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THINKING BIG
As New Mobility celebrates its 30th anniversary this year and America recognizes
Spinal Cord Injury Awareness Month this
month, the NM team thought what better
way to mark the occasion than by looking
to the future and thinking big.
Hence, I am proud to present: the firstever New Mobility Big Ideas issue.
Credit for the big idea behind the Big
Ideas issue belongs solely to our Associate Editor, Seth McBride. This probably
comes as no surprise to any of you who
have been reading McBride’s contributions
to the magazine. From the epic two-part
accounting of his 6,500-mile handcycling
trip to Patagonia to his more recent story
on microadventures, McBride has a knack
for developing simple concepts into fun,
informative — and big — reads.
His news analyses, gear hacks and regular feature writing have become staples
of the magazine. Behind the scenes, he
can be counted on as a thoughtful voice
of reason, guaranteed to have a unique
perspective and insight on whatever the
topic may be.
Aside from the obvious excitement of
covering “big ideas,” I think the central appeal of creating a Big Ideas issue was that
we didn’t necessarily know what those
big ideas would be. Instead of the editors
determining the content of the issue, we
asked some big thinkers and leaders in our
community to tell us what concepts they
thought we should explore.
We compiled a list of desired targets,
along with a few ideas we knew we
needed to cover, and we crossed our fingers and reached out. We were fortunate
to land many of our ideal contributors and
“ideas,” but arguably even more fortunate
to receive a number of proposals that

weren’t fully on our radar.
As an example, we knew we wanted
to cover autonomous vehicles and what
the coming AV revolution means for our
community, but it was only once Executive Editor Josie Byzek got knee deep in
the reporting that we realized how big the
idea was. Thanks to the flexibility of the
issue and Byzek’s tenacity, we were able to
expand what had been slated for one page
into its own full section.

“Instead of the editors
determining the content of
the issue, we asked some big
thinkers and leaders in our
community to tell us what
concepts they thought we
should explore.”
Thankfully Publisher Jean Dobbs designed a beautiful new template to accommodate the rapidly evolving content and
highlight the multifaceted nature of what
we were trying to do.
We hope the result of all this effort
is an issue that will be fresh and exciting
while also familiar — a worthy addition
to New Mobility’s body of work that will
spark lots of discussion and generate even
more big ideas.
Make sure to let me know what you
think, either via email at iruder@united
spinal.org or at newmobility.com, and tell
us what ideas you’d like to see us tackle in
the future.

SHARE

“I’ve been looking
forward to this news
for years.”

iBOT Needs
More Flexibility

iBOT Highlights
Need for Reform

I’m looking forward to the re-release
of the iBOT (“The iBOT is Back. Is the
Second Time the Charm?” July 2019), but
after reading this article I see it’s not an
option for me. With its seating widths
of 16-20 inches, anyone falling outside
those measurements will have to go with
Invacare or Quickie, the only companies
that offer sitting widths less than 16
inches. Hopefully they’ll be successful
in this release and will expand the seat
options in the future.

If we all supported single-payer, universal health care, the future would be more
certain for the success of such technology to become available to those who
most need it as well as to the encouragement of those in research, development
and sales to make this possible.

Jenny Smith
Newmobility.com

Can You Restrain It?
The original iBOT could not be used
with any automatic restraint system in
vehicles, such as EZLock. Does this new
version allow for this? If I can’t drive it
into my van and go anywhere with it,
what good is it?
Denise DiNoto
Newmobility.com
(Author Bob Vogel responds: The initial
run of iBOTs have not been set up and/
or tested for use with restraint systems.
The folks from Mobius said they understand being able to drive from an iBOT is
very important and it is something they
are working on.)

Can’t Wait!
I lost a lot of functionality when my
original iBOT finally gave out. I’ve been
looking forward to this news for years.
I can’t wait until they get a dealer in
Southern California.
Ed Tessier
Newmobility.com
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color-coded connections, thus breaking
the plugs. We filled out forms, but nothing came of it. I could go on and on!

Cool, but a Bike?

Judy Gifford
Newmobility.com

Without cranks, I don’t think this
qualifies as a bike (“Handcycle Heaven,”
July 2019). I see it as the most capable
off-road wheelchair ever designed. I saw
a video of a guy taking big jumps with it.
It’s an engineering marvel.

Tie-Downs for Planes

Thank you for sharing the start of your
day (“Reframed: The Luxury of Rolling
Out of Bed,” July 2019). As always, beautifully written.

It is wrong to force us to transfer out of
our chairs in the first place. All airplanes
should have removable seats in the front
row next to the exit door. In that spot
there should be tie-downs for a wheel
chair. Why won’t they do it? Lost money
for first-class seats. That’s the ONLY reason. All other forms of public transportation — bus, train, etc. — have standards
for removable seats and chair tie-downs
for safe travel.

Jennifer La Civita
Newmobility.com

Jeff Courtade
Newmobility.com

Air Contractors Don’t Care

We Deserve Better

Seth Arseneau
Newmobility.com

A Lovely Start

The airlines contract out to businesses
that are responsible for loading and
unloading power wheelchairs from the
belly of the planes (“Access for Disabled
Travelers Finally on Airlines’ Radar,”
News, July 15, Newmobility.com). These
people DO NOT care what they do to
that equipment. I watched through the
plane window while they unloaded my
son’s chair, tossing it onto a conveyor
belt. They could not even reconnect

It’s high time we in the disabled community get treated as dignified human
beings! We are human beings first and
deserve to be respected like everyone
else! The horrible stories I’ve read of
mistreatment by the travel industry are
appalling and shouldn’t be happening in
our modern, diverse society!
Claire Huehnerhoff
Newmobility.com

POSTS

Behind the Music

LISTEN

Ever since Bob Ness started the Quad Podcast, he searched
for a fellow quad musician to have on as a guest. It took a little
over three years and 32 episodes, but Ness’ latest podcast with
Minneapolis-based singer/songwriter Gabriel Rodreick proved
worth the wait.
Ness, a
C6 quad, and
Rodreick, a C5
quad, share a
mutual passion for music
that’s evident in
their hour-long
conversation on
episode 33 of the
Quad Podcast.
In addition to
discussing the
difficulty of playing an instrument
THE QUAD PODCAST
with quad hands
to simply rediscovering the love of music after an injury, Ness and
Rodreick cover a wide range of topics that anyone with a spinal
cord injury or disorder will be able to identify with.
Ness’ background in editing is evident in the polished production, as he mixes clips of Rodreick’s soulful voice and what he
appropriately describes as “whiskey-drinking music.” By the end of
the hour, the two seem like close friends rather than strangers
who just met for the first time.
“It’s a grounding experience to be around
people who understand what you’re going
through,” says Rodreick. “That was my
second experience meeting another
musician who is a quad. Just being
able to hang out and share war stories
and express all our desires around
music and what we love about music
is a really cool experience.” Listen
to the pod-cast at: soundcloud.com/
user-648338245. For the latest on
Rodreick’s music and performances, follow @freaquedom on Instagram.
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Queer Eye for the Wheeled Guy
On July 19, Netflix released the fourth season of its
hit makeover show Queer Eye for the Straight Guy,
and social media immediately critiqued an episode
that focused on helping a person with a disability.
Titled “Disabled But Not Really,” the episode centered on 30-year-old Kansas City resident Wesley
Hamilton, a paraplegic who founded a nonprofit
from which the episode borrowed its name.
The Queer Eye team furnished Hamilton with a new
wardrobe, redesigned and refurbished his home to
make it more accessible, helped him with healthy meal
prep, and even arranged a meeting with the man who
shot him years ago. Hamilton was arguing with his exgirlfriend when her ex-boyfriend showed up with a gun.
Online discussion of the episode debated whether
the show did a disservice to disability representation
by framing disability as something negative that needs
fixing. Quartz.com’s Alex Haagaard and Liz Jackson
wrote that the show missed “a rare opportunity to
engage a huge audience in important discussions
about access, design and the roles and experiences
of disability communities in society” and in doing so
“essentially disavowed” the disability community. On
Rewire.news, Imani Barbarin acknowledged the
episode’s shortcomings, but contextualized
the controversial title of Hamilton’s
organization (and the episode) with
the complex history of racial
politics and disability. Her takeaway: The show’s depiction
of Hamilton “felt like a step
in the right direction for better representations of the
diversity of disabled people.”
Read Barbarin’s article at
rewirenews.link/2SIMSQJ and
Haagaard and Jackson’s article
at qz.com/1671776. The episode
is currently streaming on Netflix.

Get Involved With Research

With just a few minutes out of your
busy internet browsing time you can
help guide the future direction of SCI
research. The North American SCI
Consortium wants to hear what the
SCI community’s priorities are so it
can tell researchers where to focus.
Take its short survey here: surveymonkey.com/r/SCIneeds.
If the survey whets your appetite, or if you
are simply looking to get more involved with
research efforts, NASCIC is also looking for
advisors on SCI-related projects. People living
with SCI, their family members and caregivers
are all welcome to apply. If you are interested in
participating in these projects, complete this: nascic.wufoo.com/forms/nascicproject-engagement-database.

Wine on Wheels Portland a Success
The first-ever Wine on Wheels Portland lived up to its billing as the
hottest event in town Aug. 1, thanks to a huge turnout and an
unseasonably warm day. Over 150 attendees, including more
than 40 wheelchair users, celebrated the 30th anniversary of
New Mobility and raised money for the magazine and New
York-based nonprofit Wheeling Forward.
Former NM editor Tim Gilmer received a lifetime achievement award, and attendees sampled a rich mix of wines from
the Northwest and beyond. Check NM’s Facebook page for
more pictures, and visit wineonwheels.org for more information
about future events.

FFora Thinking
If you’re disenchanted with
the lack of stylish accessories
for your wheelchair or mobility
device, Ffora may have a solution. Launched at the end of
July, Ffora is a new lifestyle and
accessories brand created for
the disability community by two graduates of Parsons School of Design.
At the heart of Ffora’s line is a
simple yet elegant attachment system
that users can clip around any tubing on
their mobility device and then secure
using a provided key. The two-piece
system costs $49, comes in three finishes, and allows you to select the type
of chair you use to ensure you get the
proper fit. Once attached, the system
makes it easy to slide in any of Ffora’s
other accessories. The company has
already launched a cupholder for
$25 and a small “Essentials”
bag for $108, each available
in different colors.
“People shouldn’t have
to settle for function over
aesthetic,” says co-creator
Lucy Jones. Learn more
about Ffora at liveffora.
com and keep an eye out for
new accessories later this year.

On Top of the World

Tired of looking up at the trees? A stunning new installation in Denmark allows
people of all abilities a breathtakingly
unique perspective on nature. Camp
Adventure Tower is a 148-foot-tall
steel observation tower erected in the
middle of a forest about an hour south of
Copenhagen. With a 2,130-foot spiraling
ramp leading to 360-degree panoramic
views from well-atop the trees, it’s safe
to say there is nothing else like it.
The design, which includes a 3,000-foot
boardwalk through the forest leading to the tower, won multiple design
awards prior to construction beginning
in May 2018. The tower is part of Camp
Adventure, Denmark’s largest adventure park and the home of Northern
Europe’s longest zipline. For more info,
visit campadventure.dk/en.
SEPTEMBER 2019
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EAT WELL
By Joanne Smith

SURPRISING GUILT-FREE ENERGY BOOSTERS
Whenever I do my client intakes and
review lists of foods they regularly consume, I’ve noticed there are two foods/
drinks people are routinely hesitant, and
even sometimes embarrassed, to tell me
they ingest — red meat and coffee! It’s
become so consistent that when I ask
if they eat or drink either, I put my pen
down because, after reluctantly telling
me yes, they then run through a list of
reasons why they enjoy them and then
try to persuade me not to take either
away. I always reassure my clients, as I’d
like to assure you, in their purest form,
neither is bad for you. In fact, for many
people with disabilities, they are highly
recommended. Here’s why …
Many people who live with disabilities, such as brain injuries, cerebral palsy,
spinal cord injuries and multiple sclerosis,
experience fatigue. A long list of factors
can contribute to fatigue, including but
not limited to chronic pain, low blood
pressure, reduced respiratory capacity,
and poor diet and nutrition. Persistent
low energy can often lead to low mood,
reduced motivation and decreased ability
to perform every day activities.
The appetizing news is that eating red
meat (preferably organic, which doesn’t
contain hormones and antibiotics) one
or two times a week can play a significant role in improving energy levels. The
mineral iron found in red meat is used to
make hemoglobin, the component of red
blood cells that attaches to oxygen and
transports it around the body to be used
for energy. Vitamin B12 is also found in
red meat and plays an important role in
making red blood cells.
Another encouraging reason to consume lean red meat is that it may help
prevent autoimmune diseases, such as
10
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MS. A new study by Curtin University
and The Australian National University,
published in The Journal of Nutrition,
found that including unprocessed red
meat such as lamb, beef and pork in your
regular diet reduces the risk of developing
MS. It is thought that the combination of
both macro and micronutrients, including
iron and B-vitamins, helps support the
nervous system.
Coffee, the other oft-assumed
unhealthy gastronomic pleasure, contains over a thousand compounds with
a plethora of health benefits, including
increasing energy levels. Coffee, made
from the seeds of berries from plants
known as Coffea, is one of the world’s
most consumed beverages. A single cup
of black coffee is loaded with antioxidants, contains vitamins B2, B3, B5 and
the minerals magnesium, manganese
and potassium. But it’s the caffeine in
coffee that most people crave, and studies demonstrate that caffeine not only
stimulates the nervous system to give us
the desired energy boost, but can also
enhance physical performance, boost
metabolism and improve mood, memory
and overall mental function. Coffee also
appears to be protective against some
types of cancer. Last year, a study at
Rutgers University revealed that a compound in coffee, together with the caffeine it contains, can help slow the brain
degeneration associated with two neurodegenerative diseases — Parkinson’s
disease and Lewy body dementia.
So help fuel your body throughout
the day by savoring that morning cup of
coffee or enjoying a nice steak salad for
lunch guilt-free! Or treat yourself to a
double shot of energy by combining the
two in this delicious recipe.

