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I AM NOT YOUR INSPIRATION
Whenever anyone tells me how inspirational I am, I think back to Nike’s famous
1993 commercial featuring NBA-legend
Charles Barkley.
With the camera zoomed in on his
right eye and nothing but the sound of the
basketball bouncing in the background,
Barkley told the audience, “I am not a role
model. I am not paid to be a role model.
I’m paid to wreak havoc on the basketball
court. Parents should be role models. Just
because I dunk a basketball doesn’t mean I
should raise your kids.”
Over the years, and the many instances
of people patting me on the shoulder or
giving me the thumbs up as they told me
how inspiring I was, I came up with my
own play on Barkley’s words.
In my dream scenario, the sound of my
power chair cuts out as I tell the audience,
“I am not your inspiration. I am not paid to
be your inspiration. Just because I use a
wheelchair doesn’t mean I should motivate
you to live your life.”
I’ve never actually said this to anyone,
but just thinking about saying it, and picturing the look on the face of the person I
said it to always gives me a brief moment
of satisfaction.
If you use any sort of mobility device or
live with any kind of noticeable disability,
chances are someone has told you how
inspiring you are. Actually, chances are
pretty good lots of someones have told
you that. And chances are you know how
frustrating it can be.
It’s not that there is anything wrong
with being inspirational – people need
inspiration, and there are countless stories
of people doing amazing and heroic things
that are ripe for the picking – but when
that inspiration is grounded in ignorance its
benefits are suboptimal.
Until our society can get past the notion
that life in a wheelchair is a burden and that

all of us “wheelchair-bound” people are doing yeoman’s work just by existing, we will
be exploited for the inspiration of others.
You may ask, is inspiring someone else
really harmful?
I’d say yes. When the bar is set so
low — simply existing with a disability — it
reinforces uneducated stereotypes and
misperceptions about living with a disability.
As Emily Ladau points out in her excellent
essay on inspiration porn in this issue, the
mischaracterization and labeling can lead to
identity crises for people with disabilities.

“In my dream scenario,
the sound of my power
chair cuts out as I tell the
audience, ‘I am not your
inspiration. I am not paid
to be your inspiration. Just
because I use a wheelchair
doesn’t mean I should
motivate you to live
your life.’”
When others see your day-to-day
existence as a Herculean achievement,
how are you supposed to feel when you
accomplish a long sought-after goal you
really had to fight for?
For a long time, when people told me
I was inspirational, I’d look in the mirror.
Where they saw inspiration, I just saw a guy
trying to get through the day and live my life.
Today, I’m more likely to smile and start
a discussion to see exactly what they find
so inspiring. If the results are predictably
disappointing, I take solace in knowing I’ve
got the perfect thing to say. “I am not your
inspiration …”

BEHIND THE STORIES
With Ian Ruder

life beyond wheels

If you haven’t read Emily Ladau’s writing on the Rooted
in Rights blog, or her personal website, wordsiwheelby.
com, or one of the many other places she has been
published, you’re in for a treat. I’ve been wanting to get
Ladau’s voice into New Mobility for a long time, and I
think you’ll see why when you read her essay on the
perils of inspiration porn and the need for a new narrative around disability. She says writing her first piece for
NM pushed her in new ways creatively. “I knew I was
talking about a topic that could be a sore spot for a lot
of people, and it really did force me to try to think about
the motives behind these inspiring stories.”

Any time you can get a Hall of Famer to contribute
to your publication, you jump on the opportunity.
Membership in the SCI Hall of Fame (Class of 2007) is
just one out of a long list of accomplishments on Gary
Karp’s resume. He has been writing, speaking and
thinking about disability and SCI for over 45 years,
and in this issue he’s tackling a topic near and dear
to his heart: the intersection of disability and professional speaking. Even with his years of experience as
a speaker and disability educator, Karp says he found
the assignment to be eye opening. “I have a lot of
positions I have taken over the years that I feel very
strongly about, and I’ve had to revisit many of them,”
he says. “This has been a good exercise, and I hope I’m
able to have a positive impact on people.”

After 23 years of marriage to a quad, Jessica Farthing
knows all too well how frustrating nighttime spasms
can be for couples who simply want to sleep in the
same bed. Farthing didn’t know what to expect when
her husband tried CBD oil, but when it helped reduce
his spasms, she took notice. “It was a shock,” she says,
“but this really worked. It was a game changer for us.”
The revelation led Farthing, a Georgia-based freelancer, to pitch her first article to NM after years of
reading our mag. We’re glad she did, and think you will
be, too, after reading her story.

Please send queries, manuscripts or feedback to Ian Ruder: iruder@unitedspinal.org
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SHARE

“Henry, you are a lot
tougher than me, I
have to say!”

Live Without Limits

Como se Dice, Apple?

Congratulations on the great article you
put together about Henry Poling (“From
Wyoming With Love,” June 2019).
There was one sentence that really hit
a chord with me: “Most people limit
themselves far more in their mind than
in their physical limitations.” That has
been my experience as well.

I am wondering whether this option
will be usable regardless of mother
tongue, by example German, Danish and Arabic (Apple Releases a Big
Accessibility Upgrade with “Voice
Control, ” Newmobility.com, June 14)?
If it is only going to be in English, it will
only be usable for a small minority of
the population and it will definitely
not increase my interest in buying Mac
products. But on the other hand, it will
encourage me if it is possible to use
my mother tongue while managing
the computer, as well as using speech
recognition for typing.

Bruce Hammer
Sonoma, California

Tough, Relatable
What a wonderful story! Well done to
both Henry and Tim in writing it (“From
Wyoming With Love,” June 2019). I’m a
widowed T6 complete para living on a
ranch in northern Alberta, and I know
how difficult ranching from a wheelchair
can be. Henry, you are a lot tougher than
me, I have to say! But I can relate to a lot
of what you are talking about.

Roll on Capitol Hill Travel Planning Tips Volunteering

A Rancher’s Life:

Letters from Rural America
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Plan for Social Success

What a great story! Well done. True
grit, both Henry Poling and Tim Gilmer.
I truly appreciate all you’ve done.
Thanks for sharing. I’m sure this will
prove inspirational to many newly
spinal cord injured people.

For my 65th birthday, my friends Matt
and Becky Tuttle made me a drunk
wheelchair doll — very appropriate at
the time (“Crip Generation Gap,” Ervin,
June 2019). Bright pink wheelchair with
flashily dressed Barbie accompanied by
ice bucket and booze. It was perfect!

I just read Tim Gilmer’s column on Everyday Ethics (“Do I Throw in the Towel
on a Close Friend Who Still Doesn’t Get
My Access Needs?” May 2019), and
the letter writer was complaining about
not being able to go to people’s homes
because he could not use their bathrooms and was always worried about
having a bowel accident. I learned a long
time ago that you have to manage your
bowels — you cannot rely on sensation
to alert you. If you start by going to the
toilet on a regular basis (about every 24
or 36 hours), either in the morning or in
the evening, you would really be pleased
that you wouldn’t have very many “surprise” bowel movements anymore. I am
not saying I have been surprise free all
these years but I cannot remember any
problems I’ve had in the last 10 years or
so. In fact, some of my friends have gone
to having colostomy bags so they don’t
have as many problems as they used
to. I am not going there yet — I have a
urostomy bag because of bladder cancer
and that is enough to handle.

Pete Smith
Newmobility.com

Patricia Puckett
Newmobility.com

Susan Chandler
Los Osos, California

Holly Loseth Crichton
Newmobility.com

More Collaborations!
Great, great story. Thanks, Tim and
Henry. You are both farmers that write
extremely well. You should collaborate
more on stories from the farm.
Christine Griffin
Newmobility.com

True Grit
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Stig Langvad
Newmobility.com
Ian Mackay, United Spinal member
and the star of the Apple commercial,
responds: Here’s what I know: Voice Control uses Siri speech recognition technology. Siri currently supports 20 different
languages, and I would assume Voice
Control would support these also. That
being said, I wouldn’t put my expectations
too high for a non-English version of Voice
Control, right off the bat. I do believe
Apple sees the value in this technology for
global use and will be continually improving foreign-language support.

Ervin Appreciation

ANALYSIS

By Seth McBride

WANT TO KNOW WHY YOUR UBER OR LYFT ISN’T
ACCESSIBLE? ASK YOUR STATE LEGISLATOR
Mobile ride-hailing first appeared
nearly 10 years ago, when what was
then known as UberCab launched
and quickly became a hit among San
Francisco tech workers needing a lift.
Without raising a hand or saying a
word, they could summon a ride by
just tapping their phones. Also known
as transportation network companies,
providers such as Uber and Lyft have
gone through rapid growth over the
intervening decade and changed the
way that people move around cities.
Despite providing essentially the same
service as a cab, from the beginning TNCs
have ardently fought being categorized
as such. In addition to their legitimate
advantages— lower fares, increased reach
and ease of booking among them — one
of the ways that TNCs have grown so
big so quickly is by skirting the regulatory
requirements under which traditional taxi
companies have to operate.

The Power of Preemption

In most states, taxi companies are regulated by the individual cities in which
they operate, so a company in Los
Angeles may have different requirements for driver minimum wage, licensing and insurance than a company in
Sacramento. When UberCab launched
in San Francisco, the San Francisco
Metro Transit Authority accused the
company of running an unlicensed taxi
operation and issued a cease and desist
letter. UberCab dropped the “cab,”
and fought back, arguing that they
were simply a service to connect riders
with drivers and shouldn’t be bound
by taxi regulations. The SFMTA’s feud
8
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with Uber wasn’t resolved until the
California Public Utilities Commission
issued rules in 2013 that coined the
term TNC and put the fledging companies under the state’s authority.
Uber and Lyft have had battles
with local governments all over the
country over issues like driver pay and
working conditions, passenger safety,
traffic congestions and accessibility.
In response, TNCs have worked to
get favorable state legislation passed
that preempts local governments from
being able to impose more stringent
regulations.
TNCs argue that statewide regulation is necessary to avoid a patchwork
of regulations for each city and town
they operate in, and they’ve devoted
massive resources to crafting and backing preemption laws across the country.
“Uber has secured a high level of access
in multiple state and city legislative processes, enabling it to draft its own bills,
heavily influence the vetting, and even
effectively staff elected officials on the
issue,” writes the National Employment
Law Project in a report on what they
call “State Interference” by TNCs. The
report cites a study from the National
Institute for Money in State Politics that
found “in 2016 Uber alone had 370
active lobbyists in 44 states across the
country, dwarfing some of the largest
businesses and technology companies.
Together, Uber and Lyft lobbyists
outnumbered Amazon, Microsoft, and
Walmart combined.”
The case of Austin, Texas, serves as
an example of the power of preemption. In 2016, the city of Austin passed

“Transportation
network companies
started a revolution.
Now it’s up to
regulators to make
sure that revolution
includes everybody.”
regulations that would have required
TNCs to conduct finger-print background checks on their drivers. Uber
and Lyft refused, and suspended operations in Austin. To fill the transportation
hole left by their departure, the city
jumpstarted a nonprofit ride-hailing service called Ride Austin and welcomed
smaller operators that were willing to
comply with the city’s regulations. Then,
the Texas legislature passed preemption
legislation, effectively canceling Austin’s
regulations. Uber and Lyft moved back
into the city, and with price cuts and

A Continuing Battle

promotions, put many of the smaller
operators out of business.

A Case for Regulation

Regulators in Portland, Oregon, have
been engaged in a similar back and forth
with TNCs. In 2015, Uber barged into
the city even though local regulations
prohibited them from doing so. The city
sued Uber, and eventually negotiated
with the company to create a 120-day
trial program to study the effects of TNC
operation. Using data from the trial period, the city created a task force to write
new TNC regulations, which included a
number of unique programs, including
a 50-cent surcharge on rides to support
the development of on-demand WAV
service for wheelchair accessible vehicles.
Despite the bumpy start, city officials
were happy with the new framework.
Allowed to operate legally, Uber and
Lyft quickly grew into the go-to transportation option for many Portlanders.
“Our regulations, as robust as they’ve
been, have been no barrier to TNCs
carving out a huge slice of business in
the city,” says Dave Benson, the park-

ing services manager for the Portland
Bureau of Transportation, which also
handles TNC regulation.
But while Uber and Lyft have been
operating, they’ve also been working at
the Oregon statehouse to undermine
Portland’s ability to regulate them. A
recent bill, championed by the TNCs,
would have set a base of statewide regulations and eliminated local government’s
ability to impose anything stricter. PBOT
and other local regulators, along with
environmental, social justice and disability
advocates, mobilized to defeat the bill,
no small feat considering the lobbying
resources the TNCs leveraged in support
of the legislation.
“We’ve been [locally] regulating private,
for-hire vehicles in Oregon for over 100
years, and there’s a reason for that: The
public right of way, the streets, the sidewalks, they belong to the residents and
citizens here, and they don’t belong to private companies to extract value from,” says
Noah Siegel, the interim assistant director
for PBOT. “They are welcome to operate
at a profit, but we need to maintain the
levers to decide if it’s benefiting people.”

