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FROM THE CEO

By Vincenzo Piscopo

AN ANNIVERSARY TO CELEBRATE,
ATIME TO LOOK FORWARD

As | wrap up my first year as the president
of United Spinal Association, I've been
thinking about where the organization is
and where we need to go.

On the heels of 75 years of advocacy
and community building, there is a lot
to celebrate. It's no stretch to say that
our community would not be where it
is, and would not enjoy the freedoms it
does today, if not for the efforts of our
predecessors.

We have every reason to be proud of
all we have accomplished and celebrate
our victories, but only if we acknowledge
that we are not where we need to be.
There is still a lot of work to be done.

The Americans with Disabilities Act
changed the way the world thought
about disability, but it alone couldn’t stop
discrimination against people with dis-
abilities. Thirty-one years later, we're still
not always included. We still don’t have
the same access and opportunities that
mainstream society enjoys.

The ADA was a big step, but it cannot
be the only step. The ADA got us from
point A to point B, but we need to get to
point Z. We need to build on what we as
an organization have accomplished in our
first 75 years and start thinking about and
fighting for ADA 2.0. We need to push
beyond where we are to true inclusion
and equality.

Getting there isn't going to be easy.
We won't get where we want to go by
going alone or being divided. United
Spinal is perfectly positioned to unite all
of the stakeholders and lead this effort.
With our 49 chapters, 59,000 members
and our extended hospital and corporate
networks, we can reach farther and speak
with a more diverse and authentic voice

than any other SCI/D organization.

Now, more than ever, we need to co-
ordinate our efforts. We need to identify
our allies and stakeholders and motivate
them like they’ve never been motivated
before. We can be the spark that ignites
the broader disability community and the
vision that helps guide it. We can bring to-
gether our members, staff, and corporate
partners to make the changes we want
and need, both nationally and locally.

Equality and inclusion are two of the
biggest buzzwords in society right now,
but it's up to us to challenge everyone
who claims to champion these goals. We
have to ask legislators, companies and our
friends, family and neighbors if they really
want to be inclusive. We have the ability
to hold them accountable and show them
the steps they actually need to take if they
truly want to make the world accessible
and equal for people with disabilities.

As an organization, United Spinal has
been doing this since its inception in
1946. As members and disabled people,
we do it all the time — our advocacy can
be as simple as explaining the need for
disability parking to a friend or as compli-
cated as working with elected officials to
pass legislation.

So, as we take time to celebrate United
Spinal’s 75th anniversary, let’s use this
historic moment to reflect, re-energize
and refocus. We are better positioned and
more committed than we ever have been
to lead the rolling revolution, and we're
counting on your support to help us bring
about a world where people with disabili-
ties are truly equal and included.

Register for United Spinal’s free 75th
Anniversary Gala at unitedspinal.org.



SCI FAMILY WEDDING

While putting together the content for
this special issue, | reflected on my time at
United Spinal Association and everything
that has changed since | started. As | think
about all the people I've met, the progress
made by the organization and the future
that lies ahead, | inevitably come back to
the first organizational event | attended
way back in October 2011.

A few months earlier, United Spinal had
completed its merger with the National
Spinal Cord Injury Association. The Orlando

gathering was billed as a chapter develop-
ment workshop, but it was really an oppor-
tunity for leaders from NSCIA’s network to
meet face to face with United Spinal’s new
blended staff and leadership.

Like two families meeting each other
for the first time at a wedding, the vibe was
... awkward. The longtime United Spinal
attendees huddled in one corner of the
lounge while the NSCIA leaders tried to
gauge their intentions from afar. And both
sides wondered exactly what they were
getting into.

I was only six months into my gig edit-
ing a new membership magazine for the
merged organization, and | had never met
anyone from either part in person. I'd en-
dured two lengthy flights, and a hellish con-
nection to get to Orlando and arrived only
to find the airline had mangled my power
chair. Instead of worrying about making a
good first impression on my new boss and

BULLY PULPIT

By lan Ruder

co-workers, | struggled to stay upright and
drive straight, with a luggage strap barely
keeping me from falling out of my chair. It
wasn't exactly the image of a “strong, active
wheelchair user” I'd hoped to project.

United Spinal’s then-president Paul
Tobin calmed my nerves by introducing
me around and reassuring me that most
of the people there were just as unsure of
what to do as | was. Over the next three
days, | listened in as everyone got to know
each other and hashed out what the newly
merged organization would look like.

I remember some grumbling from the
longtime NSCIA chapters about branding
and uncertainty about how the chapters fit
into United Spinal’s plans, but everyone was
civil. We were all there for the same reason:
to improve the lives of people living with
spinal cord injuries and disorders.

Ten years later, this goal still drives
every part of United Spinal, including New
MosiLity. The merger is ancient history, but
staple programs like the Resource Center
and VetsFirst remain strong, while new
programs like the Tech Access Initiative and
the Peer Mentoring Program are helping
community members all over the country.

The awkward meld of families has
evolved into a flourishing home. While the
SCI/D community is likely one of the few
families where you don't actually want to
add new members, knowing that United
Spinal provides a welcoming option when
newcomers inevitably join is essential.

From this observer’s chair, that option
is stronger than ever, thanks to the hard
work of my colleagues and all the inspired
chapter leaders across America. I'd like to
think that when the time comes for United
Spinal’s centennial anniversary, spinal cord
injuries and disability discrimination will be
a thing of the past. In the more likely event
that they are not, I'll be excited to see what
the organization is up to.
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COLUMNISTS

MAT BARTON - JOSH BASILE
SHERI DENKENSOHN-TROTT
MIKE FRANZ - BROOK MCCALL
TEAL SHERER - TODD STABELFELDT
REVECA TORRES « KATE WILLETTE
KARY WRIGHT

CONTRIBUTORS
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CURB FREE WITH CORY LEE
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DISASTER STRATEGIES
ROLLIN'RNS
ROOTED IN RIGHTS
SPINALPEDIA
SPINTHE GLOBE
WHEELCHAIR TRAVELING

FEATURED WEB PARTNER:

BACKBONES helps people with SCI/D
and their families connect with their
communities by creating events and
experiences that promote awareness
and engage people of all abilities.
backbonesonline.com

l;_ United Spinal
< ) Association

UNITED SPINAL BOARD OF DIRECTORS:
unitedspinal.org/our-story
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MEMBERS

United Spinal Association
Is the largest membership-
based nonprofit dedicated

to improving the quality of life for
people with spinal cord injuries
and disorders. The organization’s
59,000 members are organized
within in-person chapters and
virtual support groups, or di-

rectly connected to each other “Thanks to connecting with United
by helpful United staff members. Spinal, I've had the opportunity to
Together they provide resources, meet people across the country and
enhance careers, and even drive have great conversations.”

big projects like creating person- — Rhonel Cinous

centered rehab options.
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MEMBERS

At the heart of United Spinal Association are the 59,000 diverse
members who drive the chapters, support groups and programs
and create the rich tapestry that binds the organization’s
community. But what is it like to be a member?

Meet

RHONEL
CINOUS

honel Cinous’s United Spinal story began when
he found a Florida SCI support group in the
wake of his 2016 C5 injury. Before his injury,
he was a popular Miami radio personality. He joined
the group looking for advice and connections to help
him continue to pursue his passions.
That pursuit hit a road bump in early
2020 when the COVID-19 pandemic hit.
As in-person support group meetings
were no longer an option, Cinous and
other members moved online. “It became
necessary and essential to connect and
reach out to different people,” he says. “We
were able to share our stories and input
and even share some supplies.”
The support group had recently signed
on as a United Spinal chapter, and when
Cinous learned the organization was dis-
tributing COVID relief grants, he applied.
He ended up being one of over 700 indi-
viduals to receive a $500 relief grant. Ad-
ditionally, his application caught the eye
of a United Spinal reviewer who contacted
NEw MosiLity Editor Ian Ruder to sug-
gest Cinous might make for a fun profile.

OCTOBER 2021 7
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“I'm always looking for people doing
interesting things with unique perspec-
tives, and Rhonel struck me as a guy to
keep an eye on,” says Ruder, who made
Cinous the subject of the November
2020 issue’s How We Roll profile. “The
more we talked, the more excited I was
to connect him with other members
and resources.”

Upon learning of Cinous’s podcast
Ramp. It. Up!, Ruder introduced him
to Los Angeles member Paul Amadeus
Lane, a media personality and podcast
host with over 20 years under his belt
asa C5 quad. Ruder also passed Cinous’
email to Brook McCall, United Spinal’s
new Tech Access Initiative director.

“I appreciated the grant, and I didn’t
expect anything more to come of it,”
says Cinous. “Tan caught me off guard
when he reached out, but it was cool to
be in the magazine and even more ex-
citing to make new connections.”

Cinous invited Lane on his podcast,
and Lane reciprocated by hosting him
on United on Wheels, a podcast he hosts
for United Spinal. “It was like we knew
each other for years,” says Lane. “We

Joining United Spinal has led
to exciting new opportunities
and contacts for Cinous.

NEW MOBILITY

shared media stories
and talked

careers, the challenges

about our

we’ve faced and how he
wanted to stay in the
business.”

NEW FRIENDS

The United on Wheels
episode that Cinous ap-
peared in focused on
disaster  preparedness,
highlighting
lessons and valuable re-

learned

sources for the SCI com-
munity. “We were in
the middle of hurricane

season, and a number of
United Spinal members
talked about our experiences living in
different parts of the country, dealing
with different disasters,” says Cinous. “It
was helpful to hear how different people
prepare themselves and to learn some of
the tips so we can be prepared when the
next disaster comes around.”

“It was great to get his perspective,”
says Lane. “I've learned a lot from him.”

McCall invited Cinous to join United
Spinal’s Tech Access Group and advocate
for accessibility with leading tech com-
panies (see page 17). “His background
in media and his general passion for new
products and technology made him a
perfect fit for the coalition we're build-
ing,” says McCall, a C4 quadriplegic.