COFFEE RUBBED
STEAK
2 tablespoons chile powder
2 tablespoons finely ground
coffee beans
3 teaspoons coconut sugar
1 tablespoon paprika
1.5 teaspoons dried oregano
1.5 teaspoons freshly ground
black pepper
1.5 teaspoons ground coriander
1.5 teaspoons mustard powder
1 teaspoon ground ginger
1 tablespoon sea salt
2 lean cuts of steak (pick your
favorite cut)
2 tablespoons olive oil
1. Mix chile powder, ground coffee, sugar, paprika, dried oregano, pepper, coriander, mustard,
ginger, and 1 tablespoon salt in a
small bowl.
2. Season steaks with salt, then
coat with 5 teaspoons spice rub
per steak. Chill uncovered 3-6
hours.
3. Let steaks sit 1 hour to come
to room temperature, then grill/
BBQ/skillet your steaks the way
you like them.
Joanne Smith is a nutritionist and co-author of Eat Well
Live Well with SCI and Other
Neurological Conditions. For
more information on nutrition
for neurological injuries, go to
eatwelllivewellwithsci.com.
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REFRAMED
by Reveca Torres

HEARTBREAK AND HOPE

W

hen a good
personal care
attendant leaves
me, I’m heartbroken. The
departure of this person who
I have come to trust and who
knows me in a very intimate
way leaves a hole in my stomach. It’s a special relationship
because this person often
becomes a friend and sometimes even family. I understand
it’s probably not personal that
they must move on — they
need more money, are starting
a family, have been accepted
to university, or some other
valid reason. Nonetheless, I
feel a little rejected. I grieve
and feel sorry for myself, and
then I resent that others don’t
have the same constant worry.
How will I get into bed at
night? Shower? Get into my
wheelchair in the morning?
I take a deep breath, feeling defeated, but looking ahead much like I imagine a soldier might
after a battle, realizing there is more to come. Once again I begin the search for a new person
— placing ads, scheduling interviews and trying to pick up on subtle cues that will inform me
if this person is reliable, trustworthy and can take direction. It’s exhausting to think about and
the process takes priority over everything else, as it sometimes stretches into stressful months.
Luckily my family steps up when I need them, allowing me time to be picky and find the right
person. But still I’m scared thinking about the future and realizing this will be a constant reality
for the rest of my life.
After I make a hire, I am extra observant of my surroundings, cautious with my valuables,
and very aware that I am a target for theft, violence or abuse. I don’t sleep that night, nervous,
concerned for my safety. The first day it’s training mode, step-by-step instructions of every
detail of my life. I know I will have to be thorough and explain a lot in the next few weeks
until my routine becomes habit to them too — this stranger who I wish will quickly become an
extension of my life.
The day is over. I am safe. We did a pretty good job together. I hope they’ll stay for a while …
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BIG IDEAS
Thirty years ago, New Mobility itself was a big idea. A lifestyle
magazine for wheelchair users? That’s crazy talk. And yet this
month we celebrate three decades of the little ingenuity that
could — and did — change disability journalism.
As we look forward to the next 30 years — or even the next
three — we asked thought leaders in technology, transportation, culture, community and function research: What are the
Big Ideas on how to make the world better for wheelchair
users? Here’s what they said. We hope you’ll join the
conversation at newmobility.com.

I L L U S T R A T I O N

B Y

R E V E C A

T O R R E S

SEPTEMBER 2019
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BIG IDEAS IN
Smart technologies combined with artificial intelligence and advanced
robotics are changing everything we know about mobility devices. A robot
with a long-lasting battery that cleans your house, cooks dinner and carries
you through the streets? There may already be a prototype.

1. Hail the Smart Chair
B Y

A N D R E W

Smart tech is everywhere. We all own a
smart phone and we have high expectations of it. We expect our next smart phone
to be smarter and more advanced than our
current phone. However, the one product
we need in life more than any other — our
wheelchair — we have to accept as is.
Wheelchairs aren’t smart. They aren’t
even very advanced, considering most of
their features were devised in the 1980s.
My company wants to change this by designing the first ever smart manual wheelchair. This chair will adjust its own center of
gravity so it is always easy to push and always stable. It will have intelligent braking — it will know
when it is going down a slope and slow down electronically so the user doesn’t have to grip the push
rims as brakes. It will know when it is going up
a slope, and power assist will kick in automatically. It will know if there is an obstacle such as
a raised paving slab in its path and warn the user.
A smart wheelchair is the natural progression
from where we are today. In my view, it is inevitable. Some big wheelchair manufacturers may not
realize it, but there is precedent of large tech firms
not seeing the writing on the wall. Kodak didn’t
believe digital photography was a real threat to
35mm film and to the global network of processing labs — how wrong they were.
Just as digital cameras pushed aside film,
things are about to radically change in wheel16
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Entrepreneur
Andrew Slorance
runs Phoenix
Instinct, one of
five companies
the Toyota
Mobility Challenge funded to
pursue ideas that
could transform
mobility for those
with lower limb
paralysis. Each
company was
given $500,000 to
develop its idea,
and one of them
will win $1 million
to take its design
to market.

chairs and in mobility gear as a whole.
The companies that are the market
leaders today will soon be challenged
by powerful newcomers to the mobility sector. The rapidly-changing car
market is pushing automotive firms to
expand into other sectors. As car buyers move toward leasing, and cars all
become electric and self-driving, the
car industry is having a big shake-up.
This is the reason Toyota has recently
announced it is becoming a mobility
company. It doesn’t mean just disability mobility — it means all types of mobility,
for everyone, including us. Any kind of device that enables mobility, Toyota wants to be
involved in.
Our cars have been smart for years. They automatically shift traction from one wheel to another, they know road conditions, they know if
the car is skidding, they can read road signs and
much more. Implementing intelligent systems
into mobility devices will be easy for automotive firms to do. Maybe this is why the wheelchair companies we see today haven’t done it
— the know-how to develop AI and intelligent
systems that are now standard in automobiles
is not typically seen in the research and design
department of a wheelchair firm.
As smart wheelchairs become standard, I
think we will see them networked and sharing

TECHNOLOGY

Slorance is developing a smart manual wheelchair
with power assist, obstacle awareness and intelligent braking to make pushing on hills easier.

flag the issue long before it restricts efficiency.
info with each other, such as which route is the best to take
The day of the active wheelchair user being reluctant to
for ease of pushing, what road conditions are like and where
embrace electric power is fast fading. The SmartDrive has
to find accessible facilities.
proven this fact. The thinking that using power is giving up,
Real-life data of how wheelchairs are used will allow deand you should use it or lose it, is no longer current because
signers to create chairs around what we do and need. Our
the new generation of wheelchair users would
medical therapists will be able to view data
on how active we are and use it to help us “As smart wheelchairs rather keep fit in the gym and let their chair
take the strain from pushing.
set goals for the next stage of our rehab. Our
become standard,
Also AI and intelligent systems are going
wheelchairs will tell us basic fitness data so
I think we will see
to
change
how we get around. Walking robots
we know how many calories we are burning
them networked and
when going for a push or how much weight sharing info with each are developing very fast and, in my view, will
ultimately replace wheelchairs. Already, rowe are gaining. Fitness forecasting will tell us
other, such as which
bots
can walk, jump, balance and even back
what the consequences to our health will be
route is the best to
flip,
landing
on their feet. Once these designs
in 12 months if we maintain our current level
take for ease
are
streamlined
and can carry enough power
of activity/inactivity. Maintenance forecastof pushing. ”
for a full day, we will see them become moing will tell us what parts of the wheelchair is
bility devices. Walking robots do face the difgoing to need to be replaced or serviced. We
all know that over time our front wheels get clogged up
ficulty of a Robocop image, but in time they won’t sound
and don’t turn properly. Usually, it isn’t until they get nolike a vacuum pump when they move and they won’t be
ticeably stiff to turn that we do anything about it. A smart
the weight of a car.
wheelchair will know the effort to push has increased and
Today wheelchairs remain the only viable means of getting
SEPTEMBER 2019
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around if you’re paralyzed. Wheelchairs have seen off the newcomers over and over again — although FES, exoskeletons,
spinal implants and calipers have all promised to change the
world for us, so far none of them have. Robots are another
story because the technology being developed is not just for
disability mobility. The wider market appeal of walking robots
will drive this technology at rocket speed. However, even when
the robots have been developed, it may take years before we see
them get past the FDA and other regulators, let alone reimbursement programs.
I’m excited that this sector is going to get a

shake-up by the automotive firms stepping in. I was recently
at Toyota headquarters in Texas — an incredible facility that
flexes its muscles of wealth and success at every turn. Can
you imagine an auto company taking a car from the ’80s,
giving it a quick facelift and selling it as a current model?
Not in a million years would consumers buy such a car. I’m
hoping the auto firms will take their current, mainstream
consumer-driven approach of rapid development into the
mobility sector. I’m hoping in the near years ahead we will
look at the wheelchairs of today and compare them to the
phones we had before the world got smart.

2. Embrace Revolution
B Y

The pace of technological change taking place is startling. We use technologies every day that were only concepts a
few years ago, and these are often used
in ways never imagined by the original
inventors. Of the ones that are emerging, there are a few that really stand out
as “platform technologies.” If we focus
on the needs of people with disabilities,
primarily those with mobility impairments, the technologies that come to
the forefront are found in wearable devices, machine learning, robotics and
power sources.

Wearables

Nearly everyone carries some kind of wearable
or portable connected computing device with
them, whether it is a smart phone or tablet or
something else. These machines have already
revolutionized people’s lives, and they have the
potential to continue to do so. Wearables are also
being integrated into wheelchairs and mobility
devices for navigation, tracking driving profiles
(e.g., to program power wheelchair controllers),
and to coach us to more positive behaviors and
healthier lifestyles. Yet the explosion of applications for people who are temporarily abled have
only started to make an impact on the lives of
mobility device users. The Virtual Seating Coach
is one example that uses a portable device, ma-
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chine learning, behavioral psychology
and contextual awareness to help people
reduce their risk of pressure injuries. In
the coming years, wearable devices
will be able to schedule maintenance, help people improve their
push technique and maintain or
attain a healthy body weight.

Machine Learning

Rory A. Cooper
is founder and
director of the
University of
Pittsburgh’s Human Engineering
Research Laboratories, where
he and his team
create innovative
machines to assist
people living with
paralysis. Cooper
shares how new
technology platforms are reshaping how we live,
from wheelchair
seating to meal
preparation.

Machine learning, a form of
artificial intelligence, is the
topic of many scientific debates
and technological developments. As
devices get smarter, they provide people with new capabilities. Of course,
there are some risks too, such as privacy concerns, outside tampering and
machine errors. However, machine
learning will allow a powered mobility device to recognize and reconfigure itself to avoid or negotiate a large
set of obstacles — a chair may descend a curb or avoid rough terrain
based on the chair’s capabilities and
the driver’s preferences and habits.
In the home, a mobility device
could simultaneously be a mobile robot and do work for you,
even organizing items for the
next day while you sleep.