Oregon is the only state in the country
that doesn’t have some sort of preemption legislation. Some, like Texas, set a
base of standards for things like insurance and safety regulations and don’t
allow local governments to go beyond
that. Others, like New York, provide
exemptions for certain cities to pass
their own regulations. This exemption,
along with NYC’s vast market, have
forced the TNCs to work through the
legal process with the city to come to
a resolution on wheelchair accessible
vehicle service — ultimately settling for
a rule that TNCs provide at least 80
percent of requests for WAV service
in under 10 minutes and 90 percent in
under 15 minutes.
In response to a variety of lawsuits
and public pressure, Uber has set up
its own WAV service, but it’s currently
available in only five cities across the
country, and reports of its utility are
mixed, at best.
It’s possible that TNCs may wake up
on their own and realize the business and
social value of providing equitable service
to everyone, but far more likely is that
state and local governments are going
to have to legislate these programs into
existence. While preemption laws move
the battle from the local to the state
level, there is hope. California passed its
own TNC preemption law years ago. In
December 2018, the governor signed
into law the TNC Access for All Act. The
bill mandates that the California Public
Utilities Commission fund and develop
a program to expand on-demand WAV
service throughout the state.
No one is arguing that the New York
City or Portland models are perfect or
anywhere near comparable to the utility
that nondisabled riders experience using
Uber and Lyft, and there’s no guarantee
that California’s new program will be
successful either. But they’re a lot better
than what most wheelchair users across
the country are left with: vague, nonbinding language prohibiting discrimination, and no on-demand WAV service.
TNCs have revolutionized transportation; it’s now up to regulators to make
sure that revolution includes everyone.
AUGUST 2019
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LIVE
WELL

By Josie Byzek

SARAH FOLEY LIVES VERTICALLY
Sarah Foley wants to ignite other women wheelchair users
with an undeniable glow of healing, self-acceptance and friendship. Toward this goal she has organized Vertically, a four-day
conference in Park City, Utah,
Sept. 27-30 that will focus on fitness, nutrition, lifestyle, emotional

What’s a kayaker to do when a storm comes through

healing and elevating confidence.

his town and the water’s so high he can’t sit up without

“My driving force is to be

smacking his head on a tree? Well, he grabs tape, foam

there for the next woman who

and plastic sheeting, and invents a prone kayak. At least,

becomes injured,” says Foley, Ms.

that’s what Adam Masters did. His invention, the Bellyak,

Wheelchair Hawaii 2018. “I was

is used by paddlers who want a more immediate experi-

injured almost seven years ago,

ence with white water and, increasingly, by adaptive

and the initial images that popped

paddlers who appreciate a piece of sports equipment

in my head surrounding disabil-

designed to be used lying face down.

ity were not pretty.” It’s hard to

The company suggests its Frequency yak for adaptive

look at the photos of Foley, who

paddling. “The drop-down skeg makes going straight in it

is beautiful, and hear that she

much easier,” says the website. A “skeg” is the tail end

couldn’t see that for a long time.

of a boat where a rudder might be found. “The gently-

“I didn’t understand how I could

contoured body area supports the body in an ergonomi-

have a disability, use a wheelchair

cally correct position and it is easy to mount with minimal

and still feel sexy,” she says in a

assistance.” It’s 8 feet long, weighs 30 pounds, features

video documenting her Vertical

a thick foam pad to lie on, and the price is around $800,

Beauty Project, which led to this year’s conference. “I started

which is comparable to a mid-range kayak. Watch the

working with a photographer, and as she’s taking my photo, it

video to see if it’s something you would enjoy at bellyak.

was the first time I felt a connection to my chair. It was instant.

com/buy/frequency.

I call it my glow. My glow was turned on, it was ignited. I felt so
sexy and said, ‘I found my calling.’”
Since she founded it in February 2018, the Vertical Beauty
Project has provided makeovers and photoshoots to women
with disabilities to, as she says, “capture their strength
and ignite both their inner and outer beauty.” Now she’s taking
that success and expanding it to Vertically.
“I believe that sometimes we have to see it to believe it, and
for society to see disability differently, it begins with those who
are living with it,” says Foley. “My retreat will be a confidence
boot camp of fitness, group therapy, girl time, makeovers, photo
shoots — all with the goal to elevate these women to look and
feel happy and healthy.”
Tickets are selling out fast. To see if any are left, go to
Verticalblonde.com/vertically.
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KEEP YOUR COOL
In the bad old days, if you had MS or another heat-sensitive disability, you had to either sit inside an airconditioned space or wear a cooling vest. But today breathable,
moisture-wicking fabrics are readily available. Brands
like Columbia, UnderArmour and Patagonia still have
the best offerings for tops and bottoms, but even Hanes
now offers cooling T-shirts, underwear and socks. Look
for the words moisture-wicking or cooling. For the science behind these synthetics, check out the International
Sports Sciences Association’s “Cotton Vs. Synthetics:
Why the Natural Choice May Not be Cotton,” issaonline.
com/blog/index.cfm/2017/cotton-vs-synthetics-why-thenatural-choice-may-not-be-cotton.

NEWS FROM UNITED SPINAL

ROCH 2019 HIGHLIGHTS

United Spinal Association is dedicated 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.

United Spinal Association and over
100 member advocates from across
the country gathered in Washington,
D.C., June 23-26 for the 8th Annual
Roll on Capitol Hill to ensure wheelchair users and all people living with
spinal cord injuries and disorders
have a seat at the table in shaping
disability policies.
“We often use the slogan ‘nothing about us, without us’ to drive
home the point that wheelchair
users are fully aware of what works

MEMBER BENEFITS
unitedspinal.org

BENEFITS INCLUDE:
The Roll on Capitol Hill gives wheelchair users
the opportunity to speak one-on-one with
their legislators about disability issues — and
the tools to return to their communities and
continue the conversation.

Personalized Advice and Guidance
Peer Support
Advocacy and Public Policy

and what needs to be fixed when

Veterans Benefits Counseling

it comes to disability policies. That’s why it’s important to have a voice

Accessibility Advocacy

and play a role in the legislative process,” says James Weisman, United
Spinal’s president and CEO.
For eight years, Roll on Capitol Hill — United Spinal’s annual signature policy event — has provided people with SCI/D a channel to hone
advocacy skills and be proactive in fighting for rights and independence, at both the state and national level.
This year, with approximately 250 Congressional office visits

Local Chapters
New Mobility magazine
Informative and Educational
Publications
Ongoing Educational Webinars

completed and a record turnout of new member advocates, Roll on
Capitol Hill attendees advanced key issues in face-to-face meetings
with their state representatives, including:
• Promoting universal accessible autonomous or self-driving vehicles
that include wheelchairs and wheelchair users;
• Improving access to quality affordable healthcare for people with
disabilities and maximizing appropriate rehabilitation outcomes and
therapies;
• Improving access to community care for veterans with disabilities.
On the evening of June 25, United Spinal hosted a reception to
recognize members of Congress for their outstanding service to
people with disabilities and veterans. Rep. Brian Mast (R-FL) received
the 2019 James J. Peters Distinguished Veterans Legislator Award,
and Rep. Frank Pallone, Jr. (D-NJ) took home the 2019 Outstanding
Congressional Leadership Award.
Kenny Salvini of Washington State and Rob Wudlick of Minnesota
received 2019 Finn Bullers Advocate of the Year Awards for their
leadership and long-term commitment to policy and advocacy issues
impacting the SCI/D and broader disability community.

Membership in United Spinal
Association is free and open to
all individuals who are living with
SCI/D, their family members,
friends, and healthcare providers. Visit unitedspinal.org or call
800/962-9629.
United Spinal has over 70 years of
experience educating and empowering 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.

“It’s pretty humbling to see 100 people in wheelchairs rolling
around Capitol Hill sharing their stories,” says Salvini. “The greatest
benefit for me is meeting the different leaders from across the country. Every time I come it seems I make new friends for life.”

AUGUST 2019
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HOW
WE ROLL

K I N DR ED SPIR ITS

Franklin Elieh and Nick Struthers
Franklin Elieh is a long-time
complete quad who uses a power
chair. Nick Struthers is a walking
quad who has regained nearly
all function after an injury 15
years ago. Ability-wise they may
be an odd couple, but they make
a great team and together they
are transforming the resources
available to people with spinal cord
injuries in Northern California.

Bridging the Gap
Elieh and Struthers met five years ago at the Santa Clara
Valley Medical Center where they both had gone for rehab
years before. They were working as peer mentors and realized
that they each were picking up on a distressing pattern.
“Over time, we just kept seeing the challenges the newlyinjured were facing, especially due to the shortened amount
of rehab time that they had,” says Elieh. “Just to give you
an idea, I was injured 30 years ago, and my rehab stay was
four months. Now, the average stay in Northern California is
barely under four weeks.”
The impact of the shortened rehab stays was driven
home further when Struthers returned to his native
Scotland for Christmas in 2016. He got connected to Queen
Elizabeth National Spinal Injuries Unit and soon realized just
how much more post-injury support the United Kingdom
government pays for.
“In most countries in the developed world, with the
exception of the United States, we have systems in place to
help individuals who have significant challenges, particularly
paralysis,” says Struthers. “When you are discharged

WHAT FRANKLIN CAN’T LIVE WITHOUT: Obviously my wheelchair. I have
a Permobil C350 power wheelchair. But
I know there’s this effort to claw back
insurance plans that makes purchasing
wheelchairs like mine harder.
12
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in Scotland, if you need any home modifications, the
local authority will pay for that. If you need a caregiver,
the National Health Service will pay for it. If you need
transportation, you can use a transportation allowance to
lease a brand-new vehicle and install the necessary hand
controls that allow you to do that,” says Struthers.
“I realized quickly that there’s a huge gap here in the
United States when people are discharged. Some people are
able to work it out financially with their families, but a lot of
people really struggle, and state or local authorities are not
there for them,” he adds.
So Struthers and Elieh endeavoured to be there instead.
They started a nonprofit called the Northern California Spinal
Cord Injury Foundation to provide resources, information,
grants, family support, donated medical equipment and mobile
clinics for those living with SCI in Northern California. The
organization also doubles as the Silicon Valley Chapter of
United Spinal Association.
“We raised $100,000 last year, but that’s just a drop in
the bucket compared to what’s needed,” says Struthers.

FRANKLIN’S SECRET FOR HIRING
ATTENDANTS: Just be very clear in
terms of your expectations and also
don’t expect the perfect person. Unless there are significant lapses, let
some things go.

G E N T L E A DVO C AC Y

What’s Up, Dock?
After hosting a day on the lake, Franklin Elieh tells
the story of how he and Nick Struthers lobbied
Santa Clara Valley politicians to make their local
lake dock accessible.

“

FRANKLIN’S BEST ADVICE POSTINJURY: Learn how to identify
early symptoms of pressure sores,
UTIs and bowel impactions, and be
proactive about preventing these
secondary conditions.

“

“Obviously, our idea is to do much more, but we have to
start somewhere. The first thing is education and letting
people know what resources are available.”
Even though NorCal SCI is barely two years old, Elieh
and Struthers have established a breadth of services that
are unmatched locally. The duo’s contrasting backgrounds
have also positioned them to offer unparalleled advice.
While Elieh has been a complete quadriplegic for 30 years,
Struthers only bruised and stretched his spinal cord after a
bike accident and has regained all of his function — save for
some weakness on his left side and some numbness on his
right — after being completely paralyzed below the chest.
“I didn’t think I’d be much good at peer support
because I don’t know what it’s like to live with a
permanent disability. But what Franklin made me realize
is that, either way, there is still a great life out there to be
led with a lot of joy and fulfillment. Franklin and I may be
on opposite ends of the spectrum in terms of return, but
in terms of helping people enjoy life again, we’re both on
the same page,” says Struthers.

Almost exactly a year ago, we collaborated
with Santa Clara Valley Medical Center for an event
called ‘Day on the Lake’ to get individuals with
physical disabilities into water-based activities, such as
kayaking and canoeing. We had over 100 participants
with disabilities and lots of volunteers, but the loading
dock at the lake wasn’t accessible. We live in Silicon
Valley, one of the richest areas in the whole world. It
just didn’t seem right. After that, Nick and I met with
the county parks management team and shared our
concern that the dock wasn’t accessible. They agreed
it should be, but it wasn’t an immediate priority. We
then began meeting with local politicians. We didn’t
demand accessibility. We just told them it was the right
thing to do, and you know what? We did not get any
resistance. Within three months of our initial meeting,
the county voted to allocate $600,000 toward making
the lake accessible.”

WHY WE JOINED UNITED SPINAL: It gave us credibility
as a foundation to be a chapter of United Spinal because
no one had heard of us. Initially, a lot of United’s resources
really helped us develop as an organization. Now, we’re
finding our path, but those resources are still very useful.

AUGUST 2019
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IN THE MEDIA
By Teal Sherer

SO YOU WANT TO BE AN ACTOR

I

n high school I watched a lot of rom-coms and imagined
myself in them. I’d replace Julia Roberts’ face with mine and
watch as she zoomed away from fiancés at the altar or sabotaged her best friend’s wedding — all in her wheelchair. I yearned
to see someone like me on screen. In college I took my first acting class and have never (well, for the most part) looked back.
In the search for acting work, many things are out of our
control. When I lived in Los Angeles, I auditioned in creepy alleyways because casting offices weren’t accessible, and I was told I
couldn’t play the lawyer because I’m disabled — and then heard
I don’t look disabled enough. My skin has thickened over the
years, and I’ve learned how to push forward by focusing on what
I can control. To help you take your acting to the next level, here
are three tips, along with some sage advice from the leading talent agent for actors with disabilities (see sidebar).

Develop Your Talent

Tobias Forrest (left) appreciates the community he found through the
Easterseals Disability Film Challenge.

have an opinion. It’s important to bring something to the table so
you are not waiting on a director to spoon feed you everything.”
Thornton now teaches at the school and passes on his
knowledge to his students. “We gear the classes on how we
know the business to be run, so it’s not just how to work as
an actor, but also about being prepared and professional,
and being directable on set.”

Whether you study acting in college, take improv or tackle
Shakespeare, developing your talent is key. Finding the right class
may not happen on your first try. I had a teacher discourage me
from enrolling because of my disability, and there were classes
I wanted to take but couldn’t because they were held in buildings that were inaccessible. Don’t let this stop you. Research, ask
Create Your Own Opportunities
around, audit different classes, and find an environment to learn
As an actor, it’s easy to feel like you are constantly waiting —
and grow in that feels right to you.
waiting for an audition or to hear if you got the part. So I found
Christopher Thornton, a para, has worked steadily in TV, film
it extremely gratifying when I
and theater — most recently
started to create my own opporin the recurring role of Kenny
tunities. I started by volunteer“Shammy” Shamberg on CBS’s
ing to help friends with short
reboot of Magnum, P.I. He
films they were making. It felt
attributes his success to the
nice to be a part of something,
training he received at the
to network, and to learn what
Stella Adler Academy of Acting
goes on behind the scenes.
and Theatre in Los Angeles,
These experiences helped give
where his favorite classes
me the confidence to create
were Script Breakdown and
my own projects, like my online
Script Analysis. “Because that’s
series, My Gimpy Life.
where it all starts,” he says.
Shannon DeVido — who has
“Having a deep understanding
spinal muscular atrophy and
of the material will allow you
Catch Christopher Thornton as “Shammy” in the Magnum, P.I. reboot.
has appeared on Hulu’s Difficult
to make informed choices, to
14
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People, as well as the world premiere of Teenage Dick at The
Public Theatre — does improv and stand-up comedy and has a
YouTube show called Stare at Shannon, in which she hilariously
chronicles how nondisabled people react to disabled people in
everyday situations, like grocery shopping.
“The reality is that I don’t get a lot of auditions or roles, so
by creating my own work I’m able to show people what I can
do,” says DeVido, who is based in Philadelphia. “When we see
disabled characters on TV or in movies, they are mostly written
from such an able-bodied point of view,” she says. “More often
than not, their narratives are pining to not be disabled, or sad, or
sick. They’re not normal
humans. By creating my
own work, I’m regaining
control of that narrative
and making disabled
characters that are realistic and ones I’d want
to see. It’s a really fun
opportunity to put a
stamp in the world.”
DeVido’s advice to
others is to just do it.
Comedian Shannon DeVido
“Get a good camera,
or use your phone, or write a blog, or do an open mic, or
start an improv group,” she says. “Whatever is best for your
creative vision, get your friends together and put your voice
out into the world. It’s important. Plus, you never know
what can come of it.”

