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Outdoor Adventure for Wimps

August. Time to go into the wild. Test your
courage. But if you're like me, you may be in-
clined to decline. I'm a certified stay-indoors
wimp. People think my bald spot is due to
age. Truth is, it's a terminal case of “recliner
cap.” But in the spirit of this issue, I've de-
cided to take you on a tour of my Five Most
Daring and Stupid Courageous Stunts.

| used to serve on the board of SOAR —
Shared Outdoor Adventure Recreation. On a
monoskiing excursion, | drove four of us —
all disabled — up a mountain. At 4,000 feet
we encountered icy roads and falling snow
— “Chains Required.” | had never put chains
on, and as a card-carrying para and wimp,

| wanted someone else to do it. Peter, who
had CP, couldn’t hold his hands still enough.
Max, the quad, had a better excuse than |
did. That left José, the blind guy. Don't laugh.
He was the mechanical wizard of the group.
Houdini with hands. He worked his magic
and we drove on. Then came the challenging
part: | also had zero experience skiing. My
best events were Ski Lift Wipeout, Shoulder
Jamming and Extreme Head Planting.

Water sports are more my style. | love to
float on my back and turn lazy somersaults
underwater. But in the country where | live,
there is still a sizable bee population, and

for some reason they all want to swim with
me. To protect myself and save them from
drowning, | developed a kind of Kung Fu
approach, believing | was somehow immune

from getting stung. | let them climb onto the
back of my hand and did the one-handed
sidestroke to the deck and placed them in
the sun. Until | met an African bee who did
not believe in Kung Fu.

| used to own a three-wheel all-terrain cycle
for getting around on my property. Driving
on sidehills requires caution, smarts, and
skills. But | am deficient in at least one of
these areas in any given moment. So | puta
lot of time in practicing tumbling. Tumbling
into thistle patches, bogs, poison ivy and
stinging nettle. | never did find the kind of all-
body spacesuit needed to stay free of welts,
rashes and bruises.

Moles enjoy the run of my property, so once
in a while, just for fun, | attack them. Nothing
works. One day | shoved a hose down a hole.
It worked! A wet mole popped his head out,
my golden retriever grabbed him with his
soft mouth and dropped him on my leg. The
powerful claws dug in. | screamed, tossed
him frantically over my head and watched

as he landed on the roof, rolled down and
landed in my lap again. Moles always win.

Ever try rolling as fast as you can downhill on
a warped sidewalk and watching stupidly as
your footplates bottom out? If you like being
launched, | highly recommend it.

— Tim GILMER
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Kirk Williams fell in love with a camera early on. After he broke his MICHAEL COLLINS
neck and became a C6-7 quadriplegic in 2009, things changed. MIKE ERVIN
But as an explorer and adventurist at heart, Kirk adopted aerial ROXANNE FURLONG
photography as a tool to get out there and experience as much RICHARD HOLICKY
as he can. He is founder of Birds Eye Optics and hopes to travel PRISCILLA MALTBIE
the world and share with others his unique experiences and
. . . e ALLEN RUCKER
belief that following what you love is what life is all about. For
more images, check out BirdsEyeOptics.com TSI
- J ' T ERIC STAMPFLI
ELLEN STOHL
BOB VOGEL
Ve ~N LOREN WORTHINGTON

Having retired at 50 after working in the computer industry for
30 years, Cheri Valle, now 62, stays busy as a board member of
her local humane society. She also loves gardening and has a
Victorian dress collection. She was born with spinocerebellar
ataxia, a progressive neuromuscular illness, and started using a COMMUNITY PARTNERS

wheelchair 12 years ago. She has lived in Colorado most of her KIM ANDERSON
adult life, raised three children as a single mother and now lives CHRISTIAAN “OTTER” BAILEY
in the Four Corners area of Colorado, which she dearly loves. L ) MARTY BALL
FINN BULLERS
TIFFINY CARLSON
LAWRENCE CARTER-LONG
RORY COOPER
Koti Hu is a former independent professional recording musi- JASON DASILVA
cian, composer, and songwriter with three studio albums DEBORAH DAVIS
to his credit. In July of 2007 he sustained a C4 complete SCI TOBIAS FORREST
when he was rear-ended by a pickup truck while stopped at
. JENNIFER FRENCH
a freeway onramp in Redmond, Wash. He now volunteers for
a number of SCI peer support organizations, and is making a R
return to the music business. He is currently tracking his first MINNA HONG
9 ) single since the accident. MARK JOHNSON
GARY KARP
NANCY BECKER KENNEDY
BRITTANY MARTIN
LINDA MASTANDREA
A writer, advocate and community organizer, Kenny Salvini LYNN MURRAY
went from being a top-tier athlete to a C3-4 complete quad- ASHLEY LYN OLSON
riplegic after a snow skiing accident in February of 2004. His SCOTT RAINS
blog chronicling his struggle to adapt to life in a wheelchair TEAL SHERER
— “Typical Guy, Atypical Situation” — became a viral hit in MITCH TEPPER
2005. Most recently, he co-founded The Here and Now Project, REVECA TORRES
a social support network for paralysis survivors and their sup- ANTHONY TUSLER
porters in the Northwest. KARY WRIGHT
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(larifying the Issue

Clean, clear copy on the most relevant
debate today for people with disabilities!
[“The Crisis in Home Care,” June 2015]. I've
been saying all along that my ADAPT peeps
got this one wrong.

Michigan's legislature deemed it unlaw-
ful for our workers to not get overtime if
they worked 40-plus hours way back in
2006! In our case, ADAPT is right that agen-
cies have responded by capping hours at
40. I'm sure that's what will happen every-
where if all the agencies involved don't
come together to raise the pot soon. This
has undoubtedly necessitated the unwant-
ed reconfiguration of some care plans and,
to be honest, I'm sure some workers were
unable to remain in the profession due to
the cap. But those who really felt strongly
that being a PCA was their calling — and
teams of clients and aides who refused to
be broken up — have found a way to work
it out and remain together.

My aide works 49 hours for me, directly
through Self Determination for 40 hours (at
a higher rate than the agency pays), and
through an agency for an additional nine
hours. Another alternative, albeit inconve-
nient, is to have the aide work for two agen-
cies. ADAPT got it wrong saying the sky is
falling, but it's also true that the DOL didn’t
think this one through.

Clark Goodrich

Founder, Grand Rapids ADAPT

More Than We Can Pay

This article is a good analysis of the situa-
tion [“The Crisis in Home Care”]. I'm sure
that nearly everyone who has to hire a PCA
has had the experience of answering a

call from a recently posted “Help Wanted”
advertisement where the caller goes into a
rant wondering how | have the unmitigated
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OvercomingDepresion Martial At xecDarren Brehm

‘The Crisis in Home Care
Will Assistance
Disappear?

JEAMBA

(lean, clear copy on the most
relevant debate today for
people with disabilities! |- R

gall not to be paying $18-$20 per hour. |
believe that a good caregiver is worth twice
that — 10 times that — but | did not have
that as a possibility to offer. Very few people
ever would.

Lisa Stapp

Via Facebook

Don’t Want DOL Rule

My aides can work for two different agen-
cies at once here in Minnesota. We are more
fortunate in that PCA wages are higher
here than some other states. | need 24-hour
care. Staffing with the 40-hour rule made
scheduling a nightmare. My aides want
the 48-hour no overtime rule. If they don't
get 48 hours with me, they cut their hours
here. They go work for clients at agency B,
plus me. This makes staffing and back-up a
nightmare. | have never been in a nursing
home in my 34 years on a vent. That is not
going to change, either. That is how this
debate affects me.

Ines Gaudet

Via Facebook

Leave Us Alone!
Can someone better explain how this Home
Care Rule, which will result in a general
reduction of income for home care workers
like me, produces a better and more “stable”
work environment for us? Already most
traditional home care agencies are capping
work hours at 40 in anticipation of the rule
change, and there’s nothing compelling
them to do otherwise, even if more money
is added to the pot (which will not likely
happen in the long run given the reality that
the majority of us are immigrant women of
color with little political clout). Please find
some other community to rescue! Keep
your fair wage and let us earn a living wage.

Philip Zweig

Via Facebook

ABLE Act: A Good Thing
This type of legislation ["Why We Fight: The
ABLE Act,” United Spinal section, June 2015]
is extremely important to the disabled com-
munity. It is fantastic that the hard work of
so many individuals and agencies managed
to get it passed. Unfortunately, it is limited
to folks who were disabled at or before the
age of 26 and leaves millions of other indi-
viduals without the ability to save money
to replace their worn-out wheelchair van or
repair the leaking roof on their home. With
the asset limit at $2,000 for Medicaid, the
vast majority of disabled people are one
problem away from ending up in an institu-
tion. Hopefully, the random choice of age to
qualify may be reconsidered in the future.

Congratulations to all the young folks
who can now save for college or to pur-
chase a new home. It's wonderful for fami-
lies to know that down the long road of
disability their aging children may be able to
obtain needed equipment and technology
to live a more comfortable life.

Thomas McNamara

Via newmobility.com

Real People, Real Magazine
I've been reading NM for more years than |
can remember. Your covers and articles con-
tinue to be creative, honest, evocative and
constant, realistic. We are real people with
real disabilities and challenges that affect us
physically, psychologically and spiritually.
You offer amazing stories of recovery, strug-
gle, survival, and our continuing fight to be
seen as equal with accessibility everywhere.
Please continue to inspire, inform and edu-
cate each of us!

Teddy Lilley

Brea, Ohio



VMI NORTHSTAR

in-floor
ramp

You could win a FREE VMI wheelchair van conversion!

The VMI Northstar has been the No. 1-selling in-floor ramp system for more than 20 years due to its
industry-leading ease of use and reliability. Because there is no manual labor or complicated deployment
process, 90% percent of end users prefer our in-floor ramp to a fold-out version. With a ramp that slides
out from under the floor at the push of a button, the simplicity and convenience of VMI's in-floor system is
truly the easiest to use for independent wheelchair users and caregivers alike.

VMl strives to recognize the unique needs and challenges of our customers, and we're inviting you to tell
us what works best for you. We're challenging anyone and everyone to compare their current mobility
vehicle against a VMI wheelchair accessible van.

VMI is committed to providing the most advanced mobility solutions for people with disabilities, and your
opinion counts! Enter for your chance to win a FREE VMI wheelchair conversion for the Toyota, Honda,
Chrysler or Dodge minivan of your choice at VMIChallenge.com, or visit your local VMI Mobility dealer to
compare. We're that confident in our mobility vans and their life-changing advantages.

Visit vmichallenge.com for applicable terms and conditions.

. visit VMIChallenge.com or
I imag j call 855-VMI-VANS for your chance
ibilities

POSS to win a free VM| conversion!
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United Spinal Appoints James
Weisman President/CEQ

On July 9, United Spinal Association
announced James Weisman, current vice
president and general counsel, as its new
president and CEO.

Weisman is a dedicated advocate who
for over 38 years has helped expand dis-
ability rights and ensure access to trans-
portation for wheelchair users in New York
City and across the country. He will replace
Joseph Gaskins, who will take on the role of
vice president for Strategic Development.

“We are very fortunate to have an
individual with the experience and repu-
tation of Jim Weisman; someone with a
long history and track record of success,
who can lead the organization and build
upon the solid foundation we have estab-
lished,” says Gaskins.

“It is my honor to accept this new
challenge and follow in the footsteps, or
tread marks, of those dynamic, skilled and
dedicated leaders that have come before
me,” says Weisman. “It has been my privi-
lege to have worked for and with many
creative and committed individuals who
taught me that inclusion and integration
of people with disabilities into the societal
mainstream is a worthy personal and orga-
nizational goal.”

Weisman has worked for United Spinal
Association, formerly Eastern Paralyzed
Veterans Association, since June 1979. He
played a role in framing the Americans
with Disabilities Act and took part in the
signing ceremony.

Weisman helped craft United Spinal’s
lawsuits against the New York MTA and
the Philadelphia transit authority, lead-
ing to improvements to bus and subway

~
o

People in the News:

By Mark J. Boatman

accessibility and the creation of a para-
transit program. Weisman was also central
in the negations that have led to more
wheelchair accessible New York City Taxis.
The settlements he helped achieve in
New York and Philadelphia served as the
model for the ADA's transportation regula-
tions, opening transportation options for
millions of Americans with disabilities.

Inaccessible Food Truck Protested
Austin, Texas’ Veracruz food trucks are
known for their all-natural Tex-Mex offer-
ings, and unfortunately also for being
parked on lots of rocks and gravel, and
having super-high windows that no wheel-
chair user could reach. In fact, Texas ADAPT
activists complained they couldn’t even be
seen from the food truck windows.

But after 30 ADAPT activists showed up

Brandon Coats: Fired for Using Medical Pot

marijuana card meant his job was safe from random drug
tests. Even though he did nothing illegal, he was wrong.

On June 15, the Colorado Supreme Court unanimously
ruled that Dish Network was within its rights to fire quadriple-
gic Brandon Coats when he failed a random drug test in 2010,
even though he has a
medical marijuana card
and was never under the
influence at work. Although
marijuana is legal for both
recreational and medical
purposes in Colorado, it
is still illegal under federal
statute and employers can
still have zero-tolerance
drug policies.

“I'm obviously pretty
disappointed as we've been
fighting this case for five
years,” says Coats. “But it's
not a total loss, because

B randon Coats thought holding a state-issued medical

Photo by Donna Scharfenberg

.

before my case came into
the media, nobody was
talking about employment
and medical marijuana.”

Coats, 35, became a
quadriplegic 19 years ago.
After building a tolerance
to traditional painkillers,
he turned to marijuana to
treat worsening spasms.
“It calms my muscles
down and I'm able to sit
and do my normal daily
things.” He says nothing
he has tried has been nearly as effective as marijuana.

Coats has set up an advocacy page on Facebook and is try-
ing to educate state legislators on his situation and urge them
to introduce new legislation to protect medicinal users from
being fired. “We're talking millions of people now who aren’t
going to be able to find work unless they find an employer who
is OK with them using marijuana. We can't have people here in
America unemployable because they need a medicine.”

111,804

NUMBER OF MEDICINAL MARIJUANA CARD
HOLDERS IN COLORADO

1,137,069

NUMBER OF MEDICINAL MARIJUANA CARD
HOLDERS IN 19 MMJ STATES

— PROCON.ORG (0CT. 2014)
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Food trucks are becoming increasingly popular
in Austin and very many of them are inaccessible.

at one of the trucks on June 22 demand-
ing better accessibility, Veracruz installed a
ramp for that truck.

“We want everyone to be able to access
our truck equally and as perfect as every-
one can,” said the daughter of the food
truck’s owner, to KVUE television.

Although Veracruz' accessibility is now
better, the broader problem of inaccessible
food trucks is getting worse, say activists.

“Initially there were just a handful of
food trucks out there, but it has become
a huge trend in Austin,” says Renee
Lopez of Texas ADAPT. “It has now
become an issue of discrimination.”

Julie Espinoza, another food truck
protestor, says the accessibility issue isn't
complicated to fix. She wants to see a
lowered drive-thru style window where

customers with disabilities can get service.
“It's ridiculous for mom and pop places

to spend $40,000 on a vehicle for public
business and not think of customers with
disabilities,” she says.

Lilypad Home Wheelchair Scale

The new Lilypad Scale, launched in June,
is the first scale marketed for home use by
wheelchair users.

Since there has not been a wheelchair
accessible scale for in-home use before,
many wheelchair users have only been
able to weigh themselves infrequently at
widespread medical clinics or hospitals, or
worse. “We've heard stories of people using
dog scales at their vet or a package scale at
their local furniture store,” says Lilypad co-
founder Molly Farison. “One person even
told us about using the morgue scale in the
hospital they worked at.”

The Lilypad is a 7-pound foldable foam
pad with sensors that interface with a smart
phone app. To use it, have someone push
your wheelchair onto the pad so the app
can register the weight of your wheelchair.
Then, roll yourself back onto the pad, have

someone mark where your wheels are and
attach sensors. Once it is completely set up,
you simply roll to the same spot each time,
and the app gives you your weight, first
subtracting the weight of your chair.

For more information contact Lilypad
Scales, 855/590-5459; www.lilypadscales.
com. Retail price is $628.

Budget Impasse Closes lllinois CIL
Over 300 lllinoisans with disabilities went
without the vital services of Northwestern
lllinois Center for Independent Living after
it temporarily closed on July 2 due to the
state’s ongoing budget impasse.

“We have to tell people we can't serve
them,” said Michele Miller, executive direc-
tor of NICIL. “We can’t incur or send in any
expenses. As soon as the budget starts
again, we can get back to work.”

The center, in operation for 30 years,
provides advocacy, peer support, com-
munity reintegration, independent living
skills and personal assistance. Their current
contract with the state of lllinois ended on
June 30. A new contract can't start until a
state budget is passed.

ACCREDITED
| BUSINESs |

Arthritis Foundation

Ease of

The only stairlift
to earn the
Ease of Use
Commendation
from the Arthritis
Foundation.

YACORN

el STAIRLIFTS

AcornStairlifts.com

*Not valid on previous purchases. Not valid with an
refurbished models. Only valid towards purchase of a NEW Acorn Stairlift directly from the
manufacturer. $250 discount will be applied to new orders. Please mention this ad when calling.

Do you or a

loved one

STRUGGLE on the stairs?

We have the AFFORDABLErsqution!

The WORLD LEADER
in stairlifts

Use*

in the industry

_—

. The MOST TRUSTED name

o BUY DIRECT from the
manufacturer and SAVE

« At Rating with the
Better Business Bureau

CALL NOW FOR YOUR FREE INFORMATION KIT AND DVD!

1-866-683-0064

other offers or discounts. Not valid on

| MENTION THIS AD FOR

$250 OFF*

. PURCHASE OF A NEW STAIRLIFT!
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“Itis the most
all-inclusive
sport there is.”

Rowing Is Her Passion

Now a six-time Guinness World
Record holder in rowing, Angela
Madsen, an L2 para, knew noth-
ing about rowing when growing
up in Fairborn, Ohio. But she did
love swimming and diving. “I've
been an athlete all my life,” she
says. “l was 6 feet tall by the time |
reached sixth grade.”