Machine learning will also help people
with mobility impairments share an on-demand self-driving vehicle. Imagine a vehicle
that could come to your door and, when needed, help load your personal items, assist you
entering and exiting with automatic docking
and safety restraints, and then take you where
you want to go. Machine learning will help to
optimize personal assistance services, provide
the base for technologies that enable people
to stay in their homes longer while providing
more comfort and safety, and enable robots to
perform critical daily tasks customized to
individual needs.

Power Sources

Anyone with experience with electronic devices big and small has experienced problems with loss of
power at an inopportune time.
Especially for people who use
power wheelchairs, this has
been a plaguing problem for
years. Despite advances in
batteries, lead acid batteries
are still the norm, but this will
change. There is growing use of

“In the
home, a
mobility
device could
simultaneously be
a mobile robot and
do work for you,
even organizing
items for the
next day while
you sleep.”
Toyota plans to debut
a human support
robot within a year.

more advanced battery technologies to power
drones and radio-controlled vehicles. Alternative power sources have also proven viable for
some specific applications — compressed air
works for wet environments and shows potential for even greater improvement. Hybrid
technologies have some favorable attributes as
well — combustibles like natural gas or liquid
propane combined with a generator and charger can grow power capacity without increasing weight. There may even be applications
for impulse energy — bursts of compressed
gasses or small controlled explosions to assist with short-term intermittent high-power
needs, like when standing up with an exoskeleton or climbing a steep ramp.

Home Robotics

Robots have long established themselves in
industrial settings. They dominate dirty, dangerous and dull tasks. It is more challenging
for robots to work in loosely structured environments, such as where people live, shop,
work and play because most robots are powerful and stiff, and not very good at working in
close proximity to or in contact with
people. However, there are simply
not enough workers to provide
personal assistance to everyone
who has a need — especially as
most people need those services in their home — and perhaps
robots or robotic devices can
help fill those gaps.
For example, robotic arms
mounted to wheelchairs or
mobile platforms show potential, but they remain slow, weak
— only able to lift a few pounds
— and cumbersome to use. This will
likely change as robots slowly make their
way into the homes of affluent, convenienceseeking consumers, which will create an
opening for the development of more assistive robots. Robots can already vacuum and
mop, and in the context of a smart home
system they can operate appliances, lighting
and environmental controls. In the future,
robots will be able to reliably recognize objects and retrieve them, organize cabinets in
every room of the house, perform complex
cleaning tasks, and assist with meal preparation and consumption.

The iBOT

WHAT ABOUT
THE MONEY?
Is there a big idea
for getting these lifealtering products
covered by insurance? Dean Kamen,
inventor of the iBOT,
thinks so:
“Reimbursement
has to become
more modern and
realistic and look
at the totality of
costs. Being able
to climb curbs and
stairs — and stand
face-to-face with
people — improves
accessibility and
overall well-being.
You have to list all
of those [benefits]
compared to a standard wheelchair. It’s
like comparing a pad
of paper and pencil
to a computer.”
Read NM’s full
coverage of the
new iBOT at
newmobility.
com/2019/07/
the-ibot-is-back/
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The last thing we want is to relive the rise of ridesharing companies, when
people with disabilities were left sitting on the curb while industrydisrupting technology improved lives for everyone but us. This time
around, as autonomous vehicles emerge, we’re at the table. We may not
be quite ready to welcome our robotic overlords … but we’re getting there.

1. Demand Inclusion
I N T E R V I E W

W I T H

H E N R Y

C L A Y P O O L

New Mobility: Historically, disabled
people have been left behind in the planning of grand new futures. Will that be
the case with the looming transportation revolution fueled by autonomous
vehicles — self-driving cars — as well?
Henry Claypool: Here’s what I think will
happen: The AV companies will operate manned vehicles for quite a while, and
they’ll be able to go pick wheelchair users
up in an accessible vehicle so they can comply with the ADA. This really may be more
cost effective for customers than purchasing a personal vehicle, and the more people focus on that
aspect, the more likely these ridesharing models
will integrate more accessible AVs into their fleets.
So even wheelchair users will have access to
transportation, and that will happen before AV
is fully functional.
The one thing I want to state explicitly is
that getting automakers to focus on building an
accessible vehicle will reduce the cost because
then it won’t need extensive aftermarket modifications whether it’s just a regular old combustible or, hopefully, electric. And then you’ll have
accessible cars Uber can use in its fleet. That’s a
near-term benefit.
We’ve had meetings with VW, so they’re moving forward. They were definitely leaning in to this
conversation. Also the We Will Ride coalition has
developed a score card, and we’re working with
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the automakers so that on the 30th anniversary of the ADA, we can talk more about the
future of accessibility and these vehicles.

Henry Claypool is
a chief organizer
of the We Will
Ride campaign, a
coalition of disability organizations advocating
for production
of accessible
vehicles. Currently
affiliated faculty
at the Institute for
Health & Aging
at University of
California, San
Francisco, Claypool, a triplegic,
has held high-level
policy roles within
government and
disability-related
nonprofits.

NM: There is a big push for AV to be used
to deliver goods, such as groceries or pizza. I
fear that this may lead to a decrease in access
as it may require wheelchair users to have to
go to their curb and have the ability to physically lift bags or boxes out of a vehicle when
right now they can ask the delivery person at
their door to put the food in their lap or on
their table.
HC: There’s ADA compliance their service has to
deal with. They’ll be required to pursue reasonable
modifications to their practices and procedures.
I’ve talked to lawyers in these companies, and they
all agree they have to comply with the ADA.
NM: So despite access hiccups, will AV technologies ultimately benefit our community?
HC: It will be awkward for the next couple of decades. It’s going to be uneven. Some people with
disabilities are going to have access while others
will just grow more frustrated that they don’t have
good options. Hopefully over time that gets better,
and that’s why we’re working now to engage these
companies to ensure they don’t put it on the back
burner so we can have solutions earlier rather than
later. New Mobility readers can get involved and
learn more about our coalition at joinwewillride.org.

TRANSPORTATION
Accessibility
2. Make
the Standard
I N T E R V I E W

W I T H

S H A N I

New Mobility: Why did Volkswagen get involved with
designing an accessible, autonomous vehicle?
Shani Jayant: With the rise of self-driving cars and electric
vehicles, it requires a new platform, a new base for the car itself. We took it as an opportunity to design something from
scratch, revisiting what a car looks like. Self-driving cars
may not need a steering wheel, so the inside might look different than a normal vehicle looks today. But also, when cars
are electric, they need to have large batteries in the floor,

J A Y A N T
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which requires a new vehicle platform to be developed to
hold them. So we thought, if we’re redesigning everything
anyway, this is a really great opportunity to make sure that
we’re including lots of people that have been previously excluded from other mobility solutions.
NM: The disability community has a long history of being designed for rather than being included in the design process.
How are you making sure that the real needs and concerns of
people with disabilities are being addressed in your designs?
SEPTEMBER 2019
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SJ: We started by working with a number of
disability organizations because we wanted
to work very closely with the people whose
needs we’re trying to meet. We’ve been having a series of workshops and roundtables
and are working with organizations like
DREDF, the We Will Ride Coalition, the
National Federation of the Blind and the
National Association of the Deaf. Learning
about the history and the advocacy efforts
that have happened for so long really gave
a much better context for how to approach
these conversations we’re having with the
community. We’re including people not just in research projects/as research participants, but we’re
also working with lots of experienced consultants
from these different disability groups — people
who are experienced in certain assistive technologies or in policy, strategy and all of that.
NM: What are some of the design challenges
you’ve been working on?
SJ: Initially, we’ve been working on making the
vehicles wheelchair accessible and the wheelchair
securements, because those are things that need
to be decided early on. We are looking for an independent solution for wheelchair users to secure
themselves. There are universal docking solutions
that have been proposed, and we’re working with
wheelchair manufacturers and securement providers.
Other than securement, even being able to
have a proper ramp into the vehicle is not trivial
once you have an electric vehicle, because now
you have a battery in the floor and you can’t lower
the floor in the traditional way.
We will also be looking at things like controls
and reachability inside the vehicle. Those things
haven’t been designed yet, but we know there
needs to be lots of redundancy for all of these interactions. Whether that means that there’s multiple ways to access them physically or you can
access them through whatever assistive devices
you’re using — your phone for example or even
the controls in your wheelchair — these are all
things that we’ll be thinking about.
NM: What are you doing to make sure that an accessible, autonomous vehicle makes it into the real
world instead of remaining just a cool prototype?
SJ: The way we work here is that we’re not talking
just about prototypes, but rather something that
22
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will go into production. All of the conversations we’re having with the executives and
engineers in Germany are about requirements for this new type of vehicle that will
come out. It’s becoming very well understood
in Germany that this is something that has
to happen.
NM: Do you see the vehicles you’re working
on now for individual ownership or as part
of shared fleets?
Shani Jayant is the
principal user experience designer
for Volkswagen
Group of America’s Inclusive
Mobility initiative.
Jayant and the
team at Volkswagen’s Innovation
and Engineering
Center California
are busy designing an accessible,
electric selfdriving vehicle
from the
ground up.

“It can take a
while for industry to catch up,
especially when
there’s such
a long design
cycle, like for vehicles. I think it’s
really important,
on that note,
to have people
with disabilities
applying for
jobs, and we’re
really trying to
increase our
inclusive hiring.”

SJ: The focus is currently on mobility as
a service, such as on-demand ride hailing, but
that doesn’t preclude having ownership vehicles
in the future.
NM: Do you see hope for a world where accessibility is the standard, instead of just an option available to a few?
SJ: Absolutely. I don’t know if I’m just idealistic,
but I really have seen a trend. I’ve worked in this
domain for over a decade, at least, and I’ve already
seen that these issues are much more talked about
and much more demanded. Especially by a lot of
younger people — they’re coming to expect that
accessibility is going to be built into things. I think
that’s very promising. It can take a while for industry to catch up, especially when there’s such a long
design cycle, like for vehicles. I think it’s really important, on that note, to have people with disabilities applying for jobs, and we’re really
trying to increase our inclusive hiring.
NM: So how long might it take
before a wheelchair user could
hope to ride in an accessible,
autonomous vehicle?
SJ: Designing a car
from scratch
typically takes
five to seven
years. I have
to leave
it at that
right now.

N

3. Create ‘Quality’ Access
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New Mobility: Uber has famously been
testing self-driving cars. Will we be replacing our vehicles with autonomous vans anytime soon?
Malcom Glenn: The jury is still out on
what the future transportation model will
look like, but most likely we will access autonomous vehicles through a fleet model.
This is because of cost and, psychologically, people are hesitant to get into a car that
doesn’t have a steering wheel. If you’re uncertain but interested in AV, you can take
one ride or ride a couple of times, and the cost of
that ride is lower than buying a car.
NM: As you know, Uber and other ride-share
companies disrupted transportation in a way
that negatively impacted our community because most of the Uber drivers’ personal vehicles are not accessible. Will the near-future’s
AV fleets have enough
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accessible vehicles to serve everyone?

Malcom Glenn
is head of
Global Policy for
Accessibility and
Underserved
Communities at
Uber Technologies
in Washington,
D.C.

MG: The majority of the vehicles on our
network will still be cars that we don’t
own, and the absolute goal is to make
them accessible. But we need to make
sure we are optimizing for accessibility
on our platform today, as we will not have
an accessible future if we don’t optimize
for an accessible present. We have made
real missteps in the process but are more
committed to getting it right in our platform than we have ever been, and we are
increasing the quality of access to wheelchair accessible vehicles.
We are committed to both building tech that
is accessible and leveraging relationships we have
with car manufacturers and encouraging them
to work with disability organizations to figure
out what a fully accessible car that doesn’t require
after-market modifications would look like off the
manufacturing line.
NM: In addition to AV in
ride-sharing fleets, Uber
is also creating delivery
drones. How are these
delivery systems being
designed with access
in mind?
MG: We’ve been doing some testing in
San Diego on drone
delivery. Someone
will load the drone at
the restaurant, and
it’ll be dropped at a
location where a delivery person, in the
traditional Uber Eats
way, will take the
food in a car the rest of
the way to your home
— there is still a person
handing you your food
at the end point.
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4. Deliver Efficiency
I N T E R V I E W

W I T H

M A T T H E W

New Mobility: You are working on the
Nuro, an electric-powered autonomous
vehicle designed to deliver goods. Why are
you focusing on delivery and when do you
think your product will be launched?