Find Community

A career in acting is a marathon, not a sprint, so having a community to support and encourage you, confide in and create
with along the way is vital. These are the friends you’ll meet
through acting classes and whose projects you’ll work on, fellow
advocates for disability inclusion, mentors and so on.
Tobias Forrest is a quad who has been acting in Los Angeles
for the past 15 years, most recently in Freeform’s Good Trouble.
He loves the community that has come together around the
Easterseals Disability Film Challenge. Created by Nic Novicki,
the weekend competition gives registered filmmakers 55 hours
to write and produce short films that help change the way we
view disability. The winners are announced at a red-carpet ceremony at Sony Pictures, receiving prizes like industry mentorships and production grants.
“Nic’s created a community for disabled artists,” says Forrest.
“It doesn’t matter where you live. Once a year you can jump in
and be a part of this community and feel involved no matter
how far away you are, which is super awesome.”

Making it Work for You

To bring stories and characters to life, to entertain and to effect
change, gives me joy and meaning. But even if you work hard
and do all the right things, there are still no guarantees. So,

Q&A with Diversity Talent Agent
Gail Williamson
Gail Williamson has advocated for the inclusion of performers with disabilities for over 30 years. Today she
leads the diversity department at Kazarian/Measures/
Ruskin and Associates, seeking out good roles for
talented actors with disabilities. Here is some of her
advice for aspiring actors with disabilities.
TEAL SHERER: Being an actor is tough. There is a lot
of rejection, and actors with disabilities face their own
unique challenges in this business. Any
advice on navigating through it?
GAIL WILLIAMSON: This is a tough
business. If anything else makes you
happy, run to it and leave acting behind.
But if acting is what you have to do, then
you are going to face all sorts of misconceptions, disappointments, discrimination
and misunderstanding. Try to keep an
open mind, and assume people are doing
their best, but they just don’t understand. Kindly teach along the way. Do
your best to be the best you at all times. And network
in the community of individuals with disabilities so you
know others and can stand up for each other. It takes
our entire village to make this happen.  
TS: Regarding headshots, should actors who use mobility devices, like a wheelchair, crutches or prosthetics,
show them in their picture?
GW: When you purchase a Barbie or a G.I. Joe, you
want to know what is in the box, and any accessories
should be shown on the outside. This is the same for
headshots — to the best of your abilities show your
accessories. I want to pitch you as diverse. If you just
have a headshot and it doesn’t show your wheelchair,
I’m not able to sell you well.
TS: Any advice on finding an agent?
GW: Agents can be tough. If you have nice credits and
you go to a typical agent, make sure they will submit
you on typical roles as well. The only time you should
be limited to roles that call for a character with a disability is when you are first getting started. Your agent
should be willing to ask the questions: Can the teacher
be in a wheelchair? Can the mom be deaf? Can the student be blind? But don’t expect this until you have the
tools to make it happen.

identify what inspires and motivates you, keep working on
your craft, stay creative, find your people, and live your life.
Experience things, take it all in, and interpret it though your art.
AUGUST 2019
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sedona:

From Stunning to Supernatural
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estled between remarkable redrock facades in Arizona’s high
desert, the small city of Sedona
draws 3 million people a year to its towering sandstone and limestone formations, intricately carved by time, wind
and water. The light and shadows blend
beautifully on the rocks, especially at
sunset and sunrise, captivating tourists and inspiring artists. And thanks in
part to the area’s skyrocketing popularity as a travel destination over the past
two decades, Sedona’s government has
given attention to creating access for everyone, including designated parking,
barrier-free entrances, elevators, and
ADA-accessible public toilets.
Located less than a day’s drive from
Phoenix, Las Vegas and Albuquerque,
New Mexico, Sedona is a great spot to
stop if you’re traveling between cities or
on a road trip between the Grand Can-

yon and any of the many other nearby
national parks. About his first visit, Steven Sanchez a manual and power chair
user, was quick to say he loves “the vast
remoteness of Sedona. In 15 minutes
you can drive somewhere and escape
all the tourists and just be in nature.” I
couldn’t agree more — having a fullyfunctioning city in such close proximity to the great outdoors is special. Even
without any specific itinerary, there are
plenty of accessible things to do to keep
you busy exploring, and you can see the
majestic red rocks everywhere, guarding and watching over Sedona.

Vortexes and Views

New Agers say that in Sedona electromagnetic energy projects out of the
earth’s surface and creates ley lines
which, when intersected, form vortexes
with healing and enlightening proper-

Fun Fact

According to the Sedona
Motion Picture Museum,
over 100 cowboy movies
were filmed in Sedona
during the heyday of the
Hollywood Western.
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Some think Sedona’s energy causes the
trees to twist and bend toward the earth.
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ties. Perhaps if a spiritual seeker is in
tune with a vortex’s subtle frequency,
they’ll feel its energy pulsating through
them. For proof that these energy fields
exist, skeptics are shown how trees twist
and bend toward the ground. “The energy is just different in Sedona than in
other places in the world,” says Sanchez.
Vortexes are believed in so strongly
that they are tourist destinations. For
barrier-free panoramas of the surrounding red rocks and an aerial view
of one such vortex, travel to the intersection of Highways 179 and 89, the
main roads out of town, and follow the
road up to Schnebly Hill Vista. For advanced wheelchair hikers, there is an
uneven, rocky slope that leads down
to the main path near the vortex, and
there you may find a route to get down
to where the vortex is said to be. But
hike with precaution and don’t do it
without someone knowing where you
are because it’s tricky terrain.
For the less adventurous, Highways
179 and 89 offer many wheelchairfriendly scenic overlooks. One popular
view is at Airport Mesa, off Highway 89
in West Sedona. A similarly impressive
view can be seen at the nearby Mariposa Latin Grill. Arizonan Gina Schuh,
a manual chair user, makes sure to
stop in on her frequent day trips to the
area. “The restaurant’s view and food
are phenomenal,” she says. “It’s a great
place to go if you want to get fancy. It’s
one of the top-rated restaurants.”

Not up on New Age lingo?
Here’s a primer.
Bell Rock

Two of Sedona’s most famous formations are Bell Rock and Cathedral
Rock, named after their iconic shapes.
Both are about a 10-minute drive south
of the city, with Cathedral Rock 4.3
miles away and Bell Rock 6 miles. My
favorite trail may be the Bell Rock Trail,
which has a few access points. I like
starting at the Courthouse Vista parking lot because the barrier-free pathway
to the base of the rock is wide and firm
with just a slight incline. It’s a reasonable trail for views of Bell Rock, Courthouse Rock and the Red Rock Valley.
“Bell Rock Trail is pretty accessible, and even though you can’t hike up
the rock, the views are all you need,”
says Sanchez. “It’s a trail that’s fun to
explore in a wheelchair to see where
and how far you can go. I was able to
almost complete the whole thing in a
power wheelchair. One section in the
middle was just too rocky and steep to
pass, especially since I wasn’t hiking
with someone who could assist me,
but I explored the trail on both sides
of that barrier.”
The vortex at Bell Rock is only accessible to the most seasoned climbers and isn’t feasible by wheelchair,
but it’s worth noting that spiritual
teachers say that the entire formation
of Bell Rock resonates with a healing
frequency, so even if you’re just in the

vicinity, the vortex’s energy may still
be at work. Furthermore, it is common for spiritual teachers and healers
to come to Bell Rock to “tune” their
instruments to the earth’s frequency.
The shape of Bell Rock is considered
by some to be a kind of antenna outwards from the earth’s core.

Cathedral Rock

One of the best ways to see Cathedral
Rock is via Crescent Moon Ranch Regional Park. The park is one of my goto spots because of the creek, large sycamores, red rock views and access to a
vortex. Additionally, since an entrance
fee is required, it doesn’t get as overrun
with tourists as other locations.
Facilities and parking are wheelchair-friendly, and there’s a lovely picnic area with a creek running through
it. A pathway linking the picnic area to
a group shelter crosses over to a meadow where the creek enlarges and views
of Cathedral Rock begin to emerge.
It’s one of the only trails that’s paved.
The pathway leads to a corner of
the ranch and loops back to the parking lot. In that corner is a dirt trail that
leads to a vortex. Dips and turns, sand
traps, rocks and roots are all present,
making it a challenge but not impossible for an adventurous wheelchair
hiker. It travels along the creek, and
if you make it all the way, your efforts
are rewarded with a closeup encounter
with a vortex.

• Chakras are thought to be seven centers in our
body, from our tailbone to the tip of our heads,
through which energy flows. Based on Indian
thought, many believe illness is caused by blocked
energy.
• Electromagnetic energy refers to all types of
energy released into space by stars, including our
sun. Radio waves, infrared and microwaves are
included. Some New Age practitioners believe this
energy is more prevalent in places like Sedona and
that it can be used to heal or bring enlightenment.
• Believers say ley lines are invisible lines of electromagnetic energy that connect significant spiritual
sites to each other.
• Vortexes are places thought to be swirling centers
of electromagnetic energy that can be used to
stimulate healing or enlightenment.

World-traveler Ashley Lyn Olson loves those red rocks.
AUGUST 2019
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Park Parking Fees

Visitors are required to display a Red
Rock Pass on the windshield of their
vehicle when on national forest land
in Red Rock Country. A National Park
Service Golden Access Pass may be
used instead.

There’s no ramp to get on top of the
vortex, but you can possibly get others
to hoist you up. The view is breathtaking, and when it rains, pools of water
collect at the base of the rock, creating
an incredible reflection of Cathedral
Rock. After continuous rain, however,
prepare for the trail to be washed out
and unsafe. On my three visits, this has
only happened once — and even without getting to the vortex, I was fulfilled.

Native Heritage

There are plenty of accessible trails around Sedona.

A little further south is V-Bar-V. It is
one of three National Heritage Sites
within an hour of Sedona and features
ancient cliff dwellings: Palatki, Honanki and V-Bar-V. The V-Bar-V trail
is a little less than a mile long, passes
through a meadow and trees, and ends
at a gate protecting ancient petroglyphs
carved into the rock.
A section of the petroglyphs is astrologically synced and it’s thought that
they were used to guide native peoples
through important phases of life. It’s the
only barrier-free place that I’ve found in
the area, but Sanchez notes that, “to get

really close to the petroglyphs, you have
to go up a short, steep hill.” The rock
ramp is about 20 feet long. You can still
see the petroglyphs from the base, but
they are fascinating up-close. The rock
is a little slippery, but the ranger is there
to assist if needed, so speak up. Whether you use a power or manual chair, I
recommend wheeling backwards for
more stability when going back down
the rock ramp. The other heritage sites
are west of Sedona and a slightly longer
drive, but still eminently doable as part
of a longer day trip.

The Truth is Out There

It could be the ley lines and magnetic
forces or the nearby military presence
or both, but for some reason there are
a lot of unidentified flying objects reported in and around Sedona. With so
many daily sightings, tours have been
established to show the curious what
exists in the night sky. I recommend
booking with UFO Sighting Tours, run
by Melinda Leslie, the first person to
start doing such tours and an avowed
“lifelong abductee.”

With the Action Trackchair®

Life’s an adventure,
sidewalks are optional
18 custom colors and two
track tread styles to choose
from, all at no additional cost
Over 20 Customized
Options
Sold and serviced
throughout all 50 states

To find a dealer near you visit
www.actiontrackchair.com
Or call 507-532-5940
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No sidewalks
at your favorite
destination?

Delivery with personalized
instruction on the proper
operation

No problem, the Action
Trackchair® loves the
challenge of sand, rocks,
snow, water and mud.

Action Trackchair® dealers
are available to serve your
needs beyond the sale

With our expansive
product line-up, Action
Trackchair® gives you the
utmost in selection and
versatility.

Leslie says military-grade, nightvision goggles are the key to distinguish the difference between objects
moving in the sky, but since her company only has a few sets of goggles,
UFO seekers are expected to share.
Viewing the night sky in Sedona, even
without the goggles, is spectacular because of the enforced light pollution
ordinances. It is one of the few communities worldwide that has earned a
Dark Sky designation from the International Dark-Sky Association.
To see the most stars, pick a night
when the moon is at the start of its cycle, as moonlight can be too overpowering. Prepare for low temperatures
because once the sun disappears, it
gets cold, a fact that some tourists
ignore despite being warned. I came
over-prepared and was thrilled I did
because as the night wore on, most
people retreated to their vehicles, but
I happily stayed searching our galaxy
with my own set of goggles and witnessed numerous flying objects that I
could not identify.

Something for Everyone

If a UFO tour is not on your bucket
list, then perhaps a stargazing tour is
more your light speed. With so many
cosmic, astrological, ancient, philosophical, and spiritual opportunities
to explore in Sedona, it’s a place to tap
into your own intuition and let your
heart be your guide. Do something
you always wanted to do or have
loved to do since you were young.
Let go a bit and loosen up, and don’t
worry about who’s watching.
Strolling in the Sedona red rocks
and dirt is one of my happy places; it’s
grounding and uplifting and ever so
insightful. As John Muir beautifully
states, “In every walk with nature one
receives far more than he seeks.” I
love going to Sedona because I don’t
have to look for experiences — coming with no expectations and an open
heart has continuously led me on fulfilling travel adventures.