After high school she joined
the Marines and was stationed
in California. “l took up surfing,
which kept me from moving
back to Ohio.” She also joined the
Women's All Marine Corps bas-
ketball team, but she was injured
during a game.

“I fell forward and someone
landed on my back,” says Madsen,
now 55. “The accident ended my
military career, but | could walk.”
Thirteen years later, her back
needed surgery, but a mistake
occurred. “The wrong disc was
removed and my spinal cord was
compromised in the surgery.”

Madsen credits adapted sports
for her ability to move on. “l was
two years post-op before | found
out about adaptive sports,” she
says. She started with wheelchair

10 NEW MOBILITY

basketball and then discovered
rowing, winning gold in the
Rowing National Championships
2000 through 2008. In 2008, she
made her Paralympic debut, plac-
ing seventh in Rowing. She also
returned to the Paralympics in
2012, winning gold in Shot Put.

Along the way, Madsen dis-
covered ocean rowing. She’s
crossed several oceans nonstop
without a support boat, including
the Atlantic Ocean and the Indian
Ocean — and she circumnavi-
gated Britain. She also plans to
attempt a Pacific Ocean cross-
ing in 2017, something that has
eluded her thus far.

Madsen'’s latest passions,
coaching adapted rowing and
running her two foundations
— Row of Life and California
Adapted Rowing Programs —
are keeping her busy at the
moment. She wants to promote
rowing’s versatility, she says: “It
is the most all-inclusive sport
there is. People can participate
at any level.”

More about CARP:
www.carplb.net

By Tiffiny Carlson

Bruise Mystery Marker

“Every superhero needs a suit.” This is the
mindset behind Bruise, a bruise detection suit
created by engineering students at the Royal
College of Artin London.

This unprecedented suit is made for ath-
letes with spinal cord injuries who are unable
to feel when they've hurt themselves below
their level of injury. Everything from fractures
to bruises can go undetected, but this suit
helps these athletes know exactly where
they're injured.

Bruise works by being a tight, flexible top
and pant. In all of the high-risk areas of the
body, disposable made-to-fit film inserts are
located, which turn red when pressure is
applied. The color density varies according to
the pressure level applied.

These inserts are specifically located on the
thorax, pelvis, femur, knees, fibulas and tibias
on both legs. And with the suit revealing color
right away, it may finally be possible for para-
lyzed athletes to get help sooner rather than
later. To learn more about Team Bruise, visit:
designandviolence.moma.org/bruise-team-
bruise.

—
The Alt Guide to Living with SCI

Finally, a fun and humorous guide to life after
SClis available to newbies and those looking
for a refresher. Called The Very Alternative Guide
To Spinal Cord Injury, this guide shares first-hand
experience, “questionable humor” and time-
saving pictures.

Order here: veryalternativeguides.com/
spinal-cord-injury
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Eat Well and Get Fit!

We all know that eating well and working
out are essential to good health — and this
couldn’t be more true for people with SCI.
Numerous studies show that including certain
nutrients in your diet and exercising regularly
can help you along your journey to

improve your strength and

endurance, reduce pain

and depression, and

prevent the develop-

ment of conditions

such as cardiovascular

disease and diabetes.

Also, healthy diet and exer-

cise can keep you looking good

and feeling great, as well as enhance your
independence and overall quality of life!

What are the physical activity guidelines
for adults with SCI? Researchers recommend
that healthy adults with SCI should partici-
pate in at least 20 minutes of moderate-vig-
orous aerobic activity two times per week, as
well as strength training exercises two times
per week. These are the first evidence-based
guidelines to be developed specifically to
support people with SCl in improving their
physical fitness.

Here are some tips for what you should
eat to fuel your body for aerobic exercise and
strength-training:

« Aerobic exercise: The preferred energy
source for any cardiovascular exercise is
carbohydrates. To help prevent fatigue and
replenish energy stores eat approximately
30 grams of complex carbohydrates one
hour before exercising. If working out
intensely, eat 50-70 grams of carbohydrates
30-60 minutes after working out. Healthy
complex carbohydrates sources include oat-
meal, whole grain bread, low-sugar energy
bars and bran muffins.

« Strength-training: When doing strength
training exercises, your body has greater

NEW MOBILITY

protein requirements in order to help build
and repair muscle. Eat 20 to 30 grams of
whey protein 30-60 minutes after working
out. A whey protein smoothie is a fast, easy
and delicious way to do this — one scoop
of whey protein equals approximately 25
grams of protein.
Good fats and water are also
critical to optimize both types
of exercise.
Good Fats:
«increase delivery of
oxygen and nutrients
to muscles
- increase aerobic
metabolism
« reduce inflammation in tissues/
muscles, therefore helping to speed recovery
time after weight training
Good fat sources include fish, avocados,
nuts and seeds. Omega-3 fatty acid supple-
ments are another great source.
Water:
- delivers required nutri-
ents, oxygen and hormones
to cells
« helps regulate body tem-
perature
« reduces risk of dehydra-
tion
Drink at least six to eight
cups of water or herbal teas
aday.
For sample menus and
workouts, visit www.new
mobility.com

Joanne Smith and Kylie James
are co-authors of the book,
Eat Well, Live Well with SCI
and Other Neurological
Conditions. For more infor-
mation on nutrition for neu-
rological injuries go to www.
eatwelllivewellwithsci.com.

By Joanne Smith
and Kylie James



Would You Grab This?

Traditional Handrims Aren’t Wrapped In Barbed Wire, But They Might As Well Be.
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(EVERYDAY ADVOCACY)

Q. My wife and | enjoy visiting a variety of
parks, but last year we had a frustrating
experience at a rustic park lodge. | use an
electric scooter, so when making reserva-
tions for lodging | always ask questions
about accessibility. We knew that this par-
ticular facility had been built early in the last
century, but we really wanted to stay there.

There was limited accessibility in the
main lodge, a log structure. Access was only
provided to reach the restaurant and a rest-
room adjacent to it. There were no acces-
sible guest rooms in the lodge. Our reserved
room was located in a nearby cabin that
was reached via a boardwalk that also led
into the park. A leisurely “stroll” around the
park was impossible, as there were stairs on
the route. When asked why the entire facil-
ity was not accessible, the manager said
that it was a historic property, so they didn't
have to make such improvements.

Something similar happened a couple of
months later at a history museum located
in a former county courthouse. It was not
possible to enter with my scooter — every
entrance had steps. The volunteer at the
information desk said the museum was
exempt from the ADA because the court-
house was on a roster of historic buildings.
Later, at home, | visited the National Park
Service website and found the National
Register of Historic Places. The park lodge
was listed there, but the courthouse was
not. Even if it had been, aren't there require-
ments that these historic properties be
made accessible to people with disabilities?
What more could | have done?

— Locked out

he status granted to historical
facilities was not intended to be
a blanket excuse to avoid provid-

14 NEW MOBILITY

Historic Properties

ing necessary accessibility. Instead,
historical properties are required to
comply with the applicable accessibil-
ity guidelines to the maximum extent
possible. If such improvements would
threaten or destroy the fundamental
historical significance of a property or
cause undue financial hardship, the
owners or operators must still find

a way to provide alternate means of
access for disabled visitors.

However, facilities listed on the
National Register of Historic Places or
similar state and local registries are
allowed to use some alternative stan-
dards that may result in a reduced level
of access, such as creating an accessible
entrance somewhere other than the main
entrance; using a steeper ramp than is
normally allowed; requiring accessible
routes only on the level of the accessible
entrance; and getting by with only one
accessible restroom. Alterations to the
facility must also be accessible per the
applicable architectural guidelines to the
extent possible, even if the property is
historical in nature.

When you are given the excuse that
some place is exempt, it can be con-
firmed by checking with the State Historic
Preservation Office, as those offices are
responsible for approving applications
that are submitted for inclusion on the
national registry. If a property is not
approved for the national registry, the
state office may still have a record if it is
on a local or state registry.

You took an important step by ques-
tioning the lack of access, and the rea-
soning for why those properties were
not accessible. Once that is determined,
it can be useful to have someone to

& J
By Michael Collins

consult with regarding access require-
ments and possible violations of federal
or state laws. There are ADA Technical
Assistance Centers assigned to each
region of the country; they can help
determine what regulations cover a
particular property, and whether poten-
tial violations have occurred.

If the facility does not comply with
applicable laws, it may help to have
someone knowledgeable to serve as a
representative if you want to file an ADA
complaint with the Department of Justice
or a state civil rights agency (for violation
of state laws). Each state or territory also
has an assigned Protection & Advocacy
agency to protect the rights of people
with all types of disabilities. There is no
charge for their services. And depending
on the situation, private law firms may
also be interested in handling such cases
through the judicial system.

Thanks for your help in assuring that
historical properties will be accessible for
all of us when we want to visit.

Resources

- National Register of Historic Places:
www.nps.gov/nr/research

« State Historic Preservation Offices: www.
nps.gov/nr/shpolist.htm

« ADA Standards for Accessible Design:
www.ada.gov/2010ADAstandards_
index.htm

+ ADA Title Il Primer: www.ada.gov/
regs2010/titlell_2010/title_ii_primer.html
« ADA National Network (for technical
assistance): adata.org/national-network

« Protection & Advocacy agency network:
ndrn.org/en/about/paacap-network.html


http://www.nps.gov/nr/shpolist.htm
http://www.nps.gov/nr/shpolist.htm
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Crossing the Border

By Lee Goldstein

It was 1950, and I had never
been in trouble with the po-
lice until this year (except
for when I was 9 and threw
a clump of mud at a shiny
black car which turned out
to be a plain-clothes cop car).
Yet in the next month or two,
I would be fleeing from the
California Highway Patrol
with two ladies who were on
the lam with me.

My dad had just read a
Life Magazine story about an
amazing university in Cali-
fornia that was encouraging
wheelchair-user enrollments,
one of the first universities in
the nation to do so. The ar-
ticle explained that there were
curb ramps, classes which
could be moved downstairs,
and even elevators in some
newer buildings on campus.
UCLA’s resolve to provide op-
portunity to wheelchair us-
ers, particularly vets who had

served in WWII, put it at the
forefront of disability aware-
ness. And Southern Califor-
nia had perfect weather for
such an undertaking.

I was 18, a partial quad-
riplegic from a diving acci-
dent, and a new high school
graduate from the small town
of Winnetka, Ill. Suddenly the
family, except my mom, was
excited about sending me all
the way to Los Angeles. The
question was how the devil to
get me to California with my
chair, medical equipment, full
body braces for exercise, and
little knowledge or experience
in how to drive over 2,000
miles in the new hand-con-
trolled Oldsmobile Dad had
bought me months before.

Well, my folks found an
answer, such as it was. I had
a gorgeous physical thera-
pist, Helen Steinhour, who
had become a close friend of
our family after working on
strengthening my arms for
the last four years since my
accident. Not only was my

family in love with her, even
I had a terrible crush on this
woman who had movie star
looks and charm. And as it
turned out, she needed a ride
to California to visit ailing
relatives there.

My mother volunteered to
go if Helen would accompany
us to help with my needs and
do some of the driving. So it
was settled. The three of us —
Mother, who didn’t know how
to drive, but whose job on the
trip was to dispense iced tea to
keep me hydrated, and to read
maps backward and constantly
try to send us back to Illinois;
Helen, whose duty was shar-
ing driving with me and to
continually remind me to shift
off my tender behind, and who
wiped my eyes when she saw
me secretly crying from the
torture of leaving behind my
long-time high school sweet-
heart; and there I was, already
suffering from a terrible case
of homesickness and sadness
of leaving friends and the only
home I'd ever known. And the

trip had only just started!

But the most amazing
time of that already event-
ful, sometimes hysterical trip
happened the second-to-last
day. It was my first incident of
running from police. And it
happened this way.

We were about to enter
California’s Mojave Desert
in the middle of summer on
historic Route 66, and it had
grown uncomfortably hot.
The car was not air-condi-
tioned — it was long before
that comfort was available
in cars. Helen was driving as
things got worse for me. Like
many quadriplegics, I could
not take heat, nor could I
sweat to reduce body temper-
ature. Mother kept wiping me
with cool water from a ther-
mos, and when she ran out of
that, she began feverishly us-
ing a thermos of iced tea.

We raced toward a mo-
tel we had picked out in a
guidebook. It was the only
one shown for the next 100
miles. It was just inside Cali-



fornia. By the time we neared
the California border, I was
on the verge of passing out. I
was unable to hold my head
up and was fading in and out
of consciousness. I thought
I heard Helen yelling, “Lee,
hold on ... it’s only 10 more
miles! It will be air-condi-
tioned!” Sounded like she was
trying to convince herself that
it would be air-conditioned,
since the book did not specify.

Then I faded again. Sud-
denly I was startled into
semi-consciousness by Helen
shouting, “I'm not going to
stop! We don’t have any damn
fruits or vegetables!”

She had come to the Cali-
fornia border vegetable inspec-
tion station, and a long line of
cars was stopped in the swel-
tering heat as state police ques-
tioned drivers and inspected
car trunks. Helen wheeled the
car around the line and yelled
at one of the men in uniforms,
“I've got a sick person inside,
can't stop!” And she shot past
the wide-eyed trooper, gun-
ning the engine and speeding
away from the station.

“Hang on, Lee, were al-
most there! Hang on!” The
words faded in and out of my
sick haze.

As they told it to me later,
the motorcycle officer, siren
screaming and red lights flash-
ing, caught up with them as
they were pushing the wheel-
chair with me slumped in it,
over the rough gravel path of
the motel driveway. The blonde
lady from the office was help-
ing them rush me toward an
air-conditioned room. As
Mom and Helen pushed the
chair through the difficult
gravel, the blonde clerk held me
in the chair, until the state pa-
trolman caught up with us and
took over for her so she could
open the room door.

I woke up to find myself
lying on a bed in a strange,
freezing cold room. A blonde
lady in a tiny halter top and
shorts was pulling off my
clothes, while a trooper in full
uniform and Smokey Bear hat
sloshed a thermos of iced tea
in my face.

Helen was there, yelling,
“Wake up Lee, were there!
Wake up ... you'll be OK ...
wake up!’

Mother was in the back-
ground, rocking from side

to side, clucking and mum-
bling, “Never again, oh, never
again!” and holding her head
with both hands.

I raised myself on my el-
bows to take in this appari-
tion, and everyone suddenly
hugged me, except the state
trooper. He grabbed me by
the shoulder and said in an
official sounding voice, “Wel-
come to California!”

In a moment, my mother
brought snacks and sand-
wiches from the car and fed
everyone at the small round
table in the room. The blonde
lady wanted to know where
Helen bought her slacks. The
state trooper exchanged tuna
fish recipes with Mom. An-
other lady from the office
came in with dishes and a gal-
lon of ice cream. She told the
blonde lady she closed the of-
fice for the day and turned on
the “no vacancy” sign.

The entire ensemble stayed
through dinnertime and fi-
nally exchanged names and
addresses and promises to visit
one another when in town. The
trooper and I watched Gun-
smoke together on the small
black-and-white television in
the room. He left about 9 p.m.
I was so exhausted that I don't

recollect Mom and Helen pre-
paring me for bed.

I only recall waking up in
that room the next morning
and wondering if what I was
remembering of the previous
day had been just a dream.

Milenost 38

By Cheri A. Valle

It’s July 24, 2014, a few miles
outside of Ludlow, Calif,, on
I-40 eastbound, the “new”
interstate that roughly paral-
lels old U.S. Route 66, on what
feels like the hottest day of the
year, or maybe the century. I
had left my brother’s home in
coastal southern California a
few hours before and was on
my way back to my home in
Colorado. But first I have to
drive my old van through the
Mojave Desert. I am 61, have
had a progressive neuromus-
cular condition since birth
and use a power wheelchair.
It is an incredibly hot 110 de-
grees, and the van is very un-
happy about it.

The transmission overheats
and begins slipping. No exit
in sight. In fact, pretty much
nothing in sight — just sand
and rocks. A parched desert.
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When the highway starts up
a gentle grade, my van decides
it is done. I get to the right
shoulder, as far off the high-
way as possible, but the shoul-
der is quite narrow and traffic
is charging past me a couple of
feet from the car door.

OK, no problem. This is
why I have a AAA member-
ship. I call, the operator asks
where I am. Somewhere in a
20-mile stretch of I-40 east-
bound between Newberry
Springs and Ludlow, I say.
The operator cant seem to
comprehend this. She wants
a more specific location, a
milepost or call box number.
I explain that my wheelchair
unloads out the driver’s side,
and I am not going to unload
it onto I-40 with cars going
by at 75 miles an hour just
inches away. If a tow truck
just starts driving east, they
will find me. How many gold
vans with Colorado disability

plates are likely to be stranded
out there?

But the operator will not
dispatch the tow truck, be-
cause I cannot pinpoint my
location.

One hour and three calls to
AAA later, I finally get an op-
erator who suggests a way out
of this dilemma. She tells me
to call 911 and the California
Highway Patrol will dispatch
an officer to find me and tell
AAA where I am. This seems
like overkill to me — I need
a tow truck, not the Highway
Patrol! But it is very hot, so I
swallow my reluctance and
dial 911.

In fact, all it takes to get
a tow truck is having the 911
operator make the call to
AAA instead of me. The 911
operators apparently have
AAA Roadside Assistance
on speed dial, and they have
rather more credibility than
does the driver herself. So

she tells the AAA operator to
have the tow truck driver just
start going east on 1-40 until
he finds the gold van with the
Colorado disability plates.
This time, the AAA operator
finally dispatches a tow truck.

While I wait, a pleasant
young CHP officer shows
up. Finally we know exactly
where I am — milepost 38 —
and we convey this informa-
tion to AAA. The officer and
I both get our workout for the
day moving me out of my car
and into his, where we sit in
air-conditioned comfort for
the hour it takes for the tow
truck to appear. Even though
the day, and perhaps my en-
tire cross-country trip, is ru-
ined, I feel guilty about mo-
nopolizing a CHP officer and
car for such a long time when
he could be out distributing
speeding tickets and watching
for drunk drivers.