Matthew Lipka: Our big idea is that if we
focus on goods delivery, we can accelerate
the benefits of this technology and make it
more available. Most trips are for shopping
or other errands as it takes a huge amount
of time to drive to and from stores. We can
give that time back to people with a vehicle
that has the potential to be one of the safest on
the road.
We have actually already launched our service. In Houston, Texas, we run a delivery service for two Kroger grocery stores using our two
regular self-driving cars — autonomous Priuses.
NM: Wait … regular self-driving cars?
ML: Maybe that’s a little tongue in cheek. It’s a
car we can put a human driver in as a backup. But
we also operate vehicles with no drivers.
NM: I’m so happy for those sci-fi books I read.
ML: It all seemed like sci-fi not that long ago.
NM: Going back to the autonomous delivery vehi-
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cle your company is developing, can wheelchair users easily access their deliveries?

Matthew Lipka is
the public policy
and strategy
manager at Nuro,
where he guides
the company’s
initiatives around
federal public
policy, regulation
and government
affairs related
to autonomous
delivery vehicles
and robotics. Previously Lipka was
a senior strategic
analyst at the New
York Metropolitan
Transportation
Authority.

ML: We use “obstructed high reach” from
308.3.2 of the ADA Guidelines in the design. If you are pulling up from the side,
we want to make sure you can reach your
goods. Also we’re minimizing lip because
we want it to be as easy to pull out your delivery as possible. Another thing that’s important is we have a touchscreen that is used
to enter your passcode, and we’re following
ADA guidelines for that as well. We’re exploring solutions for people who are blind, have
low vision and are deaf/blind so they can access the
vehicle without relying on the touchscreen.
NM: It looks like a person has to be able to get to
the vehicle to be able to access their goods. Currently if I order a pizza, a delivery person hands it
to me and may even place it on my table. It seems
like having to go to the curb is a step backwards.
ML: Autonomous delivery is an additional option that some of your readers who are able to
pick up at the curb may prefer, because it can help
make delivery more affordable and because the
delivery experience is exciting and convenient.
This technology can also help retailers that don’t
yet offer delivery from all their locations expand
access.

THE UNITED SPINAL CONNECTION
Since day one of raising United Spinal’s voice in the national conversation about autonomous vehicles, our
president, James Weisman, laid down a clear marker:
Wheelchair users must have universal access to these new
vehicles. No more expensive retrofitting a vehicle with
ramps or lifts. Just build an accessible AV from the ground
up with universal design.
Our role in the advocacy and policy office here in the
nation’s capital has been to deliver that common-sense
message to both ends of Pennsylvania Avenue, from Capitol Hill to the White House and to everyone in between.
Elected officials and federal agency people often don’t
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even realize everything wheelchair users go through just
to be able to travel a mile or two.
We are talking nonstop with the AV industry, including
big automakers like the Volkswagen Group of America. We
are also building relationships with transportation network
companies, like Uber, AV technology companies, like Nuro,
and coalitions galore.
We welcome your thoughts, proposals and ideas on how
AV can make a difference in your lives. That’s powerful stuff
when we go to congress, federal agencies and the AV industry. Contact us at Advocacy@unitedspinal.org.
— The United Spinal Association policy team
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BIG IDEAS IN
Disability is more visible than ever right now, and our most celebrated
representatives — actors, athletes and advocates — are insisting on
authentic portrayals, genuine athletic achievement and true political
equity. What’s the end game? A respected place in the culture.

1.Think Beyond Disability
I N T E R V I E W

W I T H

A L I

S T R O K E R

New Mobility: There is lot of weight to
the Tony award. Not only did you receive
the highest honor for your work, but your
win was history-making. Seeing you on
that stage, the disability community felt
like they won too. Have you been able to
take that all in?
Ali Stroker: Yes. It actually hit me harder
after. In many ways, before, I didn’t even
want to think about winning, because I
didn’t want to get my hopes up. And then
when I won and gave that speech … I forgot how many people watched it. The largest minority in the world are people with disabilities, so
I think it really spoke to a lot of people. Disability
is also just something that is never addressed at
award shows, we don’t talk about it or see it on
the red carpet or on the telecast. It was an important moment.
NM: You won for playing Ado Annie, a character that is not written to be disabled. And you’ve
been cast in other roles that aren’t disability specific — Anna in “Spring Awakening,” Olive in
“The 25th Annual Spelling Bee,” and earlier this
year on an episode of “Charmed.” This is important. As performers with disabilities we have
been advocating for consideration in roles that
aren’t just disability-specific.
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AS: I always feel like, in such a weird way,
that I am more likely to get a role that is
not specifically disabled. I think part of
it is because it is so rare that I identify
with those roles. I think a lot of the writing that is out there about disability, a lot
of the time the story-line is based around
the disability. It may be because I was injured so young. The disabled experience
of course has been my entire life, but the
story-line, the emphasis being on the disability, just doesn’t feel true to me.
Ali Stroker
recently made
history as the first
wheelchair user to
win a Tony Award.
Before blazing
that trail with
her portrayal of
Ado Annie in the
revival of “Oklahoma!” she was
the first wheeler
to perform on
Broadway in Deaf
West’s “Spring
Awakening.”

NM: You were the first person in a wheelchair
to graduate from New York University’s Tisch
School of the Arts Drama Program. And more
recently, The Ruderman Foundation partnered
with Yale School of Drama to give an annual
scholarship to a disabled actor. Having access
to this kind of training is so important. What
was your experience like at Tisch, and was
there a learning curve in some of the classes because you were the first person in a wheelchair
to study there?
AS: Yes, there was a learning curve. There was
a lot of conversation about what was going to
happen, and I felt a lot of fear on their end.
They wanted to do it, their intentions were
right, but there was a lot of fear because it

CULTURE

Photo by Theo Wargo/Getty Images

have to be cast as the token whatever. And then we move into
was just something that they had never done before. So,
a place … and you know what, it comes right back down to
it just took a lot of time for everyone to trust each othtrust. We trust that this group that is different is going to be
er. I think in these educational settings it comes down
able to appeal to audiences. Once we trust, we begin to see to
to trust. And it goes both ways. The educators have to
the possibilities. I hope we see that there doesn’t have to be
trust the student and the student has to trust the educadisabled content for us to see disabled actors.
tors. Or someone. And for me, the first people
I trusted were my peers because they were like,
“I hope we
NM: How do we break down that barrier?
see that there
“We’ll help you do whatever you want to do.” So,
doesn’t have
I felt like I had back-up, which I really needed.
AS: First and foremost, we need to become the
to be disabled
And then I also learned really quickly that no
best actors that we possibly can be. We need to
content for us
one was going to do it for me. That I was going
be the best in the room. The other part of it is, we
to see disabled
to have to translate everything. It turned out to
need to learn how to use our disabilities in our
actors.”
be one of the best experiences of my life, but it
acting. To be successfully integrated, we have
was definitely challenging.
to have the ability to use our disability without
needing
to
talk about it. Because that is also real life. We
NM: What other barriers would you like to see broken?
go out for dinner, and our disability is with us everywhere
we go. The moment we wheel up to the table, the moment
AS: I hope that more people with different disabilities will
we transfer out of our chair, the moment we speak to the
be cast in roles that aren’t necessarily written for that specific
waiter or waitress. Is it about the disability? No. Is it presdisability. It’s what’s happened with every minority. First we
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ent? Yes. That’s one of the gifts, that it’s always going to be
present in a room, so we need to be the best at using it. What
the director, what the producers, what the artistic directors
come up with later on is great, but we have to be the smartest person in the room when it comes to our disability.
NM: So, we need to “own” our disabilities.
AS: Before owning it, I would even add “knowing” it, which
is the most vulnerable part, because it is allowing yourself
to look at where your limitations lie. But I think as artists
it’s our responsibility. It’s also important that we learn how
to collaborate as artists, to say this is what I bring, so if you
think of a moment where we can use it, great.
NM: You are on the advisory board for the National Disability Theatre, which aims to employ only professionals
with disabilities to create fully accessible, live, world-class
theatre. And they recently announced a partnership with
the La Jolla Playhouse in San Diego and Chicago’s Goodman Theatre to commission new works written by artists
with disabilities.
AS: There needs to be a go-to place. There needs to be a hub
for anyone who has questions, anyone who has a disability
that wants to do theatre, to go see things. We need a place
to look to set the bar. Because it feels like in the past there
have been so many small organizations and task forces and
everyone wanting to do the right thing, but it’s been all
spread out. Now that NDT exists, I’m hoping and I’m
really excited to see if we can pull all that energy
together and what can we create.
NM: You’ve talked about accessibility — how even though theatres
are accessible for patrons they are
often not accessible for performers. Circle in the Square put
in a stair-lift, ramps, and
an accessible bathroom
so you can perform in
“Oklahoma!” And
then “accessibility”
was front and center
at the Tony Awards
when there was
not a way for you
to access the
stage from the
audience.
AS: We need
access to do our
jobs. If we rely on
others and wait for
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it, we will never have the power to even begin to have
the conversation of what the access will look like.
The Tony Awards had a ramp at Radio City backstage for me, not because they didn’t want to have
one from the audience but because there was no way
to build a ramp in the front of the stage to code.
NM: You dedicated your award to the children watching
who have a disability, challenge or limitation. And you
met one of your fans, Henry, on the Today Show. His mom
posted a YouTube video of him reacting to you winning the
Tony, saying “That’s me!” You and so many others grew up
not seeing yourselves represented, and it’s thrilling to know
that kids with disabilities did see you up on that stage, and
that they are seeing more representation in the media.
AS: I was doing an interview earlier today and we were talking about how beautiful it is to normalize something. For so
long our culture and our society has been telling us there
is something wrong with a person with a disability. So it’s
great to be able to normalize it and show that people with
disabilities can reach this level. All I’ve wanted is to be at the
highest level of my field.

2

2. Make Medals Meaningful
I N T E R V I E W

W I T H

Many adaptive sports were developed in a
time when therapy and recreation were the
primary goal. As disability culture progresses,
society has slowly begun to realize that disabled performance can be a platform for true
mastery. Classification — categorizing adaptive athletes based on their level of physical
function — forms the foundation of Paralympic sport. And as the rewards for Paralympic
success continue to grow, further encouraging
authentic athletic excellence makes our performances, and our medals, more meaningful.
New Mobility: Why is classification so important in parasports?

A N N E

H A R T

B Y

S E T H

M C B R I D E

proper class. Can you see a world where people are punished for withholding function?

As an international
wheelchair rugby
classifier, Anne Hart
determined each
player’s impairment
level to see where
they fit in the sport.
For the past 15
years, she has helped
develop and refine
the International
Paralympic Committee’s athlete classification code and
now serves as the
chairperson of the
IPC Classification
Committee.

Anne Hart: In Paralympic sport it’s very difficult
to tell how much your performance is impacted
by your impairment, and how much of that is
maximized by your training, your skill, your
coaching and being set up really well in your
chair. So you do an impairment assessment of
people and get an idea of what level of impairment they have. Then you watch them in their
sport, and you have to watch not only what can
they do, but how they are doing it. If an athlete
is more impaired but really well trained, they
shouldn’t be in a higher class. And if an athlete
isn’t as impaired, but they aren’t very good, or
they just don’t try very hard, they shouldn’t be in
a lower class. We want to make sure that whoever wins a
Paralympic event is, at that time, the best person, or the best
team, and not somebody who has less impairment.
NM: Because classification can have a huge effect on who gets
to the top of their sport, parasport athletes always gossip about
it, usually related to who is mis-classed or sandbagging or hiding function. In the past, there was no downside to
hiding function because if you got
caught, you just wound
up in your

AH: There is now a procedure to address
that. It’s called “intentional misrepresentation,” which means deliberately not showing your best or hiding skills or abilities
relevant to the sport, or in a less technical
description — cheating. It can apply to
both athletes and support personnel. The
penalty varies between sports, but it’s a bit
like getting caught doping — it can range
from being out of the sport for two years, to
having a second occasion and being out for life.
So it’s in place, but proving it is quite difficult.
There have been a few cases where this has been
proven and an athlete has not been allowed to
compete in the sport for a set period of time, but
until we have objective tests and measurements,
it’s still based on expert judgement.
NM: How do you see classification changing in
the coming years?