Relaxation

The natural forces in Sedona make it a hot spot for
spiritual practice, healing, learning, exploring and
teaching. If you’re openminded or dabble in the
holistic, there’s definitely something for you. And
if you’re just looking to relax and be pampered,
Sedona’s got you covered too.
Gina Schuh makes frequent day trips north
from her Phoenix-area home to “get out of the
heat and enjoy beautiful scenery and places to
eat.” She also takes advantage of the city’s plentiful
and diverse spa options. For a luxury spa day, she
recommends L’Auberge, but a red rock mud bath
at one of the other local spas is a unique service to
try, and a massage is always a good idea.
Aura, palm, astrology, and psychic readings
are offered by local practitioners as ways for you
to tap into your spirit guides and provide insights.
Various reiki sessions are also offered throughout
Sedona, in which someone works with you toward
the goal of resetting and uplifting your personal
energy field and system, often working with your
chakras. Seminars and classes on holistic healing
methods are available throughout Sedona as well.
Perhaps the most popular spiritual place visited is
the Chapel of the Holy Cross, a church embedded
into the red rock and overlooking the valley.

Earn the only certification
of its kind!

CARSS™ Certification
Certified Adaptive Recreation and
Sports Specialist Credential
Through completion of the CARSS ™ credential, volunteers, coaches and other
professionals can demonstrate to employers and organizations alike that they are
leaders in adaptive sports and recreation.
Certification fee includes access to online curriculum, additional resources, and the certification exam.

To register, visit: www.blazesportsinstitute.org
For more information contact: Ashley Fallaize at afallaize@blazesports.org
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ill Miller attracts quite a bit of attention when he dominates the local
bowling alleys near his home in Leesburg, Florida. Onlookers barely notice the
C1-2 quadriplegic’s bulky power chair or the
repetitive drone of his ventilator because they
are too busy watching his ball crash into the
pins, propelling them into the pit.
With a personal record of 255 and an
overall average north of 150, Miller is the
master of strikes and spares thanks to the
IKAN Bowler, a device he invented with
a friend that allows high quadriplegics
to bowl at a competitive level. This isn’t
the simple chrome ramp that kids use
at your local lanes. The precision-crafted chute mounts directly to a power
chair’s seating system, giving the user
full control over the setup, approach,
and release of the ball.
For more than 15 years, Miller’s IKAN
Bowler has reinvigorated the sport of bowling for high quads all over the world. It’s re-

The IKAN easily attaches onto
most power wheelchairs.
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kindled their competitive fires and encouraged them to
find community and support in the process.

Silver Linings
Miller admits he wasn’t much of a bowler when he
was growing up in Central Florida. Through
his childhood he gravitated toward more
traditional games before finding a passion for racket sports and weightlifting
in college. That all changed in August of
1997. Just a few days before the start of
his senior year at the University of Florida, the 21-year-old math major went to
bed to sleep off a night of heavy drinking.
Later that evening his roommates found
him face down next to some exercise equipment. “They wound up putting me back in
bed,” he recalls. “The next morning I woke up
and I tried to sit up, but I couldn’t.”
The initial injury was a dislocation between
C5 and C6, but inexplicable swelling over the next
three days gradually brought his level up to C1-2,

which meant he would need a ventilator for the rest of his life. Still, Miller
found a way to put a positive spin on the
diagnosis. “I oddly took comfort in being at
the same level as Christopher Reeve,” he says.
Knowing from a very early point that he wanted to do peer support, he saw using the ventilator as an advantage. “I felt if I was at the highest
level, then nobody else could say, ‘What do you
know? You don’t understand what it’s like.’”
Armed with that optimistic outlook, Miller
and his family hatched plans for how to move
forward before he was even discharged from
Shepherd Center in Atlanta. But they were soon
met with a grim reality.
“There were no real recreational or sporting
opportunities for a vent-dependent quadriplegic like me at the time,” he says. “I’m not nimble
enough driving my wheelchair to play power Bill Miller demonstrates how to bowl with his IKAN invention.
soccer, and it can unintentionally be a contact
sport — which is not really good when you are
contoured ramp strapped to Miller’s chair. Once the ball was
toting a ventilator on the back of your chair.”
placed atop the ramp, he positioned his chair to line up the
Miller found creative ways to occupy his time over the first
shot, drove forward and stopped, allowing gravity to pull the
few years, like reviewing movies for his local paper, but he was
ball down the ramp and onto the lane.
always searching for fun activities. After watching how well
A seemingly endless string of gutter balls followed until
he operated his sip-and-puff chair, his stepmom, Donna, sugMiller noticed the ball reacted differently depending
gested he try bowling. “I navigated obstacles pretty easily, and
on how it was placed on the ramp. As it turns out,
didn’t mark up the walls in the house, so she knew there had to
most bowling balls have an oblong internal core
a way I could bowl with my chair.”
to help generate extra spin. By aligning the finger
Listening to Miller describe the creative process that led to
the IKAN Bowler, it almost sounds easy. In reality, the path holes in different positions atop the ramp, Miller
from initial idea to final product took more than a year of ex- was able to create a full professional hook right or
left. “After we realized there’s a pancake-shaped
perimentation and innovation.
weight block inside the ball, it made sense,” says
Miller, about the game-changing discovery.
Once they settled on a functional design, Miller
and
Giguere built a streamlined model from cusIn January 1999, Miller practiced bowling in his driveway by
tom-cut
PVC, powder-coated aluminum and stainpushing a basketball with his footrests toward whatever bottles
less
steel
that easily mounts to most power chairs.
he could find to act like pins. “Driveway bowling was a wee bit
There
is
a
pair of ratcheting clamp arms for chairs
labor-intensive with no ball return or automated pin setter,
with
swing-away
footrests and, for chairs with imbut it was fun,” he says. Unfortunately, his technique didn’t
movable
footrests,
there are sleek mounting brackets
translate well to the flat hardwood lanes at his local bowlthat
attach
to
the
seating
utility rails. Both models
ing alley. “It’s such a short runway — you can’t get up
to speed,” he says. “That’s why we thought the ramp pop on and off with two quick-release pins.
In 2002, Miller, Giguere and another friend
would be the best idea, so we could take advantage
founded Manufacturing Genuine Thrills in hopes
of momentum, inertia and gravity.”
Miller needed help to design a prototype. Enter of marketing the bowler on a larger scale. The
Claude Giguere, a third-generation inventor and team quickly found production costs to be a big
retired engineer who volunteered as a bailiff in the hurdle, driving the price of the device higher
Lake County courtroom. Giguere was unfazed than they initially desired. Thankfully, the
by the engineering challenge. “It’s just what we process has become more efficient over the
do,” he says. “We see something that needs to be years, and the price tag was pushed down
fixed, we talk about it, and we make it happen.” to $795, which looks fairly reasonable when
With Miller as the test pilot, the duo ex- compared to other adaptive equipment that
perimented with different prototypes. First costs thousands of dollars — like quad rugby
up was a cumbersome wooden box with a chairs, handcycles and adaptive skis. Still,

Enter the Inventors
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Miller tries to help customers find ways to pay for the IKAN
Bowler by identifying grants or providing a bowl-a-thon fundraising template.

That Competitive Edge
Jesse Collens, a vent-dependent C1 quad from a 2009 mountain
biking accident, deals with chronic pain, depression and anxiety that makes it hard for him to leave his house in Federal Way,
Washington. But the bowler gives him a reason to make the effort.
“It’s a therapeutic activity that gets me out socially as well as competitively,” says Collens, who recently set a record score of 213 for
chin switch drivers. “I now bowl better in my power wheelchair
than I ever did before I was injured.”
Collens’ experience is not unique. “The first time I did it, I was
hooked,” says Rhonda Reese, a C4-5 quad who struggled to find
fulfilling pastimes after her 1991 injury. “It just made me feel so
good after not being able to do so many things for so long.” Lilian
Strandlund, 69, who was born with cerebral palsy, agrees. “For
the first time in my life I am able to participate in an able-bodied
event and be just as good as a nondisabled person,” she says. Reese and Strandlund were beta testers of the first run of IKAN
Bowlers and founding members of Miller’s Central Florida
Quad Squad, a group of as many as 10 adaptive bowlers who
meet twice a month to take over their local lanes.
It didn’t take long for the Quad Squad to get really good,
really fast — so Miller started tracking high scores for posterity. His website for dynamic wheelchair bowling records is
broken down by gender, diagnosis and driving method. Reese
holds the record for female sip-and-puff drivers at 195, while
Strandlund has the overall record for women at 215. Miller’s
255 stood as the highest score for years until it was topped in
2016 by a 27-year-old man with spinal muscular atrophy from
Finland named Timo Toivonen who uses a custom ramp inspired by the IKAN bowler that’s as high as his head.
Strandlund points out that, unlike most adaptive sports,
there’s no need for a full team’s worth of equipment and a bunch
of other players. The bowler allows the user to play right alongside
friends and family. “Now my husband and I have a sport we can
both participate in,” she says. “We bowl in three leagues together.
In the travel league we are bringing home the first-place trophy
for the second time.”
It is stories like these that bring Miller the most joy, because
for him it was never just about making a profit. It’s also about
spreading his love for the game and the independence it gives.
The ultimate silver lining was how he parlayed his experiences
in creating and marketing a product into two degrees. He
graduated from the University of Florida in 2008 with a bachelor’s in business administration and from Western Carolina
University in 2011 with a master’s in entrepreneurship.

Resources
• IKAN Bowler, ikanbowler.com
• Wheelchair Bowling records, wheelchairbowlingrecords.com
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Curt Wolff

Pro All Over Again
To say Curt Wolff, 55, was an enthusiastic bowler before his
injury is an understatement. A regional pro in the mid-’80s,
he hung up his bowling shoes to pursue a more stable career
as a general contractor. Then, while prepping for a stint with
the Senior Pro Bowling Tour in August 2012, he got bit by the
wrong mosquito and contracted West Nile virus, which left
him a C4-5 incomplete quad. “It’s more common than people realize,” he says about how he became paralyzed. “I was
probably having a beer in the backyard of my home.”
Wolff spent three and a half months at Craig Hospital,
where he was first introduced to the IKAN Bowler. “To be
completely honest when they showed it to me, I said, ‘No.
That’s not real bowling,’” he says. “There was just no way I
was going to go from averaging in the 180s and 190s and
have to start all over.” Then Craig had a mini-tournament
about a month after Wolff was discharged. A friend he had
been training with before his injury urged him to give it a
shot, referencing the IKAN inventor’s record 255 game. “It
gave me a challenge to at least get me to try it.”
It didn’t take Wolff long to recognize how the device’s
capabilities replicated the same hooking dynamics with
the ball that he once utilized as a pro. “It got to be more
of a scientific challenge than anything else,” says Wolff. “It
was all applied physics.” Soon he entered more tournaments and modified the bowler to help himself be more
competitive. He extended the ramp length to increase the
ball speed and reinforced the whole device with stronger
materials for more durability when traveling.
Flash-forward to today, and you’ll find Wolff back in
his element, averaging 182 in a competitive nondisabled
league and serving as the national treasurer of the American Wheelchair Bowling Association. Last year he took
third at the AWBA National Tournament in the Scratch Division in Fort Worth, Texas.
Wolff credits Miller and the IKAN Bowler for getting
him back into the game and helping him find a supportive
community — and even a new home. On a trip to Las Vegas a few years ago, he met other bowlers from Colorado
and wound up buying one of their wheelchair-accessible
houses. “It’s the camaraderie, getting out in the disability community, meeting new people, and building new
friendships,” he says. “It gave me the chance to keep moving forward and live life again.”
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or male able to father a child and not using effective birth control.
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Please see Important Safety Information, including serious side effects, on the following pages.

IMPORTANT INFORMATION ABOUT MAVENCLAD® (cladribine) tablets, for oral use
Read this information carefully before using
MAVENCLAD and each time you get a refill, as there
may be new information. This information does not take
the place of talking with your healthcare provider (HCP).
What is the most important information I should know
about MAVENCLAD?
MAVENCLAD can cause serious side effects, including:
o Risk of cancer (malignancies). Treatment with
MAVENCLAD may increase your risk of developing
cancer. Talk to your healthcare provider about your
risk of developing cancer if you receive MAVENCLAD.
You should follow your healthcare provider
instructions about screening for cancer.
o MAVENCLAD may cause birth defects if used during
pregnancy. Females must not be pregnant when
they start treatment with MAVENCLAD or become
pregnant during MAVENCLAD dosing and within
6 months after the last dose of each yearly
treatment course. Stop your treatment with
MAVENCLAD and call your healthcare provider
right away if you become pregnant during
treatment with MAVENCLAD.
• For females who are able to become pregnant:
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the days on which you take MAVENCLAD and
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yearly treatment course.
What is MAVENCLAD?
MAVENCLAD is a prescription medicine used to treat
relapsing forms of multiple sclerosis (MS), to include
relapsing remitting disease and active secondary
progressive disease, in adults. Because of its safety
profile, MAVENCLAD is generally used in people who
have tried another MS medicine that they could not
tolerate or that has not worked well enough.
MAVENCLAD is not recommended for use in people
with clinically isolated syndrome (CIS).

It is not known if MAVENCLAD is safe and effective in
children under 18 years of age.
Do not take MAVENCLAD if you:
o have cancer (malignancy).
o are pregnant, plan to become pregnant, or are
a woman of childbearing age or a man able to father
a child and you are not using birth control. See
“What is the most important information I should
know about MAVENCLAD?”
o are human immunodeficiency virus (HIV) positive.
o have active infections, including tuberculosis (TB),
hepatitis B or C.
o are allergic to cladribine.
o are breastfeeding. See “Before you take MAVENCLAD,
tell your healthcare provider about all of your
medical conditions, including if you:“
Before you take MAVENCLAD, tell your healthcare
provider about all of your medical conditions,
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o think you have an infection.
o have heart failure.
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o have taken, take, or plan to take medicines that
affect your immune system or your blood cells, or
other treatments for MS. Certain medicines can
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o are breastfeeding or plan to breastfeed. It is not
known if MAVENCLAD passes into your breast milk.
Do not breastfeed on the days on which you take
MAVENCLAD, and for 10 days after the last dose.
See “Do not take MAVENCLAD if you:”
Tell your healthcare provider about all the medicines
you take, including prescription and over-the-counter
medicines, vitamins, and herbal supplements.
How should I take MAVENCLAD?
o Limit contact with your skin. Avoid touching your
nose, eyes and other parts of the body. If you get
MAVENCLAD on your skin or on any surface, wash it
right away with water.
o Take MAVENCLAD at least 3 hours apart from other
medicines taken by mouth during the 4- to 5-day
MAVENCLAD treatment week.

o If you miss a dose, take it as soon as you remember
on the same day. If the whole day passes before you
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you will extend the number of days in that
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Your healthcare provider will continue to monitor your
health during the 2 yearly treatment courses, and for
at least another 2 years during which you do not need
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Your healthcare provider should do blood tests to
check your liver before you start taking MAVENCLAD.
Call your healthcare provider right away if you have
any of the following symptoms of liver problems:

What are the possible side effects of MAVENCLAD?