The officer assures me that

in his eyes, by helping me
he is doing exactly what he
should be doing. We have a
lovely conversation about the
challenges of raising strong
children in an atmosphere of
gangs, drugs and violence.
When the tow truck driver
arrives, he is also supremely
helpful. He and the officer
manage to get me into the
very high cab of the tow truck.
An hour later, we drop off my
car at the nearest transmis-
sion repair shop in Barstow,
just at closing time. There
is, of course, no wheelchair-
accessible taxi in Barstow, so
the tow truck driver loads my
power chair onto his flatbed
and hauls it and me to a hotel.
My lonely little power chair
looks ridiculous shackled
down on a flatbed meant for
large cars as we drive down
Main Street in Barstow. At
the hotel, I slither out of the
tow truck — getting down is

1620 SW 17th St. Ocala, Fl. 34471
Email: us-office@barrierfreelifts.com
www.barrierfreelifts.com
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Phone: 1-800-582-8732
Fax: 1-866-378-3318
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so much easier than getting
up! — and my chair and I are
finally reunited.

I am reminded of two
things that I already knew:
It is often way harder than it
should be for a wheelchair
user to solve relatively simple
problems; and, most people
really will go out of their way
to help, once they understand
what the wheelchair user
needs and how they can help.

% % %

My elderly gold van ended
its days in Barstow. It wasn’t
worth the cost of repairing,
so I donated it to an organi-
zation that serves homeless
veterans — they could repair
it more cheaply than I could.
Hopefully my van can putter
around a small town being
useful and will never again
have to brave the trek across
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the Mojave Desert trying to
get back to its former Colo-
rado home.

The week and a half I spent
relying on other people for
transportation was not fun.
Really not fun. But I have a
new used van now, 13 years
younger than my sad gold
van. A platform lift for my
wheelchair unloads out of
the back, which means I can
get my chair out just about
anywhere. In an inaccessible
parking space. In my broth-
er’s driveway. And yes, on the
shoulder of a busy highway.

Someday I expect I will
have to quit driving cross-
country by myself. Just like
my old gold van, I will have
to limit myself to puttering
around a small town. But for
now I am home in Colorado,
back in business, getting my-
self anywhere I want to go
without needing to ask for
help. Life is good. 1]
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WHILL It or Whon't It?

BY IAN RUDER

inimalist. Attractive. Design
forward. Pretty.

Those aren’t words usually
associated with power wheelchairs, but
they keep popping up in conversation af-
ter conversation about the WHILL, a new
“personal mobility device” designed and
brought to market by a team of former
auto industry designers. After five years
of design and testing, a good degree of
Internet fame and a successful funding
campaign that resulted in $11 million, the
WHILL — pronounced like “will power,”
not “wheel” — is finally available to a na-
tionwide market.

AND TIM GILMER,

With a low-profile frame highlighted
by two white arms emerging from just in
front of the rear wheels, the WHILL re-
sembles a wheelchair that was ripped off
the set of a futuristic sci-fi movie more
than it does any power chair currently on
the market. It is sleek. It is eye-catching.
As one user told me, “It’s like the Apple of
wheelchairs.”

The current version, the Model A, does
not have all the features that wheelchair
users with higher level spinal cord inju-
ries would need and is not intended for
medical use (meaning it’s not yet covered
by insurance), but has more than a new

WITH

BOB VOGEL

style to excite potential users about future
versions. Atop the list is an all-directional
four-wheel drive system built around
novel casters that allow for pin-point
turning and all-terrain use. Also of note
is an app that allows users to control the
chair via smart phone. It could be great
for caregivers of users who can’t control
the chair on their own, or users who sim-
ply want to move the WHILL to a corner
or summon it to bedside.

Still, you need look no further than
the iBot to remember that it takes more
than promise and potential to make it in
the fickle world of wheelchairs. Whether
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the WHILL is truly the white knight that
changes the industry or just a passing
whim will depend on more than its looks
or tech. Among the many questions out
there are: how service works (the compa-
ny currently promises to fly technicians
out to repair chairs where owners live, but
knows that is not sustainable long-term);
whether the business-side of WHILL is
viable; and how and if they will adapt the
chair for users with complex rehab needs.

Questions aside, it is easy to see why

the WHILL often provokes giddy reac-
tions and reposts on Facebook and other
social media. “This is an opportunity to
see something challenge the power chair
industry,” says Fernanda Castelo, a C5-6
incomplete quad who has been testing
the chair for WHILL for the last two
years. “I'm going on 20 years in a chair
and I have not seen any different designs.
People come up to me and want to talk to
me about it. They're excited about it, and
that excites me.”
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Check out that omni-directional front wheel —
Whitley Hodges says it makes for a smoother
ride than her manual chair.

What Users Are Saying

Whitley Hodges, injured in 2009 at T7,
is 26 and lives in Elgin, Ill. She has gone
to the Abilities Expo in Chicago every
year since her SCI. As a young wheeler,
she likes to show some style with her
choice of manual wheelchair. That’s why
she currently rides a Colours Saber. But
at the Expo in June of 2015, she tried out
a new WHILL power chair, drawn by its
futuristic design.

“Ive never seen a power wheelchair
as compact as the WHILL. It’s very sleek
and modern,” says Hodges. “Definitely
appeals to me, especially the compact-
ness. The footplate didn’t stick out as far,
and it’s shorter in the back. The arm rests
are a sleeker design, more aerodynamic,
and a lot narrower. Even the joystick is
sleeker, more like a rounded square.”

What about practicality? “I've never



ridden another power chair, but I have
ridden power scooters,” she says. “With
the WHILL I feel like you have more
control with the wheels, how it turns on
a dime. And it’s a lot smoother accelerat-
ing and stopping.” And rough terrain? “I
didn’t get a chance to take it outside. It
was a smooth ride on carpet, felt like [ was
gliding. Definitely smoother than wheel-
ing in a manual chair.”

She would tweak a few things if she had
one. “One of the things I would change is
the cushion. I think my ROHO would fit
in the WHILL. Right now it’s a firm foam
on the WHILL, removable. Not the same
skin protection as a ROHO. Even with the
hard cushion, it felt OK, surprisingly. The
seat was more bucketed, comfortable. But
the seat was too long, touching the back
of my knees.”

She says if she were seriously in the
market to switch to power, the WHILL
would definitely be in the running. But
there’s a catch. “I don’t have an accessible
vehicle with a lift,” she says. “Right now I
disassemble my manual chair. Other than

that the WHILL is a great chair. I drive  the wHILLs profile is thin and sleek compared to Reveca Torres’ everyday power chair. An incom-
a 2008 Nissan Rogue, a smaller SUV. I plete quad with good trunk control, she says she felt secure and likes how she looks in it.
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would need a vehicle with a ramp or a
lift.” Hodges is currently looking for em-
ployment and lives with her mother, who
rents the main floor of a house, so money
is hard to come by.

For now, at $10,000 retail, the WHILL
must wait.

“It would be something I would
definitely save for,” she says. “Espe-
cially if they work on the design and
move forward with new models.”

* % %

Reveca Torres, 33, a C6 quad since
1994, was also at the Chicago Expo. NEw
MosILITY readers know her as the found-
er of Backbones, a national peer sup-
port organization. She has owned power
chairs since 1999. She liked her Invacare
Arrow Storm (she had two) and now has a
Quantum 4000. But she wants something
“not so big and clunky,” and says she is
disappointed at the options for power
chairs in general these days. “There are a
lot of cool types of manual chairs, but not
alot of options for power chairs.”

What does she think of the WHILL? “I
was very impressed, actually, and haven't

been able to stop thinking about it. I felt
very stable in it. ’'m an incomplete quad
and have some pretty good control with
my trunk. I do have weakness, but know
my limits.” She was secured with a safety
belt across her hips. “It feels like it has a
little more suspension. I didn't feel the
bumps as much on my back.” She had no
problem going up a ramp into a van and
also into an MV-1.

What did she like most? “Visually I
like that it fits my body better and is com-
fortable, and you can see more of me and
there is less chair. Also the drive control
works like a mouse and I picked that up
quickly. I tried turning in small spaces.
No problem at all.” And the sleek design?
“It felt like it allowed more room to move,
and the same with the back rest, smaller,
and no handles, so I had more movement
with my upper body.”

Lifestyle considerations? Torres likes
the turning radius and 23-inch width
for going through doorways and sees no
problem with transferring to and from
the WHILL. But she’d like a little less
dump to sit more upright and wonders if
the arm design would be good for driv-
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ing. “I use the arm rest to lean into. I
would need to move the WHILL arm rest
because it would interfere with the hand-
control accelerator. I use my present arm
rest (on my Quantum) for stability when
going into a turn.“ She also wonders about
flying. “I'm curious about how you would
transport it on airlines. It might be a little
more fragile.”

At the Expo, the WHILL had a one-
time 50 percent oft sale price of $5,000.
Torres was tempted at that price but
would have to have cash. “The lack of
FDA approval is a definite barrier,” she
says. Even if it was approved, insurance
companies might give people a hard time
about getting it covered.”

* O %

At 62, Paul Knott, a complete C6 quad
for 30 years, comes from a different demo-
graphic than Hodges or Torres. He lives
with his wife, Linda, in Village Homes,
a wheeler’s paradise in Davis, Calif. So
when Bob Vogel, our pre-eminent wheel-
chair tester, proposed a dual WHILL try-
out for himself and Knott, Knott jumped
at the opportunity.

Chris Koyama, WHILLs marketing
director, drove to Knott’s home in Davis
with a demo model. Knott works full-
time with map management data for the
California Department of Forestry and
Fire Protection. He’s old school, having
always owned a full-size van. He has also
avoided power until just recently, when he
bought a Spinergy ZX-1 power add-on for
his Quickie GT manual chair. “I think it’s
important to keep using my arms, but my
shoulders have taken a beating recently.
The ZX-1 works great for me.”

So why test a WHILL? “T like to stay
up with the latest in mobility.” Although
he didn’t say it, at his age he also knows
that one day he may have to switch to a
full-on power chair. But for now his ZX-1
unit gives him what he needs. “To work
Charlie, my service dog, I need to have
one hand to drive and one hand free to
give commands and treats. ”

He likes the WHILLs wheels best.
“Those omni-directional wheels are
great. I think there’s a future for those.
But the lack of push handles handicapped
me. And the chair was too flashy for me.”
Maybe it’s because he’s a man and a for-
mer firefighter, but he wants a useful
chair that doesn’t draw a lot of attention.



“If anything, I want the attention to go to
my dog, not what I'm sitting in.”

Why were the missing push handles
a problem? “I depend on the handles
for lateral support.” Many quads like to
hook their arms on the handles for sta-
bility, to compensate for paralyzed ab-

B3 BraunAbility

dominal muscles. “After 30 minutes in
the chair, I just knew it wouldn’t work
for me,” says Knott.

If WHILL offered a new model with
more traditional design, would he be in-
terested? “T'll keep my eye on it, but the
main criterion for me is do I want to be in

A C6 quad for 30 years,
Paul Knott says the WHILL
isn’t for him. He'll stick
with his manual chair
with the push handles he
can use for weight shifts
for now. Also, he says he'll
keep his eye on it in case
they add features that
would make the chair
more practical for his type
and level of injury.

« See Bob Vogel’s test
results, next page.

power chair full-time? In my present chair,
my wife and her girlfriend can lift me up
a step or two. Can’t do that with a heavy
power chair” And the futuristic design?
Not so desirable. “Maybe something in
plain black. With super offroad capability
and flexible seating and arm rests.” ]

Welcome to a new era in mobility.
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MOBILITY CROSSOVER VEHICLE

PAVING NEW ROADS

Built on the Ford Explorer

COMING THIS SUMMER

www.BraunAbiTity.com /MXV y
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Test Driving the WHILL

As aT10 complete para in my 30th year as
a wheelchair user, my current preference is
arigid TiLite TR manual chair. However, my
background includes test driving power
chairs as both a manufacturer’s rep and
writer for New MosiLiTy, so | was interested in
the WHILL's unique design.

Initial impressions: Moving the control
arms to the halfway point engages gas
springs that smoothly raise them past
vertical, which makes transfers a breeze.
The adjustable-angle back provides good
support, and controllers are located at a
comfortable position to rest your hands. |
found the mouse-like drive controller —
located on one hand rest — easier and more
intuitive to use than a joystick controller. The
other hand rest has a slide switch for low,
medium and high-speeds; also, forward and
aft for moving the seat forward 9 inches for
transfers and sitting at tables. My backpack

fit nicely on a hanger built into the seat back.

Terrain: The four-wheel drive combined
with 10-inch front wheels and suspension
handled a bumpy, grassy field with ease and
smoothly crossed a three-inch deep, sharply
angled drainage ditch. | ascended a steep
grassy section — a challenge for my aging
shoulders in my manual chair — and the
WHILL climbed it with ease. On concrete, |
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headed down a sidewalk at max speed —
5.5 mph, a fair clip judging by the quick trot
of my service dog, Killy.

Mall Wheeling: Next stop was cruis-

ing an outdoor shopping mall, including
wheeling through the late lunch crowd at a
restaurant, then over to a grocery store. Paul
Knott was behind me, checking people’s
reactions to the WHILL. There weren't any,
which I like, but Davis is a college town and
wheelchair users are common.

What's Best: The coolest part of the
WHILL is the all-direc-
tional design of the
front wheels. With no
caster forks, turning is
enabled by very small
wheels transversely
mounted within and
around the main wheel.
This enabled me to
wheel right next to dis-
play aisles and back up
and go forward without
catching a swiveling
caster, and may also
prevent “caster swivel
wall damage.”

Problems: On the
outdoor sections there
was a minor rattle, and
electronics were inter-
mittently acting up. |

experienced sluggish turning, slowing while
in high speed mode, and seat movement
instead of chair movement in low speed
mode. More puzzling, when we got to the
mall, the problems stopped and the chair
ran smooth as can be. WHILLs Chris Koyoma
called the next day and explained a techni-
cian found the gas spring that lifts the right
arm had come loose and was resting on the
wiring, which caused electronic glitches on
bumpy surfaces.

Service: Right now WHILL is located in
California with dealers signed up in Wash-
ington, Florida, and the tri-state region of
New York. Koyama says if a customer has a
mechanical or electronic problem and lives
outside a reasonable driving distance from a
WHILL dealer, the company will send some-
body to fix the chair within 48 hours.

Overall: 'm impressed with the WHILL's
performance, especially the front wheels.
But as an old school guy, | find the futuristic
design too flashy for me. For now, | prefer to
stay in my custom-fitted, ultralight chair, clip
on a FreeWheel in front for outdoor use, and
help out my aging shoulders with a Smart-
Drive power assist. This way it is still easy to
bump me up stairs and | can use standard
cars rather than ramp vans.

That said, 'm stoked at the innovative
design and look forward to seeing where
WHILL goes from here.



FREEDOM MOTORS .

Introduces The All-New Military Grade Stainless Steel Side-Entry

Reinforced
Lowered Floor

Strength, durability and the safety
your family deserves. Freedom Mo-
tors USA places your family’s safety
first. Why settle for anything less
when you can drive with piece of
mind delivered from our reinforced
tubular steel lowered floor. Built
with the same technology race car
teams use to protect their drivers.

Marine Grade
Hydraulics

Powered by Kneelvan™ technology,
the automatic side-entry Toyota
Sienna comes equipped with heavy
duty marine grade hydraulics.
Constructed with longevity in
mind, our specially equipped
hydraulics last longer and stand

up to extreme temperatures. Don't
settle for electric ramps, choose
reliable hydraulics.

ngineered to free

he human spirit.

Cutting Edge
Design

The benchmark for longevity and
quality in a wheelchair accessible
vehicle just got set a little higher.
Built to last, the all-new military
grade stainless steel flooring in the
Toyota Sienna side-entry tackles
the harshest conditions, prevents
corrosion and provides years of
worry free operation.

1-800-625-6335 / www.fminow.com

*Mention this ad and code “mobility5”and save $500 on your next purchase.
*Must be redeemed before purchase and not to be used with any other offer.
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At EIDorado Mobility, our customers, their caregivers and our dealers are at the center of all
we do. It's why the EIDorado Amerivan features the widest fold-out ramp and door opening.
The reason we build the industry’s only stainless steel floor and back it with an industry-
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»Youluhe
YOUR WAY ..

2006 I jumped on board as a creator and

started uploading videos. The first vid-
eos I uploaded were of my Dalmatian, Gal-
loway. I filmed as my husband poured dog
kibble out of a 40-pound bag like a waterfall
and Galloway gulped as much food as he
could while choking and spitting it onto the
floor to eat later. The videos are a hilarious
visual memory of our beloved dog.

In 2007, I created a new channel where I
post crafting tutorials, haul videos and the
occasional lifestyle “vlog” (video-blog). It’s
hard to believe that I've since uploaded 800
videos with over 1.2 million views and 6,100
subscribers to my channel. While it may
seem daunting at first, filming and posting
on YouTube is easy to learn and fun.

How to YouTube

YouTube offers something for everyone,
touting 7 billion hours of video posted
each month. I've made many purchase
decisions — including my latest power
chair — by viewing reviews and actual
user tests. I've learned how to install a
microwave door, figured out what caused
a grinding noise in our Jeep, and learned
how to make homemade soap.

A free alternative to cable, YouTube
offers popular television show series, full-
length movies and music concerts that
even Netflix and other video services can’t
offer. As a free subscriber, you can make
playlists of favorite subjects or channels, or
as a creator, become one of its many ris-
ing stars (comedian Zach Anner gained
worldwide attention in just a few years).
You can use it as a catapult for your own
show, or as a means to launch a business.

With the exposure that my channel
garnered, I parlayed it into an online,

The minute I heard about YouTube in

worldwide craft network and a Facebook
group for card-makers. As a YouTube
Partner, I can monetize my videos to
make a monthly income, enough to keep
my paint and paper supplies stocked. Most

NAME/DISABILITY: Jerry Diaz — SCI
CHANNEL: Jerry Diaz
STARTED VLOGGING: June 2010

BEST VIDEO: Out for a Run

pion and tarantula.