AH: There will be very objective measures that
are done to determine impairment. We don’t
have it for all impairments yet, but we will. Take
wheelchair rugby where you have manual muscle testing. In athletes with strength impairment,
that’s pretty objective — there’s not much variation between classifiers. But in other impairment types, such
as limb loss or coordination, it’s still pretty subjective.
Isometric testing — where you’re on an electronic force
plate doing sports-specific movements — has been shown
to be very effective. Researchers involved with athletics and
swimming have been working with this. You actually go
to a laboratory and have standardized equipment and testing, and they assess your strength levels that way. There are
a couple of ways you can do the tests to show when
people aren’t trying their best.
There was this awesome study that was
done a couple of years ago in Australia.
They had hundreds of university students perform a strength test and
they wanted them to try to cheat.
The ability to detect when someone was cheating was quite clear.
If you’re not trying to go full force,

Photo of Tatyana McFadden
by Diarmuid Greene/Getty Images
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turned off or on? One of the ways that those devices are looked
100% effort, it produces a distinct pattern.
Also, the way we do observation assessment will change.
at now is what sport philosophers call “technological doping.”
Currently we do it pretty much with the naked eye. But now
That’s going to have to be managed and dealt with.
there are all of these video programs coaches use that let you
The way the classification process has been done is, you go
slow things down and repeat them over and over. That would
through classification a certain number of times and at some
allow you to see exactly how someone does a movement and
point your impairment is stable and you aren’t required to go
if they’re doing it in a way that’s not the first choice for their
through it anymore. Now, part of having the intentional misbody, or if they’ve learned a way to do it using differrepresentation policy in place is — if you’re going
“Some devices
ent muscles. Detailed observation analysis will help
through treatments, surgical procedures or you’re
are looked at
confirm we are getting people into the right class.
using devices that have affected or made your imby sports
pairment less, you have to disclose that and you have
NM: All of the recent advances in functional recovery philosophers as
to be reassessed. If you don’t disclose that and it’s
‘technological
seem like they could pose problems with Paralympic
picked up on, you’re intentionally misrepresenting
doping.’”
classification. What if an athlete gets classified, and
and you will have to face the consequences.
then they have a procedure or get a stimulator that inOne of the things that has been discussed and trialed in
creases their function? How do you keep classification current
wheelchair rugby is something I compare to having to underin a world where impairment may be less static than it is now?
go a random drug test: Classifiers will schedule an athlete who
is no longer regularly evaluated for a new assessment at an upAH: Stimulator use is already happening and is on the radar
coming event. Another thing that’s been trialed is having clasof those working in classification research. I know in a couple
sifiers observe athletes whose classification doesn’t quite seem
of sports there have been situations where athletes use it, as
to fit. If there is sufficient evidence to suggest the athlete may
more of spasticity control. When they undergo assessment
not be in the correct class, the athlete is placed under review
and evaluation they have to have it turned off, and they’re not
supposed to have it turned on when they’re competand has to undergo classification again. So, even if you have a
ing either. But monitoring this presents challenges.
confirmed or permanent status, your international sport fedIf you’re in the competition field of play, and noeration could require you to come back to classification and
body’s around, who is going to know whether it’s
reevaluate whether you still fit in that class.

3. #SayTheWordDisabled
B Y

L A W R E N C E

C A R T E R - L O N G

Once upon a time, disability was just a diagnosis. Thankfully,
comfortable with the status quo is kind of the point. Which
through the years, the word has evolved to encompass much
leaves us with a larger, more practical question: When discussmore: community, identity, constituency, history and culture,
ing disability, do euphemisms actually work?
to name a few. In 2019, anyone who thinks of disability solely as
“We will only have real progress when we no longer
a medical issue is behind the times — by a few decades even. So
search for polite words, but [when] … people with the label
why are we still debating the words used to describe disability?
can use them with pride,” writes Rick Hodges in “The Rise
Because language matters.
and Fall of ‘Mentally Retarded,’” an essay in Me“Identity-first
Historically speaking, fear of disability has been
dium. “The euphemism treadmill doesn’t solve the
language
the default, and the language we use to communicate
underlying problem; it only delays confronting it,”
centers disabildisability reflects that. Equating disability with diaghe explains. “As with a real treadmill, the eupheity as a cultural
nosis is not only a tough mindset to break, but given
mism treadmill gives the illusion of progress, but
and political
the limited lexicon we have to work with, it is also a
you don’t actually get anywhere.”
influence.”
difficult concept to define.
So how did we come to believe that a euphemism
For this reason and others, euphemisms — words
for disability was necessary to begin with?
intended to put a more positive spin on the terms they replace
Fault lies, perhaps, with the sadly misunderstood prefix
— tend to complicate an already treacherous linguistic land“dis” itself. As commonly used in the English language, “dis”
scape. Feel-good phrases like “handicapable” or “differentlyreverses or negates the meaning of whatever word we attach
abled” don’t really challenge users to make changes to an
it to. Link “dis” to “ability” with this understanding, and the
inaccessible society because attempting to make everybody
reasons why people resist the word quickly become obvious.
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knew that a hashtag could help us get things started and would
But the much-maligned prefix is broader, bolder and more
robust than most give it credit for. In classical Latin, the priinvite people to participate rather than something coming
mary meaning of the prefix “dis” translates to “two ways, in
from just us and suggested #CripTheVote as a riff on Rock the
twain,” according to the Oxford English Dictionary. Quite litVote. It’s been great seeing so many people using this tag in
erally, “in different directions, apart, or asunder.”
the last three years and the rich diversity of expertise and comIf we liberate “disabled” and “disability” from the stigma,
mentary on political participation and disability.”
negative stereotypes and the narrow concepts assigned to
Still, the work of Dr. Sara M. Acevedo, assistant professor
them, we also set the stage for new exciting, inclusive and
of disability studies at Miami University of Ohio, reminds
creative interpretations. In language and
us that societies, cultures, and concepts
in life, the occurrence of disability, not by
emerge and evolve at different paces with
intention but definitely by design, expands
sometimes conflicting goals. So, what to do
opportunities for discovery, discernment
when opinions and priorities diverge? The
and disruption.
answer, it seems, is coexist. The persistent
Or to put it another way, if being disillutension between proponents of “personsioned can help deliver a person from decepfirst” and “identity-first” language is one
tion, then the occurrence of disability can
notable example.
have a similarly liberating effect on human
Person-first language — I am a perexperience. If we let it.
son with a disability — posits disability is
“Disability pride is still a rare thing,” said
anything but a defining characteristic in
Kathleen Bogart, assistant professor of psya person’s life, and in some cases, it makes
chology in the College of Liberal Arts at Ordisability almost incidental. By contrast,
Lawrence Carteregon State University. “Most disabilities are
identity-first language — I am disabled — purposeLong is the direcinvisible, and people have to choose to identify with
fully centers disability as a cultural and political
tor of communithem. Many people hide their disabilities to avoid
influence. The preferences an individual adopts
cations for the
discrimination, but not identifying also perpetuates
are heavily influenced by their surroundings, cirDisability Rights
the stigma that disability is undesirable.”
Education and
cumstances, opportunities and values. Different
Therein lies the curious Catch-22 of disability. If
Defense Fund.
countries, languages, historical perspectives and
identifying as disabled is necessary to free oneself
He initiated the
economic realities add complications and tensions
from stigma, but stigma keeps some people from
social media camto differing views.
paign “DISABLED
identifying as disabled, then it should come as no
“When it comes to transnational experiences,
#SayTheWord” in
surprise that much of society remains both conany rush to judgment based on an arbitrary com2016
to
celebrate,
fused and conflicted.
parison between activism in the West and activcommunicate and
In a study published in 2017, Bogart and her
accelerate the big
ism ‘there’ is not only historically and politically
team found that disability pride was more prevalent
ideas of disability
unsound, but also oppressive,” warns Acevedo.
among people who had experienced stigma, those
pride, identity
While seemingly benign phrasing like “differwho have strong social support and people of color.
and community.
ently-abled” or “challenged” is routinely critiThey also found that the experience of facing stigma
cized
in
the
U.S., the concepts that propel preferred words
and eventually connecting with the larger disability commuand ideas are just taking shape abroad.
nity led to a greater sense of disability pride, and greater pride,
Given this reality, why do I encourage everyone to #Sayin turn, boosted self-esteem.
TheWord
disabled?
Whereas previous generations of disabled people frequently
Because
wherever we put the prefix, claiming disability
found or created community by physically migrating to a speconnects
us
to
each other, our common history, and to the lincific place, increasingly the internet and humble hashtag have
eage
of
all
those
who fought, protested and persisted so that
accomplished what geography can’t do alone.
one
day
we
could
be proud of it too.
“Social media is allowing disabled people to connect on isBecause
if
we
don’t link the individual experience of dissues that we may not have realized we weren’t the only ones
ability
to
larger
systems,
contexts and cultures, we won’t stop
concerned about,” says Vilissa Thompson, the writer and acdiscrimination, injustice, stigma or bigotry in society.
tivist behind RampYourVoice.com. “It has been a megaforce
Because disability pride takes away a weapon — stigma —
in getting disabled voices that typically went under the radar
that those in power have tried, and will continue to try, to use
into the mainstream and reshaping how society understands
against us.
disability that goes beyond stereotypes and misconceptions.”
And ultimately, because fairness, equity and responsibility
“Hashtags are a powerful tool in creating conversation and
shouldn’t be delayed or denied due to someone else’s shame.
community,” wrote #CripTheVote co-founder, Alice Wong. “I
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Finding the perfect home that you can afford in an enticingly-accessible neighborhood that you absolutely adore shouldn’t be this hard. The passion, ingenuity and know-how to create fully-accessible communities and jobs exist. But
there’s a disconnect. How can we get our own piece of the American dream?

1.Make Access Accessible
I N T E R V I E W

W I T H

K A R E N

B R A I T M A Y E R

New Mobility: Access to accessible housing is one of the biggest issues that we hear
about. In many cities, there are accessible
apartments and condos available, but only if
you can afford thousands of dollars in rent
and mortgage. Units that are accessible but
also affordable are rare. Where do you see
opportunities for increasing the supply of affordable, accessible housing?
Karen Braitmayer: I think everybody’s being challenged about affordable housing. I
don’t think it’s just people with disabilities
that are having trouble finding affordable housing.
I live in a city [Seattle] that is distinctly not affordable. Everything is ridiculous. My daughter is embarking on a career as a school teacher, and I don’t
know how she’s going to live, buy a house or even a
modest condo in our community. But the issue of
how to increase access to accessible housing in any
affordability range is also a major barrier to independent lives for people with disabilities.
In my state, 5% of all multifamily housing is being built with accessible features. And I know that
for every project that we consult on, those units really are accessible. The big challenge is that there’s
no mechanism or program in our community to
match or to hold back those units until someone
who has a mobility need can apply for them. They
go on the market just like every other unit, and
they are sold or leased to the first comer. And that
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Architect Karen
Braitmayer has
worked for 30
years to help
design forwardthinking buildings
of all types and
served as the
chairperson for
the U.S. Access
Board, the federal
authority on accessibility code.
The American
Institute of Architects awarded her
the 2019 Whitney M. Young Jr.
Award for social
responsibility.
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means when someone who needs those
mobility-friendly features goes to look
for an accessible unit, we have a very
limited stock of open units to choose.
This has nothing to do with price.
There has to be some connection between those units that developers and
contractors and architects are working
so hard to make wheelchair-friendly
and getting them to the people who
need them. There’s an opportunity for
an organization, an agency or a coalition to find a way to match those units
to those individuals who need them.
NM: You’ve worked both in architecture and
the public policy arena, and it sounds like you
see the issue of increasing access to accessible
housing as more of a policy challenge than a
design challenge, is that right?
KB: There is opportunity, whether it’s through
the private sector, or through the public sector,
to further this benefit of building codes that require up to 5% to be accessible housing. It’s great
that we require those to be built, but we haven’t
gone far enough to identify how those units can
be matched to the individuals that need them.
And that, I think, is the missing link.
NM: Another big challenge with accessible
housing is if you have a family. Typically, in