• nausea
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eed a little inspiration to get going today? Here’s a story that’s sure to warm your heart!
Emily Ladau, a young wheelchair-bound woman suffering from Larsen syndrome, was stranded
without food last night in New York City. A kind man asked her if she needed help, but before she
could respond, he bought a slice of pizza and brought it to her on the street. Fueled by the meal and
the man’s amazing act of kindness, brave young Emily overcame the odds and found her way home.

I can barely scroll through social media or turn on
the television without encountering narratives like
these. Honestly, I’m tired of it.
The next morning, I found myself lamenting the irony
that I’ve made a career rooted in disability advocacy, but
access to the most basic things, like restaurants or transportation, is often completely out of reach. I know an uneaten burrito and a missed train are hardly big problems
in and of themselves, but I’d been there so many times
before, shut out and turned away while simply trying to
go about my day.
Unfortunately, mainstream media rarely tells stories
like that, because it isn’t the narrative the general public
cares to hear. Instead, my voice is drowned out by the endless noise of “inspiration porn.”
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What is Inspiration Porn?

That term — inspiration porn — certainly turns heads,
but it’s an accurate way to describe how disabled people
are often objectified by the media in order to make nondisabled people feel good. Popularized by the late disability activist Stella Young, “inspiration porn” can be broken
down into a few different types:
1. Media that frames people with disabilities as brave
or inspirational when that same story wouldn’t be inspiring if the subject was not disabled
2. Media that frames actual accomplishments of disabled people in condescending ways
3. Media that frames nondisabled people as heroes just
for being nice to disabled people.
You know the stories I’m talking about. If a wheelchair
user stands to dance at their wedding or walks across the
stage at graduation then it makes the nightly news. A disabled person wins an award and people marvel at how
“bravely” they’ve “overcome” their disability. A nondisabled
person films someone helping a person with a disability,
posts it online, and the video goes viral. I can barely scroll
through social media or turn on the television without encountering narratives like these. Honestly, I’m tired of it.
When I critique these stories, I’m frequently called
heartless and bitter by disabled and nondisabled people
alike. How rude am I to attack a good or happy moment!
How dare I not be inspired by the same old story of someone “overcoming” disability!
People are quick to assume that I begrudge another
person’s triumph because I’m obviously unhappy with
who I am, that my disability must be making me miserable. This couldn’t be further from the truth.

Illustration by Mark Weber

Does this sound familiar? I wrote it tongue-in-cheek,
but you’ve undoubtedly seen stories that are similar. The
real story, though, is anything but inspiring. After a long
evening out in New York City, I was in the mood for a
burrito. I looked up the nearest Mexican restaurant and
rolled over, only to be greeted by a steep staircase. It became clear that none of the other nearby restaurants were
accessible either, so I finally settled for pizza that my boyfriend bought for me to eat on the street.
Frustrated, I headed to the train station, where I discovered the elevator I needed was under repair. After waiting
for the next train, I didn’t make it home until after 1 a.m.

Here’s the real problem: People can read or watch inspirational stories, click the “share” button, and go on
with their day. But what happens after the quick hit of
warm, fuzzy feelings? They may be moved to grab tissues
in that initial moment, but most likely sure won’t be motivated to take real action.

Conflicting Messages
In her powerful TED Talk on the subject of inspiration,
Young points out: “No amount of smiling at a flight of
stairs has ever made it turn into a ramp. Never.” I honestly think I should get this quote printed on flyers and

tattooed on my forehead because people really need to
wrap their minds around it. A positive attitude wouldn’t
have changed the fact that something as simple as the
pursuit of a burrito became yet another reminder of how
unwelcome I am in the world we live in.
But a headline like “Wheelchair user can’t get into a
restaurant nearly 30 years after the Americans with Disabilities Act passed” doesn’t inspire a feel-good sentiment.
The stories I tell don’t fit the narratives people are
looking for. It’s true that I haven’t worked hard to stand
or walk for a few minutes at a special occasion, though I
respect that people who do this have deeply held reasons
AUGUST 2019
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as to why it’s personally important. Instead, I’ve fought back
against a world that expects me to stand or walk just to be a
part of it.
When you’re bombarded with media depictions of people
with disabilities deemed “inspiring” for “overcoming” their
“suffering,” developing a healthy and realistic self-image can
be a challenge. I’ve spent my life grappling with insecurities
and trying to figure out who I am, rather than who society
thinks I am or should be. On the one hand, there are stories
about disabled people climbing mountains “in spite” of their

So who am I? Do I need to be a superhero to prove
my worth, or do I just need to prove myself
capable of buying a carton of milk?
disabilities, and suddenly I feel like I have to live up to some
impossibly high standard to be viewed as valuable. On the
other hand, there are people who gasp in amazement at the
thought of disabled people having the will to live another day.
There’s a constant tug-of-war between incredibly high and incredibly low expectations.
So who am I? Do I need to be a superhero to prove my
worth, or do I just need to prove myself capable of buying a
ad_option1_April_x1a.pdf
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carton
of milk? Honestly, some
days I do
feelPMlike I can take

Take Back Your
Freedom And Confidence

Men’s Liberty Is A Revolutionary Diaper
Alternative That Allows Men With
Urinary Incontinence To Stay Dry 24/7
C

M

Y

CM

MY

CY

CMY

K

There’s a new alternative to diapers and traditional
catheters available that helps keep men dry and
leak-free all day and night. Men’s Liberty attaches
to the tip of a man’s anatomy, directing his flow to
a discreet collection pouch and is comfortable,
unnoticeable to others, and secure.
Covered By Medicare and Over 3,000 Insurance
Plans. Available To Most For Little
to No Out-Of-Pocket Cost*
Get your insurance card, give us
a call today and receive a free
week’s supply with your
first order!**

1-800-814-3259

www.MensLiberty.com
Promo Code: USP2019

EXTERNAL CATHETER
*Standard co-pays
& deductibles apply
**30 days supply or more

28

NEW MOBILITY

on the world. And other days getting out of bed leaves me
feeling like I’ve already climbed a mountain. But the narrative of inspiration never acknowledges this kind of nuance of
the day-to-day disability experience.
And what message does the “inspirational” narrative send
to people who sustain injuries later in life and need to use
a mobility device? It paints unrealistic pictures of disability,
which can be really harmful if internalized. Being disabled is
a state of existence I’ve known since birth and yet I still sometimes find it difficult not to internalize stigma.
It’s taken so long to even begin reaching a point of feeling
comfortable in my own skin and being proud of my identity
as a disabled woman. There are so many complexities that
have come from this endless process, but they’re torn away
in an instant when someone tells me I’m inspiring without
knowing anything of substance about me. I’m weary of my
body and my story being open to public scrutiny and interpretation based on one-note, one-sided portrayals of the disability experience. I don’t want to be reduced to a caricature
of myself.

Changing the Conversation

What if we shifted the narrative? What if, instead of sharing inspiration porn with abandon, we stopped to consider
if the story we’re sharing truly empowers the disability community? What if, instead of expecting our community to accept how the world sees us, we expected the world to welcome
disabled people as we are? What if, instead of perpetuating

to
o
to

out
ut
ut

et

et
o

o

hts
s
hts
k”

k”
e,
,
ade
e,
e
de
and
nd
and

in
n
in

m
m
m
de
e
de
d

d

EXAMPLES OF INSPIRATION PORN
Are you still unsure what inspiration porn in the media looks like?
Maybe these examples will help:
1. Media that frames people with disabilities as brave or inspirational,
when that same story wouldn’t be inspiring if the subject was not disabled:
This Student With a Disability Got Asked to the Prom in the Sweetest Way: buzzfeednews.com/
article/leticiamiranda/this-girl-asked-her-friend-with-a-disability-to-prom-in-the
2. Media that frames actual accomplishments of disabled people in
condescending ways:
Colorado teen overcomes disability to walk across stage at graduation: cbsnews.com/
news/carson-covey-colorado-cerebral-palsy-chatfield-high-graduation-ceremony
3. Media that frames nondisabled people as heroes just for being nice to disabled people:
Fast-food employee feeds man with disability in moving video: today.com/food/fast-foodemployee-feeds-man-disability-moving-video-t126909

clichés and stereotypes, we celebrated the human body in all
its forms and functions so that no one would ever feel like
they’re not enough?
It’s time to move beyond the shallow definitions of inspiration that far too many people have long embraced. We can
do better than viral clickbait tales of disabled people being
asked to prom or named to the homecoming court. The sto-

The late Stella Young railed against
clichéd narratives like these.

ries we need to tell are the ones of people fighting for their
rights in a society that has yet to fully realize those rights exist. The stories we need to share are the ones of people breaking down actual barriers to access and inclusion, speaking up
against the status quo. And if you must be inspired, let it be
by the ways we show the world our humanity is not less-than
because of who we are.
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otivational speaking is a large industry marked
by a considerable subset of speakers with disabilities. Speakers with disabilities are hired to
fire up audiences at corporate or government
meetings, association conferences or events at
schools and universities. They make a considerable mark
on a wide swath of people. For better or for worse.
For many in the audience, these speakers are perceived
as models of the disability experience. They are the closest many nondisabled people will get to a real disabled
person, and they will influence their understanding of
disability. So it’s fair to take a closer look and question
this industry’s effect on cultural beliefs about disability.
The answers turn out to not be so simple. I’ve been a
wheelchair user for 46 years and a professional speaker
for over 20. I continue to struggle with how I can motivate and inspire without pandering to dangerous stereotypes and misperceptions of disability. It’s an ever-
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present boundary that I’m
fervently conscious of not
wanting to roll across.
Those of us living with disabilities know beyond a doubt that much of
what nondisabled people think about us is
far apart from the truth of our lives. At the least,
their attitudes directly translate into patronizing behavior toward us. At the worst, they reinforce the kinds of
cultural beliefs and policies that interfere with people
with disabilities getting a fair shot at their real potential.
A speaker with a disability is going to either reinforce
these beliefs or give their audience members a fresh perspective so they can reconsider their assumptions. There
is no in between.
Deb Dagit, who was born with osteogenesis imperfecta, shares these concerns. Having faced successive barriers to jobs she was fully qualified for, she finally landed
at Merck Pharmaceuticals as manager of diversity and
inclusion. Now retired from Merck, Dagit speaks widely
on disability awareness in the workplace.
“In my professional life, one of the most awkward and
stressful situations I experienced was when a speaker
with a disability took the stage,” she says. “Would they
overshare their medical history? Cause everyone to cry
and feel sorry for them? Depict people with disabilities as
needing to achieve heroic physical feats to demonstrate
worth? Represent their disability as the worst thing that
could happen and in need of a cure?”
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Illustrations by Mark Weber

Stand and Deliver
Watching Scott Burrows’ speaker preview video provides
a perfect encapsulation of the conundrum. A highly-rated motivational speaker and author of, “Vision Mindset
Grit: How to Stand Up When Life Paralyzes You,” Burrows rolls onto stage in his manual wheelchair and tells
audiences how he refused to accept his doctor’s prognosis that he would not regain any function after his cervical spinal cord injury from a car accident at age 19.
Partway into his presentation, Burrows scoots forward in his chair, lifts his thin legs onto the floor, leans
forward, and with a dramatic, deep exhalation — he
stands up. Boom! Automatic cheering standing ovation.
That reaction sells, and it’s
surely partially responsible for the long list
of corporate clients
on Burrows’
web site. That
standing
moment is
his trademark
move.

“I use getting out of the wheelchair as a metaphor for
standing up to any challenge,” Burrows says sincerely.
His honest intention is for people to see that you can accomplish what seems impossible by staying with the process, sticking to a vision with a mindset of grit.