Fotheringham; Blox Starz TV; Nitro Circus.

PVIOGGER B

CHANNEL: LookMom NolLegs
VLOGGING SINCE: April 2014
SUBSCRIBERS: 125; TOTAL VIEWS: 8,300

Steven Jacobo.

SUBSCRIBERS: 2,280; TOTAL VIEWS: 771,300

importantly, I have made friends from all
over the world, many of whom I have had
the chance to meet in person, and several I
expect to know for a long time.

As interesting and fun as YouTube can

»VIOGGER BIO

WHY I VLOG: “I enjoy helping people and love that | can
live my everyday life, film something I did and know that
it might benefit someone. That's my true reward.”
CONTENT: Diaz offers numerous wheeler instructionals,
wheelchair skating and views of his pit bull, gator, scor-

FAVORITE CHANNELS: FailArmy; Ownage Pranks; Aaron

O

NAME/DISABILITY: Nathan Sanders — Bilateral Amputee

VIDEO WITH HIGHEST VIEW: Amputee Workout Video

WHY I VLOG: “Not only do | want to help someone out of the depressed ‘I can't do any-
thing’ phase of amputation, | want to show nondisableds to not count us out. Don't avoid
inviting us out because you think we can't do something. Ask us if we can!”

CONTENT: Married with one daughter, Nathan began vlogging to find help to buy a new
wheelchair to replace his dilapidated one after being fired. He is on his way to getting

a new chair, thanks to generous viewers and T-shirt sales. Subsequent videos show him
working out, bowling and doing other activities.

FAVORITE CHANNELS: AnimalBytes TV; Indian Trace; Josh Sundquist; Sports N’ Spokes;
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NAME/DISABILITY: NAME: Ashleigh Marie —
Multiple Sclerosis

CHANNEL: Ashleigh Marie
VLOGGING SINCE: July 2013
TOTAL VIEWS: 29,600

VIDEO WITH HIGHEST VIEW: Slideboard Demo

WHY | VLOG: “Vlogging and watching videos gives you a sense of instant community.
It became very difficult to deal with some of my MS symptoms. But to watch someone
else’s story, going through the same thing, it gave me strength to keep vlogging”

CONTENT: Young Christian wife and mother of one daughter vlogs about MS aware-
ness and symptoms and includes a variety of fashion and makeup hauls and mommy

moments.

FAVORITE CHANNELS: HillSongUnitedTV; SunshineRAE811; WhatsUpMom:s;

Our Family of Four; GabeBabe TV

»VIOGGER BIO

NAME/DISABILITY: Brian Kinney — SCI
CHANNEL: Paralyzed Living

VLOGGING SINCE: June 2011

SUBSCRIBERS: 5,400; TOTAL VIEWS: 1,300,000
VIDEO WITH HIGHEST VIEW: Paraplegic Getting

Dressed

WHY | VLOG: “My initial vlogs were showing how |

did things that “normal” people do: driving, riding

my motorcycle. Soon | realized there were many
daily activities that | was never taught in rehab — dressing, swimming, transfers —
where | had figured out my own ways and thought it would help newly injured people”

CONTENT: Married 34-year-old shows daily living skills as a para, including modifying a

motorcycle and home.

FAVORITE CHANNELS: Jerry Diaz; MotorTrend Channel

be, if you decide to become a creator and
start vlogging, just know that you may
need a tough skin to handle the ubiqui-
tous negative comments, trolls (people
who post comments just to provoke your
viewers), and stalkers that every YouTube
creator gets; plus disability devotees, and
other nuts that may surface. Though you
certainly can disable comments and block
unwanted users — leaving, receiving and
replying to comments is the interactive
part of YouTube that shouldn’t be missed.

As vlogger or viewer, you will learn
that YouTube reflects the world we live
in where people of all religions and races,
from all walks of life, make up millions of
small communities to offer something to
fit everybody’s needs and desires.

To become a viewer, you can head right
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over to YouTube and start searching and
watching videos without setting up an
account. But to save favorites, leave com-
ments or upload videos, you must have a
Google account to start your own channel.

We talked to several vlogger-wheelers
to find out why they started vlogging, and
asked them to share their experiences and
tips to make this a positive, fun and in-
spiring part of your life.

Why Vlog?

Jerry Diaz, Priscilla Hedlin and Nathan
Sanders started their channels as an
outlet. For John Buhler, Ashleigh Marie
Looman and Brian Kinney, their vlog-
ging grew more directly out of their dis-
ability experience.

Diaz, 28, expected his channel to be a
way to share short videos having fun —
some wild rides, like racing in his chair
with his pit bull, maneuvering down 50-
plus steps to the beach, and teeth-clench-
ing chair skating.

Hedlin, 34, from Texas, uses her chan-
nel to add more personality to her blog.
Sanders, 29, a bilateral amputee, at first
used his channel to vent about being fired
from his job due to disability.

For all but Hedlin, their channels
morphed into more than what they ex-
pected as they changed and grew with
new ideas and viewership. Their channels
eventually became a platform to help oth-
ers — and themselves — by sharing their
experiences of being a wheelchair user.

“The first video I posted that really
committed me to making videos was of
me climbing into a buddy’s lifted truck,”
Diaz says. “I got a lot of views with a lot of
positive feedback and it turned a switch
on in my head that people might enjoy
watching the things I do.”

Then it became personal.

“To connect with the viewers, I started
asking people what they wanted to see and
thought about things to do that people
may have a challenge with, to show them
an easier way to do them,” Diaz adds.

Sanders, a North Carolinian with 29
years of being a double amputee, says he
gets some of his vlogging ideas from vis-
iting online forums for amputees. “For
instance, if I see new amputees who are
having difficulties getting into or out of a
car,” Sanders says, “I will go make a video
showing them how I do it. Or, I watch
other wheelers and see how I can adapt
what they are doing for amps.”

Buhler, who sustained an SCI and
brain injury after falling three stories, not
only wants to help others by sharing his
experiences, he also says vlogging helps
his memory by creating a visual record
of what he does. The 43-year-old from
Arizona came about vlogging in a “small
world” kind of way. “While in rehab after
my accident, my physical therapist filmed
me while I worked on balance,” he says.
“Later, when a buddy went to college for
physical rehab in Arizona, he was blown
away when his instructor showed one of
my videos to his class. After he told me
about it, I thought about how my video
helped his classroom, and how I could
share my experiences with other people.”



Not All Roses and
Rainbows

Unfortunately, there are people who
think everything and anything goes, that
manners and decorum are unnecessary
on social media. Every YouTube creator
or vlogger is exposed to rude or negative
comments. Some have even dealt with
stalkers, scammers and devotees. All
agree that the best way to deal with these
types is to ignore or block them.

“When I started my channel and web-
site, I got a lot of devotees,” Sanders says.
“They were mostly creepy males who
would engage in innocent conversation
and then suddenly switch to asking for pic-
tures of my body. At first I shut down for a
couple weeks, then decided not to let them
ruin what I enjoy. Now I just ignore them.”

“I handle troll comments by simply
deleting them, and if the person contin-
ues, I block them,” says Looman, 26, of
Michigan. “I have a lot of amazing sub-
scribers who have become like a virtual
family to me, and I am very protective of
my family.”

Kinney, 31, from Ohio, says his “Para-
plegic Getting Dressed” video attracted
several weirdo followers commenting on
his “sexy feet.” Many times he deletes off-
color comments or blocks users. “I real-
ize that some comments are ignorance-
based,” he says.

Something viewers should know is
that most vloggers spend hours planning,
filming and editing that uploaded video
that took just eight minutes to watch.
Then they spend more time replying to
viewer comments or questions.

Buhler uploads exercise videos every
other day, as well as some lifestyle videos.
Most of Hedlin’s videos are spontaneous
or by request and require little to no ed-
iting. Looman keeps meticulous records
and plans of her vlogs and everyday life.

“I have to plan around times when I
am feeling well enough to vlog,” Looman
says. “Especially around my toddler’s
needs. We are a planning type of family!”

Check out some of the vlogs listed in the
vlogger bios, including favorite channels
from our vloggers. If you are not hooked
already, you will be before you know it.

NAME: Priscilla Hedlin — SCI
CHANNEL: Priscillah81

VLOGGING SINCE: July 2009
SUBSCRIBERS: 524; TOTAL VIEWS: 151,150

CHANNEL: d72466fly
VLOGGING SINCE: June 2011

get more views.”

PVIOGGER B

CHANNEL: RoxyFur
VLOGGING SINCE: June 2006

KWerner Designs

And if you are so inclined, for about $100,
or with a good camera on your phone, you
could be vlogging within minutes and on
your way to changing your life and those
of viewers around the world.

“YouTube is about sharing knowledge
and helping people,” Kinney says. “This is
a huge reason why YouTube is successful.”

“On YouTube, we all are a big commu-
nity, we all share somewhat of the same
ideas and feelings and care about other
people,” Buhler adds. “That’s a beautiful
thing and one reason why I like to watch

SUBSCRIBERS: 2,075; TOTAL VIEWS: 864,012

VLOGGERTIP: “Stay true to who you are and don't
sacrifice your morals, your body or your self just to

P VIOGGER BIO

WHAT | GET OUT OF VLOGGING: “| enjoy letting my blog readers see the real me, it's not
easy getting to know someone off screen”

CONTENT: The Wheelchair Mommy is homeschool mom of three young boys, makes
cocktails with a friend and talks about her day.

PVIOGGER BIO

NAME/DISABILITY: John Buhler — SCI, TBI

CONTENT: Buhler’s videos are of exercising, transferring in public and everyday life.
FAVORITE CHANNELS: ATHLEAN, Scooby1961, The Youngturks, Strength Camp, thegreat80s

O

NAME: Roxanne Furlong — Muscular Dystrophy

SUBSCRIBERS: 6,100; TOTAL VIEWS: 1,300,000

VLOGGERTIP: “What you might consider a mundane

daily activity could actually inspire something in

others. Don't knock haul videos, reminiscent of

‘Show and Tell'from grade school, they can be a fun way to engage viewers.”

CONTENT: Mixed media artist, card-maker, art tutorials, product hauls and lifestyle jaunts.
FAVORITE CHANNELS: CrazyRussianHacker, Maangchi, SacconelJolys, Vicky Papaioannou,

other people and their videos. We're all
trying to live together in harmony, and
that’s what makes this world a beautiful
place to be.”

YouTube is a great platform for stimu-
lating change.

“I want my viewers to realize that
nothing is impossible,” Diaz says. “And
I hope I can help someone do something
that they thought they couldn’t do. I want
to show that independence is possible,
you just have to put your heart and mind
into it, and it will be possible.” 1]
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T he popularity of outdoor adventure sports is

massive and continues growing at a fast clip.

As an outdoor adventure sport enthusiast my-
self, I believe this popularity stems from being in the
beauty of nature, combined with heightened experi-
ences — flying through jungle canopies, tapping into
the power of waves or white water rivers, soaring in the
air like an eagle or free-falling while suspended a mile
above the earth. In addition to the immediate “WOW!”
factor, these experiences create a very positive and pro-
found effect — adrenalin flowing, senses heightened.
Emotional baggage vanishes and you enter a Zen state of
being fully in the moment — something that stays with
you and gives you a new perspective.

Intrigued? Here is alook at certain outdoor adventure
sports that are fully accessible, even with very limited
arm movement. You can try them without purchasing
any additional gear. And you don’t have to be a super-
jock to do them. If they grab you, you can learn how to
do them on your own.

Paragliding is a unique way to take to the sky, to soar
in gentle breezes and share rising air currents with
eagles and other raptors. It is also easily adaptable.
The standard tandem harness supports the torso
with straps fitting around the legs and waist, as well
as over the shoulders and in front of the chest. It is
helpful to add Velcro straps to secure the ankles of
paralyzed legs to the instructor pilot so they don’t
get tangled on landing.

This exciting sport can be done in all 50 states.
A paraglider can take off and soar on the breeze
of even a small hill. In flat lands you can launch
behind a vehicle with a winch that pays out line.
When the pilot has reached flying altitude,
around 1,500 feet, the tow line is released and
you glide down or catch thermals of rising
air and stay aloft.

There are also several instructors offering
adaptive lessons in a custom three-wheel
chair designed for paragliding, both as a
student and for flying solo. Chris Scantac-
roce, a tandem paraglider pilot from Sandy,
Utah, gives adaptive tandem lessons —
technically all tandem paraglider rides are
considered instructional flights — on the
adaptive chair and also offers paragliding
lessons through Project Airtime [see re-
sources. In the United States there are al-
ready a handful of licensed paraglider pilots
who are wheelchair users.

Kirk Williams, 27, in his fifth year as a
C6-7 complete quad, went on a tandem flight
last year in Jackson Hole, Wyo. He used a stan-
dard paragliding harness and started seated
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Photo courtesy of Sky Sailing

on the ground in front of his instructor.
When they were ready, Matt, his instruc-
tor, gave a gentle tug on the controls and
the paraglider gained shape and rose
overhead in the gentle breeze. Two help-
ers lifted Williams while Matt took a few
steps — and they were airborne.

“We quickly rose above launch,” says
Williams. “When we turned back we
were looking down on the people and
pilots at launch. I didn’t feel so much
like T was going up, but rather that the
earth was falling away. It was late Sep-
tember, and the fall colors were peaking.
It seemed like there was wildlife every-

where. We circled next to birds, flew over
deer and a bear. It was fantastic!”

Matt helped Williams put his hands
through the “toggle” loops — lines that
control the glider — and let him fly for
10 minutes. “I was doing tight turns and
diving down, then climbing up like a
roller coaster, which was great fun until
I started to feel queasy.” After being air-
borne for about 20 minutes, Matt had
Williams put his hands under his knees
and pull himself into a fetal position
while Matt brought the paraglider in for
landing. “Matt took two steps, then sat
back with me in his lap. It was fantastic! I

Top: Ruth Aragon went on a sailplane ride with Freedom’s Wings and has been flying ever since.
Below: Sailplaning is like floating on air, says Wayne Welker. He loved it so much he got his

license in 2008.
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look forward to doing it again.”
Approximate cost of a tandem flight:
$200.

Sailplane flying is another accessible
aviation option that is available in all 50
states. For a ride, no adaptation is need-
ed. It is a good idea to sit on your own
cushion for skin protection — better
yet, wear a Vicair AllRounder cushion
[see resources]. To try piloting, a joystick
mounted in between the legs controls
pitch and roll, but adaptive gliders have
an additional joystick mounted to the left
so you can control the rudder with your
left hand — something that is ordinarily
operated with the feet.

The sailplane is towed by a power
plane to become airborne. At altitude the
pilot pulls a knob to release the towrope.
In the morning the air is still and a ride
is smooth and relaxing. For more excite-
ment and for those with a strong stomach,
sign up for an aerobatic ride, pulling Gs,
doing loops, rolls and spins. An afternoon
ride in a sky filled with pufty clouds offers
the opportunity — if you want — to find
thermals, some of which can take you
straight up at 2,000 feet per minute.

Ruth Aragon, 23, from Allentown,
Pa., went for a ride with Freedom’s Wings
— a nonprofit organization that offers
free sailplane rides and deep discounts
for instruction for people with disabili-
ties. “It was a great experience!” says Ara-
gon. “So much fun it was unforgettable. It
completely changed my outlook and now
I've become very interested in planes.”

Wayne Welker, a C5-6 complete quad,
then 38, went for a sailplane ride in 2000
at Sky Sailing in Warner Springs, Calif. “I
vividly remember that flight. I felt like I
was floating on air — it was incredible,”
he says. “Right there I knew I wanted to
learn to fly.” However, work and commit-
ments didn’t allow him time until 2007.
Welker got his license in 2008 and now
spends his time going cross country, rid-
ing thermals to stay aloft. His longest
flight to date is 200 miles!

Ride costs start around $145.

Another form of easily adaptable silent
flight that is available in all 50 states is
hang gliding. For teaching and tandem



rides, the hang glider is commonly towed
up by an ultralight aircraft — much the
same as a sailplane is towed aloft.

Andy Torrington of Kitty Hawk Kites
in Nags Head, N.C., explains that on a
tandem ride the passenger wears a har-
ness that supports the body, including legs
and feet, and the student hangs above the
pilot. The glider has wheels on it, so it rolls
on launch and landing. No arm move-
ment is required, just the ability to hold up
your head. However, to learn to fly solo,
arm and hand movement are required.

Like paragliders, hang gliders fly at
similar speeds to raptors, and it is not
unusual to be joined by an eagle or hawk
during flight. Under the right conditions,
pilots have been known to hover a few
feet behind hawks! Whether flying near
your home town or on vacation, it is an
amazing way to get a unique perspective
of the world.

Rates start at $159 for a 2,000 foot high
tow, which gives a 10-15 minute flight,
and go up to a mile-high tow.

For the ultimate rush and bragging rights,
nothing beats skydiving. Despite its dare-
devil image, skydiving is a well-controlled
and professional activity, says Topher
Downham, 46, from Boulder, Colo., in his
20th year as a C6-7 complete quad.
Downham went tandem skydiving
last year with Mile High Skydiving out of
Longmont, Colo. “They are very tuned in
to working with wheelchair users. They
have adaptive tandem harnesses that
strap your legs to the instructor’s legs,

and when it comes time to land, the in-
structor pulls a cord that lifts your legs up
before landing,” he says. Last year they
were working with a woman wheelchair
user who was going solo.

“The whole day I felt relaxed,” recalls
Downham. “That is right up to the point
when we were sitting at the open door, a
mile over the drop zone, when suddenly
my reptilian brain kicked in, saying,
‘What are you doing?!” Before I knew it
we were out the door, free falling, and it
was great! Like stepping off into nothing-
ness. What a rush! The free fall was one
part. Then when the parachute opens,
it is an entirely different sensation, like
flying.” The landing went perfectly [see

video link in resources]. Downham’s
instructor pulled his legs up and gently
touched down, on the mark — in soft
gravel — setting down on his butt, with
Downham on top of him.