“Thanks to connecting with United
Spinal, I've had the opportunity to meet
people across the country and have
great conversations,” Cinous says. “Be-
ing at the forefront of new technology
coming out or being able to influence
the designers to make it more accessible
hits the heart of my inner geek. I love
to help people, and if there’s some way
that I can help other people with dis-
abilities with my own expertise or pay
it forward, I'm all about that.”

Cinous is excited about getting more
involved with United Spinal and pos-
sibly attending Roll on Capitol Hill or
volunteering with Pathways to Em-
ployment, the organization’s employ-
ment program. “I'm trying to figure out
where I can fit in career-wise and still
assist in the community and help other
people who were in my position five
years ago,” he says. ]




MEMBERS

Realizin%éa Dream for

IMPROVED
REHAB ACCESS

Natalie Barnhard: United Spinal’s 2021 Finn Bullers Advocate of the Year

BY STEVE WRIGHT

atalie Barnhard spent most of
N the 17 years since she became
paralyzed supporting people
with disabilities by providing and im-
proving access to rehabilitation in her
Buffalo, New York, community. Her
pre-injury background in physical
and massage therapy, combined with
her personal experience after sustain-
ing a C5-6 injury, reinforced her be-
lief that her community needed an
accessible and convenient rehabilita-
tion option. This June, United Spinal
Association honored her as the 2021
Finn Bullers Advocate of the Year
for her continued advocacy toward
making her dream a reality by raising
funds for and launching the Natalie
Barnhard Center for Spinal Cord In-
jury Rehabilitation and Recovery.
“Being named Advocate of the
Year has been amazing. It’s great to
receive peer recognition, and it pro-

“I want everyone to be able
to receive the care and

resources they need to live
their life to the fullest.”

vides a forum to share what we’re do-
ing with the rehab center,” she says.
“Before our soft opening, leading up
to the grand gala opening, the closest
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place for rehab for folks with SCI was
about 300 miles away.”

Opening the Center is the latest ac-
complishment in Barnhard’s impres-
sive advocacy career. She also founded
the Motion Project Foundation and the
Western New York Chapter of
United Spinal Association.

The Motion Project Foun-
dation provides funding for
medical equipment, home or
vehicle modifications, intense
therapy rehabilitation, advoca-
cy, and other services and ac-
tivities to improve the lives of
individuals with a spinal cord in-
jury. In less than a decade, it has raised
close to $500,000 and awarded about
$350,000 in grants.

“Natalie is fulfilling a dream and
a passion of hers to help others in her
community. This dream has driven her
ever since she sustained a spinal cord
injury at the age of 24,” says Alexandra
Bennewith, United Spinal’s vice presi-
dent, government relations. “I am in

awe of Natalie’s com-
mitment and achieve-
ment in getting this
center open and am
grateful to her and
her family for their

“It’s not like going to
PT in an institution. It's

going to a warm, colorful
and fun place.”

focus on this critical

issue and happy to hear that people in
our community now have a place to go
for help with rehabilitation.”

A COMMITMENT TO SERVICE

Before sustaining her spinal cord injury
in 2004, Barnhard was a physical therapy
assistant and a licensed massage thera-
pist. She used her hands to help people
heal. “I was at work when a
600-pound weight machine top-
pled over on top of me,” she says.

Following her rehabilita-
tion, Barnhard adapted the
way she worked to continue
helping others. The ultimate
result was the Motion Project
Foundation. The opening of
the new 6,000-square-foot re-
habilitation center takes the
foundation’s work to another
level. Barnhard notes that it is
not a general rehab facility but
focuses on improving function
and helping clients in nontradi-
tional ways.

“We help educate clients and
families, so they know what to
expect moving forward with a
spinal cord injury,” Barnhard
says. “Motion Project is not just
about the physical gains — we
strive to get clients back to work,
to school or into sports pursu-
ing their dreams. Our goal is
to support each client to reach

10 NEW MOBILITY

their goals and live a full, productive,
healthy life.”

“We focus on the client’s weaknesses
and work on coordinating the entire
body in a very functional and complete
style of rehabilitation,” she says. “Many
facilities tend to focus only on the cli-
ent’s current abilities and don’t work
with the affected areas to improve mo-
tor function overall. Motion Project
works to support the whole person to
assist with advocacy, care navigation
and spiritual healing.”

On top of all that, clients will have ac-
cess to state-of-the-art specialty equip-
ment such as the Lokomat gait trainer;
Armeo Spring, an arm weight support
for reach and grasp movements; ZeroG,
a robotic bodyweight support system;
and Madonna ICARE, an intelligently
controlled assistive rehabilitation ellip-
tical trainer.

“The equipment is adapted [to SCI
and related needs], and the trainers un-
derstand what the goals and expecta-
tions are. It’s not like going to PT in an
institution. It’s going to a warm, color-
ful and fun place,” Barnhard says. Not-
ing the Center’s proximity to the airport
and numerous amenities such as hotels
and restaurants, she envisions starting
something that goes beyond rehab.

“We believe that this should be an
accessible place where people can come
to enjoy their time in our gym but also
socialize with others,” Barnhard says.



MEMBERS

“We have created a unique space with
a fun, vibrant environment to exercise
in and also a holistic environment with
an infrared sauna for relaxation, peer
support and general wellness.”

To realize this vision, Barnhard
and the Motion Project have collab-
orated with many of the key stake-
holders in the local community, in-
cluding the University at Buffalo School
of Public Health and Health Profes-
sions, Erie County Medical Center,
Greater Buffalo Adaptive Sports and
WNY Adaptive Recreation.

“Our goal is to continue to make
essential partnerships and collaborate
with various other businesses and or-
ganizations to enhance the recovery
process for our clients in and outside of
western New York,” she says. “I believe
we cannot only help people within the
Buffalo area but nationally as well.”

Barnhard knows that providing the
financial resources to help people get
the rehab they need is as important
as providing the physical facility. She
understands she was fortunate that
workers’ compensation paid for most
of her long stay at Shepherd Center, as
many people do not have the funding
for ongoing care and other essentials
such as durable medical equipment.

“I'want everyone to be able to receive
the care and resources they need to live
their life to the fullest,” she says. She is
pursuing fundraising, grants, donors
and sponsorships to create a larger en-
dowment “so no one ever gets turned
away regardless of ability to pay.”

Bennewith singled out Barnhard
for her commitment to addressing one
of SCI’s most vexing issues. “Unfortu-
nately, insurance plans do not cover our
community’s rehabilitation needs suffi-
ciently,” she says. “Which is why Nata-
lie’s work fills a huge gap in this space
for our community and the broader
disability community and why her ad-
vocacy work must be acknowledged
and recognized.” M

About United Spinal Association's
Finn Bullers Advocate of the Year Award

Finn Bullers was a journalist and advocate who fought for better Medicare and Medicaid
coverage and ratification of the Convention on the Rights of People with Disabilities.
A longtime reporter at the Kansas City Star, Bullers had Charcot-Marie-Tooth, a
form of muscular dystrophy that affected his mobility. He worked with stake-
holders across the country on the Accessible Icon Project to update the tradi-
tional symbol for disability.
Bullers died from pneumonia at age 56 in 2016. United Spinal Association
named its Advocate of the Year Award after him in 2017 and has awarded it annually
to deserving member advocates at the Roll on Capitol Hill. The award was not given out in
2020 when ROCH was canceled due to COVID-19.

Previous Winners
2019: Kenny Salvini & Rob Wudlick
In 2015 Salvini, a quadriplegic since 2004, founded the Here and Now Project
to empower and serve the paralysis community in Washington State. The
nonprofit has steadily grown since and now hosts multiple support groups,
get-togethers and events every year. It doubles as a chapter of United Spinal.
Salvini (right) is a regular contributor to New MosiLiry and blogs at kennysalvini.com. He
wants “to build a community where a group of people in seemingly dire circumstances are
able to pool their collective experience, strength and hope in order to successfully achieve
an enhanced, more accessible life”
Wudlick (left), a quadriplegic since 2011, is a driving force for SCI/D research and
a committed advocate at the national level. He helped devise and push through
novel legislation to fund SCI/D research in his native Minnesota and worked
with advocates from other states to assist them with similar efforts. In 2014 he
cofounded Get Up Stand Up to Cure Paralysis Foundation. Currently, he works
to advance medical research for spinal cord injury as a clinical trial research project
manager in the Rehabilitation Medicine Department at the University of Minnesota.

2018: Earle and Kathy Powdrell

The Houston-based husband and wife team became a relentless voice for the SCI/D and
broader disability communities after a 2009 brain stem stroke left Earle

with “locked-in” syndrome — paralyzed except for eye movements.

Earle, an aerospace engineer, and Kathy, a theater teacher, were regular

attendees at United Spinal's Roll on Capitol Hill and leaders in the

Houston United Spinal chapter. Earle used eye-tracking software and a

voice synthesizer to elegantly articulate the issues and needs of the dis-

ability community. Earle and Kathy's energy and passion were magnetic

and known to compel even the most hardened audiences. Earle, who championed acces-
sible air travel and the preservation of the ADA, died in 2019.

2017: Frances M. Ozur Cole
Frances M. Ozur Cole is the former president of United Spinal’s New Mexico Chapter
and a committed advocate for issues that affect the independence and quality
of life for people with SCI/D and other preexisting conditions. Ozur Cole, who
began using a manual wheelchair in 2004, is also a business entrepreneur,
graphic designer and former electrical engineer. She lives with congenital
narrowing of the spinal column, and her mobility is impacted by recurring
herniated discs. A native of the Washington, D.C., area with politics ingrained in
her blood, Ozur Cole attended multiple Roll on Capitol Hills to advocate for greater
access to complex rehab technology and medically necessary wheelchairs.
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Chapter
Leadership
Meeting

United Spinal Association’s annual Chapter
Leadership Meeting brings together lead-
ers from across the United States for three
days of collaboration, planning and social-
izing with the goal of empowering their
local SCI/D communities nationwide. Rep-
resentatives from the majority of United
Spinal’s ever-growing family of chapters
learn from each other by sharing their suc-
cesses, failures, questions and dreams.