“I use getting out of the wheelchair as a metaphor for
standing up to any challenge,” Burrows says sincerely.
Yet it’s hard not to see people’s immediate response
to his standing up as proof that what is foremost in their
thoughts is that the ability to stand and walk is paramount
above all else. Despite Burrows’ stated intentions, I can
only see that moment as reinforcing the notion of the chair
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mastering how to lead audias confinement. That moences on this journey. He
ment is counter to the mesbecame quadriplegic in 2001
sage that accepting ourselves
when a ton of hay fell on him.
as we are — walking or not
Married with two children
— is what truly counts.
and the owner of a business
This is precisely Dagit’s
with 52 employees, Hymas
concern with regard to emdescribes his early feelings
ployment. “I fear [some
in his talks. “At the age of
speakers] might undo all the
27, I was completely disconhard work that has gone into Crowds gasp and applaud when Scott Burrows stands up.
nected from hope, because I
convincing recruiters to seek
out people with disabilities as a rich source of talent,” she saw no vision in,” he pauses meaningfully and waves his
says. “It reinforces the idea that what our community needs quad hands at the audience, “this.” He describes how his
most is charitable giving so we can be cured and cared for.” father helped him turn the corner by telling him, “dreams
are not destroyed by your circumstance. Dreams are destroyed by your belief.”
Storytellers Supreme
Hymas doesn’t just want his audiences “inspired.” He
The roots of this misperception are not hard to understand. Think about it. Disability is the last thing anyone gives them a call to action. “Inspiration is a catalyst,” he
wants to happen in their lives. Even those of us with dis- says. “You can be inspired almost every day. Now what
are you gonna do with that?
abilities don’t want one we
When you walk out of these
don’t have. The notion of livdoors,” he tells his audiences,
ing, much less thriving with a
“you will set world records.”
disability strikes most people
Chesney, citing research
as incredibly difficult, if not
that
says it takes 21 days
unfathomable. From there,
to change a habit, also isit’s not a big leap to the notion
sues grandiose challenges
that anyone living well with
to his audiences. “Do these
a disability is “inspirational.” “When you walk out of these doors, you will set world records,”
things every day. I’m going
Audience members ar- Chad Hymas tells audiences.
to
promise you that, profesrive pre-loaded with these
sionally
and
personally,
your
life
will be enhanced.” Such
beliefs. They flare up the moment the speaker takes the
stage. Scott Chesney is another prominent speaker with a lines are the stock and trade of the inspirational speaker.
disability. He woke up one day paraplegic from a spinal
stroke when he was still a teenager. “People come in with The Speaking Industry
preconceived notions in terms of what quality of life you Make no mistake — inspirational speaking is a business,
can have,” he says. “I’ll put things right there: ‘You might and there is a lot of money at stake [See sidebar]. Speakbe thinking this, but I’m going to challenge you to ques- ers either operate their own businesses, such as Hymas
tion that belief system [and] expand it, enhance it.’”
and Chesney, or use speakers bureaus that take a share
Chesney believes that simply telling his story — of mar- of their fee but provide marketing and client relations.
riage and children, world travel, surfing — gives his audi- Some speakers have sponsorship relationships, as I did
ences the opportunity to reconsider their own possibilities. for 10 years with the Reeve Foundation Paralysis Re“I provide them with inspiration to say, ‘There’s something source Center. My message aligned with their mission.
that Scott has connected with that has allowed him to They funded me to speak to occupational and physical
thrive, not just survive,’” he says. “Then they buy in.”
therapy students about how people adapt to traumatic
Chesney’s technique fits perfectly with the advice change. In return I shared information about their prospeaking coach Jane Atkinson gives to her students. “I grams with thousands of budding young professionals.
encourage my clients to provide a crafted presentation
Many successful inspirational speakers simply don’t
that allows the audience to be a part of their journey,” have disability advocacy on their radar. It’s just not their
says Atkinson, author of The Epic Keynote.
priority to track the latest activities of ADAPT or the
Like Chesney, Chad Hymas has built his career around current legislative agenda.
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The National Speakers Association is the home of
professional speakers, including me. It’s where I first
met Hymas. Its culture is devoted to business success.
It’s not a place where you have philosophical conversations about your impact on social models of disability.
It’s about stirring an audience, giving them something
relevant, mastering the craft of speaking and pleasing
your clients so you can draw top dollar fees.
Hymas has earned NSA’s Certified Speaking Professional status and is among a select group inducted into
the Council of Peers Award for Excellence Hall of Fame.
I asked Hymas if he had heard of inspiration porn, the
term popularized by Stella Young’s 2014 TED Talk, “I’m
Not Your Inspiration, Thank You.” He had not. But he
understood the concept when we discussed it.
This is not to criticize Hymas, but I think it’s a fair in-

dicator that he’s not a follower of disability culture. And
he knows it. “I don’t speak at disability awareness conferences,” he says. “It’s not my expertise.” On the other
hand, Chesney, Dagit, and I are all happily available to
speak on disability history, etiquette and anything else.
All this is to say that speakers must design their
speeches and their message to appeal to a given market
and what those target clients are looking for in a speaker.
Have no doubt; those clients are looking for dramatic
impact. They want their attendees to leave the room uplifted, to be entertained, to hopefully come away with a
life-shifting experience.
They want to see that audience on their feet cheering.
Otherwise, the speaker is unlikely to be invited back or referred to other big money clients. Both of these are widely
acknowledged as mandatory results for the success of a

HOW I SPEAK
My approach as a public speaker is to educate audiences about
the real human experience of disability, to get to the universal qualities disability shows us about all people and to tell the
story of how dramatically the world has changed to allow huge
numbers of disabled people to fully emerge into our society.
My main goal is to push societal beliefs towards creating a
better world for people with disabilities, but I also do my best
to entertain with humor and (as those of you who’ve seen me
know) thrill and amaze with my advanced juggling skills. I’m
committed to the craft of speaking, and I consider myself a
performer who is on a mission to share the disability message
in a meaningful way. I want people to gain a deeper sense of
their own potential and, yes, be inspired.
When I began to speak in public, I would gloss over the
story of my paralysis for fear of overplaying myself. I wanted to
avoid the risk of either evoking pity or giving the impression
that my active life with paralysis somehow makes me special.
One of the core lessons of living with a disability for me is that
I discovered something in myself that is absolutely and purely
human, and therefore in all of us.
But people wanted to hear more. Telling my story in a way
that people could relate to without playing to their pre-loaded
assumptions about disability has been one of my biggest challenges as a professional speaker. I never billed myself as an inspirational or motivational speaker — though as a wheelchair
user I couldn’t prevent others from describing me in those
terms. The last thing I wanted was to be thought of as someone who offered an emotional pep talk. I’m committed to real
substance and insight.
Today, I describe how people with disabilities are emerging into the modern world thanks to higher survival rates, improved access, greater mobility, higher-level education, em-

powerment by technology and civil rights protections. It’s not
an inspirational thing. It’s just more doable because we’re getting shit out of the way and designing innovative solutions. It’s
an amazing story of radical social change.
A model I use is the notion of “Walking
Mind, Wheeling Mind.” People who consider us “wheelchair-bound” are viewing
us through a walking lens. I explain that,
from the perspective of not being able to
walk, the chair is a precious mobility tool
that allowed me to do all I’ve done since
my injury. It doesn’t confine me; it liberates me. Most people get it.
Rather than the potentially gratuitous
emotional hit, I’m after a simple “aha”
moment. The feedback I appreciate most
is when people say I helped them get inGary Karp
side the humanity of disability in a way
they could understand. I especially love when someone says,
“I guess if I had to, I could do it, too.” That’s what I go for.
My clients tend to be disability-related events, universities,
rehab and healthcare centers. I also speak to corporate human
resources and diversity groups who need to reach out to the
fullest labor pool, which happens to include a growing number of people who have disabilities.
The fact is, the message that “living with disability is not
such a big deal; anyone can do it when they get the resources
they need,” doesn’t sell to many clients looking for an inspirational speaker with a disability. It’s definitely limited my opportunities. I’ve yet to figure out how to make the simple message
of adaptation and inclusion exciting enough to get on those
stages — regardless of how advanced my juggling skills are.
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professional speaker. Go to the website of any of the speakers highlighted in this article, and you’ll see the cheering
“standing O” on their demo video. The temptation to indulge
in gratuitous emotion, to engage in inspiration porn, is very
powerful for a speaker with a disability, consciously or not.
That’s what sells.
Perhaps this pressure is responsible for “those moments,” where speakers go too far. Hymas is fond of referring to his body being “95% numb,” and has a tendency to
self-aggrandize. “I’m the only quadriplegic on record that
travels the world alone,” he says.
Such a claim wouldn’t fly with an audience of people with disabilities, but most of the crowds to which
Hymas speaks likely have few, if any, people to call BS.
It’s a trend that can be seen across many motivational
speakers — not just those with disabilities. In detailing their own accomplishments, they end up amplifying their own egos, rather than shedding much light
on the process of how they actually did it — as well as
the moments of real difficulty and self-doubt we usually
face along the way. Says speaking coach Jane Atkinson,
“The sooner the speaker realizes that it’s not really about
them, but rather it’s about the audience, the better and
more successful they will be.” The difference with disability speakers is the embellishments have the potential
to strengthen harmful, false stereotypes.
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Truly Inspiring

In reality, there is no need for embellishment. Hymas,
Chesney, Burrows and speakers like them have done their
time with their disabilities, made their adjustments, and
are living the lives that all of us are fighting to ensure for
anyone with a disability. They present themselves with
confidence, delivering talks that take real measures of intelligence, caring and hard work to develop and market. To
suggest they haven’t earned the right to be models of the
disability experience would be an insult.
We have to believe that the audience is taking away
something positive, even if that something is simply seeing
the possibility of living fully with a disability.
That said, I would urge any speaker with a disability billing themselves as inspirational to get to know the disability
advocacy world better. My bet is that none of them would
have an issue with reconsidering messages they might not
realize are reinforcing counterproductive stereotypes. Is it
really necessary to risk crushing the key message because
you get a huge ovation for standing up out of a wheelchair?
Much of the notion of disability as inspiration has been
badly skewed and tainted, but I firmly and passionately believe that the disability experience is profoundly inspirational. Not in a gratuitously emotional way, but through a much
simpler recognition of what people with disabilities are demonstrating every day. We model a universal capacity to adapt,

BIG BUCKS

ing after losing an arm to a shark — $30–$50K.
Erik Weihenmayer, the first blind man to climb
Mount Everest — $50–$57K a pop. Peter DinMastering the craft of speaking can be a lucrative
klage,
a little person and the star of Game of
undertaking.
Thrones
— a minimum of $100K per talk.
Take Aron Ralston. You know him — he cut off his
That
sounds like crazy money, doesn’t it?
arm after six days of being trapped by a large boulBut
take
the annual conference of the Society
der while hiking solo in a remote area. James Franco
Aron Ralston
for
Human
Resource Management — 15,000
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on average. That’s over 22 milRalston and I were both speakers years ago in Jacksonville,
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dollars
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with.
Top
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fees are pocket change for
Florida, at a rehab hospital event. At the time he had long, curly
them.
blonde hair and a casual style. The story of his self-amputation
Likewise, for a large corporation that wants to pump up its
was definitely fascinating, but it was mainly just a narrative. Now
sales
force, a hundred grand for an “inspiring” speaker with a disRalston is a highly polished speaker who sports a short haircut
ability
story can be paid back multiple times over with just a few
and wears suits on stage. He clearly has had some high-level
more
new
accounts.
coaching and script development. Aron’s talk is far more engagIf
you
have
a disability, a compelling story or talent, a comfort
ing and humorous than when I saw him. And now he pulls in up
with
speaking
in
public, the right management or business skills,
to $50K an appearance.
and
a
desire
for
your
life to make a difference to others, how are
Gabriel Cordell wheeled across the U.S. in a manual chair —
you
not
going
to
chase
down pots of gold like these?
$15-$25K a talk. Bethany Hamilton returned to professional surf-

to accept ourselves as we are, to solve problems through a
unique, independence-driven perspective and to fight for the
innate right to live the lives we know are possible. That is the
message I’ve spent all these years trying to get across.
If people really took a closer look at our story, they would
see that the modern disability experience proves how re-

markable we all are by our very nature. Imagine a culture
that operates on the assumption that everyone has the inner tools to adapt and thrive, where a global commitment
to access, inclusion and independence creates a far better
world, and where everyone gets what they need to succeed.
What could be more inspirational than that?
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CBDandSCI

It’s Legal. Will It Help?
B Y

J E S S I C A

hile the country still battles state-by-state on
whether to legalize marijuana, a recent change in
federal law has opened the floodgates on sales of
products featuring cannabidiol, one of the non-psychoactive
components of marijuana, or cannabis. With legalization
came immense popularity, and now it seems CBD is for sale
everywhere and in everything. From CBD bath bombs to edible gummies and oils, it is for sale in gas stations, natural food
stores and kiosks in the mall. So what is CBD? Is it safe? And
can it help people with spinal cord injury?

W

What Exactly is CBD?

The ways that CBD differs from marijuana
can be hard to understand. Starting with a
lesson in plant biology is helpful to define the
differences and similarities between the
two. Cannabis is the genus of the flowering plants that breaks down into
three species: cannabis sativa, cannabis indica and cannabis ruderalis.
The word hemp is used to describe a
strain of one of these plants that has
less than 0.3% tetrahydrocannabinol or THC — the ingredient in the
cannabis plant that causes a psychoactive reaction or high. “Marijuana” is commonly used to label
the plants that contain more THC,
though the industry is taking a
stand against the term “marijuana” to rebrand these products as part of the wellness
industry.
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F A R T H I N G

CBD can be sourced from plants containing small or large
amounts of THC. Cannabidiol is just one of many phytocannabinoids (naturally-occurring cannabinoids) found in cannabis. Others are CBC (cannabichromene), currently being
studied as a cancer tumor inhibitor and stimulator of bone
growth, and CBG (cannabigerol), which treats fungal infections and kills bacteria. Laws regarding growing and processing of hemp were murky until recently. With the passage of
the Hemp Farming Act of 2018, hemp was removed from the
federal listing of schedule 1 drugs, which had placed it in the
same category as heroin. Now, farmers can legally produce
this crop in the U.S.
With a legal product easily available across the country,
people with disabilities have begun to explore relief in many
forms. For spinal cord injury specifically, many claim CBD
helps with stress and anxiety, inflammation, neuropathy,
chronic pain, spasticity and sleeplessness — all without the
high from the THC.

A Restful Night

Bert Burns, C6-7 quad, has always been an athlete, and after 37
years of wear and tear he turns to CBD to help calm his tired
body. Burns’ first job post-injury was as a sports and fitness
specialist for Shepherd Center in Atlanta, which made wheelchair sports available on a constant basis. Burns got hooked
on racing and trained his way to becoming a Paralympian. He
earned a gold medal in the 4x400 relay at the 1992 Paralympics in Barcelona and went on to be a part of the 2000 Paralympics, winning medals in the marathon and 5,000 meters,
and the 2004 Paralympics in Athens. That was his 87th — and
last — marathon.
In addition to his career as a wheelchair racer, Burns made
time for wheelchair rugby. He loves the game’s intensity, but
not the physical degradation that came with it. “There’s cutting, turning and holding people and that puts a lot of pressure on your shoulders,” he says. “Plus, 37 years of using your
shoulders instead of your legs and knees takes a toll.”
Currently, Burns doesn’t have everyday pain that he
treats with CBD but uses the oil every night to assist

in a good night’s sleep. “Even though I take medication for muscle spasms,
I’d wake up literally every two hours. I never really got a good night’s sleep
because my legs had spasms. I’d take it and within 15 minutes, I would be out
and sleep great all night long. The next morning I wouldn’t wake up groggy at
all.” In fact, with the CBD, Burns doesn’t seem to have any side effects — just
the benefit of quality rest.
Another value of CBD for Burns is the ability to take less medication. Taking muscle relaxers made him foggy in the morning, hampering his ability to
enjoy his life as a father of twins and a successful businessman in the medical
supply industry.
Dosages have been trial and error. He’s been taking CBD for around seven
months, using a tincture of oil and CBD first. The next time, he ordered gummies from the same manufacturer and didn’t get the right reaction, “It was
hard to judge the number of gummies to take. Two didn’t work and three
made me feel less clear. I didn’t feel the consistency was there.”