A word of caution for those consider-
ing skydiving. Be sure the instructor you
are jumping with has experience with
someone who has your same disability.
There are horror stories of wheelers go-
ing on tandem jumps without using the
proper equipment that have resulted in
broken femurs from a leg flopping down
when the parachute opens.

Approximate cost: $200.

Although adaptive surfing has been
around for well over a decade, it is truly
a world-wide phenomenon that is about
to explode, says Cara Short, Executive
Director of AccessSurf in Honolulu, Ha-
waii. It has been recognized by the Inter-
national Surfing Association, the world
governing body of surfing, and the first
world adaptive surfing championship
is going to be held this September in La
Jolla, Calif.

Adaptive surfboards come in two styles:
prone, where a surfer rides lying on his or
her stomach; and seated — also called a
wave ski — where a surfer sits on the board
and paddles with a kayak paddle, says Jim-
my Collins, 63, of Waipahu, Hawaii, in his

Here, Topher Downham enjoys the ultimate rush — falling out of a plane and hurtling toward

the earth. His legs are strapped to his instructors for safety.
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Jimmy Collins still remembers flying across the face of the first wave he ever surfed for a nice

long ride from an adaptive board — it was enough to get him hooked.

44th year as a T5 incomplete para.
Adaptive surfboards are designed
with more rocker (the rise in the front
portion of the board) so the board doesn’t
pearl (nose in) when catching a wave.

Prone boards have foam pads to hold a
surfer’s legs on the board, a foam pad
under the chest to keep the head up and
handles to enable weight shifts for turn-
ing. Wave skis have a padded seat indent,

and come in varying widths for stability.
Both types come in tandem versions to
enable a student to go for a ride.

“I first tried tandem surfing with an
instructor at a learn-to-surf day in Santa
Cruz, Calif, when I was living on the
mainland,” says Collins. “I still remember
that first wave, paddling as hard as I could,
then all of a sudden there was a rush of ac-
celeration and I felt the wave’s energy, and
we were flying across the face of the wave
for a nice long ride. Right there I was con-
vinced I had to learn to surf”

Rene Arellano, 34, from Oahu, Ha-
waii, is a C6-7 quad who has been surf-
ing with AccessSurf for four years. “My
first time tandem surfing was four years
ago, shortly after I got out of rehab,” he
recalls. “I was a bit nervous going tan-
dem my first time, but that vanished on
my first wave. Surfing makes me feel free,
and I have gone on all of their beach surf
days ever since and hope to learn to surf
on my own.”

Collins was so enamored with surf-
ing last fall that he and his wife moved
to Oahu. After several surf sessions with
AccessSurf, Collins had a custom board
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made by shaper Clem Camou.

The slow-breaking mellow waves
that are good for the average adaptive
surfer are also the best waves for stand-
up paddleboard surfers — a group that

trip through a rain forest in Costa Rica,
watching tropical birds and howler mon-
keys on stretches of calm water between
sections of class IV rapids on a raft trip
down the Pacuare River.

River rafts are very adaptable. If an
accessible seat isn’t available, moving the
thwarts (round inflatable seats) closer
together provides support for your back,
and the other thwart supports your legs

is known for having a mellow vibe and a
good “help each other out” spirit. Surfers
on the mainland say this spirit is a com-
mon theme at stand-up paddle spots like
San Onofre, Calif.

AccessSurf offers free tandem surf
lessons once a month and private lessons
and surf clinics with advance notice.
There are surf spots and adaptive surf
clinics in various places wherever there is
coastline around the continental United
States. See resources to find one near you.

Adaptive surf clinics are generally
free. Approximate cost for private lessons
is $75-$100.

When asked why she tried river rafting for the first time, Mary Taloff says, “My friend talked me

into it." She loved it and goes back to the river every year.

River rafting is arguably the best way to
get into deep, otherwise inaccessible wil-
derness. I have fond memories of a raft

DON’'T REMODEL YOUR
BATHROOM, “NUPRODX IT!”

Slider Systems
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Is the threshold of your stall shower preventing you from rolling in? Is
access limited by a narrow shower door? With the new MULTICHAIR
6000RS, you'll be able to get into your existing stall shower without spend-
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modular design allows the system to fit showers of nearly any size. Log on
to www.nuprodx.com to see the entire range of shower and commode
systems that will improve the quality of life for users and caregivers alike.
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when installing a roll-in shower isn’t possible or affordable

. Under 22” wide with a rotating base, it easily gets into small,
hard-to-access bathrooms and showers

. Available with Tilt-in-Space seating
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— I prefer to have my legs over the for-
ward thwart. Life vests work great to pro-
vide extra padding and support.

Mary Taloft, 29, of Davis, Calif,, has
cerebral palsy and is a power chair user
who has gone rafting with Environmen-
tal Traveling Companions on the South
Fork of the American River not far from
Sacramento. “I was terrified starting my
first ETC raft trip,” recalls Taloff. “My
friend talked me into it.” She says the
guides were really helpful, explained what
was going to happen and asked what they
could do to make her feel more comfort-
able going through rapids with names
like Satan’s Cesspool and Troublemaker.
“In the end Iloved it and have gone every
year for the past six years.”

ETC sets Taloff up in an oar raft pad-
dled by a guide. An adaptive seat — made
out of a plastic lawn chair with the feet cut
oft — strapped to the thwart provides a
stable seating platform. A small inflatable
thwart supports her feet, and an assistant
guide and her attendant sit on each side
to hold her in place in the bigger rapids.

“I've gone rafting with ETC on single-
day and two-day trips,” says Taloff. “We
bring a manual chair in the raft in case
we stop for lunch, and they drive my
power chair to the awesome accessible
campground that we spend the night at.”

Lauren Steinberg, 29, from Berkeley,
Calif,, has arthrogryposis and also rafts
in an oar boat. “I've been going rafting
with ETC since middle school,” she re-
calls. “T still remember my first trip with
them. It was exhilarating and it shifted
my perspective on life because it was the
first time I was fully immersed in nature.”

ETC raft prices start at $70 per person
per day, and scholarships are available.

Above: Kirk Williams and a friend enjoy zip lining in Costa Rica near the Arenal Volcano.

Below: Some of those zip lining towers are 80 feet tall, so guides hoisted Williams up to the
platform using rigged ropes and pulley systems.

Zip lining is another popular and easily
adaptable adventure. There are approxi-
mately 250 zip lines that are accessible
for people with disabilities in the United
States, says Don Rogers, a professor at
Indiana State University who works with
accredited zip line course vendors to
make their courses accessible. And Misty
Mountain Harness Company makes a
line of adaptive zip line harnesses.

Many zip lines are naturally acces-
sible via chair lift, or trail, where you
can wheel to the start, get harnessed up
to the zip line, and have your chair sent
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to the finish. At Flying Eagle zip line in
Park City, Utah, accessible by a chairlift
ride, the zip line sends you flying above
the ski runs, down the mountain at 45
miles per hour. Better yet, a wheelchair
at the mid-mountain chairlift station
goes from the chairlift to the zip line, so
your chair will be waiting for you at the
bottom. They say upper body strength to
transfer from wheelchair to the zip line
chair is required — they use a chair with
shoulder harnesses.

Other zip lines require a bit of adap-
tation. The zip line at the New Zoo Ad-
venture Park in Green Bay, Wisc., starts
at the top of a 64-stair, 50-foot tower. On
a busy day the ride can accommodate 60
people an hour. One day a month the
park hooks up an adaptive rope-and-pul-
ley system to hoist wheelchair users up
the tower, which takes about 15 minutes
per person. Dale Metoxin, 30, of Green
Bay, who has CP and uses a manual chair,
tried it for his first time this summer. “It
was great,” he says, “It is something I will
definitely try again. I like the speed and
sensation of flying.”

Kirk Williams and Daewon Rojas-

T

www.kempf-usa.com - Call: 1-888-4-KEMPF-US (453-6738

Mikelson, a T12 para, experienced the
ultimate in adaptation when they went
on a zip line canopy tour in Costa Rica,
near the Arenal Volcano, with a compa-
ny called Sky Adventures.

Usually the company has eight people
and two guides. They changed the ratio
to eight guides to set up for Williams and
Rojas-Mikelson. “At times we needed all
eight guides,” recalls Williams. The tour
consisted of 11 zip lines. “They kept us in

our chairs with a full climbing harness,
as well as a harness around the chair
because there were sections of one-half
mile of inaccessible hikes in between zip
lines,” says Williams.

In addition, there were a couple of 80-
foot towers with steps going to the top
and the guides rigged ropes and pulleys
to get them up. The guides were totally
accommodating and figured out how to
adapt each section. “Going over the edge

Once a month the New Zoo Adventure Park in Green Bay, Wisc., hooks up an adaptive pulley-

and-rope system so wheelchair users like Dale Metoxin can fly between towers.

e DVD and free brochure.
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OUTDOORS

As we were putting together this cover
package on outdoor recreation, we
caught wind of a new magazine covering
hunting, fishing, camping, outdoor ad-
venture and travel. Able Outdoors printed
its first issue in July and co-editor Chad
Waligura says the cross-disability title
plans to publish three times a year.

“The goal is to reach as many people
as we can and show them what’s possi-
ble,” says Waligura. “l want to get people
out and going and doing. People helped
me do it, so | want to pay it forward.”

After becoming a C7 quad in 1986,
Waligura spent a lot of time travel-
ing the country, trying group hunts
with various organizations.“The more
people | met, the more amazing stories
I heard,” he says. “People need to hear
these stories because they don’t know
what can be done.”

Waligura built adaptive hunting
equipment with his friends and family,
launched his own hunting organization
and started writing about his adven-
tures. He found success publishing
articles in several magazines and then
began sharing his experience on his
own websites. All of this has culminated
in Able Outdoors, which he runs with
co-editor Dawn Ziegler, an outdoor
recreation enthusiast and C5-6 quad.

Although hunting is clearly an impor-
tant focus for the magazine, Waligura
says it is just one of six or seven major
topics. The first issue’s cover story is
on camping and, in general, veterans’
organizations and
adventure travel will
be prominent as well.

“Dawn tries to rein me
in on the hunting side
of it he says, laughing.
“She’s more interested
in the recreation side.”

Striking that
balance is the key
to helping the most
people, he adds.“There
are rehabs that when
they have guys asking
about getting outside,
they call me. I'm their
outdoor sensei.”

Learn more

and subscribe at
ableoutdoors.net.
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of the first 80-foot tower was jaw drop-
ping, like flying through the rain forest
canopy,” says Williams. “Some of the zip
lines flew over huge ravines and near wa-
terfalls. It was amazing.”

Prices average about $20-$40 — more
for a canopy tour.

« Adaptive Cushion—Comfort Com-
pany, Vicair AllRounder, 800/564-9248;
www.comfortcompany.com/product/
Comfort%20Rehab/Accessories/All-
Rounder

« FreeWheel, 208/571-2051; www.
gofreewheel.com

Hang Gliding

« Kitty Hawk Kites, 877/FLY-THIS;
www.kittyhawk.com/hang-gliding/
» Wallaby Ranch Hang Gliding, 800/
WALLABY; www.wallaby.com

« U.S. Hang Gliding and Paragliding
Association, 800/616-6888;
www.ushpa.aero

Paragliding

o Adaptive Paragliding Super Fly Para-
gliding, 801/255-9595; superflyinc.com
« Jackson Hole Paragliding, 224/558-
3083; www.jhparagliding.com

« Project Airtime, 801/706-6076; www.
projectairtime.org

« The Flying Chair Project video,
www.rode.com/myrodereel/watch/en-
try/1012

« U.S. Hang Gliding and Paragliding
Association, 800/616-6888;
www.ushpa.aero

Rafting

« Crested Butte
Adaptive Sports
Center, 866/349-
2296; www.adap-
tivesports.org

« Environmental
Travel Compan-
ions, 415/474-
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« “Discover Glid-

ing,” NEW MOBILITY, www.newmobility.
com/2011/11/discover-gliding/

« Freedom’s Wings Canada, 519/884-
4242; www.freedomswings.ca

o Freedom’s Wings International,
717/335-0458; www.freedomswings.org
« Sky Sailing, 760/782-0404; www.
skysailing.com

« Soaring Society of America, 575/392-
1177, www.ssa.org

Skydiving

« Instructional Video for Paraple-

gic Skydiving, www:youtube.com/
watch?v=yYTx0GG28aM

o “Jarrett Martin: King of the Sky,”
NEW MOBILITY, www.newmobility.
com/2014/12/jarrett-martin/

« Mile-Hi Skydiving Center, 303/759-
3483; www.mile-hi-skydiving.com

« U.S. Skydiving Organizations, www.
usairnet.com/skydiving/organizations/
« U.S. Parachute Association, 540/604-
9740; www.uspa.org

« YouTube video of Topher Downham:
www.youtube.com watch?v=7THWmCO7
jZ4&feature=youtu.be

Surfing

o Access Surf, www.accessurf.org

« “Dancing in The Sea,” NEw MOBILITY,
www.newmobility.com/2012/08/
dancing-sea-adaptive-surfing/

« Infinity Surfboards, 949/661-6699;
www.infinitysurf.com/waveski/
waveski-for-the-disabled/

« International Surfing Association,
858/551-8580; www.isasurf.org. Type
Adaptive Surfing into “search site”.

« Kauai Ocean Recreation Experience,
808/651-6416; korekauai.com

« Life Rolls On, 424/272-1992;
www.liferollson.org

Zip Line

« Costa Rica Zip Line Operator, 844/
GOTOSKY; www.skyadventures.travel/
skytrek/

» Misty Mountain, Adaptive Zip Line
Harness, 866/647-8955; mistymountain.
com/program-gear/adaptive-gear.html
« New Zoo Adventure Park, 920/434-
7841; newzoo.org/adventure-park/

« Park City Flying Eagle Zip Line,
435/649-8111; www.parkcitymountain.
com/site/summer/activities/zip-lines

» World Wide Zip Line Locations,
www.ziplinerider.com/Zipline_
Locations.html
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SPOTLIGRT: SEATTLE )

BY KOTI HU AND KENNY SALVINI

MY TAKE

Nestled in the Puget Sound with panoram-
ic views of the Olympic Mountains to the
west and the Cascades to the east, Seattle’s
diverse landscape offers outdoorsmen like
myself plenty of opportunities to get out
and enjoy nature. There is a wide array of
organizations working to get people with
disabilities outdoors with
adaptive equipment for

sports of all kinds.
In the winter, the in-
credible volunteer staff with
Outdoors for All straps me
in to one of their adaptive
skis for an exhilarating day
on the slopes at Snoqualmie
Pass. And when the summer gets hot, you'll
find me out on Green Lake or the Interur-
ban Trail, pulling my girlfriend on her long-
board with my power chair as my service

SKINNY ON THE CITY

Seattleis thelargest city in Washington and the cultural epicenter of the Pacific North-

west. With an ever-expanding public transit system and a whole slew of accessible
parks, trails and concert venues, there’s no secret why the Emerald City is consistently
named one of the most livable cities in the country for people living with disabilities.

Learn
about the
Washington

dog, Hank, trots happily alongside.

Even when the weather takes a turn to-
wards the long rainy season, there are still
plenty of opportunities to connect and have

fun indoors. Whether it’s wheelchair
basketball, quad rugby, or just catch-
ing a movie in IMAX at the Seattle

Science Center, there really is no ex-
cuse for your event calendar to ever
— KENNY SALVINI

Chapter on
next page

be empty.

GETTING AROUND

Living a mere eight minutes by wheelchair
from the heart of Seattle, I find wheeling
is often the easiest way for me to venture
into the busy downtown area. This way I
don’t have to worry about finding accessible
parking, especially with our highly abused
disabled parking placard system — fraudu-
lent use of placards was reported to be at 60

percent in 2013. Some hills can be dicey, but
not problematic for power chairs. Although
known for frequent rainfall, Seattle’s is typi-
cally just drizzle. Still, that can be enough to
require taking our accessible ferry, bus, and
light-rail systems at times. There’s also Ac-
cess, a system of small buses that are espe-
cially equipped to handle only persons with
disabilities. But be prepared for a potentially

MUST SEE, MUST DO

Venue: For a unique picnic spot, check out Kubota Gardens in South Seattle. Blend-
ing Japanese landscaping with Northwest horticulture, the city’s deep Pacific Rim
influences are on full display in the 20 acres of beautifully sculpted terrain. The
garden’s mix of paved and gravel trails can be a little difficult to navigate at times,
but you'll be glad you got your wheels dirty once you get a glimpse of the breath-

taking scenery.

Sports: CenturyLink Field is notorious for the Seahawks and the 12th man, but the
weather during football season can be a little harsh. Get tickets for the Sounders

in the spring or summer and you’ll be transported to a raucous European soccer
stadium in an instant. The ample accessible seating gives you just enough separa-
tion from the fray of rabid fans with their crazy outfits and organized chants. It’s an

experience unlike any other!

— Koti Hu

frustrating trip. Wait times can be hellish!
Despite its shortcomings, Access is still
handy in a pinch, especially if paired with
our other public transportation systems.

HEALTH CARE

The University of Washington and Har-
borview rehab clinics are two functionally
separate clinics that were recently consoli-
dated under UW — the same attending
physiatrist oversees a person’s care. My
experience as someone who went through
both inpatient and outpatient rehab there
has been overwhelmingly positive. With a
number of other rehab clinics within the
Seattle area, the availability of quality SCI
medicine here is excellent. Also notable is
the UW-based SCI Forum, attended by stu-
dents of SCI medicine as well as injured per-
sons and their supporters. In the monthly
forums, experts and panelists present on
issues of living with SCI and related topics,
like breakthroughs in SCI medicine and
demonstrations of new assistive technol-
ogy. The Forum has been an essential part
of my recovery from SCI. — Kot1 Hu
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Chapter Check-In

Washington Chapter: Ramping Up Advocacy and Connection

As one of Washington state’s most renowned
trial lawyers and only the second woman in
the state to be named a Top 10 Super Law-
yer, Karen Koehler long ago proved herself
in the courtroom. But in 2010 she found
herself looking for a way to give back to the
community outside the courtroom. A case
with a quadriplegic client opened her eyes

to some of the harsh realities facing the SCI
community and she identified a need and the
opportunity to make a difference. “I was re-
ally discouraged in trying to help him access
resources. I figured I'd just go to the spinal
cord injury association of Washington and
there was none. So that started the process of
starting the Spinal Cord Injury Association
of Washington.”