“Our chapters may have different
programs, yet all share the same dedica-
tion to enhancing the lives of people with
spinal cord injury/disease, their families,
and those who provide their care,” says
Nick LiBassi, United Spinal’s vice president
for partnership expansion.“The Chapter
Leadership Meeting offers United Spinal’s
key staff and chapter representatives
the opportunity to collaborate on future
initiatives to enhance our organization’s
mission.”

Whether it’s fundraising, event plan-
ning, legal issues or something else,
attendees leave with new ideas, resources
and contacts they can use to improve their
chapters and help their members.

“Although our chapters have dif-
ferent programs and initiatives, we
all share United Spinal’s mission
to ensure people with SCI/D can
regain their independence and
quality of life. It’s great to come
together face to face with
other leaders to contribute
ideas and resources,” says
Jose Hernandez, president of
United Spinal’s New York City
Chapter.
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(Top-Bottom): In addition to learning
skills to help their chapters, attendees
make new friends; member Marcela
Maranon shares her insights with at-
tendees; former CEO and President
James Weisman can always be counted
on for a laugh.



(Top to Bottom): It's all
smiles in a break between
sessions; arranging a
group photo can be tricky
with such a big group of
wheelchair users; a robust
sponsor showcase gives
members a chance to
check out the latest in mo-
bility and medical gear.
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ONWARD

EMPOWERING MOVEMENT

ARCE ARCT?

ONWARD's investigational ARC Therapy is designed to deliver
targeted, programmed stimulation of the spinal cord to restore
movement and other functions in people with spinal cord injury.

Our Vision

Empowered by movement, people with spinal cord injury will enjoy life in every
way that matters to them.

Scan this code to learn more about our work,
or visit us at onwd.com

Last year, we changed ourname from GTX Medical to ONWARD.
Devices are investigational and not authorized for commercial sale.

©2021 ONWARD. All Rights Reserved.
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TITLE SPONSOR

Science&Advocacy

SYMPOSIUM

GET UP TO SPEED ON:

e SCl regeneration advances from leading scientists
e Research takes on sexual function recovery

* Rehab, exercise and nutrition for the long haul

e Spinal stimulation all-stars: what’s coming and why

JUMP INTO THE MIX:

e Voice YOUR priorities for what cure ought to mean

e Find ways to help — like being a consultant in an SCl lab

e Converse with scientists, funders, biotechs & advocates

e Take advantage of deep discounts for SCI Community & Students

Scan here to read our special online feature in New Mobility on this year’s
agenda, plus links to exclusive registration discounts for the SCI Community.




PROGRAMS

Whether our members
are seeking jobs, interest-
ed in influencing the
latest technology or or
seeking peer support,
United Spinal Association has

a program for that. Other
programs assist disabled

. “If we don’t make sure our needs are taken
veterans, teach businesses

into consideration during the development

best accessibility practices, of the innovation, then it becomes too
share knowledge with members difficult to retrofit for accessibility.”
needing resources and more. — Vincenzo Piscopo
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Technology for

EVERYONE

BY AARON BROVERMAN

United Spinal’s Tech Access Initiative connects people with SCI/D to tech
industry leaders to ensure the future of technology is accessible

mart speakers, speech-to-text,
autonomous vehicles, virtual Brook McCall (center) is passionate

reality ... oround-breakin about connecting tech profession-
Y & & als to United Spinal members. Here

technological ~innovations like she and her caregiver,

these have never been developed Stacie Perry, are

with people with spinal cord inju- feat“"ehd with NFLd

ries and other mobility disabilities stars Shaquem an

. . Shaquill Griffin at

in the room. Until now. the Microsoft
United  Spinal  Association Ability Summit.

launched its Tech Access Initiative
in February 2020 to ensure people
with mobility disabilities have a
voice in the future of technology.
It’s 18 months later, and that voice is
ringing out louder than ever.

At the heart of the Initiative are
the Tech Access Group, composed
of tech-savvy people with mobil-
ity disabilities and the Tech Access
Council, a collection of representa-
tives from leading tech companies
like Apple, Comcast, Facebook, Mi-
crosoft, Google, Teladoc and Zoox.
The TAG holds bimonthly meetings
to share its experiences with TAC
members on a specific technol-
ogy — what works, what doesn't,
what could be better and what’s on
the wish-list when it comes to ac-
cessibility. The meetings give both
groups a chance to listen, discuss
and ask questions to improve the
accessibility of the next generation
of technology.
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United Spinal Association
Programs and Projects

United Spinal Association strives to improve the lives of people living
with spinal cord injuries and disorders through its programs. Visit
Unitedspinal.org or call 718/803-3782 for more information.

Accessibility Services ensures the built
environment is accessible to wheelchair
users by training design professionals
and reviewing and completing inspec-
tions nationwide.

« Accessibility-services.com

Advocacy & Policy Network
advocates for benefits and
regulations that are beneficial to para-
lyzed Americans and all people with
disabilities.

- Unitedspinal.org/action-center

Resource Center connects people with
personal guidance and resources to
effectively regain their quality of life and
independence.

« Askus-resource-center.unitedspinal.org;
800/962-9629

National Chapter Network

supports the SCI/D community by pro-
moting health, inclusion, and indepen-
dence through a wide range of resources
and support.

- Unitedspinal.org/support
chapter-network; click on the map to
find your local chapter.

New MosiLiTy magazine provides the lat-
est news and resources on active living
for wheelchair users.

- Newmobility.com. Find us on Facebook
at @newmobility and on Twitter and
Instagram at @newmobilitymag.

Pathways to Employment partners with
employers to place people with SCI/D

in jobs and provide trained mentors,
resources, and support to

facilitate return to work.

« Unitedspinal.org/pathways-
to-employment

Peer Support provides peer-to-peer
support for individuals, friends, caregivers
and family members through a

national network of peer support groups.
- Unitedspinal.org/peer-mentoring;
unitedspinal.org/peer-groups
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Ready to Roll assists in preserving the
health and safety of members during
natural or human-caused disasters.

« Unitedspinal.org/ready-to-roll

Tech Access Initiative ensures
accessible technology is inclusive to

all people with disabilities, including
wheelchair users.

- Unitedspinal.org/tech-access-initiative
and @techaccessconnection on
Facebook

VetsFirst advocates for disabled veterans
so they can achieve the highest level of
independence and quality of life.

- Vetsfirst.org; 800/404-2898,

ext. 7731 or 7732

New Beginning Backpacks are filled
with information and resources for
people transitioning into their
communities after SCI/D.

« Unitedspinal.org/

sponsor-a-new-
beginning-backpack

Get Involved With
United Spinal

There are many ways
to stay active and
informed and meet
other members of
United Spinal.

» Join our Facebook
SCI/D Support Group
- Participate in our
Virtual Social Hour

« Join our monthly
Resource Center
Live Zoom

+Join our Rolling
Revolution Advocacy
Network Facebook
Group

- Join our Rolling
with Pride - LGBTQ+
Discussion Group

United Spinal President and CEO Vincenzo
Piscopo is thrilled at the Initiative’s early success
and the organization’s expansion into the tech-
nology sector. “Technology advances too fast. If
you think about where we were five years ago and
where we are now, you see the advances are incred-
ible,” he says. “If we don’t make sure our needs are
taken into consideration during the development
of the innovation, then it becomes too difficult to
retrofit for accessibility.”

GETTING IN ON

THE GROUND FLOOR

United Spinal’s Grassroots Advocacy Manager Brook
McCall, a C4 quadriplegic from Portland, Oregon,
got a firsthand view of this problem while working
with the organization’s policy team on its initiative to
make autonomous vehicles accessible for all.

“I saw an absence of our community’s voice in
tech advocacy opportunities,” she says. “It drove
home that the needs of the mobility disability com-
munity are often overlooked by the people who
make the tech products we use daily. While other
disability communities have built strongholds that
make sure they have access to technology, we had a
key opportunity to take that on [as well].”

In February 2020, McCall became the first di-
rector of United Spinal’s Tech Access Initiative. She
assembled her Tech
Access Group from
a diverse pool of
people with various
disabilities, injury
levels, and employ-
ment backgrounds,
including engi-
neers, occupational
therapists, and pas-
sionate consumers.

“The first three
meetings featured a
group of people that
I knew in the SCI
community: strong
advocates, United
Spinal chapter lead-
ers and folks with
interesting perspec-
tives,” she says. “I
invited them to be
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stakeholders and speak for the commu-
nity in this tech discussion space.”

Paul Amadeus Lane, a tech radio
journalist and C6 quadriplegic from
Huntington Beach, California, says
the TAG’s message is clear: “Hey, listen
to our voice. Learn about our frustra-
tions and the discouraging feelings
we have when it comes to certain tech
products.”

Many tech company’s products ei-
ther aren’t accessible at all, aren’t as ac-
cessible as they claim to be or are mar-
keted as fully accessible even though
they are too expensive or so user-un-
friendly that the average person with a
mobility disability is excluded. Michele
Lee, a TAG member, points to voice-rec
software as an example. “I use dictation
to type a lot of my emails and navigate
the internet because I don’t have finger

“We have a key
opportunity to
create a disability

stronghold to
make sure we
have access to
technology.”

function,” says Lee, a C5-6 quadriple-
gic who recently accepted a position
managing United Spinal’s employment
and disaster preparedness programs.
“It would be great if dictation software
could be integrated throughout all the
programs that I use, but it only works
for some. It’s frustrating when you pull
up a different email program, and these
different programs don’t always mesh
well with accessible technology.”

“The way to counteract such frustra-

tion is to get us in in the beginning, get
us in in the planning, get us in at R&D
and get us in at the testing,” says Lane.

MUTUAL BENEFITS

To form the Tech Access Council, Mc-
Call leveraged United Spinal’s existing
relationships with leading tech compa-
nies, built from the organization’s work
on autonomous vehicles and other ad-
vocacy initiatives over the years.

Several companies joined and
pledged to financially back the Initia-
tive. By doing so, they support United
Spinal’s work and ensure that the Tech
Access Group members are compen-
sated for their contributions.