Helping Many Symptoms

With a fairly recent T7 injury, Amanda Oliver has been struggling to get back
to living the life she wants and has found CBD to be helpful in a variety of
ways. The biggest effect of CBD for Oliver has been reducing muscle spasms.
She takes four doses of baclofen every day, staggered every six hours. “When
my PCA comes in the morning to help me get up, it’s impossible,” she says.
“Every time they touch my leg or it brushes across the blanket, it starts kicking everywhere with spasms. The baclofen was the only thing that kept that
in check until the gummies.”
Taking the gummies makes a remarkable difference, “Even if I sleep
through two doses, I wake up and I’m still spasm free, which is insane.”
On top of helping with spasms, a little CBD has been invaluable for her
anxiety. “I do feel really relaxed. My brain wanders a lot and I overthink everything, and [with CBD] these thoughts calm down a little bit.”
Like Burns, after a long day in her wheelchair, Oliver counts on CBD to
make sleeping easier. A few gummy cubes taken a couple of hours before bed
relieves tension so she can get quality rest. “All my muscles seem to be letting
go,” she says.
Other than the hassle of having to go to a dispensary to replenish her CBD
supply, Oliver’s only complaint is that CBD’s high cost makes her hesitate to
try other brands or delivery methods. “I don’t want to invest in other products because of the risk of it not working.” Like Burns, she hasn’t noticed any
side effects to the supplement, only the benefits.

Physician Approval

As a physiatrist in Washington state, Dr. Gregory T. Carter is no stranger to
people with spinal cord injury using CBD and cannabis products. “The vast
majority of my patients with SCI are using some form of cannabis,” he says.
“There is still much we need to learn about cannabidiol. However, there is
good animal model evidence that the cannabinoids work, at least partially,
through some of the same pathways as baclofen.”
Despite the small amount of scientific research available, Carter recommends cannabis products for people with spinal cord injuries. “Cannabinoids
work and they are very safe, plus there are many other potential benefits,”
he says. “Cannabinoids have immunomodulatory and neuroinflammatory

Know the
Product

CBD is considered part of the “green
rush,” the push for entrepreneurs
to invest and develop cannabisrelated products. Under the guise
of “supplements” there is surprisingly little regulation and oversight
of CBD products.
Grant Meadows, owner and
director of Root Down Naturals,
a CBD supplier focusing on the
natural food industry, says this is
leading to confusion from consumers struggling to make sense of
the emerging market. “There’s just
so much junk out there,” he says.
“Always make sure you buy from
a reputable source, a trusted company and a trusted retailer, and that
you can see certificates of analysis
and know your source.”
Understanding what is in the
product and how it was made is
also critical, according to Meadows. The two most common types
of CBD are full spectrum and isolate. Full spectrum contains everything in the plant, while isolate is
the result of an extraction process
that removes everything but CBD.
“Retailers and consumers need to
be more careful than ever — there
are many products claiming to
be broad spectrum, for instance,
which are not the whole plant and
not full spectrum,” says Meadows.
“These products purport to have
multiple plant compounds and a
level of synergy — but there’s a
range of quality out there. There
are also CBD isolate products that
have none of the other beneficial
compounds from the plant and
have become cheap and commoditized. They may provide some
benefit, but based on what we
know, nothing like the whole plant
can and its 100-plus compounds
working together.”
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properties, which contribute to the anti-spasticity and painreducing properties of cannabinoids.”
Carter doesn’t have enough scientific evidence to conclusively say that CBD works as well as the entire plant, including
THC. Many experts suggest that a full-spectrum product using all the cannabinoids would be best to get the most value.
His suggested dosage is based on studies, saying, “the available data would indicate that most people can get a beneficial
antispasmodic and analgesic effect by using average daily doses of under 5 mg per day, although some may require a larger
amount to obtain relief.”
As far as how to ingest, Carter suggests vaporization for
fast effect, and oral routes — like sublingual tinctures and
edibles — for chronic dosing.

Is There a Downside?

While Oliver and Burt claim to have experienced minimal to
no detrimental side effects, doctors and researchers are doing their best to provide more definitive answers. In a study
published in 2017, researchers at the National Center for Biotechnology Information, a division of the United States National Library of Medicine, assimilated literature from clinical
studies on the safety of CBD and published the overall results.
They found a positive result for CBD use with the most fre-
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quently reported physical side effects being diarrhea, tiredness
and a change in appetite or weight. Also, none of the studies
seemed to indicate that a higher dose of CBD was required
after time to achieve the same positive result.
Altogether, the studies found that consistently taking CBD,
even in high doses of 1,500 mg per day, is tolerated well by humans. Some studies did report a reaction with hepatic drugs
— medicines that are processed by the liver. CBD blocks an
important enzyme that allows more of a medicine into the
system than normal. Doctors don’t know all the drug interactions that are possible with CBD, but a few that have been
suggested range from anti-anxiety medication, prescription
blood thinners and even Advil. This is similar to grapefruit,
which interacts with prescription medications through the
same process as CBD. It is important to talk to a physician to
establish that CBD is safe to combine with any medications
that are being taken.
Carter is among the many professionals and people with
SCI/D who are excited to see what more in-depth research
finds. “I think the whole area of cannabinoids for use in
chronic neurodegeneration, including spinal cord injuries,
both traumatic and acquired, is wide open for further research
and exploration and holds tremendous potential.”
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while reading, watching TV or relaxing.

DOWNLOAD MODEL INFORMATION
AT ASSUREDCOMFORTBED.COM

Queen Size (without mattress)
Raised Panel / Mahogany
(with 24’’assist rails)

Queen Size (without mattress)
Raised Panel / Cherry
(with 24’’assist rails)

· Hi-Low feature for adjusting mattress heights
· Assist rails are available in two sizes 12’’ and 24”
· Quiet remote-controlled operation
· Twin, full, queen, split-king or custom sizes
· Exclusive headboards and footboards
· Signature Series may retrofit existing bed surrounds
· Several mattress options or maybe use your own

Bassett, VA · Call 866-852-2337 or email: customercare@AssuredComfortBed.com
Insurance coverage will vary. Your DME may be able to assist you with availability.

Made in USA
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EVERYDAY ETHICS
By Tim Gilmer

WHO GETS PRIORITY IN DISABLED SEATING?
Q. As a person with a hidden disability, I
am constantly struggling with the feeling
of being unfairly judged or even attacked
by people who do not understand my
needs or issues. I’m an incomplete quad,
able to walk but in frequent need of rest. I
was recently accosted by a stranger while
I was sitting in a seat reserved for people
with disabilities at the airport. With no
other seats available, she wanted me to
move for an elderly woman using a cane.
I don’t think I should have to defend my
disability to anyone. I didn’t want to start
a conflict so I gave up the seat, but it felt
wrong. What should I have done?

T

he lack of understanding you
describe and the rudeness you
were subjected to is a common
occurrence for many of us whose disabilities lie outside others’ uninformed viewpoints. Even those of us with disabilities
sometimes make the mistake of assuming
that someone with a hidden disability is
not “one of us.” We all fall victim, no matter our specific disability, to the human
tendency to categorize and classify each
other. But with a hidden disability, you
are especially vulnerable to widespread
ignorance as well as being judged by others based on skin-deep assumptions. The
lack of understanding derives from a pervasive cultural ignorance that is rooted
deeply in people’s passive acceptance
of stereotypes, universal fears and commonly held misconceptions.
In the scenario you describe, you
characterize your feelings in a way
that captures what many of us have
experienced: “I don’t think I should have
to defend my disability to anyone.” I
40
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completely understand your reaction.
Many of us would feel offended when
challenged in the way you were. Others
may have decided in advance, after
a number of similar confrontations,
to adopt an unwritten “policy” of
confidentiality — my disability is no one’s
business but mine — and choose not to
respond at all. You’re well within your
rights to do this. However, the problem
with dismissing or ignoring the person
confronting you is that it may lead to an
escalation that can upset not only you
but those within earshot as well.
You can take another tack and seize
the opportunity to inform or even
educate. Your choice may depend on
the way you feel at the moment. If
you are fatigued or not feeling well,
you may choose to use as few words
as possible: “I do have a disability and
I’m resting. I need this seat.” If you
feel up to it, you can go further: “I
have a spinal cord injury, it’s tiring to
walk, and after coming this far, I need
to rest before moving on.” If you’re in
an expansive mood, you can politely
invite the person confronting you to
engage in conversation: “l understand
your reaction to seeing me in this
seat, but I have a disability that is not
obvious. Would you like to hear about
it?” Coupled with a smile, this kind of
response might disarm your confronter
and lead to a lesson learned.
Whatever words you choose, the
tone of your response and your body
language are just as important. It’s
best to try to stay calm and in control,
and damp down your anger before
responding. The last thing you want is

“Designated
seating areas
create one of
the trickiest
situations for
determining who
gets priority
seating. There
are countless
types of hidden
disabilities,
and each
one presents
different needs.”

to stoke someone else’s hot coals into
a raging fire.
No doubt there are many more
options available to you. But what
about the elderly woman? If you are
able, you can seek a solution for both of
you. “I have a disability and need to rest
now, but I’d be happy to surrender the
seat in five or ten minutes if no other
seat opens up.” Or you could suggest
directly asking another person in the
nondisabled seating section if they
would mind giving up their seat for the
elderly woman. Just suggesting that the
elderly woman and her advocate look
for nondisabled seating would help.
Often all it takes is for one gentleman
or lady to instantly assess the situation
and voluntarily give up their seat.

So, did you do the right thing in
giving up your seat even though you
weren’t happy about it? I would say yes,
at a cost. Obviously, it still bothers you.

Consider the Underlying
Cause and the Situation
The situation you described happens
quite often, and it’s helpful to admit that
sometimes those of us with disabilities
are the ones who get angry and accost
someone whom we think is not disabled
— or “not disabled enough” — for taking
our reserved seating. The same thing
happens with disabled parking spaces.
How many times have you been faced
with a situation when you wanted to
confront someone for taking a seat or
space you felt they were not entitled to?
Designated seating areas create
one of the trickiest situations for
determining who gets priority seating,
especially when it is within the regular
seating area, rather than open spaces
for wheelchair users. There are
countless types of hidden disabilities,
and each one presents different needs.
Physical disabilities that are sometimes
hidden, like incomplete SCI, remitting
multiple sclerosis and mild cerebral
palsy are complex enough to hinder
appropriate differentiation. When you
add in invisible conditions like heart
disease, chronic fatigue syndrome,
chronic obstructive pulmonary disease
and cancer, it can be truly confounding
to determine who gets priority. And
not all people within each category are
affected equally.
Considering situational needs rather
than disability type or assumed severity
of disability adds another level of
ethical complexity. For instance, using
disabled parking as an example, many of
us have become accustomed to parking
in the designated spaces closest to an
entrance or event. Then we see a car
with no placard in a disabled parking
space. Our initial response is usually
anger or disgust. But if we wait long
enough, it’s possible that we may see
an elderly person wearing an oxygen
mask approaching the car. She is using a

walker and being assisted by her driver.

area. However, assessing the immediate

The difficulty of walking and the pallid

need of a seated person who does not

complexion suggest that the “offender”

use a wheelchair may take a friendly

is literally on her last legs.

conversation — rather than an aggressive

Would it be best to object to

interrogation — to understand the

their parking without a placard or to

extent of that need. In these situations,

understand their immediate need?

whenever possible, each of us must

The principle of situational awareness

consider the best way of dealing with our

can be applied to accessible seating

unique disability in a way that works best

as well, whether at a sports event, a

for us — but also takes into consideration

concert venue, or an airport boarding

the real needs of others.

Do you Believe in Magic?
Bowel & Bladder Basics are our Business!
Urological Supplements

Suppositories

Cran Magic + ™

The Magic Bullet™
safe & sure! Faster acting,
water soluble suppositories.

bladder, kidney & urinary health.

Mannose Magic™

maintain a healthy urinary tract- flush
away E.coli.

Bowel Supplements

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

Enzyme Magic™
better digestion= better elimination.
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www.conceptsinconfidence.com
2500 Quantum Lakes Dr. #214
Boynton Beach, FL 33426
(800) 822-4050
*one time discount per customer
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ERVIN
By Mike Ervin

THE WINTER OF MY DISCONTENT
My new name for myself is Blower
Boy.
My blower is what I call the new
sip-and-puff device I added to my
wheelchair back around Christmas.
It was a long time coming. I’d been
thinking about getting a sip-and-puff
thingy for a few years, mostly at the
beginning of every winter because
each new winter is increasingly
oppressive and I find I’m more crippled than I was the previous winter.
If I wear gloves, I can’t move my fingers enough to drive my chair with
my hand. And if I don’t wear gloves,
my hand gets so cold that I can’t
move my fingers enough to drive my
chair with my hand. And each year,
trying to move my arms and upper
body while wearing a coat is getting
to be more like trying to move my
arms and upper body while wearing
a suit of armor.
So in cold weather I was spending
an increasing amount of time hiding
indoors. And I’m really susceptible to
cabin fever, so that sucked big-time.
Then I’d give myself the old blower
pep talk. My inner Knute Rockne
bellowed that if I had a blower, I
wouldn’t have to worry about all
that. I could wear thick gloves and
bundle up like an Iditarod musher
and just settle back in my chair like
I’m relaxing in a Barcalounger and
drive all over hell and back in a blizzard using my blower. I could laugh
in winter’s face! A big middle finger!
You can’t stop me, Winter, you
sadistic bastard!
But I admit the stigma held me
back. If I use a blower, I lamented,
42
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I’ll look like a super-duper cripple,
like Christopher Reeve. And even
though I often see cripples out on
the streets, I rarely see cripples out
and about using blowers. And when
I do see a cripple out and about
using a blower, they’re never alone.
They always have somebody walking
beside them. And that person always
walks as slow as if they were sleepwalking, so as to match the pace of
the person in the blower wheelchair.
I’ve never seen a person in a blower
wheelchair burning rubber. There are
no Paralympic sprint races for people
in blower wheelchairs.
I refused to surrender. I didn’t
want to be one of those cripples. I
knew it was idiotic to think that way
because the alternative was to keep
on being a cripple who stays home
way too much in winter because he’s
too damn stupid, proud and stubborn
to admit he’s now a super-duper
cripple who needs to use a damn
blower. I didn’t want to be one of
those cripples either.
It was either surrender to superduper crippledom or surrender to
winter. So I broke down and got a
blower. Another thing that made
it easier to take the leap was that I
saw someone riding in one of those
big clunky motorized carts that are
available at grocery stores and Home
Depots and places like that. The
woman chugged through the produce section in what looked like slow
motion. It reminded me that there are
indeed cripple transport vessels that
are slower and bulkier than a blower
wheelchair. You never see a badass

“The alternative
was to keep on
being a cripple
who stays
home way too
much in winter
because he’s too
damn stupid,
proud and
stubborn to
admit he needs
to use a blower.”
Paralympic athlete riding around in
one of those either. I bet they’d rather be in a blower wheelchair.
I soon got pretty comfortable
using my blower. I discovered one
thing that sucks about it is I have to
be extra alert while I’m driving so I
don’t sip when I’m supposed to puff
or puff when I’m supposed to sip and
accidentally shoot out into oncoming
traffic or over the edge of a cliff or
something. Therefore, I must always
drive sober. But that’s the sacrifice I
make.
I could tell what people were
thinking when they stared at me, or
rather when they tried to pretend
that they weren’t staring at me. They
were thinking, “Look at that superduper cripple!” And I’d say to myself,
“Goddamn right I’m a super-duper
cripple! I’m slow, but I’m steady.”
And then one day I was in a grocery store and somebody had left
one of those clunky cripple carts
clogging the aisle. A grocery store
employee hopped in it and drove off.
And she left me in the dust!
Blower boy got blown away.