Since its inception, SCIAW has partnered
with the Christopher and Dana Reeve Foun-
dation, launched a peer mentoring program
and built up a hugely successful annual Walk
and Roll event that drew almost 350 people
last fall while raising $35,000 to support the

association’s mission. The fifth annual Walk
& Roll is scheduled for Oct. 4.

Last year, SCIAW signed on as a chapter
of United Spinal with hopes of tapping into
the organization’s background in advocacy.
“We’ve looked into some advocacy locally
and we’re not stopping it, we’re just not mo-
bilized to do anything yet. We’re very, very
excited,” says Koehler.

One area the association has mobilized
in is ramp construction. Two years ago
SCIAW launched its Build-A-Ramp pro-
gram, aiming to help people with SCI get
the ramps they need to live in their homes.
SCIAW members work with therapists and
discharge workers to identify individuals
in need and then figure out the best way to
ensure that individual gets a ramp.

“It’s almost always for people who are
recently discharged from the hospital and
have no idea how they are going to get back
into the house,” says Koehler.

Over the last two years the association has
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In the past two
years, the Wash-
ington chapter’s
Build-A-Ramp
program provid-
ed nine ramps.

aided in the construction or securing of nine
ramps. From lengthy, twisting ramps with
handrails, to suitcase ramps, they’ve seen it
all. Whether someone has secured the funding
for a ramp but can’t find anyone to build it, or
they have the builder but no materials, or they
simply have no idea where to turn, the Build-
A-Ramp program is there to help. Koehler has
enlisted the help of clients with construction
backgrounds for the bigger projects and often
gets materials donated from local businesses.
Washington’s rugged terrain creates a lot of
need for the program, but sometimes proves
too big an obstacle to overcome. “We live in
the Pacific Northwest and there is not much
flat land here,” she says. “Sometimes we have
to turn people down because we can’t build
ramps for what they want.”

Accessing and socializing with other
paralyzed individuals can be equally, if not
more important than accessing your home
after an injury. To help paralyzed individuals
do just that, SCIAW member Kenny Salvini,
a quad, launched the Here and Now Project.
The Project hosted two big get-togethers
in 2014, including the after-party for the
SCIAW’s Walk and Roll, and is looking
to expand in its second year. “We find that
people really want to get together so that’s
what The Here and Now Project is focusing
on, trying to pull people get together.”

To find out more about SCIAW, visit
www.sciaw.org or www.facebook.com/scia-
washington.
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Rolling for Rights: 4th Annual Roll on Capitol Hill

nJune 9, on a beautiful Tuesday morning, traffic in
O downtown Washington, D.C., came to a halt. The brief

respite in the capital’s incessant hubbub wasn’t precipi-
tated by the usual police or VIP escort, but by something much
more unique: a flock of wheelchairs. Lobbyists trying to make
their way down K Street and cabs rushing down Massachusetts
Ave. all stopped for a minute to watch as over 50 wheelchair
users and many more advocates made their way to the Capitol
as part of United Spinal 4th Annual Roll on Capitol Hill.

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

This year’s event was held at the Marriott Marquis in down-
town Washington from June 6-10 and brought together over
100 advocates from 29 states and Washington, D.C. A Sunday
night welcoming party and an all-day schedule of educational
presentations and panels Monday prepared attendees for over

NEW MOBILITY’s senior editor, lan Ruder, meets with his elected
representative’s staff.

First time attendee Andrea Dalzell found being surrounded by
so many like-minded advocates to be empowering. “Learning
about the different bills and legislation was great, but the high-
light for me was seeing so many advocates come together and
share their passion to get these bills passed,” she says. “There
is a big wall to climb to get the change we want, but after an
event like this you see things from a different light and it adds
to your confidence that we can do it.”

Returning attendees say they can see progress being made,
even if it doesn’t always manifest in change as quickly as they
would like. “The wheels of progress turn slowly,” says Willis
Washington, an Oklahoma member who has attended three
of the four Rolls. “It takes time, you’re not going to always hit
a home run the first time you step up to the plate. | hope that
we continue to build our relationships with our legislators and |
hope in turn that we as advocates take it upon ourselves to be

. . . A ,
More than 50 wheelchair users participated in this year’s Roll on more involved and make change.”

Capitol Hill event.

200 congressional office visits Tuesday. The busy day on the Hill
wrapped up with an awards ceremony and reception during
which United Spinal honored Senator Patty Murray (D-WA),
Congressman Rob Wittman (R-VA) and Congresswoman Tammy
Duckworth (D-IL) for their dedication to serving people with
disabilities and veterans.
“Every year this event keeps growing and getting better,”
says James Weisman, United Spinal’s executive director. “It has
been a pleasure to watch our mix of new and old advocates re-
ally come together and represent this community in a way that
no one else can. They speak about the issues so eloquently that
their representatives have to listen and that’s often the first
and biggest step to affecting change.”
Advocates learned about and then hammered home the
importance of a number of issues critical to the spinal cord in-
jury community, including Complex Rehab Technology, safe and  ypited spinal’s Alexandra Bennewith, Jim Weisman and llinois
accessible transportation and adequate funding for Medicaid. member Steven Burns met with lllinois U.S. Rep. Tammy Duckworth.
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Historic Gathering of 40- and 50-year SCI Survivors

n June 7, the spinal cord injury
Oresearch team from the Medical

University of South Carolina held a
historic celebration of the Longevity After
Injury Project in Minneapolis, Minn. The
celebration brought together study partici-
pants and guests, including 10 SCI survivors
who are more than 50 years post-injury. The
people with SCI in attendance averaged 41.8
years post-injury and only a handful were
less than 30 years post-injury. The event
commemorated and celebrated 40 years of
research for this study, which was initiated
by Dr. Nancy Crewe, at the University of
Minnesota in 1973. The celebration was held
in Nicollet Island Pavilion on the Mississippi
River in downtown Minneapolis.

Former president of the National SCI
Association, John Schatzlein, received the
Career Contributions Award, much to the
delight of the attendees, many of whom he had
known for nearly 50 years and for whom he
has served as a peer mentor. Barbara Armour
was presented with the Longevity after Injury
Award, having reached 58 years since the

Barb Armour, a 58-year survivor, accepts the
Longevity Award from principal investigator,
Jim Krause, who is himself 43 years post-injury.
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By James Krause

Don Bania talks with 54-year survivor, Don
David Taylor.

onset of her SCI. Other awards included:
Community Contributor Award to Margo
Imdieke Cross, who has spent countless hours
advocating for accessible environments in
Minnesota; Staff Lifetime Contributor Award
presented posthumously to Sarah Lottes, who
had a tireless commitment to SCI and who
literally worked with the research team until
the day she died in February at age 72. Laurel
Cibick accepted a plaque of appreciation on
behalf of her mother, Dr. Nancy Crewe, who
initiated the study.

The collective accomplishments of the par-
ticipants are amazing. There have been over
2,200 participants since the study’s inception
in 1973 and they have collectively worked for
over 12,500 years, logging more than 22 mil-
lion hours of gainful employment.

Several current and former participants
were recognized for their outstanding indi-
vidual accomplishments, including Dr. David
Gray, who was one of the true pioneers of
disability rights and a leader in SCI research,
both as an investigator and presidential ap-
pointee as director of the National Institute for

Disability and Rehabilitation Research. Dr.
Gray also passed away in February, and he
had been the first individual to plan on attend-
ing the event, saying “I will be there.” He was
there in spirit, as were so many others.

The event was a reminder of the magni-
tude of accomplishments by so many people
with SCI. Dr. James Boen wrote the book
The World’s Oldest Living Quadriplegic prior
to his death after 56 years with SCI, a total
eclipsed by two current participants. Larry
Kegan was a boyhood friend of Bob Dylan
and played on stage with him. Other indi-
viduals have written books, including Robert
Peters (A Dive Too Deep) and Mike Patrick (I
Still Believe in Tomorrow).

When the study was initiated in 1973,
living 40 years with SCI was viewed as
unattainable, yet there were 26 people at the
event to have lived more than 40 years with
SCI. Those attending were proud that knowl-
edge gained from their participation has
helped improve understanding of SCI and the
changes that occur as people age with SCI.

This was a truly inspiring event, even for

Two 40-plus-year survivors, John Schatzlein and
Bruce Gryting, share some memories
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Jessica Harthcock and her husband,
Adam, had been working without a
salary for over a year to develop an
application that would match people
with neurological disabilities with
the facilities best suited to their needs
when they just about decided to give
up. Harthcock had been developing
the idea since she had to navigate the
overwhelming maze of options after
she was paralyzed in 2004. Thanks
to her family’s help, she managed to
find the right facilities and studies

ing,” March 2014). Knowing others

were not as fortunate as she had been

and didn’t know where to turn, she had per-
severed through college and graduate school
to get the skills to build her dream business
and help them. Then, in 2012, everything
came to a halt.

“It all fell apart at the 11th hour,” she re-
calls. The challenge of launching a business
reminded her of her battle to walk again.
“You take two steps forward, then you take
10 steps back. And you don’t know what’s
going to happen the next day or if you're go-
ing to make it to the next milestone.”

Just as she had refused to give up when
doctors told her she wouldn’t walk again,
once again Harthcock soldiered on. “We
actually thought about throwing in the
towel and moving on and then someone re-
minded us what we were trying to do,” she
says. “I felt very compelled to be able to
build something that truly matters that can
help people. That’s what kept us going.”

Over the next three years, Harthcock
and company would take part in a business
accelerator program, a global health chal-
lenge, a start-up challenge and a head-to-toe

Tennessee Member Jessica Harthcock: Determined to Help Others

Adam and Jessica Harthcock, along with the whole Utilize . . .
that would eventually help her walk Health team, want to make it as easy as possible for people ing my doctors, by helping me write

again (see “The High Costs of Walk- with disabilities to access quality health care resources.

rebranding effort. They didn’t win any of
the big competitions, but gained valuable
feedback. Seeing so many startups up-close
and personal helped Harthcock better ap-
preciate what set Utilize Health apart and
what made it so important. “I think a lot of
companies know what they’re going to do
and how they’re going to do it but we started
with the why, which is I think a little more
unique. We’ve always known our why and
every day we go back to doing this because
patients need help and facilities need help
finding patients.”

This spring, Harthcock’s determination
paid off when she officially launched Utilize
Health, the matching application she had
always dreamed of. At its most basic, Utilize
Health is a quick and easy Web-based
matching service that asks users questions
to determine which medical facilities offer
the best match for their needs. The user’s
location, disability, payment options and
health are among the numerous factors its
algorithms take into account as they whittle
down the hundreds of medical facilities in
the database. Right now the site is intended

for people with SCI, brain injury,
stroke, multiple sclerosis, muscular
dystrophy and cerebral palsy, but
Harthcock hopes to expand it.
Harthcock’s original vision was
simply to match clients, but as the
service has evolved she realized
many clients needed more than a
list of places that would best suit
them. “They were like, ‘I want to be
matched but after you help me find
those resources, I literally need you to
help me get to those resources by call-

an insurance appeal, by finding me
transportation.” ... It was fascinating
because it was outside of our scope at
the time, but we took it as a cool customer
development opportunity.” Those needs
led to the birth of Utilize Health’s patent
advocacy program.

Matt and Jill Wheeler are two of the
early beneficiaries of that program. The
Tennessee couple was among hundreds
of people nationwide who reached out
to Utilize Health following an article
on Harthcock’s efforts in USA Today in
November 2013. Since the Web application
wasn’t ready, Harthcock and her team had
matched Matt to find therapeutic options
for his type 2 spinocerebellar ataxia. “Jes-
sica was wonderful in helping open our
eyes to some things we were not aware
of and things most doctors don’t consider
because they are outside of the box,” says
Jill. Through Utilize Health’s advocacy
help, the Wheelers got their insurance
to cover an extensive amount of therapy
which the couple say has greatly improved
their lives. “I was pretty depressed after
the diagnosis,” says Matt. “Utilize Health
gave me a newfound life and drive.”

those of us who have lived for decades with
SCI. The study participants have faced many
unique challenges, but despite that, have
worked tirelessly to make this world a better
place for all of us with SCI. Together, we
have worked to facilitate accessible environ-
ments, promote employment, and advocate
for policies that create opportunities. We look
forward to the next generation of people with

SCI building upon these accomplishments
and with hope for anyone with SCI that they
have the opportunity to live long, healthy and
fulfilling lives.

* The Longevity After Injury Project,
Medical University of South Carolina,
843/792-2300; www.longevityafterinjury.
com. Also look for the project on Facebook
and LinkedIn.

Dr. James Krause is a professor and asso-
ciate dean for research in the College of Health
Professions at the Medical University of South
Carolina and serves as director of the Center
for Rehabilitation Research with Neurologic
Conditions and scientific director of the state
of South Carolina Spinal Cord Injury Research
Fund. He was paralyzed at the C4 level in a
diving accident in 1971 at the age of 16.
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Hospital and Organizational Members

Mission

United Spinal Association’s
mission is to improve the
quality of life of all Ameri-
cans living with spinal cord
injuries and disorders
(SCI/D). Membership in Unit-
ed Spinal is open to anyone
with an interest in SCI/D.
For more information on
the benefits of joining, visit
www.unitedspinal.org or call
800/404-2898.

SPINAL CORD
RESOURCE CENTER
Questions? We Have Answers!

800/962-9629
www.spinalcord.org/
resource-center

WHEELCHAIR MEDIC
Expert Wheelchair Repair
Fort Totten, NY:
718/352-1623
Castle Point, NY:
845/831-2000, ext. 5394
www.wheelchairmedic.com

VETERANS SERVICE OFFICE
Veterans’ Benefits Advocacy

Philadelphia, PA:
215/381-3037 or 800/807-0190
M-F 8:30 a.m. to 4:30 p.m.
www.vetsfirst.org

CONGRESSIONAL
LIAISON OFFICE

Disability Policy Advocacy
Washington, DC 202/556-2076

United Spinal
Association
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ALASKA

Providence Alaska Medical Center
Anchorage, AK 99508; 907/562-2211

ARIZONA

HealthSouth Rehabilitation Hospital Spinal Cord
Injury Program, Mesa, AZ; 480/567-0350

St. Joseph’s Hospital and Medical Center,
Phoenix, AZ; 602/406-3000

CALIFORNIA

Casa Colina Centers for Rehabilitation, Pomona,
CA; 866/724-4127, ext. 3900

Northridge Hospital Medical Center, Center
for Rehabilitation Medicine, Northridge, CA;
818/885-8500

Sharp Rehabilitation Center, San Diego, CA;
858/939-6709

COLORADO
Craig Hospital, Englewood, CO; 303/789-8800

CONNECTICUT

Gaylord Specialty Healthcare, Wallingford, CT;
203/284-2800

Hospital for Special Care, New Britain, CT,
860/827-2761

Mount Sinai Rehabilitation Hospital
Hartford, CT; 860/714-3500

DISTRICT OF COLUMBIA

Medstar National Rehabilitation Hospital,
Washington, DC; 202/877-1000

FLORIDA

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

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

GEORGIA

Central Georgia Rehab Hospital, Macon, GA;
478/201-6500

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

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

HAWAII

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

ILLINOIS

Marianjoy Rehabilitation Hospital, Wheaton, IL;
800/462-2366

Memorial Medical Center, Springfield, IL;
217/788-3302

Rehabilitation Institute of Chicago - Midwest
Regional Spinal Cord Injury Care System, Chicago,
IL; 800/354-7342

Schwab Rehabilitation Hospital, Chicago, IL;
773/522-2010

INDIANA

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

KANSAS

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

KENTUCKY

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

Frazier Rehabilitation Institute, Louisville, KY;
502/582-7490

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

LOUISIANA

The Gilda Trautman Newman Rehabilitation
Center, New Orleans, LA; 504/899-9511

Touro Rehabilitation Center, New Orleans, LA;
504/897-8560

MASSACHUSETTS

Spaulding Rehabilitation Hospital, Charlestown,
MA; 617/573-2770

Weldon Rehabilitation Center at Mercy Medical
Center, Springfield, MA; 413/748-6840

MARYLAND

Adventist Rehabilitation Hospital of Maryland,
Rockville, MD; 240/864-6132

International Center for Spinal Cord Injury
at Kennedy Krieger Institute, Baltimore, MD;
888/554-2080

University of Maryland Rehabilitation and Orthoe-
paedic Institute, Baltimore, MD; 410/448-2500

MICHIGAN

Mary Freebed Rehabilitation Hospital, Grand
Rapids, MI; 800/528-8989

Rehabilitation Institute of Michigan, Detroit, MI;
313/745-1055

MISSOURI

SSM Rehabilitation Hospital, Bridgeton, MO;
314/768-5200

The Rehabilitation Institute of Kansas City,
Kansas City, MO; 816/751-7812

MISSISSIPPI

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

NORTH CAROLINA

Carolinas Rehabilitation, Charlotte, NC;
704/355-3558

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



Roger C. Peace Rehabilitation Center,
Greenville, NC; 864/455-3779

UNC Acute Inpatient Rehabilitation,
Chapel Hill, NC; 919/966-4131

Vidant Medical Center, Greenville, NC;
252/975-4100

Wake Forest University Baptist Inpatient
Rehabilitation Program, Winston-Salem, NC;
336/716-2011

WakeMed Rehab Hospital, Raleigh, NC;
919/350-8861

NEBRASKA

Madonna Rehabilitation Hospital SCI Rehabili-
tation Program, Lincoln, NE; 402/489-7102