Tony Le is the senior accessibility
program manager for Cruise, an auton-
omous vehicle company based in Fre-
mont, California, and a member of the
Tech Access Council. He says partici-
pating in the TAC is mutually beneficial.

“I don’t have a disability, and who
better to help build up this technology
than the folks within the community
themselves? It’s a lot harder to work
with people one-on-one, but working
with a national organization gives me
an opportunity to tap into those re-
sources directly. Plus, there are oppor-
tunities here. Why not reach out and
ask the folks who've been leading the
charge what would be most effective?”
says Le.

Several Tech Access Council mem-
ber companies have already recruited
or hope to recruit Tech Access Group
members to their own focus groups to
develop accessible products.

John Lee, an assistive technology
specialist with muscular dystrophy at
California Polytechnic State Univer-
sity with a background in occupational
therapy, was invited to participate in
a paid accessibility research study for
Facebook’s virtual reality headset, the
Oculus Quest 2, thanks to his involve-
ment in the Tech Access Group. He
enjoys providing constructive feedback

OCTOBER 2021

19



Paul Amadeus Lane interviews Agents of
S.H.I.E.L.D.'s Ming Na Wen and Clark Gregg.

on products in all stages of develop-
ment and hopes companies will appre-
ciate the added value the TAG can add
at early stages.

“It’s alot clunkier to try to add acces-
sibility in later. It just becomes a dongle
that’s less streamlined, and the accessi-
bility just feels like an add-on,” Lee says.
“You have to bake in the accessibility,
and the way you bake something in is
as an ingredient from the start.”

LEVELING THE PLAYING FIELD

As the relationship between the SCI com-
munity and the tech industry’s leading
corporations continues to grow, McCall
hopes to grow the TAG and the TAC and
amplify the conversation.

“Our next step is to expand our Tech
Access Initiative stakeholder pool,” says
McCall. “We want to have other people
get involved and do more of these R&D
specific projects because we have so
many interesting voices that need to
be heard in this space. We all want and
need different things out of our tech-
nology, so we want to open that up.”

Part of opening up those opportuni-
ties is making sure the people who can
benefit from technology can afford it.

20 NEW MOBILITY

While some on the panel enjoy high-
paying jobs and live in big cities, others
come from more rural communities or
survive on income assistance. All mem-
bers reinforce the need for affordability
that grants universal access to
assistive technology tools and
connectivity basics.

Michele Lee lives in down-
town Chicago and has been
working for an international
financial services firm, and
even she feels the pinch. “Hav-
ing a disability is expensive on
its own with a wheelchair and
adaptive equipment, but I also
use existing technology to help
me be more independent. I use

“You have to bake
in the accessibility

as an ingredient
from the start.”

Amazon to buy things, I use Instacart to
get groceries, and I don’t drive, so I Uber
everywhere,” she says. “All these servic-
es aren’t free. They cost extra money. As
a person with a disability, I know tech-
nologies don’t always work, and then
you have to pay more for the technolo-
gies that are out there.”

The good news is members of the
Tech Access Council are also commit-
ted to finding ways to make accessible
technology cheaper for those who need
it most. When Le brought his colleagues
into a Tech Access Initiative meeting,
they were blown away by how much
those with mobility disabilities must
pay to make their technology accessible.

He used the rapidly-changing world
of cell phones as an example of how
already expensive technology can be
even more so for people with disabili-
ties. “It gets cheaper for me every year
there’s a new phone that comes out, and
every year there’s a cheaper option, but
people with disabilities may need the

John Lee tests
Oculus Quest’s
accessibility
features for
Facebook.
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highest price features just to
use a phone,” says Le. He be-
lieves the Tech Access Group is
perfectly positioned to address
this problem and provide equi-
table solutions for people with
disabilities.

A BRIGHT FUTURE

While 18 months isn’t enough
time to affect widespread
change in the tech industry,
McCall and her team are al-
ready contributing input on
projects that are years out and
confident that they are plant-
ing the seeds for a more acces-
sible, affordable tech future.

“I've definitely learned that all
of these people who work in these
technology companies have really
good intentions. I don’t think any-
one’s trying to deliberately not de-
sign things for people with disabil-
ities. A lot of it is awareness. They
don’t even know that the things
they’re designing aren’t inclusive,”
says Michele Lee. “T used to think
big companies are just out to make
money, but I've learned they actu-
ally care, and I think that’s great.
I hope it continues this way and
more companies decide to join the
Tech Access Council and collabo-
rate because the more accessibility,
the better.” L]
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A Commitment to

HELPING:

UNITED SPINAL’S RESOURCE CENTER TACKLES YOUR TOUGH QUESTIONS

BY STEVE WRIGHT

magine the ultimate help desk for

spinal cord injury — a magical place

where trained, knowledgeable ex-
perts provide the resources and infor-
mation to resolve all your questions
and help you get back to living the life
you desire. Now, what if I told you that
actually existed, and you could access
it for free?

While it doesn’t use magic and has
no actual physical location, the United
Spinal Resource Center has been fill-
ing this need for 17 years, establishing
itself as the premier destination for all
SCI/D inquiries and needs.

The team consists of six profession-
als — four who live with spinal cord
injuries, one registered nurse and one
social worker. Bill Fertig, the team’s
director, served 25 years as a munici-
pal police officer and training sergeant
before an off-duty motorcycle acci-
dent resulted in paraplegia in 1999. He
joined the Resource Center in 2005
and has since worked to expand its of-
ferings and hone its services. He takes
pride in personalized, customized and

localized assistance.
Resource Center
Director Bill
“We go above and beyond Fertig loves
connecting
to make sure that everyone members to
solutions.

who reaches out gets any
resources they need.”
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The Resource Center
helped Chris Dunn
get the rehab he
deserved.

“Our six information specialists
have a combined 100 years of expe-
rience living with SCI and 68 years
working as information specialists,”
he says. “They take a great deal of pride
in providing timely, helpful guidance
to others dealing with the many com-
plexities of living with SCI.”

Whether the request for assistance
comes by email or phone, his team
members try to call the person back
to get the full details so they can deliver
the proper resources. Resources range
from help finding personal care atten-
dants, transportation, housing and home
modifications to advocacy in dealing
with insurance companies and medical
facilities. In addition to responding to in-
quiries and member problems, the team
receives between 200 and 300 new mem-
ber applications with embedded member
questions every month. Every applica-
tion gets assigned, read and responded to
quickly and thoroughly.

“We go above and beyond to make
sure that everyone who reaches out to us
gets our full attention and any resourc-
es or help they may need,” says David
Heard. He’s an information specialist
who also serves as United Spinal’s mem-
bership coordinator.

“Were a collaborative group within
our Resource Center, each with our own
strengths, knowledge and experiences,”
says Jane Wierbicky. “Together, we tru-
ly aim to provide hope, direction and
much-needed information to help people
get back to doing the things they love.”
She’s an information specialist with over
35 years of experience working as a nurse
exclusively in the field of spinal cord in-
jury and related disabilities.

Longtime Resource Center specialist

Daniela Castagnino says responding to
inquiries is as much about making per-
sonal connections as solving the immedi-
ate issue at hand. “When you answer the
phone and can tell they are very stressed
and upset, and youre empathizing, and
you are familiar with the issue, you can
almost sense them start to see that things
are going to be OK,” says Castagnino, a
quadriplegic. “Having a positive effect on
people — helping people who are family
members of people with new injuries —
you can transmit to them the idea you're
not alone. It will get better. And you will
get through this. There’s a whole and re-
warding life that’s available.”

“Hearing that message from someone
living with a spinal cord injury can make
a big difference,” says José Hernandez, a
Resource Center information specialist.
With 26 years of life as a C5 quadriplegic
under his belt, Hernandez brings a deep
blend of lived and professional experi-
ence to his work. “I take pride in being
able to relate with callers and emailers on
a deeper level and going beyond what the
textbook or doctors may tell them.”

Fertig and his team note that the best
success stories are when the person’s is-
sue is resolved, and they are given the
tools to better advocate for themselves.
“It’s not that we do it all for the person in
a vacuum — we make them part of the

PROGRAMS

team, let them know they are on the
right track. We give them factual, cur-
rent information to base their appeals
on,” he said. “That empowers them to
go further and be more successful.”
Here are five notable cases that dem-
onstrate the breadth and expertise the
team brings to the Resource Center.

“ALL | NEEDED TO CROSS THE

FINISH LINE”
Chris Dunn survived a diving accident in
July 2018 that left him paralyzed, on a ven-
tilator and mostly blind. A father and con-
crete worker, Dunn spent a year in a Maine
ICU, fighting for his right to rehab and get
back to living his life. “I'm pretty sure they
just wanted to kill me,” he said in a 2019
interview.

Dunn’s family was repeatedly told there
was nothing more that could be done for
him and, even though he was in his early
40s, they should put him in hospice to
die. After seven months of reaching out
to hospitals and rehab centers all over the
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Shannon Cobb says the
Resource Center has her back.

country and receiving
nothing but rejections,
Chris’ mom, Carol, filled
out the online form to
join United Spinal Asso-
ciation, writing: “We are
desperate. We need help,
please.”
Wierbicky fielded the
question and emailed
Carol the next day. That
started a partnership
between the Dunns and
United Spinal that even-
tually got Chris back to living his life.
Dunn relied on a ventilator, pace-
maker and feeding tube. His complica-
tions were challenging, but Wierbicky
was determined to help.
“It’s always shocking to me when we
see cases where that doesn’t happen,”
she says. “It became clear to me through

this case that people living in rural states
that don’t have dedicated spinal cord
injury programs and those who are on
ventilators are in an especially vulner-
able position. All Carol ever wanted was
for him to be evaluated by people who
understand his condition. That seemed
like a very reasonable goal.”

Working together, Carol
and the Resource Center
team enlisted Disability
Rights Maine, state legisla-
tors and federal representa-
tives and held weekly calls
with hospital staff and the
state’s Medicaid program.
Ultimately, their advocacy
got Chris into Shepherd
Center in Atlanta — one of
the nation’s premier SCI re-
hab centers.