COMMUNITY
Designed by House + House
Architects to incorporate universal
design principles, this dream home
owned by Pat Wright and Deb
Zeyen is showcased as part of
the Cerebral Palsy Foundation’s
Accessibility is Beautiful initiative.
Learn more at yourcpf.org/
casacabopulmo

that is going to make it much easier for people to find homes
that have those good bones. They may not be ADA compliant, but they may be close for your needs, so it would be easy
to make some modest architectural changes and make it
KB: How does a family fit in to our city when the developers
work for you. I’m super excited about this and
are building only units that are designed to be
expect it to be a huge benefit here. I’m hoping
shared by, maybe, two people? That’s also a huge
“It’s great that we
that this becomes popular enough that it gets
question for everybody, not just for people with
require accessible
rolled out across the country.
disabilities. The big challenge for people with
units to be built, but
NM: Do you think some of the push for that
disabilities is that the federal and state acceswe haven’t gone far
has come with the aging of the baby boomer
sibility requirements address only multifamily
enough to identify
generation, and how many more people are godwellings. Home builders aren’t building new
how those units can
ing to need accessibility features?
single-family houses that are fully accessible so
be matched to the
they’re not on the market.
individuals that need
KB: Oh, absolutely. I think people are increasBut we do have a cool new thing that is
them. And that, I
ingly aware. I have more residential architects
available here in the Pacific Northwest. There’s
think, is the
getting in touch with me saying that when
a realty listing service called the Northwest
missing link.”
people renovate their homes, they want to inMultiple Listings Service, and they have just
clude these features because they are seeing
taken on adding a very extensive list of wheelhow important it is for their parents, and how they’d like to
chair-friendly, or accessible-friendly features so sellers can
have them in their own homes for the long term. Every time
list specifics like a no-step entrance or wide doors. I think
multi-unit housing, accessible units are one bedroom or a
studio. But an accessible unit that could support a full family is much harder to find.
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we can help people modify their home for aging, now we’ve
got another house on the market that is usable by people of
all abilities. If we can continue to increase the public’s desire
for this, then maybe by people demanding it, we’ll see home
builders consider adding those features right off the bat, and
we can increase our accessible housing market. Home developers build what people buy.
NM: It’s so interesting because for a long time, there was a
certain stigma associated with accessibility features — like
real estate agents wouldn’t want to list a house’s accessibility
features because they thought it would turn off buyers who
didn’t think they needed them.
KB: I think that there are different ways that you can identify accessibility features. For example, I have a no-step rollin shower in my bathroom. If that shower is called a roll-in
shower, you think about it one way. You call it a European,
no-step spa shower, now all of a sudden people think that
that’s a cool thing to have, right?
The Cerebral Palsy Foundation has a new campaign
called Accessibility is Beautiful, where it’s trying to encourage acceptance of accessibility features in private homes by
highlighting beautiful examples. In my work, homes where
we modified the house specifically for an individual or a
family with disability, every single one of them is creative
and interesting and beautiful. Architects need to step
up to the plate and realize that you can do a beautiful job of making things accessible. It’s just a design

challenge. It doesn’t have to look like a hospital bathroom.
NM: Moving away from residential to the commercial side
of your work — you’ve done projects for some of the biggest companies in the world, from Amazon to Microsoft to
Nike. Do you think companies are slowly starting to think
about accessibility in a way that goes beyond minimum code
requirements?
KB: Absolutely. I have a number of clients, spearheaded by
the tech sector, that are trying very hard to develop buildings and facilities and company policies that are most welcoming to people with disabilities. It’s exciting because in
our current political climate, where the government is restricted from developing new regulations, we really have to
look outside the governmental sector to find opportunities
to do better. I’m thrilled that parts of the corporate sector
are taking the lead. And it’s really because they want to be
better in the marketplace. If a company wants to be more
productive, making the best products, selling the most, they
need the best employees to be effective. They recognize that
there’s competition for really good staff, and they want to be
sure that they’re getting the best people. And the best people
include people with disabilities. Just like these companies
making sure that you have access to meals anytime, nap
rooms, game areas and all the desirable employee benefits,
they want to be sure that everyone feels welcome and supported on their campuses. So it’s a market-driven decision,
even though it’s a social justice decision as well.

2.Reform Buy-in Programs
B Y

J O S H

Medicaid’s strict rules create barriers to earnings and employment for workers with disabilities, and it’s time for
advocates to work with their national and state elected officials to dial these rules back. It’s time to create new national
programs to change the disability employment landscape
across the country.
If a person has a significant disability and requires community-based healthcare, their ability to work often comes down
to what Medicaid programs are available in their state. They
can’t turn to private insurance because there is no long-term
care plan available once a person acquires a disability. Without Medicaid, all long-term care expenses come out-of-pocket,
which is not financially feasible for most.
Although buy-in programs, which allow eligible workers
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with disabilities to gain and maintain Medicaid have existed
for over two decades, most states have implemented overlystrict rules on enrollee’s earnings and savings. There was little
to no data available to assess possible fiscal impact of these
programs on state budgets, and the states feared the programs would lead to higher costs and expanded enrollment.
These fears never came to fruition.
Making major changes to these programs on both the
state and national levels will chip away at the long-persisting
barriers that contribute to degradingly high unemployment
and underemployment. People with disabilities who desire
to work should always be encouraged to do so. No person
with a significant disability should ever be forced to choose
between vital healthcare and working.

A BIG IDEA
TO FIX SSDI
Reforms at the State Level

cific state in order to maintain long-term services and supports. If a person receives a job in
We should advocate for these six state-level imanother state, upon moving they lose their curprovements to Medicaid buy-ins:
rent LTSS and then must reap1. Remove income limits
ply for all new LTSS in the new
2. Remove asset limits
state with no guarantee of enrollment. This is a scary road
3. Remove upper age limit
that most never travel down.
4. Remove spousal inclusion
Congress could fix this
from financial eligibility
barrier through legislation to
create a national buy-in for
5. Implement a sliding scale
LTSS-only services. Enrollees
premium payment structure
would be workers with sig6. Allow assets earned while
nificant disabilities who have
enrolled in the buy-in to not be
substantial LTSS needs and
counted in financial eligibility
Josh Basile is a
expenses — such as specialfor other Medicaid assistance protrial attorney in
ized
durable
medical equipment,
grams after leaving the buy-in.
Maryland and
nursing and personal assistance serWashington, D.C.,
States typically operate their
vices. To qualify, these enrollees must
and is passionate
Medicaid buy-in programs using
have LTSS costs greater than 25% of
about all things
the 1997 Balanced Budget Act or
their annual salary. For instance, if a
SCI-related.
the 1999 Ticket to Work and Work
person makes $40,000 annually, then
After a C4-5
Incentives Improvement Act. Nothinjury, he founded
their LTSS costs must be greater than
ing prevents states from simultaneDetermined2Heal
$10,000 to qualify. This will strategiand co-founded
ously using both the BBA and TWcally target workers with substantial
SPINALpedia.com.
WIIA at the same time. Utilizing
long-term care needs.
He is a board
both would provide more flexibility
Congress also needs to introduce
member of United
and options when implementing the
legislation
to support our nation’s
Spinal Associaabove-mentioned recommendations
largest
employer
— the federal govtion and a tireless
for multiple targeted populations.
ernment.
Federal
employees with
advocate for
Massachusetts and Washington
Medicaid reform.
disabilities have a difficult time mainprovide examples of what creative
taining Medicaid eligibility and adthinking can achieve. By using the BBA and
vancing within the government. Many workers
TWWIIA simultaneously and a federal waiver
remain stuck in lower-level positions because
allowing them to experiment, Massachusetts is
of income requirements within their state-level
able to define work hour requirements and allow
Medicaid buy-in. Lower level positions result in
for grace periods to promote earnings and emless earnings and fewer leadership roles, which
ployment for diverse disability populations, inessentially prevents the disability community
cluding those with cyclical conditions. In April
from having their voices at the table to affect
2019, the governor in Washington state signed
major decision making.
legislation that removes previous income, asset
Creating a federal employee buy-in proand higher age limits for workers with disabiligram that adopts all of the state level improveties enrolled in their Medicaid buy-in.
ments mentioned above would drastically incentivize the disability community to work for
the federal government. In 2018, the U.S. federReforms at the National Level
al government employed 2.8 million workers.
Having to cross state lines for a new job is a
This program could provide a buy-in option
major barrier for workers with significant diseven if a particular state does not have a great
abilities. Medicaid buy-in enrollment is stateMedicaid buy-in.
specific and not portable, meaning you can’t
If Congress were to pass both a LTSS-only
freely transition from state to state without
buy-in and a federal employee buy-in, then the
reapplying. Therefore, our community’s skills
national landscape for workers with disabilities
and talents are not steered by the marketplace,
would be transformed forever.
and instead many remain stuck within a spe-

There are perhaps tens
of thousands of people
collecting Social Security
Disability Insurance who
could work and who
want to work but need
supports in order to be
successful. Here is a big
idea that could fix this
problem:
Change SSDI’s
60-year-old “inabilityto-work” standard,
under which applicants
for SSDI must affirmatively state that they
are unable to work.
Instead, we should
use a standard that
provides flexibility for
people with disabilities who may be able
to work if they could
access needed services.
We could use SSDI funds
to help pay for personal
care attendants at home
and at work, and for
equipment that would
assist workers to do their
jobs. By changing the
SSDI eligibility criteria,
people with disabilities
can become full participants in our economy
both as taxpayers and
consumers.
The ADA passed because
the left and the right
could agree on one
thing — everyone who
can work should. Paying
people not to work imposes a burden unnecessarily on taxpayers when
there is an alternative
— use SSDI money to
support employees with
disabilities.
— James Weisman,
president and ceo,
united spinal association
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3. Plan Cities for Everyone
On a post-industrial parcel of Toronto’s eastern waterfront,
one of Google’s sister companies is busy designing a hightech city landscape intended to push urban planning into
the future. For its Quayside neighborhood, Sidewalk Labs
is redesigning everything from streets to bike lanes and
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sidewalks, public spaces and buildings — and universal design and accessibility have been at the core of the process
from the outset. “Our ambition is for this to be the most accessible neighborhood in the world,” says Samara Trilling,
the accessibility lead at Sidewalk Labs.

and Everything
• Hexagonal Pavers: Designed to be both heatable and easily removable by a single worker, these pavers are intended
to keep snow and ice away, and make cracks and potholes
simpler and cheaper to repair, thus making city streets and
sidewalks easier to roll over in all seasons.
• Curbless Streets: The Quayside neighborhood will be
level from street to building entrance. The streets aren’t restricted to the typical car/pedestrian binary, but are meant
to provide a dynamic means of encouraging mobility of
all types, from wheelchairs and walkers, to bikes, personal
electric vehicles like scooters and Segways, public transportation and cars. Fast moving vehicles will be separated by
barriers like trees, planters and benches, while tactile markers will provide a means of navigation.
• Pedestrian Preference: Outdoor spaces will use a people-first
approach that planners hope “encourages people to spend more
time outdoors, together.” This means less preference and space
given to private vehicles and more to pedestrians. Eliminating
curbside parking and reducing vehicle lanes will make room for
wider sidewalks and more pedestrian-only plazas. Some streets
will be designed for fast-moving transport, while others will be
more intimate “laneways” with reduced vehicular access.

Video, audio and
digital cues can
help guide passengers to their selfdriving vehicles.

• More Trees, Less Weather: Trees would be planted at a higher density than in most city landscapes, reducing the urban
heat island effect in the summer. When coupled with the wind
screens and rain covers, this should reduce the effects of harsh
weather, making the outdoors more accessible at all times of
year, especially for those with thermoregulatory issues.
• Autonomous Access: Autonomous, accessible vehicles would
be allowed access to laneways and areas from which other vehicles are restricted as long as they’re moving at pedestrian speed,
improving door-to-door transport for wheelchair users.
• Easier Transitions: All building entrances are designed to
be level with the street — no more long ramps or clunky stair
lifts. Design follows “the fewer doors the better” approach, and
automatic doors will be triggered by sensors wherever feasible.
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4. Turn Super Storms into
I N T E R V I E W

W I T H

New Mobility: Natural disasters are
terrible, causing loss of life and property
that often is difficult if not impossible to
recover from. But the Partnership for Inclusive Disaster Strategies and other disability advocates toiling away in disaster
relief see that after the waters recede,
there’s a chance to rebuild communities
that work better for everyone, especially
people with disabilities. What is your
big idea about how to use disaster relief
funds to improve community access?

Marcie Roth: One of my favorite sayings these
days is the Chinese proverb, “Crisis is an opportunity riding on a dangerous wind.” I see “dangerous wind” as both an accurate and metaphorical example of how much opportunity we have
with disaster funds to really build community,
inclusion, accessibility … all those buzz words.
NM: How much money is available to help
communities rebuild?