QLI Omaha, NE; 402/573-3700

NEW HAMPSHIRE

Northeast Rehabilitation Hospital Network,
Salem, NH; 603/893-9478

NEW JERSEY

Bacharach Institute for Rehabilitation,
Pomona, NJ; 609/748-5480

Kessler Institute for Rehabilitation,
West Orange, NJ; 973/252-6367

NEW MEXICO

HealthSouth Rehabilitation Hospital Spinal Cord
Injury Program, Albuquerque, NM; 505/344-9478

NEW YORK
Helen Hayes Hospital, West Haverstraw, NY;
845/786-4000

Mount Sinai Medical Center, New York, NY;
212/241-6500

NYU Langone Medical Center -

Rusk Rehabilitation, New York, NY; 212/263-6012
St. Charles Hospital Rehabilitation Center,

Port Jefferson, NY; 631/474-6011

Strong Memorial Hospital of the University of
Rochester, Rochester, NY; 585/275-2100
Sunnyview Rehabilitation Hospital, Schenectady,
NY; 518/382-4560

The Burke Rehabilitation Hospital - Spinal Cord
Injury Program, White Plains, NY; 914/597-2500

OHIO

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

SCI Program of the Rehabilitation Institute of
Ohio at Miami Valley Hospital, Dayton, OH;
937/208-8000

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

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

OREGON

Legacy Rehabilitation Institute of Oregon,
Portland, OR; 503/413-7151

PENNSYLVANIA

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

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

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

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

SOUTH CAROLINA

HealthSouth Rehabilitation Hospital of
Charleston, Charleston, SC; 843/820-7777

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

TENNESSEE

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

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

TEXAS

HealthSouth RIOSA,
San Antonio, TX; 210/691-0737

Houston Methodist Hospital, Houston,
TX, 77030 713/394-6000

Texas Health Harris Methodist - Fort Worth,
Fort Worth, TX; 817/250-2029

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

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

UT Southwestern Rehabilitation Unit, Dallas, TX,
214/493-0597

‘Warm Springs Rehabilitation Hospital of
San Antonio Spinal Cord Injury Program,
San Antonio, TX; 210/616-0100

UTAH

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

VIRGINIA

Inova Rehabilitation Center at Inova Mount Ver-
non Hospital, Alexandria, VA; 703/664-7924

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

Virginia Commonwealth University Medical
Center, Richmond, VA; 804/828-0861

VERMONT
Fletcher Allen Rehabilitation, Colchester, VT;
802/847-6900

WASHINGTON

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

Organizational Members
Blood Brothers
Henderson, CO; 303/937-4578

Center of Recovery & Exercise (CORE)
Longwood, FL; 321/418-3050

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

Life Beyond Barriers Rehabilitation Group
Rockford, MI; 616/866-6859

Miami Physical Therapy Assoc., Inc.
Miami, FL; 305.444.0074

Neuro Fit 360
Pembroke Pines, FL; 954/252-8020

NeuroWorx
South Jordan, UT; 801/390-0760

Neuroxcel
North Palm Beach, FL; 866/391-6247

Project Walk - Atlanta
Alpharetta, GA; 770/722-4239

Project Walk - Houston
Missouri City, TX; 281/410-8348

Project Walk - Kansas City
Overland Park, KS; 913/451-1500

Project Walk - Orlando
Sanford, FL; 407/571-9974

Project Walk - San Francisco
Freemont, CA; 510/623-1924

Project Walk - Spinal Cord Injury
Recovery Center, Carlsbad, CA; 760/431-9789

Push to Walk
Riverdale, NJ; 862/200-5848

The Recovery Project
Livonia, MI; 855/877-1944

Interested in becoming a hospital
or organizational member? Please
contact Nick LiBassi at
718-803-3782, ext. 7410

or nlibassi@unitedspinal.org
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DO YOU HAVE A RELIABLE SOLUTION TO YOUR BOWEL PROGRAM?

CEO-TWO® Laxative Suppositories combine
Sodium Bicarbonate and Potassium Bitartrate

in a Polyethylene Glycol Base. Upon insertion
into the rectum, the pre-moistened suppository
reacts with the moisture present to produce
carbon dioxide gas. This CO, gas gently expands
the lower bowel and creates a reflex stimulation
resulting in an urge to empty the lower bowel
within 30 minutes. Moreover, there is no chemical
stimulation to the bowel, no painful cramping, no
diarrhea and rarely a second urge to defecate.

CEO-TWO

Laxative Suppositories

Bowel reqularity is no accident with
CEO-TWO Laxative Suppositories!

- Water-soluble formula

- Self-lubricating

- No refrigeration necessary - perfect for travel

- Individually wrapped and easy to open

- Unique tapered shape makes retention easier,
providing satisfactory results every time

- Comfortably empties the last 25 cm of the lower
bowel within 30 minutes

- Does not cause irritation or cramping, unlike
stimulant laxative products

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

ORDER BY PHONE
1-800-238-8542

M-F: 8:00 a.m. - 4:30 p.m. ET

ORDER ONLINE
www.amazon.com

CEO-TWO is a registered trademark of Beutlich® Pharmaceuticals, LLC. CCA 469 0215




KENNEDY

[1GANGA:

Painting So Others Can Live

BY MARK

life upside down. Now imagine dealing with an
SCI in a country with limited medical care, no
government assistance and rare access to even a basic
manual wheelchair. When Kennedy Nganga became a
C3-4 incomplete quad after a diving mishap in 1992,
he spent over two years in an orthopedic hospital ward
before coming home. In the years after his accident, he
would go on to become an accomplished painter. But
his true calling may be his philanthropic work through
the Momma Kennedy Mission, which empowers, edu-
cates, and helps Kenyans with disabilities find mobility
equipment, food and clothing.
Nganga’s story began near the coastal metropolis of
Mombasa, Kenya’s second largest city. He grew up near
the beach and quickly developed a passion for swim-

S ustaining a spinal cord injury can turn anybody’s

BOATMAN

ming that would carry him to becoming a decorated
high school swimming champion. But a diving acci-
dent when preparing for a swim meet left him in critical
need of immediate care. “In our country we still only
have one hospital that takes care of spinal cord inju-
ries,” he says, “and it’s in Nairobi, 600 kilometers from
here.” He was sent instead to a nearby orthopedic ward.

In the hospital, Nganga developed severe pressure
wounds that went down to the bone. His health was
in significant decline until his mother, Sethi, stepped
in and learned how to care for her son. “When I came
home she was there for me 24/7,” he says.

Nganga was able to be mobile in his wheelchair un-
til 1998, when he moved with his mother to a small
house with an earthen floor. He’s rarely been out of
bed since because there is very little room to maneuver
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Nganga’s Momma
Kennedy and Friends
Fund provides disabled
Kenyans with goats
and other goods.

his wheelchair and there are two large steps to reach
the outside. When he needs to leave his home, it takes
three strong men to carry him and his wheelchair out-
side. This limitation has done little to stop him from
pursuing a fulfilling life that has given much to many
people around him.

His introduction to painting came during his hos-
pital stay when a missionary brought him a magazine
article about Joni Eareckson Tada, the noted Christian
author and disability advocate. “Joni had a diving ac-
cident just like me and she was painting and helping
other people,” he says. “I said if she can paint using her
mouth, why couldn’t I paint with my hands?“

He experimented with various paints and colored
pencils but had trouble holding the brush. In time he
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managed to develop a technique holding the brush be-
tween his right index and middle fingers. It wasn’t long
before he was turning out many works of art. Sketching
was an outlet for Nganga’s considerable stress after the
accident. It was a form of therapy that grew into a way
of living, he says. He began painting the landscapes of
Mombasa and various types of African wildlife.

Scarce Resources, Abundant Vision
In 2002, Nganga wrote a letter to Hubert Seifert, the
director of Kenya’s Association for Persons Living with
Disabilities, requesting assistance for an art teacher to
visit his home. Seifert himself visited and encouraged
him with his art. Later an art teacher began teaching
him seven lessons on the basic elements of art. “That
was the foundation for my art, and from there I've
never looked back,” he says.

He developed into a skilled artist and soon had a
growing Facebook following with his vibrant and col-
orful paintings. The income generated from selling
his paintings on Facebook is Nganga’s main source of
earnings. Proceeds also help fund his philanthropic ef-
forts. And this was just the beginning. “Because of my
customers, I had to keep on learning,” he says. “People
bring me everything that they want me to paint from —
pets, dogs, cats, their houses and portraits of their loved
ones, everything.”

Candace Cable was one of his Facebook followers.
Cable, 61, purchased a sea turtle painting from Nganga
but became more deeply connected to him through his
compassionate spirit. His wide smile and willingness
to always forge ahead spoke to her. “He’s very commit-
ted to giving back, and he also helps to look after oth-
ers with disabilities and provide for them when he has
so little,” she says. That commitment is something few
Americans can grasp. “It’s unimaginable, I think, to
those of us living here in our ‘bubble’ to comprehend
what it takes to live with SCI where he lives,” she says.

Cable has unique insight into Nganga’s trials. Left a
paraplegic by a car accident in 1975 at the age of 21, her
life became a depressing purgatory. “I thought my life
was over, and I felt isolated,” she says. Rehabilitation
did little to ease her isolation. Nothing changed un-
til she received counseling and enrolled in California
State University Long Beach.

Also, Cable is an accredited representative to the Unit-
ed Nations for the Christopher and Dana Reeve Founda-
tion. Her role is to focus on sustainable global develop-
mental goals, so she understands the plight of people with
disabilities in poorer countries. She says 80 percent of
children with disabilities don’t attend school. “They don’t
go to school because they can’t get to school and their
parents don’t know they can go to school,” she says. Chil-
dren with disabilities are often told they are worthless or
undesirable. “That is what Kennedy is dealing with there,
and my limited understanding of that feeling of isolation
is magnified a hundredfold for him,” she says.

His work relieves the isolation for people in Bamba, a



poor, marginalized area where the need for help is dire.
Cakes are an expensive commodity in Kenya, but Ngan-
ga has arranged to buy the leftover crumbs cheaply from
a major bakery. Cable is amazed at how much his hand-
ing out of cake crumbs means to the residents. “He lives
in a society where there’s such scarcity, but there’s abun-
dance in his vision that everything counts,” she says.

Birth of the Momma Kennedy Mission
In June 2011, Nganga’s life came crashing down when
his mother passed away. As she was both mother and
sole caregiver, Sethi’s death was a crushing blow to his
spirit and future. “I thought it was the end of me,” he
says. “The biggest problem was how to heal.” Luckily,
one of his younger brothers abandoned working and
stepped into the role of caregiver.

After a traditional 40-day period of mourning,
Nganga wanted to remember his mother, but he only
had a small amount of money left from her burial. He
told his Facebook friends that he wanted to help his
brothers and sisters with disabilities living in Bamba.

The money raised for the destitute village marked
the beginning of the Momma Kennedy Mission.
Nganga coordinated a drive to collect clothes, shoes,
bedding, books, school bags and kitchen utensils.
Many disabled people in the village were hidden away
by their families, but that changed when they came out
to register for assistance.

Initially, the Momma Kennedy Mission gave away a
goat and chicken to 10 families living in Bamba. Goats
are valuable assets for the village. “The goats provide
nourishing milk, and goat’s milk is regarded as me-
dicinal here,” he says. “Once you give someone a goat,
the goat will reproduce and you’ll be getting milk.”
The chicken eggs are an excellent source of protein,
and chickens require much less maintenance. “Chick-
ens here just roam and you don’t have to feed them,”
he says. To date, the mission has given away over 400
goats and chickens.

The response from the citizens of Bamba during
the first year was so great that Nganga decided to start
a Mbazizo community-based organization that now as-
sists about 750 members with varying disabilities.

Four years ago, Nganga’s attention was brought to
three blind girls living in Bamba. Nuru, Amina and
Kwekwe weren’t doing well and needed help desperate-
ly. Facebook followers once again came to the rescue,
helping to place the girls in a quality boarding school.

Nuru and Amina were not only blind, they were also
born with albinism — lack of pigment in the eyes, skin,
hair, and nail cuticles. The girls had lived a tough life and
never had access to something as simple as sunblock. “I
thought the best way is to move them from the village,
bring them to town, where they joined a special board-
ing school where they get lotions, food and education,” he
says. “Now they are in a very good school, they are doing
very well and they are the best in their classes.”

The non-albino girl, Kwekwe, dropped out of school

for three years because she couldn’t pay the school fees.
Nganga made sure she got back to school. She’s sup-
posed to be in high school but is in grade six. That isn’t
stopping Kwekwe from achieving her goals. “She’s very
confident and her dream is to become a teacher,” he
says. “She wants to prove to our community and to our
family that blind people are ordinary people and can
achieve more than other people.”

Helping the girls puts a huge smile on Nganga’s face.
“It makes me feel excellent,” he says. “It gives me a pur-
pose to live.” The support of his Facebook family for
the girls has been amazing. “I don’t call them my girls,
I call them our girls on Facebook because they belong
to many people,” he says.

Growth and Gratefulness

Nganga’s artistic talent has evolved considerably dur-
ing the past three years, thanks to his friendship with
artist and missionary Michael Lang’at. A member of
the Kalenjin tribe from Nakuru, Lang’at began teach-
ing Nganga art daily for two hours, but it was difficult
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“He’s very committed to giving back, and he also helps to look
after others with disabilities and provide for them when he
has so little. It's unimaginable to those of us living in America
to comprehend what it takes to live with SCI where he lives.”

because Nganga had a weak grip and low confidence
in his ability. However, over time, his ability soared,
and he only needed lessons twice a week. According
to Langat, it has been a fun challenge for the both of
them. “We have come a long way,” he says. “It’s fun be-
cause he is not a boring person to be with, he’s really
outgoing and down to earth.”

When they began their partnership, Lang’at admits
he pitied Nganga and wasn’t hoping for great achieve-
ment. But Nganga surprised his new friend. “Little did
I know the potential he had in him,” he says. “He went
on to challenge me a great deal. He humbled me tre-
mendously.” He also loved that Nganga thinks big and
isn’t afraid of looking beyond his own community.

As Nganga’s art flourished, Langat became active
in the work of the Momma Kennedy Mission. Almost
every day, Lang’at hops the ferry for the three-hour trip
to the other side of the island where Nganga lives.

By networking with people on Facebook, Nganga
discovers many children and adults with disabilities
who are in dire need of assistance. They may need fi-
nancial help, clothing, food or basic mobility devices
like crutches and wheelchairs. Since Nganga often
can’t get out of bed, Lang’at travels to carry out mis-
sionary work on his friend’s behalf. “He would send me
to go check on the situation and then bring feedback to
him if there is a need,” he says.

One of Nganga’s many accomplishments includes
getting a small health clinic built for the poor liv-
ing in Bamba. He received vital help with the project
through his friends at the Love and Light Ministry in
Singapore. These efforts astound Lang’at. “The greatest
miracle of all is that he does all this from his bed,” he
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says. “It’s unbelievable.

Langat has greatly enjoyed watching his friend suc-
ceed. “His talent has really grown and it’s the main
part of his life,” he says. “I don’t think he would enjoy
life without it.”

The Momma Kennedy Mission has achieved much,
but Nganga’s proudest accomplishment is the disabil-
ity awareness that he has been able to foster. “In that
area, most families keep their disabled persons hidden
in houses, and they don’t expose them to outsiders,” he
says. “We managed to make them bring the disabled
persons outside.”

Last August, the Rotary Club of Mombasa North
Coast partnered with Nganga by setting up a large medi-
cal camp in Bamba. Rotary has provided tremendous as-
sistance with the medical needs of the village. They also
made Nganga an honorary member of the organization.

Meanwhile, his painting skills continue to improve.
“I've gotten better, and I keep on getting better," he says.
The vibrant paints that he uses lend more realism in ev-
ery painting he does. Once the canvas is prepared by his
brother, it doesn’t take long for him to complete a paint-
ing. The more complicated paintings with intricate de-
tails can take over a week to complete.

He estimates he has completed nearly 150 paintings.
He encourages people to contact him via Facebook to
commission a painting, He sells his work directly to
clients through his PayPal account. A portion of each
painting benefits the Momma Kennedy Mission.

Kenya is a poor country, and Nganga hopes to soon
improve his living conditions. Currently, he lives in a
small house with inadequate wheelchair access. He’s
hoping to move into a wheelchair-friendly home, which
has been under construction for nearly three years, fi-
nanced mostly by his art sales and a few friends. The
new accommodations will boast electricity, running
water, a studio and art gallery and small boardroom
where he can meet with people. “It will also be a mis-
sion center where people can bring stuff, and I'll be
finding where to take it for the needy people,” he says.

Twenty-three years after his accident, Nganga says
he’s still adjusting to life with a spinal cord injury. The
hardest part of his life is that the Kenyan government
gives no assistance to people with disabilities. Wheel-
chairs are extremely rare. “We have people who have
never accessed a wheelchair in their life,” he says. “To
access a mobility aide sometimes is a miracle, and it’s
taken as a luxury.”

Life for Kennedy Nganga has been a series of small
and large miracles. Helping others is more than a phys-
ical act to Nganga, who says he has so many people to
thank for making his life fulfilling. “First is to thank
God — and to thank each and every individual who
has stood by me, my Facebook family and friends, he
says. “They have made me who I am.” 1]
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tis a beautiful spring day, the sun is

shining, the grass is green and we are

enjoying father-daughter time out at

the farm. We are hunting a common
prairie pest, the gopher. These little crea-
tures are much like a ground squirrel, but
their burrows are dangerous to horses
and cattle, so we keep their numbers
down. My daughter has walked over the
hill, and I sit back at the wheelchair acces-
sible portions of the field with our trusty
yellow lab, Nakoda.

“Now you stay back here with me,

I'm going to be shooting so you can’t go
out in front of me,” | say to Nakoda. She
looks into my eyes, walks calmly back and
lies down right beside me with an exag-
gerated sigh. | move forward to position
myself for the shot and feel my wheel
drop into a rut. Uh-oh, | try to back out,
only to spin down deeper.

“Dang,” | mutter as | realize | am stuck.
“Can you go and get Shania?”

Nakoda trains her eyes on mine and
her ears perk up as if to ask me to repeat
the question.