“What it came to down
to, up in Maine, was a hospital adminis-
tration that looked at the injury level he
had as not being any kind of quality of
life. So they denied him care that would
have given him quality of life,” says Re-
source Center director Bill Fertig. “Here
is a guy with a very, very significant dis-
ability. But through it all, he has almost
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universally maintained a strong per-
spective. He has taken all that came to
him, and he’s happy.

At Shepherd Center, respiratory ther-
apists went to work trying to wean Chris
off the ventilator and strengthen his
voice, while physical and occupational
therapists attempted to undo the dam-
age a year of lying in the ICU had done.

The team helped Chris build up the
lung capacity to only need the vent at
night. He was able to go fishing. After
four months, Chris returned to Maine.
He continues to fight the system to
receive maximum benefits, while his
mother serves as his primary caregiver.

“Idon’t know that I would have been
able to make things happen without
United Spinal Association,” Carol says.
“I was getting tired. I wasn’t going to
give up, but they came in and propped
me up and gave me some courage and

some encouragement to keep going.
They pointed me in some right direc-
tions and stood behind me, and that’s
all I needed to cross that finish line.”
And that, says Wierbicky, is the es-
sence of what the Resource Center
strives to do. “Rehabilitation stays have
decreased so dramatically over the
years I've been involved in the field, and
it can be so difficult for people to get all
of the information they need in such
a short time,” she says. “It’s very grati-
fying to talk with people to help them
drill down to the information they need
when they need it and hopefully feel
supported and less overwhelmed.”
“This is why the Resource Center is
here: to fight for people and give them
the support they need — on a personal
and professional level — to attain the
best quality of life possible,” says Fertig.

“THEY’VE GOT MY BACK”
Shannon Cobb, a sociology student at
McHenry County College in Illinois,
says she is one of the Resource Center’s
most frequent users. “I've sent so many
random questions to the Resource
Center — it’s hard to list all the things
they’ve helped me with. Overall, it’s nice
to know someone has your back,” says
Cobb, a paraplegic who uses a manual
wheelchair — often pulled by Princess,
her Rottweiler-Shepherd service dog.

“I was having a lot of problems fig-
uring out how to get things done when
I was first injured [in 2018],” she says.
“The Resource Center has helped with
finding accessible housing, adapting a
home to be more wheelchair-friendly
and helping me find a wheelchair and
getting grants.”

Cobb participates in wheelchair
lacrosse, searches for more adaptive
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sports in her location an hour-plus away
from Chicago and is interested in ex-
treme wheelchair sports. Fertig wrote a
letter of recommendation to help Cobb
with a grant to fund a wheelchair that
stands up to the abuse of WCMX. The
center also has helped the budding so-
cial worker with peer advice on how to
stretch the paltry disability payment
that she receives each month.

Lindsey Elliott, a social worker who
serves as United Spinal’s director of
member initiatives and as an informa-
tion specialist, invited Cobb to one of
the Resource Center’s new Zoom-based
nationwide peer sessions. “Her par-
ticipation led to resources and informa-
tion from her peers who were on the
call — United Spinal members from
all over the country. She was on the call
with notebook in hand, furiously tak-
ing notes on all the resources,” says El-
liott. “We started these calls to address
the isolation born of COVID. They are
a time to kick back and chit chat about
all kinds of things. Lots of questions are
asked and information is shared.”

“I have learned to be very resilient. I
cannot imagine how my journey would
have been without the team of people at
the Resource Center,” says Cobb.

FAST, PERSONAL SOLUTIONS

Wes Holloway reached out to the Re-
source Center for help finding a personal
care attendant when he moved to Wash-
ington, D.C,, from Houston to pursue a
Master of Fine Arts at George Washing-
ton University. An accomplished artist,
Holloway took his first year of course-
work via Zoom. But when in-person
classes for his second year demanded a
quick relocation adjacent to campus, the
scramble was on.

Castagnino, who is based in D.C,,
remembers getting an email on a Fri-
day afternoon that Holloway needed
PCA help for the weekend. “Bill and I
put all ideas to work and put all hands
on deck at the last minute. I checked a
Listserv for caregivers, CILs and agen-
cies and showed Wes how to narrow a



search on Care.com,” says Castagnino.

Thanks to a combination of Cast-
agnino’s personal knowledge, contacts
at D.C.-based home-health agencies, a
local center for independent living, de-
partment of disability services and the
local United Spinal chapter, the team
was able to help Holloway find a PCA
and make the move.

“It is great to see that the Resource
Center responds quickly in a personal-
ized, thorough and individualized way.
I didn’t get the call center, voicemail
runaround,” says Holloway, who hopes
to teach at the university level while
continuing with socially-engaged art
projects.

HACKS, IDEAS AND ANSWERS
Annie Mitchell reached out to the Re-
source Center for accessible garden-
ing ideas two years after becoming a
paraplegic. She ended up with several
ideas for home modifications and other
hacks that Fertig and his team came up
with to enhance her quality of life.

“We try to phone people, rather than
email,” Fertig said. “Rather than answer-
ing a quick question from a category on a
form, it gives us the opportunity to chat
and respond more fully and directly.

PROGRAMS

Hers was a typical case where
we were able to identify so many
areas of information that she
could utilize comprehensively.
When our information spe-
cialists make direct personal
contact with people, very good
things happen.”

On the gardening end, the
team suggested a short-han-
dled gardening rake for gar-
dening from a wheelchair. The
gardening chat let to simple
home modifications such as:

o Spring hinge pins for exterior

doors to simplify door open-
ing/closing from a wheelchair.
« Adding a magnetic catch to the back
of the door to keep the door open when
needed.
o Fold-down kitchen cabinet rack
choices for quick accessibility to upper
kitchen cabinets.
« Vanity drain and trap options to facili-
tate roll-under bathroom vanity access.

CATHETER CONUNDRUM
Everyone should be able to go to the
bathroom when they want and need
to, but without the proper supplies, it
can be a difficult and frustrating task
for people with disabilities. Betty Sher-
ril reached out to the Resource Center
because she was not receiving enough
catheters per month from Medicaid
and didn’t know what to do.

“Centers for Medicare & Medicaid
Services had hard ceilings on how many
catheters they would provide to a CMS
beneficiary,” Fertig says. “Supported by
the Resource Center information spe-
cialists and the United Spinal policy de-
partment, Betty was eventually granted
an exemption from CMS catheter limits
and began to receive all of the monthly
medical supplies that she required.” NIl
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POLICY

Policy and advocacy
touch every part of our
members’ lives, from what
wheelchairs they can access
to where they can go in those
wheelchairs and how they'll
get personal assistance, if
needed, when they get there.
United Spinal’s dedicated
advocates ensure that our
members’ voices are heard
from city halls to the halls of
Congress.

S —
4
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1946:

Founded as Eastern
Paralyzed Veterans

of America, United
Spinal Association has
always advocated for
paralyzed veterans
and always will.

1979-1983:
One of
United Spinal
Association’s
earliest and
most enduring
policy wins
was ensuring
accessible
public trans-
portation.

Photo courtesy
of MTA
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nited Spinal Association under-

stands that policy is about peo-

ple. At the heart of our mission
is a commitment to advance govern-
ment policies that directly improve the
lives of disabled Americans.

United Spinal’s policy team, led by
Alexandra Bennewith, is based out of
Washington, D.C., where it successfully
advocates for members of Congress to
support important disability legislation
and reject laws and policies that would
harm our community. The policy team
also organizes the annual Roll on Capi-
tol Hill to bring United Spinal mem-
bers from across the country to the na-
tion’s capital — virtually in 2021 — to
tell their stories and advocate directly
with legislators, thus strengthening the
team’s efforts.

-

1994-2019: 2015:
United Spinal Thanks to
successfully United Spinal,
fought for wheelchair
curb cuts users have the
throughout theright to
NYC. hail a cab or
call an Uber.

HERE ARE FIVE OF UNITED
SPINALS TOP NATIONAL
POLICY WINS:
1. Increased Funding for Home and
Community-Based Services
Anyone who requires personal assis-
tance understands how woefully in-
adequate home and community-based
services in the United States are. Find-
ing and retaining quality caregivers
is perennially challenging, and the
pandemic further stressed the system.
United Spinal advocated for increased
federal HCBS funding as part of the
pandemic relief bills and succeeded in
getting significant, though temporary,
funding that states could use to pay for
caregivers included in the American
Rescue Plan of 2021.

Thanks to sustained advocacy from

2017:

When
Medicare was
under attack,
United Spinal
stepped into
the breach

to protect
health care.

Photo by
Don Emmert/AFP
via Getty Images

POLICY

Sha in%an Accessible World

BY SETH MCBRIDE

the disability community, President
Biden pledged some $400 billion in sus-
tained HCBS funding. Securing that vi-
tal “human infrastructure” boost is one
of United Spinal’s top policy priorities.

“The pandemic shone a light on the
horrendous choices members of our
community have always had to make
around obtaining personal assistance
services from family members, friends
or employees alike,” says Bennewith.
“How many times have any of us heard
about a husband, wife or sibling for-
going their employment income and
staying home to assist a loved one?”
The pandemic further exacerbated an
already unsustainable caregiving crisis
with nationwide caregiving shortages.
“Having to ‘choose’ between work and
personal assistance

v

2021:

United Spinal

fights for more

home and
2018: community-
United Spinal based care
successfully funding.
improved air
travel protec- Photo by Education
tions for Images/Universal
wheelchair Images Group via

users.

Getty Images

®
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During the Roll on Capitol Hill, wheelchair users

take over the streets of Washington, D.C.

services is a false choice, and it is way
past time to fix this,” she says.

2. Saved the Affordable Care Act, 2017
The most potentially impactful na-
tional story of 2017 was the Repub-
lican effort to repeal the Affordable
Care Act. United Spinal and other
disability organizations fought to pre-
serve this vital piece of health care leg-
islation, which, among other things,
guaranteed insurance regardless of
preexisting conditions and provided
increased funding for Medicaid. As
ADAPT activists stormed the halls of
Congress, and United Spinal’s mem-
bers met with their legislators during
ROCH, United Spinal staff lobbied
lawmakers to reject all repeal efforts.