M A R C I E

Longtime global
disability rights
leader and expert
Marcie Roth is
the CEO of the
Partnership for
Inclusive Disaster
Strategies and
president of Inclusive Emergency
Management
Strategies, providing local, national and global
disability rights
leadership with a
mission of equal
access and full
inclusion for the
whole community
before, during and
after disasters.

MR: We are often talking about many billions
of dollars. After Superstorm Sandy, New York
City requested around $32 billion. That goes to
all of the things that contribute to the accessibility of a community — improvements to
transportation, community centers, medical
facilities, schools, housing … and all of these
funds must be spent in compliance with Section 504 of the Rehab Act. Forty-six years after
being signed in 1973, it still requires every federal dollar to be accessible. This is not a “niceto-have” — this is an obligation, a requirement
under the law. Section 504 is rarely appreciated for its
magnificent impact on disaster recovery funds. People
think we’re talking about the ADA.
NM: It’s such a big problem … tornadoes, earthquakes, hurricanes, wildfires. It feels overwhelming. Can we keep up?

MR: Yes, we have to. It’s not an option to not keep up,
and I think we spend way too much time bickering and
admiring the problem. Sometimes when we raise issues
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on the front end, like, here are the things
we need to think about to keep people
in the community, and here are the legal obligations to be complied with, what
we get back is, “Let us know if somebody
violates the law. Give us a complaint.”
Complaining after the fact is a ridiculous
strategy. Let’s invest in getting it right at
the front end.
Literally two federal agencies and
a state agency in the last month have
said, “You need to have individual complaints.” And we’ve said, “We’re not unwilling to have people complain about how
they’ve been harmed, but we really think that
we all should be working on keeping people
from being harmed first. OK? There’s a thought.
Why don’t we, instead, ensure we’re getting it
right on the front end rather than playing gotcha.”

NM: Who is currently getting it right, with accessibility in mind?

MR: New York and New Jersey have begun
their recovery from Hurricane Sandy, and there
have been some innovative housing solutions in
New York City. It took a whole lot of pressure
from disability and low income housing organizations to press for innovation. But you’re not
going to see anything yet from Harvey, Irma,
Maria, Michael, or the wildfires, it’s way too
soon. In California they just opened transitional housing mobile home communities, like, this
week. They’re still at the very front end. It takes
years even once you’ve got the funding.
Our Partnership for Inclusive Disaster Strategies brings
disability organizations, businesses, first responders, government and nonprofit folks together on a weekly basis to
collaborate, drive change locally where we can, and nationally in the federal government. We’ve identified significant
gaps that we see as opportunities for legislative approaches.
Along with other disability community leaders, we worked
with Sen. Bob Casey to develop two bills, The Real Emergency Act for Aging and Disability Inclusion for Disasters

Super Access
Act and the Disaster Relief Medicaid Act.
If you have to evacuate out of your Medicaid area to
another state, it’s not portable. You don’t have any medical coverage, and your home and community-based services are no longer provided. DRMA bill would allow
disaster-impacted Medicaid-eligible folks to port their
Medicaid with them. So this bill addresses that.
The REAADI act creates funding for training, research and tech assistance for disaster-related preparedness, response recovery and mitigation activities. It
would establish a national committee on disability and
aging with a large number of people with disabilities
appointed so it would have many community reps. It
look
at the
of federal funds for compliance
all AM
Newwould
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2014use
6000TRS_mm_346.qxd
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the way back to Katrina. The last piece is it would look
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Everything we knew about rehab and research is being turned on its head.
Rehab is no longer a once-and-done deal — function can be improved
upon, and people are already healing from spinal cord injury. Are we
talking cure? No. But we are talking about regaining abilities.

1. Disregard SCI Dogma
I N T E R V I E W

W I T H

W I S E

Y O U N G

New Mobility: When we contacted you
for this story, you sent an email about why
the dogmas of SCI research are slow to die.
Can you explain these dogmas?
Wise Young: The first and most influential
dogma is the belief that the spinal cord does
not regenerate. Hundreds of published studies have shown that the spinal cord not only
can, but does regenerate. In fact, the more severe the injury, the more regeneration occurs.
The second and sister dogma is that
people do not recover from spinal cord injury. This is false. People with incomplete injuries
usually recover substantially and even people with
complete injuries will recover partial function.
NM: If the spinal cord is able to regenerate, what
has been holding people with spinal cord injuries
back from recovering function?
WY: We did a study in China [published in 2016]
using umbilical cord blood mononuclear cell
transplants combined with an intensive locomotor training program — six hours a day, six days a
week for six months. That study showed that 15 out
of 20 people with complete SCI recovered long distance walking, as well as bowel and bladder function by one year after the start of treatment. In that
trial, there were eight who received the UCBMNC
transplants but no locomotor training. They did
40
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If SCI research
has a father it’s
Dr. Wise Young.
From his 1990
discovery of highdose methylprednisolone as a
treatment for SCI
to the scores of
clinics he has built
globally, to his current discoveries
of what happens
when stem cell
treatment is
combined with
exercise, he has
always been on
the cutting edge
of SCI research.
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not recover walking, bowel or bladder
function. This was like a control group
of sorts. The message was clear — no
exercise, no recovery.
We did another study that should be
published soon, which involved 30 subjects. All received the same intensive
locomotor training, and half received a
surgery to remove all adhesions, clean
the spinal cord and surrounding membranes. This is called untethering. None
received any cell transplants. About
a quarter of them recovered walking,
but a majority showed improved bowel and
bladder function. The two treatment groups
showed no difference in walking, but the untethered group had better bowel and bladder
recovery. I think that trial showed us that
walking by itself is beneficial. (For more on untethering and Dr. Young’s research, don’t miss
NM’s October cover story.)
If we think about it, these findings are really
not so surprising. Animal studies have shown
for a long time that spontaneous regeneration
occurs in the spinal cord and that transplanted
cells can improve the regeneration, but the regenerated axons are very unlikely to make exactly the same connections. Training is necessary for the brain to learn to interpret sensory
signals and how to use the new connections.

FUNCTION

Clinicians and researchers at the Shirley Ryan
AbilityLab in Chicago are working together in
groundbreaking new ways that could transform
the future of acute rehab (see sidebar, page 44).

WY: The spinal cord injury community has been really
disheartened by the continual barrage of media reports
that the cure for spinal cord injury is here, only to find
WY: One aspect of the studies was really unexpected —
out that it won’t be available for another five years — they
age and time after injury did not seem to make a differcalled this “the rolling fives.” Although we’ve published
ence. People that were in their 50s and 20 years after injury
these studies, we made the choice not to publicize them,
recovered as much and as well as those who
instead explaining the results with individuwere in their 20s and two years after injury.
als and groups within the SCI community.
“The first and most
If you had asked me before the study whether
We need to explain how this recovery works
influential dogma is
age or time after injury would affect regenso that people don’t misunderstand that it’s
the belief that the
eration and recovery, I would have responded
not a cure. We’re not talking about miracles
spinal cord does not
that both would be important. This finding
here. Recovery in spinal cord injury can be
regenerate.”
suggests strongly that the spinal cord is ready
helped by certain therapies and requires a
to regenerate and to recover function even 20
huge commitment on the part of the people
years after injury and in older patients.
with SCI and their families to do the locomotor exercise,
which is the most intensive exercise they’ll ever have. To
NM: For decades, SCI recovery had been framed in terms of
take somebody who’s 20 years after spinal cord injury and
a “cure,” as if recovery was going to come in the form of a pill
expect them to walk without intensive training, that’s exor a surgery that suddenly restored full function to a parapecting a miracle to happen.
lyzed body. What is a more accurate way to view restoration
of function?
NM: Where does your research go from here?

NM: Were there any other notable findings from these recent studies?
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WY: We’re trying to get worldwide regulatory approval. We
have a trial that will be starting in the U.S. within the next six
months that has already been approved by the FDA as a phase
2 clinical trial. This will be the first trial in the U.S. using umbilical cord blood cells transplanted into the spinal cord, and
this is the most intensive walking training program ever, and
we have to show that it’s feasible, that it can be done.
Phase 2 trials are preliminary to establish the feasibility,
optimal dose and optimal outcomes for phase 3 trials. Generally, one does phase 2 trials until one is pretty certain that
the phase 3 trial will succeed. Then we would go ahead with
the global phase 3, which is the pivotal trial that forms the
basis for regulatory approval.
NM: You’ve said that getting regulatory approval may be the
only way for people to start thinking beyond the dogmas

RESEARCHERS AND
CLINICIANS JOIN FORCES
In 2017, the Rehabilitation Institute of Chicago — long
recognized as one of the best neurological rehab
centers in the world — opened a new headquarters
and changed its name to the Shirley Ryan AbilityLab.
Along with the new building and new name, the facility launched a whole new model of operating, becoming the first-ever “translational” research hospital
where researchers and clinicians would work alongside one another. “We knew going in that 86% of scientific discoveries never make it out of the lab,” says
Megan Washburn, the director of communications for
AbilityLab. “In a typical setting, research is on a different floor or it’s across the street or down the road. In
our hospital they’re smack dab in the middle of where
clinical care and therapy takes place.”
The idea is to let researchers see first-hand the
challenges of SCI rehab, let that experience inform
their research and then collaborate with clinicians
and patients to translate research into effective therapeutic interventions. Spinal cord injury applicable
trials include everything from neuromodulation —
using transcranial magnetic stimulation combined
with electrical muscular stimulation and physical
therapy to improve voluntary muscular function —
to intermittent hypoxia research — a novel approach
where brief periods of low oxygen have been found
to increase the connection strength between brain
and spinal cord for a few hours, giving a window to
make therapy sessions more effective.
Washburn says there’s already been interest in
the translational model from organizations around
the world. If more facilities start using the approach,
we may see the next generation of big ideas quickly
turn into real-world solutions.
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and accept that regeneration and recovery are possible. If
things go well, and you’re able to get approval, how does that
change the SCI research and clinical world moving forward?
WY: Big Pharma will take an interest. Right now they have
no interest, they don’t believe this can happen. Even after we
published our study in 2016, there have been three clinical
trials in the United States involving cell transplants into the
spinal cord, and none of these three studies have employed
intensive training. These three U.S. trials involved a number
of different cells, and all resulted in no recovery of function.
I don’t know that their cells didn’t work. All I know is that
if they put in cells without walking the subjects, they’re not
going to see improvements in walking.
NM: Would you expect that if researchers start to include
locomotor training or other activity-based training into
their studies, then all of a sudden, we’re going to start seeing
a lot more successful studies for regeneration?
WY: Absolutely. I believe that. I don’t think that umbilical
cord blood mononuclear cells are the be all and end all of
spinal cord injury transplant therapies. A lot of different
therapies are showing some beneficial effects. There have
been more than a hundred studies published in China in
the last four years using transplants of a variety of cells into
the spinal cord, and in every study, you notice that maybe
two or three or four people are actually recovering well, and
these are the ones who are highly motivated to walk.
It is a very exciting time in spinal cord injury research and
for the spinal cord injury community. I suspect that what we
have found in spinal cord injury applies to many other neurological conditions, including traumatic brain injury and stroke.

The equipment at the
Shirley Ryan AbilityLab
is state-of-the-art.
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2. Therapy
Make Activity-Based
Affordable
I N T E R V I E W

W I T H
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New Mobility: Research is increasingly showing the benefits of activity-based
and locomotor training. But access to
this type of training is extremely limited.
What is the biggest challenge with providing quality functional rehabilitation
in the U.S.?
Janne Kouri: Lack of insurance coverage.
The reason there aren’t a lot of communitybased facilities is they’re expensive to run.
Equipment is expensive, staffing is expensive. Locomotor training takes four trainers working with one client. At our NextStep
facilities, we have a lot of high-level quads who
are newly injured, and some have vents. Activitybased training with those clients sometimes requires three trainers. It’s very expensive. Right
now, the only way to make these centers affordable is to operate as a nonprofit and do a lot of
fundraising. It’s not easy.
NM: So insurance companies don’t want to pay
for this type of training because it’s expensive.
What’s your argument to them as to why they
should cover it?

Janne Kouri is a
C5-6 quad and the
founder of NextStep Fitness Centers, a network of
nonprofit rehab
centers that provide subsidized,
community-based
access to the latest in functional
rehabilitation
training, including
activity-based
training, locomotor training and
neuromuscular
electrical
stimulation.