“I got stuck, my wheel-

chair won't move, will you
go get Shania, she is just
over the hill over there,” |
say, gesturing and looking
to where | want her to go.
She looks that direction,
and then stares back for
verification. “That’s right,
that's where she is.”

Nakoda springs to her
feet and bolts off.

| calmly sit and wait,
frustrated with myself that
| got stuck in a tire rut once
again, but glad that it is
a nice day and my coffee

58 NEW MOBILITY

cup is full. A little while later my daughter
walks up over the hill a couple of hundred
yards away.

“Did you send the dog to look for
me?” she calls. “She kept bouncing in
front of me.”

“Yes, | got stuck in a rut here.”

Shania walks over, chuckling, once

Nakoda

By Kary Wright

again rescues me with a simple pull, and
then refills the clip of my gun.

“Good girl!” We reward the dog with
pats. She smiles back and wags her tail.

* % ¥

We had come to realize as Nakoda
grew older that we could speak to
her like a human, and she seemed to
understand what we were saying. We
could send her to find people and she
always seemed to go to the right person.
We suspected that this would come in
handy. On this day it proved that it was a
very valuable game to play.

It is amazing how attached you can get
to a dog. They are such constant and loyal
companions. | recall going for runs with her
leash tied to my chair. She had seemingly
endless energy and would run without
tiring as far as | wanted to go. | recall her
sitting on the picnic table looking over
my shoulder as | was writing emails while
on camping trips, giving the odd lick of
encouragement to the back of my neck.

She loved to be in water, so we would
head out to the farm and all I could do was

tell her to swim since |
could not throw anything
for her to retrieve. She
would swim in circles
in front of me, and if |
wheeled down the shore-
line, she would follow. |
could always safely take
her with me when | was
alone and could count on
her to always be by my
side even though | could
not put a leash on her. |
fondly recall her tireless
frolicking in the waves on
the Texas Gulf Coast.

I think of the many



hours she spent lying on her bed under
my desk while | worked. She was so
patient and would wait until | would ask
if she wanted to go for a walk or a swim,
then she would perk up and bounce by
the door, ready to go! There were all the
miles of running she did while retrieving

countless tennis balls thrown by anybody

who would come by and play.

* %%

As the years went by, walks were get-
ting shorter and shorter, her eyes started
getting cloudy, and we wondered if her
hearing was diminishing.

A few weeks ago we took a trip to the
West Coast and rented a place on the shore.
During our trip her breathing became
labored. She made it to the shore of the
ocean a few times, but showed no interest
in going in to the water. She just slowly
turned around and sauntered back to us.
My wife and | commented that we aren’t
going to get many more trips with her.

“Come on, old girl! We'll get a short
walk in and then you can sleep!” | said to
Nakoda one morning. She plodded along,
slightly behind me, and showed a notice-
able smile. We were planning to take in
the last practice routine of the Canadian
Air Force Snowbirds aerobatic team.
Nakoda would stay at the cabin and relax
while we were gone for a few hours. She
slowly followed me back to lie down on
the porch. We could tell that she wasn't
feeling well; she was not her bubbly self.
As we were explaining to the owner of the
cabin about our concern for her, Nakoda

got a funny look on her face. My wife was
familiar with that look and right away
knew that a seizure was about to happen.
They held her through the seizure, and we
rushed to the nearest veterinarian, only to
find that there was no hope for our great
friend and family member.

“I want you there waiting for me when |
get there,” | said, gazing into her eyes. She
stared back into mine as if to let me know
that she had gotten the message. Then she
took her last breath and was gone.

If there are no dogs in Heaven, | want to
go where the dogs went.

SUREHANDS® Recreational Lifts

provide transferring options to enhance
the enjoyment of leisure activities
Whether at a sports club, stable, recreational facility,

mountainside or marina, or even in your own backyard, take the
struggle out of accessing your favorite fun-time or rehab activity.

¢ Aquatic activities

e Sailing

e Qutrigger canoeing
¢ Bass fishing

¢ Mountain or road cycling

o Therapeutic horseback riding

e or just enjoying a hot tub or
swimming pool in your own backyard

SUREHANDS LIFT & CARE SYSTEMS
1-800-724-5305

website: www.surehands.com
Call today for your free catalog or to request a free home demo.
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SUREHANDS'
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The archetypical disability cheater should be living it
up on those felonious checks, hanging out by
his infinity pool and drinking Crown Royal.

The New Welfare Queens

By Allen Rucker

fyou've been keeping up with the
news lately, you know that potshots
aimed at the disabled are back in
favor. This is not the first time our
entire demographic has been slandered
— for too much ADA regulation, too
many government handouts, or just a
pain in the libertarian back end. Given
that there are 14 people running for the
Republican nomination for President,
including Donald Trump’s hair, and 90
percent of them are small-government
believers, we of the disabled class
might find ourselves in the crosshairs
for a while. We may even come in for
some mild rebuke from Hillary Clinton,
but since she has yet to make a policy
speech or let a reporter ask her a ques-
tion more serious than How do you like
our lowa pork? — it's hard to know.
Leave it to Rand Paul, the one can-
didate who seems to speak his mind,
whether you like it or not, and in gen-
eral, doesn't like the government giving
people money, full stop. Campaigning
in New Hampshire last week, he laid
it on the line when it came to “safety
net programs”: “Everyone in this room
knows someone who is gaming the
system. Over half of the people on dis-
ability are either anxious or their back
hurts. Join the club. Who doesn't get a
little anxious for work every day?”
Note: these comments came from
video shot by a Democratic opposi-
tion research group. “Fifty percent of
people on disability are cheating dogs”

may become this year's “47 percent of
Americans are deadbeats.”

Whether Rand'’s statistics are true or
not, the strategy here is clear. Anyone in
the audience might have walked away,
saying, “Gosh darn it, that's where my
tax money is going — to a bunch of
conniving crybabies in wheelchairs! Boy,
that burns my bonnet!”

This is burgeoning stereotype — the
disability cheater. Who is he or she?
What's the most egregious crime these
scofflaws have committed? A penny ante
scheme of making a few grand a year in
a government shakedown? Hey, man,
Bernie Madoff has got nothing on you.

The first thing that comes to mind
are those local news reports with grainy
video showing some guy collecting
disability for his debilitating lumbago
as he’s bowling in a league champion-
ship. That's stupid to get caught like
that, but it's not going to anger millions.
If you were around in the early 1970s,
you might remember the dreaded
“welfare queen.” Ronald Reagan often
alluded to the real-life example of one
woman from the South Side of Chicago
who had 12 social security cards and
was drawing veteran’s benefits from
four patriotic but nonexistent dead
husbands. The implication was that this
super-queen was not unique, just one
of millions of such ghetto gamers. (They
were always black and always women.)
Someone else came up with the image
of a welfare queen driving her brand

new Cadillac down to the welfare office
to collect her 12 checks, and that’s what
really stuck in the minds, and craws, of
Middle America. It became the stuff of a
thousand political cartoons.

They haven't come up with that kind
of deeply resonating image of the dis-
ability cheat yet, but | bet someone’s
working on it. The fat guy with the
trick knee loading up 90-pound bags
of Quikrete at Home Depot is a start,
but it needs something like a Cadillac
El Dorado or gold jewelry to really sell
it. It's got to be more upbeat, more
aspirational. The archetypical disability
cheater should be living it up on those
felonious checks, hanging out by his
infinity pool, drinking Crown Royal,
fending off buxom beauties while hav-
ing a faux sword fight with his crutches.
Something like that would make mil-
lions envious and angry.

While we await our moment as the
welfare queens of the future, just know
that Rand Paul is not alone in working
this angle. Pundit Anne Coulter recently
opined that people in wheelchairs should
be barred from entering the United States
and applying for citizenship. That's all we
need, she snarled. More low-lifes gorg-
ing at the Federal trough, and they don't
even speak our language!

Bottom line: These hardballers are
picking on an entire class of people who
often have severe needs — and virtually
no political voice. Now that really burns
my bonnet.

~
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UNIQUE NON-SLIP PRODUCTS
Enhance Your
Independence.

The non-tacky surface makes
life easier by keeping items
in place during daily activities.

See for yourself, check out

ONLINE VIDEOS

MyGripSolutions.com Simplifying Daily Living

800-401-1074  www.mygripsolutions.com

JUANTUM 3%
Q100 Bathehair o

Pressure relieving

Injection Molded foam

25% better than ensolite

Outlasts steel or aluminum
Multi-configurable tub/shower/toilet
Options: Carry case, flat or

commode seats, free standing - 2
leg support
* Optional leg support shown on product above
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ChallengeCirecuit

17000

Ab Crunch ¢ Single-dual curls
High bicep curl
Single & dual tricep pulldown
Tricep extension ¢ Lat pulldown
Multi-level row 2
Bench & incline press
Pec fly « Dumbell pec fly

MORE

VA Approved ¢ Limited Lifetime Warranty
WWW.APEXEQ.COM - 800-851-1122

Feritil Caie®Rersenal
&intioducing the new \ /| BERECTf

VIBERECT
« Treats men with erectile dysfunction
« Treats SCI men with ejaculatory dysfunction.

JUMP START YOUR

SEX LIFE

FERTICARE PERSONAL

* The Ferticare personal freafs men
with ejaclatory dysfunction and
woman with orgazmic
dysfunction/ vaginal dryness.

* FDA approved/ VA approved.

* Inexpensive alternative to fertility
clinics.

» Can also help with incontinence
thru Kegel Exercise.

(Not FDA approved for sale
inside the USA for incontinence)

Orion Medical Group, Inc.
(Full D.M.E. Pharmacy Specializing S.C.l)
Tel. 714-649-9284 / 1-888-64-ORION (67466)
Fax. 714-594-4038
info@medicalvibrator.com

www.medicalvibrator.com

Don’t Become

ANTIBIOTIC

RESISTANT

Fight and
Prevent
P Concepts in Confdene, ’
| | = UTI’s
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Vig o
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Away
., E-Coli

Concepts in Confidence

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

(800) 822-4050
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BORN FREE MOBILITY RU'S
Personalized Flaer Plans

*Custom Cabinetry
[*Chair Lifts
*Stair Lifts
*Ceiling Track
Lift System
*Tie Downs for
\Vheelchars
"Power swivel base
for passenger seat
*Othen mobility
accomodations are
possible

WWW.BORNFREERI.COM
800-247-1835

$279

$279

SPINAL NETWORK

FOURTH EDITION

400 PAGES OF:

HEALTH // RELATIONSHIPS /7 SEX // SPORTS
TRAVEL /1 EMPLOYMENT // RECREATION
INDEPENDENT LIVING // INSURANCE ADVICE
CURE RESEARCH /7 ATTENDANT SERVICES
CIVIL RIGHTS // HUMOR

$1 1.95 + Free shipping”™

To order call toll free, visit us online,
or send check or money order to:

Spinal Network
120-34 Queens Blvd, Suite 320, Kew Gardens, NY 11415

800.404.2898, ext. 7260
www.unitedspinalstore.org/products/SN enter code NM13

*US ONLY

a Publication of United Spinal Association
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USA Jeans makes pants designed for sit-
ting. Call Darlene at 800-935-5170 or visit
www.USAJeans.net

Jump start your sex life and get
expert advice at medicalvibrator.com or
call 714-649-9284 we also specialize in
fertility and incontinence.

40’ ft. 2000 Beaver Patriot Motor
Home NEW Low Price! Immaculate -
REALLY LOADED!!! - only 84,000 miles!
LIKE NEW, ONLY $70,000. 2 slide outs,
Caterpillar Diesel, Pusher 3126B Truck
Engine, SuperArm, Roll-In Shower / HC
Bathroom, Hand Controls & Digi-Pad.
Call or e-mail for any additional info and
pictures. Cell (951) 218-4023 ~ Ask for
William. Email: wib21666@hotmail.com

LP3-LP4 Ventilator parts. Hard to find.
Reasonably priced. Free consultation.
Call Jerry 360-342-8918

Slightly used GO-Anywhere commode/
shower chair. $800. Includes Carrying
case. Woody 903-277-2301.

Antique Harley Davidson with hand
controls. 1965 Electra glide FLH with
matching side car. Restored several
years ago. 90% original with electric
start. 3 speed with reverse. Hand shift
on gas tank. Hand clutch and brakes.
Wheelchair fits in side car. I'm a T-8 para-
plegic complete. | have been riding this
bike for 20 years. $25,000. Serious inqui-
ries only. Phone 563-259-4428. Located
in lowa. Please leave a message.

Permobil X850 Trax Corpus for sale.
Call for details 718-642-6420

Wheelchair Accessible House For Sale
Located in Honey Brook, PA. 3 Bedrooms,
2 baths. Roll-in shower in master bath.
Roll-under sinks in kitchen and master
bath. Lower counters and cabinets in
kitchen. Large deck, attached garage. No
steps anywhere. Situated on 1/2 acre lot
in quiet neighborhood. Call 484-364-0275
for more information.

Berkel Bike - Cycling for All - a hand-
cycle that allows propulsion from both
arm and/or legs, allowing riders to get
maximum benefit of pedaling within

all means. The sit is high for maximum
stability and easy access. Excellent condi-
tion, used only once. Located in NYC.
Call: 917-821-5773 or e-mail: akg1948@
nyc.rr.com. Bought new for $5,400 and
selling for $4,000

Moving Sale!

Quickie S636 Brand New $3,000
Quickie S626 Good Condition $1,000
Roho seats included on both chairs
Stand Aid of lowa Semi Automatic
Stander Brand New $2,500

R&D Tub Sliding Shower Chair Brand
New $1,500

Hospital Bed with Remote $300
Sunrise Automatic Hoyer Lift $1,000
Call Sylvia 714-775-8332 or 714-675-9681

2001 35’ RV (5th wheel) accessible. Roll
in shower. $15,000. Willing to sell F250
pull truck (has lift) for $21,000

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

Florida Keys! Accessible 2 /bedroom
Waterfront Home, Large Bathroom
with Roll-In Shower. Spectacular View,
Resort Amenities included. 561-627-
1941. www.placidaccess.com

On The Beach Los Cabos, Mexico
Custom accessible Villa in the Village

of Los Barriles, Walk/Roll to restaurants,
shops, markets. Watch Whales and
Dolphins. Swim, snorkel and fish, right
out your back door. The Villa is com-
pletely wheelchair accessible boasting

a huge roll-in shower & roll-under sinks.
Monthly, weekly, or short term vacation
rental. U-Tube Virtual tour! https://youtu.
be/yN5chLwlvl Voted “Best Accessible
Vacation EVER” (by those who stay here).
Visit www.vrbo.com/434500... read the
reviews! NEW! For larger groups or wed-
dings www.vrbo.com/669234.... 7,000 sq
ft! 2 roll-in showers, all accessible! 1-866-
727-7986 (toll-free)
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Accessible Journeys
making the world more
accessible since 1985
Holland's Spring Tulips
Rhine River Cruises
Barcelona & Madrid
Venice & Ljubljana
Accessible Italy by train
Vietnam-Thailand-Cambodia
Kenya-Tanzania-Zambia-South Africa
800.846.4537

www.accessiblejourneys.com

TO PLACE A CLASSIFIED

AD IN NEW MOBILITY

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

Print Rates:
+$1.30 per word
+$1.00 per word

for USA Members

- Boxed Ads - $105 per inch

« Pre-Payment Required:
VISA, MasterCard,
AMEX, Discover

« All Paid Print Classifieds get a
1 month FREE Web Classified

Online Only Rate:
1month=5$16
3 months =$36
6 months = $72

9 months = $108

12 months =$144

newmobility.com/classifieds

United Spinal Business Member Updates

Allergan: On March 17, 2015, Actavis (NYSE:ACT)
completed the acquisition of Allergan, creating a
unique, global pharmaceutical company among
the leaders in Growth Pharma. www.Actavis.com
and www.Allergan.com

Permobil’s 2015 PowerTrip is bringing
you THE BEST IN MOBILITY!
http://permobilpowertrip.com/events/

Wellspect HealthCare believes a Good Start to
CIC is crucial for a Good Life. For FREE samples
of LoFric catheters, proven to improve short- and
long-term urethral health, contact 855/456-3742,
www.wellspect.us

Numotion: Join Numotion in celebrating the 25th
anniversary of the Americans With Disabilities
Act! www.numotion.com/news-resources/blog/

Supporters

Coloplast

The Comfort Company

DiMarco Araujo Montevideo Attorneys at Law
KD Smart Chair

Michigan Auto Law

Mobility Funding Group

Scootaround

Sleepsafe Beds

Surehands Lift & Care Systems

Synapse Biomedical

For more information on how you too can support United
Spinal and become a business 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. It is the individual’s responsibility to make his

or her own evaluation of such. To see a complete listing of
United Spinal business members, visit www.spinalcord.org/
resource-center/nscia-business-members.
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THE BEST OF DISABILITY BLOGS AND BANTER

ACCESSIBLE FOOD TRUCK

While ADAPT activists in Austin are
protesting food trucks for lack of access,
wheelchair-using entrepreneur and

chef Aleem Syed owns and operates a
fully accessible food truck in Toronto. “I
didn’t understand how | could make it
work,” confessed the halal chef to Global
News in December. But then French chef
Pascal Ribreau, who is also a paraplegic,
showed Syed his own accessible kitchen.

Soon Syed was working with designer
Kashif Tejani and in less than a year The
Holy Grill was ready to hit the road. “It
was definitely quite challenging,” said Te-
jani, about getting accessibility features
such as a custom ramp into a vehicle that
has to hold an industrial kitchen.

Syed plans to bring his truck to the
United States so he can be closer to a
Project Walk facility.

Read more at globalnews.ca/
news/2023403/chef-breaks-barriers-
with-custom-wheelchair-accessible-
food-truck.

FUN WITH POST-ITS
See all that blue? Thanks
to the Brazilian pranksters
Canal Boom, this illegally
parked driver’s entire car
is covered in Post-lt notes.
That’s going to take a
while to clean off. See the
viral video at tinyurl.com/
ga8adbk
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