The full-court press succeed-
ed, and the efforts to repeal the
ACA ultimately failed — albeit
in nail-biting fashion. Disability
advocates fought to preserve the
ACA like our lives depended on
it because they did. As United
Spinal’s then-president and CEO
James Weisman summed up, “Peo-
ple with disabilities shouldn’t be sicker
than everybody else just because we
don’t have access to health care.”

3. Protected the ADA’s Physical
Access Provisions, 2017

2017 also saw one of the most signifi-
cant attacks on the Americans with
Disabilities Act ever when Representa-
tive Ted Poe of Texas introduced a bill

Stephen Leiberman

Director, Policy & Advocacy at

United Spinal Association
@unitedspinal

to make it significantly
harder to remedy ac-
cess violations at busi-
nesses and other pub-
lic places. Proponents
claimed the ADA
Education and Reform

“These important
reforms are now locked

in, thanks to the efforts
of our advocates.”

ingly named, was intended to stop so-
called “drive-by lawsuits” by giving
businesses 180 days after a complaint
to start making progress toward re-
moving an access barrier. But disabil-
ity activists saw the law as an unneces-
sary piece of legislation that prioritized
businesses over disabled Americans.
Fortunately, Congress agreed, and the
bill was ultimately defeated.

4. Improved Air Travel Protections, 2018
One of the quirks of disability law in
the U.S. is that the Americans with
Disabilities Act does not cover air trav-
el. The rights of people with disabili-
ties to travel on commercial

airplanes are defined by the

We now have 1,061 registered advocates Act, as it was mislead- ~ Air Carrier Access Act.
in 380 out of 435 Congressional districts

across all 50 states and Washington, D.C.
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Passed in 1986, the ACAA was in des-
perate need of updating, and, in 2018,
United Spinal members and staff rolled
onto Capitol Hill, shared their personal
stories of broken wheelchairs and ru-
ined travel and advocated for amend-
ments to the four-decade-old law.

By the fall, new regulations passed
that required the Department of Trans-
portation to draft a “Passengers with
Disabilities Bill of Rights,” track the
number of mishandled and damaged
wheelchairs, and increase civil penal-

ties for bodily harm to a passenger with
a disability and damage to wheelchairs
or other mobility aids. “It’s a big win,”
says Bennewith. “These important re-
forms are now locked in, thanks to the
efforts of all the advocates who shared
their experiences and highlighted the
importance of equal access to air travel.”

5. Strengthened Veterans Health Care
and Housing Access, 2018 and 2020

Improving health care and access to ac-
cessible housing for veterans has been

a priority of United Spinal’s ever since
our founding members’ first protest
in 1946. The fight is just as important
today as it was then. In 2018, United
Spinal helped secure passage of the VA
MISSION Act, which gives veterans
greater access to health care in VA fa-
cilities and the community, expands
benefits for caregivers and improves
VA'’s ability to recruit and retain the best
medical providers.

In 2020, VetsFirst successfully ad-
vocated for the passage of the Ryan
Kules and Paul Benne Specially Adap-
tive Housing Improvement Act of 2019,
signed into law in August 2020. It pro-
vides grants to veterans with certain
service-connected disabilities to help
them construct, purchase or remodel a
home to meet their access needs.

RAMPING THE BIG APPLE
Many of United Spinal’s earliest wins
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came in New York City, and these access
victories often serve as models for cit-
ies and states across the country. Doing
anything in New York — an old, tightly
packed metropolis — is complicated,
expensive and a massive undertaking.
As Weisman, United Spinal’s longtime
legal counsel and former president,
likes to say, “If you can do access here,
you can do it anywhere.”

HERE ARE UNITED SPINALS TOP
FIVE ACCESS WINS AND HOW
THEY CHANGED AMERICA:

1. United Spinal’s Landmark MTA
Settlement, 1979

The Americans with Disabilities Act’s
transportation section might not exist
if United Spinal hadn’t sued MTA over
40 years ago.

In 1979, very little that was under the
purview of the Metropolitan Transit
Authority — the agency that manages
subways, rail lines, buses, sidewalks,
bridges and tunnels in New York City
— was accessible to people with dis-
abilities. And the MTA had dug into
its stance that its facilities and services
didn’t need to be accessible. “They were
arguing that [people with disabilities]
don’t need access, they need mobil-
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ity,” says Weisman, who was then le-
gal counsel for United Spinal. For the
MTA, mobility meant paratransit ser-
vices — something the New York dis-
ability community immediately saw for
what it was: a separate and unequal so-
lution that would continue to segregate
the city’s disabled citizens.

Weisman and United Spinal [then
the Eastern Paralyzed Veterans As-
sociation] sued the MTA using two
New York State laws. One prohibited
discrimination based on disability,
and the other required all newly built
or renovated municipal buildings to
be accessible. The legal battle took five
years. When it was finally settled in
1984, the MTA was required to make
all its buses wheelchair accessible, in-
stall elevators into 50 subway stations,

and set up a paratransit
service. It was a land-
mark settlement, the

“United Spinal is moving
beyond physical access

and is working toward
equal inclusion”

first of its kind in the
United States. It also
provided a model for
other cities across the
country and the trans-
portation provisions in
the upcoming Ameri-
cans with Disabilities Act.

2. United Spinal Wins Full
Accessibility for New York’s Curb

Cuts and Sidewalks, 1994-2019

Nearly every sidewalk in New York City
now has a curb cut and getting them
installed has been one of United Spi-
nal’s biggest battles of the past 30 years.
When President George HW. Bush
signed the Americans with Disabili-

ties Act in 1990, the law set a deadline
of 1995 for cities and towns across the
country to have their sidewalks fully
ramped. By 1994, it was clear that no-
where, including the United States’
largest city, would meet this deadline.
So United Spinal sued New York City to
force the installation of curb cuts.

It took decades of legal wrangling, but
by 2016 over 97% of New York’s streets
had been ramped. Three years later, in
2019, United Spinal secured a victory —
with NYC required to spend $1.55 billion
to survey, repair and install curb ramps
at all of the city’s 162,00 street corners —
that should keep the city’s sidewalks rol-
lable for decades to come. “I'm glad they
put in the stipulation that they have to
maintain them because often trucks will
damage ramps. In the past, even if you
filed a complaint, who knew when the
city would get around to fixing it,” says
José Hernandez, advocacy coordinator

and president of United Spinal’s
New York City chapter.

United Spinal’s curb
ramp lawsuits serve as
a model for other dis-
ability rights organiza-
tions around the country.
The settlements serve as
important precedent as
judges have settled simi-

lar cases in cities from Los An-
geles to Cedar Rapids to Portland.

3. Taxis for All, 1996-Present

United Spinal and other disability rights
advocates formed Taxis for All cam-
paign in 1996, but by 2011, New York
City’s Taxi and Limousine Commis-
sion required just 231 ramp-equipped
yellow cabs out of a fleet of 13,237. The
campaign sued the city for discrimina-
tion, and just two years later, in 2013,
the TLC adopted new rules that man-
dated 50% of NYC'’s taxis be accessible
by 2020. The two-decade campaign to
force better access for the city’s taxis
had made significant progress by 2018
when the TLC expanded its Accessible
Dispatch program.
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“With dispatch, the waits are down to
less than 15 minutes, and some of them
are as low as three minutes in Manhat-
tan. When it first started, it would be an
hour, or never,” says Weisman. “So, it’s
gotten dramatically better.”

At the same time, the rise of transpor-
tation network providers like Uber and
Lyft threatened to render many of those
taxi concessions obsolete. Thanks to its
decades of experience fighting for ac-
cessible taxis, United Spinal successfully
lobbied New York City to create some of
the toughest accessibility regulations for
TNCs in the country. One rule requires
TNCs to provide at least 80% of requests
for wheelchair accessible vehicle service
in under 10 minutes and 90% in under
15 minutes. United Spinal continues to
work directly with Uber and Lyft to im-
prove their WAV services and to facilitate
nationwide access.

4. Disability Rights are Human
Rights, 1974

New York was the first state in the
country to pass a human rights law
banning discrimination based on race,
creed, color and national origin in 1945.
Disability rights advocates, including
United Spinal Association, succeeded
in getting New York to amend that law
to recognize disability as a protected
class in 1974.

This type of legal recognition pro-
vided the framework for the disability
rights movement’s push to advance the
civil rights of people with disabilities over
the past four decades, especially as orga-
nizations like United Spinal look to move
beyond physical access and work toward
the equal inclusion of people with dis-
abilities into all aspects of society.

5. Paralyzed Veterans Access Essential
Services, 1948
The modern disability rights movement

has its origins in a group of paralyzed
WWII veterans who began organizing
in 1946, demanding the essential ser-
vices they needed to live independently.
In 1948, 70 members of this new orga-
nization that would eventually become
United Spinal held a demonstration in
New York’s Grand Central Station to
gather signatures supporting the na-
tion’s first accessible housing bill. The
bill provided federal funds to build ac-
cessible homes for paralyzed veterans.
Other significant wins from those
early years include improving health
care and rehab services available to par-
alyzed veterans, securing access to job
training and adaptive vehicle grants.
The services and funding secured for
paralyzed veterans would form the
building blocks for many federal pro-
grams that provide essential services to
the broader disability community. NI
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Roll on
Capitol Hill

The Roll on Capitol Hill is United Spinal’s
signature annual policy event. It supports key
advocacy priorities for its membership and the
broader disability community to ensure that
legislators include wheelchair users and all
people with disabilities in policy debates on
Capitol Hill.

Since the inaugural Roll on Capitol Hill in
2012, hundreds of United Spinal members
have attended thousands of meetings with
their congressional representatives to fight for
greater access to quality affordable healthcare,
community integration, disability rights, and
much more. Whether in person in Washington,
D.C, or online, the multi-day event has played
a formative role in securing numerous policies
critical to the SCI/D community and developing
the next generation of leaders and advocates.