With a ton of ways to increase your
independence at Abilities Expo,
your glass really is half full!

FREE
ADMISSION

• Cutting-edge products and services
• Get answers from the experts
• Adaptive sports for better health
• Informative workshops
• Service animals open doors
• Inclusive dance empowers
• Daily living aids
• Therapeutic cannabis: Real facts
• Life-changing activities for all ages

Serving the Community
Since 1979

Register online today. It’s free!
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For more information on how you can support United Spinal and become a corporate member,
please contact Megan Lee at mlee@unitedspinal.org or 718/803-3782, ext. 7253.
Acknowledgements on our website, in New Mobility, in United Spinal e-news or any other United Spinal publication should not be
considered as endorsements of any product or service.

CONVERT YOUR CHAIR TO AN ALL-TERRAIN CHAIR!!

MARKETPLACE

CONVERT YOUR CHAIR TO AN ALL-TERRAIN CHAIR!!

EMPLOYMENT OPPORTUNITY

THE

MOBILITY DIFFERENCE

Job Title: Americans with Disabilities Act (ADA) Coordinator (Part-Time)

CONVERT YOUR CHAIR TO AN ALL-TERRAIN CHAIR!!

Description: The Americans with Disabilities Act (ADA) Coordinator will build
CONVERT YOUR CHAIR TO AN ALL-TERRAIN
upon and administer the ADA accommodation program from start to finish.
The position will also be involved in the Light Duty/Return-to-Work program.
Other duties include but are not limited to the following: Identifies and performs
outreach to employees possibly requiring accommodations; educates management and employees on the rights and duties under the ADA; coordinates with
management and employees to develop and provide employees effective and
reasonable accommodations; develops written materials and other informational
pieces regarding the ADA program; develops and maintains internal measures
to track ADA status and compliance and maintains and documents records of
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Closing Date: Job posting will remain open until position is filled.

Choose your ‘front’ kit...

The WheelEEZ® Front Bracket Kit (WZ1-WC-AT-FB-30) is designed specifically
For detailed Conversion Kit contents and downloadable instructions,
to work in conjunction with the ‘WheelEEZ® Rear Axle Kit’.
Visit... https://wheeleez.com/
Features include:
• 1x WZ1-30U WheelEEZ® durable and tough 30 cm (11.8”) polyurethane wheel.
• 1x WheelEEZ® 316 marine grade stainless steel swivel caster.
• Marine grade 316 stainless steel frame including adjustable cross brace.
For detailed Conversion Kit contents and downloadable instructions,
Visit... https://wheeleez.com/
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MARKETPLACE
Did Your
Address
Change

?

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

Full Name, Street Address,
City, State & Zip Code are
needed for both the
old & the new address.
Please allow 6-8 weeks for
this change to be processed.

Please mail to:

120 capsules for only $25.95

120-34 Queens Boulevard, Suite 320
Kew Gardens, NY 11415
Or submit your request electronically to:

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

DIESTCO
MANUFACTURING
CORPORATION

Or call: 800-404-2898 x7203

Keep your essentials on hand
while on the go with this
great backpack!
• Works with most chair styles
• Easy-open zippers
• Ample storage
• Mesh pockets great for water bottles or
other often-used items
• Durable construction
• Helps spread United Spinal Association’s
active lifestyle message

800.404.2898, ext. 7203

www.unitedspinalstore.org/united-spinal-wheelchair-backpack/
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Just
$19.95!

CLASSIFIEDS
FOR SALE
New Product, Electric and Manual
Wheelchair seat pouch, $14.99 visit
www.cushpocket.com”
Shower Curtain Sealer Products.
Collapsible Water Dam, Seal-to-wall
Shower curtains, Extra long shower
rings. www.StayDrySystems.com
08 SiennaLE side ramp pristine 43k
$25,333. 414-232-3210
Nationwide Wheelchair Van
Rentals. For the next time you
want to get out, vacation, doctors
appointment, or try before you buy.
Learn more at www.BLVD.com
Over 1500 wheelchair Accessible
Vehicles for sale at one website. A
complete selection of New, Used
and Pre-Owned wheelchair vehicles
from dealers and private parties
nationwide. Check it out today.
www.blvd.com
New LEVO standing electric wheelchair. Call 530-906-5553
08 SiennaLE with side ramp
pristine condition. Was 43k asking
$25,333. 414-232-3210
Used Power Wheelchairs:
Like-new, 75% savings, $1195+.
Warranty, satisfaction guarantee.
We ship anywhere. Quality first,
since 2005. Used-Wheelchairs-USA.
com. 540-721-3327.

ISO

VACATIONS
Voted “Best Accessible vacation
Ever” (by those who stay here).
Visit https://shipwatch108.weebly.
com/ ... read the reviews!
Costa Rica! Accessible 2+ bedroom house close to beach. Large
bathroom, roll-in shower, adjustable bed, pool with pulley lift,
AC, wifi. Accessible taxi service.
Recommended for adventurous
travelers. Sleeps 7. 952-270-3027
www.vrbo.com/925788
Florida Keys! Accessible 2 /bedroom Waterfront Home, Large
Bathroom with Roll-In Shower.
Spectacular View, Resort Amenities
included. 561-627-1941. www.
placidaccess.com
New Zealand Accessible Vehicle
Hire. New Zealand disability
vehicles, hand control cars, left foot
accelerator cars for hire. Explore
New Zealand – we make it easy! We
are happy to pass on our former
clients’ recommendations of accessible activities and accommodation.
See www.freedom mobility.co.nz
Orchard Beach, Maine First floor
entirely wheelchair accessible.
House sleeps 10. Visit www.dunegrasscottage.com
Ocean-front condo, wheelchair friendly, sleeps six, pool,
boardwalk to beach. Rents daily,
weekly, monthly. St. Simons Is.,
GA. bmmk4@frontier.com 419569-6114.
Cape May farmhouse near beach.
First floor entirely wheelchair accessible. Sleeps eight. Visit www.
beautifullyaccessible.com for more
info and reservations.

Gentleman looking for a woman
in a wheelchair for friendship and
companionship. Write to Gary
Cooper at 600 E. Perry Street,
Rossville, Kansas 66533 or call 785-

Accessible Journeys
making the world more
accessible since 1985
Holland’s Spring Tulips
Rhine River Cruises

584-6104

Barcelona & Madrid

LEGAL HELP
Do you or your loved one need
legal assistance for injuries resulting
from an accident or medical malpractice? We are here to assist you
in finding the best lawyer for your
specific case. Call us 1-888-8886470. www.findinjurylaw.com

Venice & Ljubljana
Accessible Italy by train
Vietnam-Thailand-Cambodia
Kenya-Tanzania-Zambia-South Africa

800.846.4537
www.accessiblejourneys.com

To place your classified ad or to get information on
advertising rates, call: 800-404-2898, ext. 7253 or
email your request to mlee@unitedspinal.org

JUMP START YOUR

VIBERECT

SEX LIFE

• Treats men with

Orion Medical Group, Inc.

erectile dysfunction
• Treats SCI men
with ejaculatory
dysfunction.

(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

The Comfort Cover Catheter Bag Covers
• Fabricated with durable, leak resistant, machine washable Denier nylon
• Fits up to 2000ml capacity drainage bags and measures
11.0” wide x 12.5” long
• Includes an easy open/close 34” tube sheath designed to cover the
entire drainage tube
• Made with medical grade, elasticized hook and loop (“Velcro”)
for trouble free access
• Also available from Life Comfort Medical Supply,
The Leg Bag Comfort Cover

lifecomfortmedical.com
Finally! An activity tracker
designed for wheelchair users
Activity trackers are great, but most
of them don’t accommodate the
unique movements of wheelchair
users — until now. Flint Rehab
is proud to release a brand new
wheelchair-specific activity tracker
called MiGo. See how it works at
flintrehab.com/migo-wheelchair

flintrehab.com/migo-wheelchair

Meet New Member Christina Joslin
Age 54, from El Paso, Texas
Semi-para from scoliosis surgery at 15
Travel advisor at joslinjourneys.com
Why I joined United Spinal: I’m getting older and I am
looking for more options to meet, share and learn from
other people with disabilities. Also, I want to connect with
people to share my enthusiasm and knowledge about the
ins and outs of traveling with a disability. I hope to join the
El Paso chapter to make those connections.
What I would change: I would like to educate ablebodied people about ways to interact with a disabled
person. Simple things like making eye contact, opening
and holding doors, etc., really make a difference. I also
feel that the disabled should play an integral role in the
design of products and services specifically made for us.
Actual users of these products or services are the real
experts and should be consulted as much as possible.
Meet other members or join United Spinal at unitedspinal.org
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LAST
WORD

WHEELCHAIR CONFIDENTIAL
BEACHED WHEEL
I never thought I’d camp again after my injury. Eventually
though, I hired my first male caregiver, and his confident
can-do attitude and size and strength meant I could try
new things — like a cliffside campout under the stars.
After setting up camp, we headed down a road that
appeared to dump out onto the beach. Finally, I could get
my wheels in the sand. The steep descent made it clear
that the path was for emergency lifeguard access — not
walking, and definitely not rolling. My caregiver maintained a death grip on my push handles, and together we
picked up speed as we closed in on the beach.
Naïvely thinking my chair would roll beyond the pavement’s end, we hit the deep, dry sand fast and hard.
Instantly, my front casters and wheels sunk in and stuck.
My body, the top half of the chair, and my 6-foot-6-inch
companion catapulted forward in a cartoon-worthy tumble
that left me headfirst and nose-deep in the sand.
Terrified, he rushed to check on me. Luckily, I was
fine beyond the sand in my teeth (and everywhere else).
I couldn’t stop laughing at the ridiculousness of the situation. Instead of scrambling to find someone to help get
me in my chair, I took the twist of fate as an opportunity
to enjoy the warm sand around me and listen to the
waves flat on my back, like I used to.
Summer Saltz

IGNORANCE
IS BLISTERS
For just under four years, I
dated a man who was very physically active. He was a keen runner, going to the gym
regularly to train for half and full marathons. I was a good
sport, and we tried to climb a mountain together once
(it was realistically more of a large hill). The only things I
gained from the experience were a muddy wheelchair, a
severe lack of circulation due to the bitter cold and cow
shit on my knees.
Realizing that these outdoor training exercises weren’t
going to be a couple’s sport for the two of us, he decided
to order a treadmill to use in our home in an attempt
to get even fitter and beat his personal bests in races.
Unfortunately, on the day of delivery, I was the only one
around. A cheerful young man knocked on the door with
the enormous machine in front of him. It took a good 20
minutes to convince him that the exercise equipment was
at the right house. Ironically, I’ve never seen anyone run
back to their van quite as quickly as he did that day. He
must have had one at home too.
Not Fast, but Furious
Send your stories to confessions@unitedspinal.org

www.matbarton.com
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NEW MOBILITY

DO YOU HAVE A RELIABLE SOLUTION TO YOUR BOWEL PROGRAM?

Use CEO-TWO® Laxative Suppositories as part of
your bowel program. These unique CO2-releasing
suppositories allow you to control your bowel
function and prevent constipation and related
problems, such as autonomic dysreflexia. Regain
confidence in social and work situations by
avoiding embarrassing accidents with CEO-TWO!
Many laxatives and suppositories are not reliable
and are unpredictable. Having secondary bowel
movements when you least expect it with such
products is not at all uncommon.

ORDERinG inFORMATiOn:
Box of 2 suppositories ...............NDC #0283-0808-11
Box of 6 suppositories ...............NDC #0283-0808-36
Box of 12 suppositories .............NDC #0283-0808-12
Box of 54 suppositories .............NDC #0283-0808-54

CEO-TWO works reliably within 30 minutes. These
unique suppositories are even self-lubricating,
making their use as easy and convenient as possible.
•
•
•
•
•
•
•
•

3 year shelf life
Reduces bowel program time to under 30 minutes
Water-soluble formula
Does not cause mucous leakage
Self-lubricating
No refrigeration necessary
Individually wrapped and easy to open
Unique tapered shape makes retention easier,
providing satisfactory results every time

ORDER by phOnE

ORDER OnlinE

1-800-238-8542

www.amazon.com

M-F: 8:00 a.m. – 4:30 p.m. ET

LLC

CEO-TWO is a registered trademark of Beutlich® Pharmaceuticals, LLC. CCA 469 1114

Take Your Shot.
Don't Get Blocked From Success.
Every great player needs an excellent coach. If you
want to get back into the game and return to work,
choose NTI@Home.
NTI@Home has guided more than 100,000 individuals
with disabilities toward success while providing
training, mentoring and the right connections
to guide you back to work.
Take a shot with NTI and come back into
the workforce.

www.NTIatHome.org/NewMobility

Dominic Barber
Manager at NTI

Derrick Poole
Rollin’ Celtics
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