A section

Whether you’re a beginner or advanced wheelchair user, My Wheelchair 
Guide will help you discover greater health, mobility and independence.

MAXIMIZE YOUR INDEPENDENCE 
with the ‘My Wheelchair Guide’ Mobile App

“The app will be a handy 
reference providing credible and 

practical  information about usage, 
maintenance, and health issues that 

wheelchair users face daily.”

— Tanya L.,  Physical Therapist/
Assistive Technology Provider

HTTPS://UNITEDSPINAL.ORG/MY-WHEELCHAIR-GUIDE/

When choosing 
the right manual 
wheelchair, 
one size does 
not fit all.

POWER 
WHEELCHAIR 

INFO 
COMING 
SOON!
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