Georgia member Kim Harrison explained
how attending transformed her from a nervous
outsider to a fierce advocate.”l was very intimi-
dated the first time | came, and | wondered what
someone like me was doing here;’she says.”Now
it's not'who am 1?’but‘watch out for who | am””

“We need events like Roll on Capitol Hill
more than ever,’ says Vincenzo Piscopo, United
Spinal president and CEO. “The stories we tell
about being able to land
our dream job, move to
our dream cities, and live
truly independent lives, or
proudly roll across the stage
at graduation continue to
be matched by those who
remain underserved by our
society. There’s so much
work to be done!”
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(Top-Bottom) Advocates meet
in the lobby of Hart Senate
Building before a meeting;

Sen. John McCain speaks at
the 2013 event; attendees
soak up a full day of speakers
and education. United Spinal’s
CEO Vincenzo Piscopo

hitches a ride at the 2018
ROCH (far right).



(Top-Bottom): Arkansas member Kesha
Pilot meets with Sen. John Boozman;
Daniela Castagnino cruises the capitol
with partner, Matt, in tow; participants
take a moment to rest from a busy day.




HISTORY

Curb cuts. Lifts on buses.
Accessible businesses.
SCI healthcare specialists.
We hardly have to think about
these things anymore since
they’re an accepted part of
modern life. Today’s disabil-

ity access that we take for
granted happened because Ty
f Marine
of the leadership of paralyzed o
veterans who no one even Dumpert
. . tells Life
thought would survive. Their 1946-50s: Magazine
i This is one of the about the
S’[Ol’y IS our Story. earliest photos of eONUiTioNS
EPVA's founders. at the
Bronx VA.
\ :
ﬁ/ 0-/

36 NEW MOBILITY



oday, United Spinal Association

is the largest disability member-

ship organization in the world,
with 59,000 members, 49 chapters,
close to 200 support groups and over
100 rehab and hospital partners.

We're vibrant, diverse, active and en-
ergetic. In many ways, we are a young,
up-and-coming disability network.
Yet, our roots go back to the paralyzed
World War II vets who came home to
an inaccessible nation and founded our
predecessor, Eastern Paralyzed Vet-
erans of America. Much has changed
since then, but aspects of their stories
sound all too familiar.

1944-1968: OUT OF WAR AND
INTO THE BATTLE FOR ACCESS
The outlook for paralyzed soldiers re-

turning from World War II was dire.
Since their life expectancy was one to five
years, they were written off as lost causes.

“The situation in the treatment of
spinal cord injury at that hospital was
typical of most places,” said George
Hohmann, who was injured in 1944
and sent to Bushnell Military Hospital
in Utah. “And that was almost total ne-
glect except for the care of the nurses
and especially the volunteers from the
communities around. Medical staff
knew nothing about what could be
done for us and made short and sweet
of the fact that there wasn’t a damn
thing that could be done for us but
keep us alive until we died. And this
is a quote that I was told one day: ‘And
that wouldn’t be very damn long’ The
prognosis was about two years.” That

HISTORY

BY JOSIE BYZEK

was for paraplegics. Quadriplegics
didn’t last even that long.

The East Coast situation was simi-
lar, with just a glimmer of hope. “We
had 300 paraplegics at England General
Hospital, Atlantic City,” recounted Bill
Green, former national president and
national service director of Paralyzed
Veterans of America. “Dr. Glen Spurl-
ing came up from the surgeon general’s
office, and he was asked what they were
going to do with the paraplegics. His
remark was, ‘We’ll put them in a corner
of the hospital. They’re going to be dead
in a year anyway. Well, at that point,
we blew our stacks. Because we knew
that there was a doctor in Boston who
had treated paraplegics successfully
since 1935, Dr.

Donald Munro.

v

2004: 2019:

EPVA United Spinal
1983: expanded 20? 7: staff and
EPVA Execu- its mission United members
tive Director and changed Spinal march in the
James J. 1990s: its name members New York City
Peters looks Terry Moakley to United protest for Disability
onasthe proudly poses Spinal Uber and Pride Parade.
historic MTA in front of a lift- Association. Lyft to offer
settlement is equipped city accessible
announced. bus. rides.
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We felt that if he could, why couldn’t
the Army set up programs? We didn’t
even have OT. And they looked upon
PT as being a means of amusing the
patients. This was the Army hospi-
tal. The veterans’ hospitals were even
worse.”

Veterans like Hohmann and Green
found each other over the next few
years, began forming groups and got
busy writing bylaws and organization-
al charters for their new associations.

On April 29, 1947, the New York City-
based Eastern Paralyzed Veterans of
America voted in its first slate of of-
ficers, which included Robert Moss as
recording and executive secretary.
The previous year, 1946, Moss
and fellow veterans rolled into Grand
Central Terminal to gather signatures
in support of the nation’s first acces-
sible housing legislation. This protest
is considered EPVA’s founding event.
Moss’ efforts were successful as Pub-

lic Law 702 passed in 1948. “We were
faced with a group of young men with
a physical handicap that had virtu-
ally no survivor prior to then,” said
Moss. “There was no way of coping
with society as society was then con-
stituted. There were no programs for
survival, there were no care programs,
there was certainly no such thing as
elimination of architectural barriers
— there was no legislation for it. The
needs were tremendous.”

The °50s to '60s were quieter, with
a significant exemption being when
EPVA joined with other advocacy
groups to push for the passage of what
became the Architectural Barriers
Act of 1968. “I wanted it to be simple.
I wanted accessibility to be one of the
items on the checklist of designers and
builders,” said Hugh Gallagher, who
wrote the law. He was a legislative aide

‘James J. Peters believed SCI
should be a medical specialty all
by itself, and he made it happen.”

.

to Sen. Bartlett of Alaska and used a
wheelchair due to polio.

The law requires federally-funded
buildings and facilities to be accessible
for wheelchair users — thus setting
the stage for more comprehensive,
future legislation such as Section 504
of the Rehab Act and the Americans
with Disabilities Act.

1970-1990: REBIRTH,
REJUVENATION AND
REDEDICATION TO THE CAUSE
PVA and EPVA might have quietly
disappeared if not for the energy and
organizational know-how of James J.
Peters, an Army civil engineer who
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sustained a spinal cord injury in 1967.
Similar to the WWII vets, Peters found
himself trapped in deplorable condi-
tions in the Bronx Veterans Admin-
istration hospital. Two years later, in
1969, while still an inpatient, Peters
managed to get Life Magazine to do an
exposé called “Our Forgotten Wound-
ed” on the conditions in the Bronx VA.

e Detailed info on the
Top 20 Wheelchair-
Friendly Colleges,
researched and written
by wheelchair users

e Personal stories and
photos of wheelchair-
using students at every
school, plus advice from
successful grads

e Resources and
scholarships for
wheelchair users

Life Magazine's article on the deplorable conditions at the Bronx VA
helped change conditions in America’s military hospitals.

The article, published May 22, 1970,
highlighted how Vietnam War vets
with SCI lived longer than their coun-
terparts in WWII and the Korean War,
and this time around, quadriplegics
were surviving.

But they had nowhere to go.

Marine Marke Dumpert told Life
how he was blasted into the air at Khe-
sanh, Vietnam, by a 6-foot Russian-
made rocket and sustained quadriple-
gia. “The day they moved me into that
gloomy 30C ward, I knew I was back at

the battlefield,” he said. “It was the mis-
ery of Khesanh all over again. I spent
over a month and a half in an 8-by-21-
foot bunker in Khesanh. I remember
the smell of four other guys plus myself,
when we had to use water to drink, not
to wash with, when we lived with gar-
bage rather than dump it and get hit by

FROM NEw MOog||
LITY MAGAZINE AND UNITED SPINAL ASSOCIATI
ION

ON|
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a sniper. But at least in Khesanh, you
could joke and be lighthearted. Death
was around you, but there was still the
possibility of getting out. Here in this
ward, living with the misery of six ne-
glected guys who can’t wash themselves,
can't even get a glass of water for them-
selves, who are left unattended for hours
... it’s sickening.”

The urine bags of Dumpert and
other quads in the VA spilled over be-
cause there weren’t enough attendants
to empty them. “It smells and cakes
something awful,” said Dumpert, of the
waste. Another Bronx VA inmate was
anti-war activist Ron Kovic, who wrote
the book, Born on the Fourth of July.

The vets’ efforts led to the hospital be-
ing razed to the ground and rebuilt. In
2002 it was renamed after James J. Peters.

If that were all Peters was known for,
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United Spinal Association
and members of its Arizona
chapter gathered for an
inaugural ‘Roll on Arizona'’s
Capitol’ at the Arizona State
Capitol Rose Gardens on
January 22,2018, to
advocate for progressive
legislation that benefits
wheelchair users and

all people living

with disabilities

it’d be enough. But it
was just the start.
Peters was named
executive director of
EPVA, a small orga-
nization that housed
the even smaller PVA.
For a while, the two associations joined
to form the PVA/EPVA, supported by
a direct mail operation. “Since its in-
ception, PVA/EPVA, Inc., has raised
more than $1 billion in donations for
programs that serve veterans with SCIs
throughout the nation,” wrote Terry
Moakley in his 2002 obit for Peters.
Moakley was also a well-known advo-
cate who served as president of EPVA.
Peters’ vision went beyond serving
veterans. In 1977, he revitalized the

James Weisman

former president and CEO of

United Spinal Association
@unitedspinal

“We believe wheelchair users should be involved
in creating disability policies. We're not just here
to fight for a seat at the table. We’re here to fight

for a seat at the head of the table.”

became today’s ASCIPs,”

says Weisman, referring

to the Academy of Spinal

Cord Injury Professionals.

“He believed SCI should be
a medical specialty all by itself, and this
was the way to do that.”

His tenure was a fruitful time for pol-
icy work since he recognized good health
is only one part of quality of life. He and
Moakley famously recruited Weisman
to be EPVA’s general counsel in a men’s
restroom after they
saw Weisman take
it on the chin from
his boss in the New
York Governor’s of-
fice for defending
disability  rights.
Weisman’s  policy
wins are legendary,
spanning from suc-
cessful lawsuits for
accessible transpor-

American Paraplegia Society, the na-
tional organization for physicians who
specialized in caring for people with
SCI. Then during the early ’80s, he
founded the American Association of
Spinal Cord Injury and the American
Association of Spinal Cord Injury Psy-
chologists and Social Workers. “They
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tation to passage of
the Americans with
Disabilities Act in 1990. You can read
about some of them in the Policy section
beginning on page 29.

1991-2021: POST-ADA OR
PRE-INCLUSION?

After successfully shepherding the ADA
into law, EPVA turned its attention to-

“We went from being
a local vets’ group
to a national SCI/D

organization and gained
chapters nationwide.”

ward enforcing it. Some post-ADA wins
include helping to ensure all NYC buses
had lifts and all sidewalks had curb cuts.
Its Taxis for All campaign finally won
agreements for wheelchair users to be
able to hail cabs — and ride-share vehi-
cles from companies like Uber and Lyft.
In 2004, EPVA expanded its mission
to officially include all people with spi-
nal cord injuries and disorders, regard-
less of military service. To reflect this
new direction, it changed its name to
United Spinal Association. The organi-
zation will always be there for wounded
veterans, and in 2005 it successfully lob-
bied Congress to pass traumatic injury
insurance legislation to provide between
$25,000 and $100,000 for active-duty
soldiers who sustained severe injuries.
But the real success story of this era
began in 2010 when United Spinal As-
sociation acquired the National Spinal
Cord Injury Association and NEw Mo-
BILITY. “For us, it was amazing,” says
Weisman. “First of all, having NEw
MoBILITY as our house publication is a
huge benefit as it unites our members.
People with disabilities live all over the
place, rural to urban, many are iso-
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lated, and we show them what life can
be like. We always thought it was the
perfect portrayal of members. And the
merger with NSCIA was very similar.
We went from being a local vets” group
to a national SCI/D organization and
instantly gained chapters nationwide.
Our motives were pure, and I think
people got it.”

Today there are United Spinal chap-
ters in most major cities and many
smaller ones, and there are United Spi-
nal advocates in practically every legis-
lative district. Together, our members
represent all aspects of American life,
and under the leadership of our new
President and CEO Vincenzo Piscopo,
we continuously become more vibrant
and diverse.

“I see diversity and inclusion as a
painting. If it were just a plain canvas,
it would be boring. It would not attract
anybody, and it would not commu-
nicate anything. As you start adding
colors, shapes and textures, it starts to
become beautiful, and you want to see
it and hang it in your room and all of
that,” says Piscopo. “When you have a
diverse team, you add different points
of view and experiences, making the
work more beautiful. You can engage
with more people, and they are proud
to have you in their lives.”

Our earlier leaders learned their or-
ganizational skills while serving in the
armed forces. Piscopo comes to us from
the global corporation Coca-Cola. He
served as a vice president and devel-
oped a similar, yet different, set of orga-
nizational skills that promise to move
us forward in new, exciting directions.

An old black and white photo shows
Robert Moss leading his group of fellow
veterans in a protest. They just wanted to
be welcomed back home from war. They
wanted a place to live, the means to travel
and decent medical care. Moss carries
a sign that says, “Don’t Let Us Down,”

meant for nondisabled Americans to
remember the men who sustained SCIs
while fighting for them. But as a member
of the organization that he and those vets
started, I feel it as a charge for us to con-

tinue the work they began.

We have not let them down. We've
built a vibrant, diverse community
whose achievements they would marvel

M

at. And we're just getting started.

Do you Believe in Magic?

Cran Magic + ™
bladder, kidney & urinary health.

Mannose Magic™

away E.coli.

Bowel & Bladder Basics are our Business!

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

maintain a healthy urinary tract- flush

Magic Cleanse™
promotes fuller movements
with greater ease

(and less time).

Enzyme Magic™
better digestion= better elimi-
nation.

www.conceptsinconfidence.com

2500 Quantum Lakes Dr. #214
Boynton Beach, FL 33426
(800) 822-4050

*one time discount per customer
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MARKETPLACE

Did Your
Address
Change

If so, please provide
New MosgiLiTy with
your updated
information so you
will not miss
asingleissue.

Full Name, Street Address,
City, State & Zip Code are
needed for both the
old & the new address.

120-34 Queens Boulevard, Suite 320
Kew Gardens, NY 11415

Scott.Lavery@unitedspinal.org or at
www.newmobility.com

800-404-2898 x7203

42 NEW MOBILITY

120 capsules for only $25.95

NEW MOBILITY

Like Us
on Facehook!

Join our growing Facebook
community to share SCI/D
resources, tips and
encouragement. You'll
also learn about upcoming
stories and how you
can contribute your
experience to the publication!

www.facebook.com/newmobility




New Product, Electric and
Manual Wheelchair seat
pouch, $14.99 visit www.

cushpocket.com”

Nationwide Wheelchair
Van Rentals. For the next
time you want to get out,
vacation, doctors appoint-
ment, or try before you buy.
Learn more at www.BLVD.

com

Over 1500 wheelchair
Accessible Vehicles for sale
at one website. A complete
selection of New, Used and
Pre-Owned wheelchair
vehicles from dealers and
private parties nationwide.
Check it out today. www.

blvd.com

VACATIONS

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

and reservations.

Ocean-front condo,
wheelchair friendly, sleeps
six, pool, boardwalk to
beach. Rents daily, weekly,
monthly. St.SimonsIs.,

GA. bmmk4@frontier.com
419-569-6114.

VACATIONS

St. Augustine Beach 3 bed-
room condo. Great location
across from ocean in historic
Florida North East. Recent
renovation for para owner.
Excellent local accessible
activities. For accessibility
questions please contact:
dbrucesinclair@gmail.com.
For availability, pictures

and pricing please visit our
VRBO listing: https://www.
vrbo.com/1984785

New Zealand Accessible
Vehicle Hire. New Zealand
disability vehicles, hand
control cars, left foot accel-
erator cars for hire. Explore
New Zealand — we make

it easy! We are happy to
pass on our former clients’
recommendations of
accessible activities and
accommodation. See www.

freedom mobility.co.nz

ADVERTISE
WITH
NEW MOBILITY!

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

CLASSIFIEDS

WHY THE MIRACLE OF LIFE NO
LONGER NEEDS A MIRACLE

FERTI CARE®
PERSONAL

* Treafs men and women
* VA approved
* Inexpensive alternative
to fertility clinics
* Help with incontinence
thru Kegel Exercise
* Ferti Care 2.0

With any Ferticare, Viberect or
purchase over 250.00 receive a

FREE 20z SANITIZER!*

*while supplies last

Orion Medical Group, Inc.

(Full D.M.E. Pharmacy Specializing S.C.I)

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

N ) Ferti Care
www.medicalvibrator.com Available Now

Meet New Member Malea Remele

Age 19, from Lisbon, Connecticut

Spinal Stenosis, Spondylolisthesis,
Congenital Anterolisthesis

Owner of Malea.Made, an online store-
front featuring self-made crochet items

Why | joined United Spinal: | learned of
United Spinal Association while recovering
from two major spinal surgeries. | decided to
join so that | could make a difference in our
community.

What is the one disability-related product you couldn’t
live without? | cannot live without my reacher. Because
| can't bend, this small product makes a big difference.
Also, my wonderful service dog, Grazie, helps me open
and shut doors.

Meet other members or join United Spinal at unitedspinal.org
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THERE ARE ANNIVERSARIES, AND
THEN THERE ARE ANNIVERSARIES

This month we're celebrating the 75th anniversary
of United Spinal Association. Four years ago, we pub-
lished a story about a different type of anniversary —

how people commemorate the day they were injured.

“SCI Anniversaries: Why Do We Celebrate Them?”
looked at the experiences of 10 people who mark
that date each year. Resoundingly, they noted they’re
not celebrating their injury — they’re celebrating life
and resilience and adaptation and moving forward.

“When | woke up 40 days after being run over, my
daughter’s photo was on the wall,” said John Casey.
“She was wearing the same dress she wore that day.
| knew | had so much to live for, for my beautiful
wife, Christina, and our wonderful twins, Marlena
and Johnny. Now | celebrate life every July 11.

| am a very fortunate person.”

PLEASE REMAIN SEATED

NEW MOBILITY

N M LIVE VIDEO SERIES with Teal Sherer

OCTOBER: UNITED SPINAL PRESIDENT
AND CEO VINCENZO PISCOPO

“I'd rather be naive and dream big than be realistic and
stuck on the status quo.”

— United Spinal President and CEO Vincenzo Piscopo

In this month’s NM Live, Piscopo explains his quote

and the underlying philosophy that guides him and tells

Teal why this way of thinking is essential for the dis-
ability community.

Piscopo shares his excitement over United Spinal’s
75th Anniversary Virtual Gala on November 10. He
invites everyone to attend (it’s free!) for a chance to
celebrate United Spinal with celebrities Lin-Manuel
Miranda and Ali Stroker, a performance by Carina
Ho, and appearances by elected officials like Senator
Tammy Duckworth.

WATCH THE NM LIVE VIDEO SERIES HERE:

O] Instagram: @newmobilitymag
@ Facebook: @newmobility
@ YouTube: youtube.com/NewMobilityMedia

www.matbarton.com



Abilit |v
E

Servil gth Community
e 1979

Your:life

(Jets netter
With

Abilities Expo!

* Products that meet your challenges
* Resources you didn't know were there
* Workshops to access experts
* Connections with peers
FHEE « Service animals that make the difference
* Adaptive activities like sports, dance & more!

ADMISSION

Abilities.com  Register online today.
n @AbilitiesExpo D@AbilitiesExpo @abilities_expo

Phoenix New York Metro  Los Angeles Toronto
Sept. 10-12,2021  October 1-3, 2021  October 29-31, 2021  Nov. 12-13, 2021

Dallas Chicago Miami Houston
Dec. 3-5, 2021 June 24-26, 2022 Nov. 4-6, 2022 August 5-7, 2022



NEW MOBILITY

VISIT OUR NEW WEBSITE!

e FRESH LOOK -«
e ENRICHED CONTENT e
e ONLINE-ONLY PRODUCT NEWS e

NEWMOBILITY.COM
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