JK: They’re going to save billions of dollars. It’s really simple — if you have access to rehab and fitness services, you’re going to be healthier, you’re
going to recover more, you’re going to require less
medication, less equipment, you’re not going to have to go to
the doctor’s office as often and are more likely to stay out of the
hospital with pressure sores, diabetes or other complications.
We gather data on every one of our clients’ sessions to show
their progress. And all of the data has been entered into the
Reeve Foundation’s NeuroRecovery Network database, along
with data from the five hospital-based rehab centers and the
community-based facilities that are part of the Recovery Network. Also, every six months, our clients do quality of life surveys, as well as answer various questions about overall health
and wellness, medications and doctor’s visits. We’ve got troves
of data showing that what we’re doing is working. Every client
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is different, but for almost anyone, the more
training, the better functional outcomes, so
the investment is worth it.
We’re trying to put the full court press on
insurance companies. There are a lot of people advocating for this — obviously United
Spinal Association and the Christopher and
Dana Reeve Foundation have been working
on it. There’s a lot of data out there, and there’s
a ton of research proving that the methods
we’re using work. It’s all there. I don’t know
why insurance companies haven’t seen the
light yet, but we have to keep pushing.
NM: There’s a lot of exciting new research showing
that recovery of function is possible, given the right
interventions. Whether it’s electrical stimulation or
some of the more ambitious regeneration strategies,
activity-based or locomotor training seems to be key
to helping the spinal cord rewire itself after injury.
What do you see your role being as some of these
recovery technologies move from research trials to
clinical applications?

JK: Dr. Susan Harkema and others are already
seeing some amazing results from epidural stimulators, and as they continue the research and implant into even more participants, I think we’re
going to see even more improvements in recovery
of function. So far they’ve gotten people to stand,
and one girl got back to walking. We’re seeing improvements in bowel, bladder and sexual function.
We simply took the rehab techniques and methodologies
that places like Frazier Rehab Institute [where Harkema does
her research], Kessler, Craig and Magee employ and brought
them to a community-based setting. As these treatments move
into the clinical setting, it will be amazing to start working
with people who’ve had them and seeing what kind of functional improvements we can get. People can continue to see
improvements for a long time, so having access to communitybased therapy is going to be really important for maximizing
the functional return that people get from these treatments.

Janne Kouri and
other advocates
are collecting data
to show insurance companies
the long-term
financial and
health benefits
of activity-based
therapy.

“The way the
science is progressing these
days, I’m optimistic for the
next generation. Hopefully
in the years to
come, breaking
a neck will be
like breaking
a leg.”
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3.
Facilitate
Rehab On Demand
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In our current medical system, rehabilitation is front-loaded for people with spinal
cord injuries. Immediately after their injury, they have access to skilled interdisciplinary rehabilitation services, though
they’re often unable to fully benefit as
they’re grappling with loss, coping with
pain and facing major changes in nearly
every aspect of their lives.
After that first wave of rehab, further
access to specialized services typically
only occurs following some sort of injury,
wound or major setback. This mismatch of
when services are available and when people are
ready to make changes in their lives often leads
to people exhausting their access to rehabilitation services before they meet their full potential.

Here’s How We Do It

An occupational
therapist for people
with spinal cord
injuries for over a
decade, Kelly Spellman co-founded
Empower SCI eight
years ago and has
volunteered as a
clinical specialist
there ever since.
Empower SCI is an
excellent example
of a program that
has emerged to fill
in the gap between
shorter rehab stays
and reintegration
into the community.

At Empower SCI, we strongly believe that we
need to create different avenues for intensive rehabilitation and learning for those who are not
able to absorb the skills and information provided immediately after injury. In our post-acute
rehabilitation model, people with SCI who have
had their injury for at least one year receive comprehensive residential rehabilitation services in a
week-long program. They determine their own
goals, which are worked on around the clock
with peers, caregivers, and therapists. They receive rehabilitation counseling to strengthen individualized coping skills and are provided with opportunities to challenge themselves through adaptive sports and
social opportunities.
We are a volunteer organization, and our residential programs run for three weeks of the year, two weeks at the State
University of New York at Stony Brook and one in Montana.
Over the eight years that we’ve run this program, we’ve seen
huge changes are possible in short periods of time when
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rehab services consider the whole person
and meet them where they are in their
post-injury journey.
We believe in bringing together existing programs and systems to provide holistic care that fosters a safe environment
for participants to push past their current
boundaries. For example, this year when
we expanded to include a week-long residential program at the University of Montana in Missoula, we collaborated with its
physical therapy department, recruiting
its staff to be therapists and its students as
residential aides. We partnered with peer mentors from Missoula’s independent living center
and worked with local parks and recreation and
adaptive sports programs. In this way, we were
able to provide our participants with true interdisciplinary care while simultaneously connecting them to activities they can continue to
participate in after the program is over.

Programs Like Ours Should
Be Available Locally

Leaving one’s home and familiar routine to attend a residential program like ours can be a
powerful driver of change. But in an ideal world,
a person shouldn’t have to travel to access needed specialized services, nor should they have to
be in a crisis to have those services covered.
We envision a medical system with a stronger focus on preventive care, where at an annual physiatry
checkup, a person with SCI would receive a comprehensive
interdisciplinary evaluation to monitor for secondary complications such as changes in skin integrity, seating and positioning needs, bone health or urinary care. That person
could then be referred to follow-up services such as a seating clinic, nutritional counseling, a urologist, or physical
and occupational therapy. A case manager could coordinate

this care, connecting
the person to services
and helping them
navigate our complex
medical system. Making access to these
services more routine
could prevent medical issues that might
otherwise spiral into
costly and devastating hospitalization.
In addition to
medical care, annual
Yes, life skills include paddle boarding.
screenings
should
be included for services such as psychiatry, rehabilitation counseling and peer
mentoring. These services are invaluable, as they provide
the person with emotional support to move forward with
changes in their life roles and career.
Unfortunately, these services are not often fully integrated into regular care, and more commonly need to be
sought out. This limits recipients to those with greater re-

sources or a better
ability to navigate
our medical system, and often fails
to reach those who
need these services
the most. Incorporating this care into
a routine check-up
could help to jumpstart a person with
SCI’s ability to return to driving, employment, or independent living. For
those who live in areas of the country where transportation is a barrier or services
are limited, telehealth and short-term intensive programs like
ours may play a vital role in filling the gap.
In the future, we hope that having access to a program
like ours that provides comprehensive, specialized, holistic
care when the individual is ready to make major changes in
their lives will be the norm, not the exception.

EXPLORE
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AND FEEL
QUEBEC

Powered by Kéroul

COME DISCOVER
THE UNIQUE
FRENCH TOUCH

with over 1800 partially or fully
accessible tourist establishments!
Plan your visit at
Insurers’ refusal to fund longer
rehab stays leaves many people
without the basic skills to thrive
in society. Here, a participant
practices a curb drop at Empower
SCI’s Montana Camp.

QuebecForAll.com
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OUTDOOR TRACKS
By Kary Wright

FLOTSAM ME
Way back in my first life, I loved being in
or on the water. I used to enjoy canoeing, water skiing, fishing, scuba diving,
boating, swimming and so on. A friend
and I used to camp at a local lake and
swim to a nearby island for exercise,
about 500 yards away.
Since becoming a quadriplegic in
1986, I always wondered if I would float
or sink, and could I swim? The thought
of resuming one of my favorite sports
was enticing. A quadriplegic friend let
me know that she swims regularly, so it
seemed like a great thing to try.
To test my buoyancy, my wife
Terry and I rent a vacation house
with a pool and hot tub in the back
yard. She places our aluminum
wheelchair ramp at the edge of
the pool so it slopes into the shallow end. She walks up and down
it to test it — safety first! It looks
like it should work fine to get me
in. Thoughts of swimming great
distances for long periods of time
flood my mind. I imagine leisurely
paddling around, effortlessly gliding
in the nice warm water, enjoying
the hot sun. It is going to be so
much fun!
“This should work. We’ll use your
manual chair and guide you in,” says
Terry.
“No need for a ramp. One push and
we’ll get you in there real quick,” teases
my friend Joe.
“OK, I want a life-jacket,” I say,
remembering a failed kayaking attempt.
Earlier we turned on the pool’s propane water heater, totally unaware of just
how much propane it takes to heat an
outdoor pool. About $100-worth later,
the pool is at 60 degrees or so. Yay.
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Thirty-three
years after
being paralyzed,
the author discovered that he
can still float.
He also learned
that $100 of
propane is not
enough to sufficiently heat a
pool. Brrr.

“Good enough, let’s try!” I say,
picturing $20 bills going up in smoke.
They put a lifejacket on me, snickering at the possibilities for the near future
… do they know something?
Terry and Joe slowly wheel me down
into the water. My feet touch the water
and I feel a bit of a tingling sensation up
the back of my neck, hmmm. Tingling
feelings are usually reserved for pain-indication, but not nice warm water, right? I

go down farther, this’ll be awesome!
“How’s the water?” says Joe.
“Seems OK, let’s do it,” I reply.
“Too cold?” asks Terry.
“No,” I say. Bear in mind I have no
feeling below the chest.
The water now reaches my chest.
“OK, a little deeper, let’s see if I float,”
I say.
“You should be getting there,” says
Joe.

“I think it’ll work on my back,” I say.
The cold water creeps up to my ears.
“How’s the water?” laughs Joe, no hint
of sympathy in his voice.
“Friggin’ cold, thank you very much,”
I say.
The water sucks my breath away. My
body reacts, and any nonessentials are
retracted to warmer climes. “Holy bleep!
This is cold!”
There’s no turning back now! OK,
pride and ego, gonna need your A-game
to get me through this! We quads are
notoriously cold almost all the time, even
without Arctic waters! I start floating and
get rolled onto my back. The lifejacket
does its job — it seems face-up is much
preferable to face-down when in water.
It feels kind of creepy at first, lying
on my back with my head half under.
The cold is numbing, and I see the
smirks being exchanged, but I’m not
complaining. After a few minutes, the
situation seems stable, which is more
than can be said for a few of the participants. Sometimes I think they just like to
see me screw up.
Next to try swimming. I get my bearings. I sure don’t want to zoom across
and hit the other side of the pool. I try
to move my arms out to the side, slowly
and cautiously. In the weightlessness of
water, it is hard to straighten my arms. I
try to throw them out to the side, over
and over. It doesn’t appear to be having
the desired effect. I try harder — now
I’m whipping up a pretty good froth on
the pool and, looking around, I see that
there’s been no progress. Something
must be impeding me.
I check to see if my helpers are holding me back. Nope. More thrashing
ensues, and I do manage a pretty fair
wounded-fish imitation. I’m grateful there
are no great white sharks in the pool.
I’m sure that I’m moving now, and look
over the side to check. Out of the corner
of my eye I see a dead bug floating by,
pushed by a breeze. What a show-off.
Not to be out-swam by a dead
bug, I pick up the pace. Evidently it
must’ve been a water-bug, as I was far
out-classed, and it kept zooming on. I
thrashed and flailed. Apparently producing equal amounts of forward and
rearward thrust is counterproductive. I

wouldn’t be surprised if rescuers from

un-seize. I’m disappointed by the results,

Greenpeace show up.

but now know where I stand when

About 15 minutes of movement-free
floating later, I’m seizing up from the cold.
It’s time to call it quits.

it comes to swimming, so to speak —
equally bad at both.
Life is all about learning. I learned that

“I’m done, getting cold” I say.

I can float with a lifejacket. I learned that

“OK, let’s get you out.”

I don’t swim like I used to. I learned that

They drag me by the lifejacket over

60-degree water is way too cold for me!

to the wheelchair. Now I’m moving! I’m

I can now rest assured that if I’m on a

pulled up the ramp and into the welcom-

cruise ship and it sinks 6 inches from shore,

ing sun. My body starts to warm and

with the right wind, I will be safe.

GO GREEN
TO GIVE BACK!
Every print subscription that converts to digital saves United
Spinal Association $20 per year. If 5,000 readers convert to
digital, that would drive $100,000 into our
advocacy efforts and resource center!
Help us help more people — call 800/404-2898, ext. 7255
or visit unitedspinal.org/switch-to-green-give-back
to convert today!
Convert your New Mobility print subscription to digital and
receive these great perks:
• Early access to the full magazine
• Enhanced media content, such as videos
• Clickable links — no need to type in
URLs to find more info

Prefer not to convert to digital but still want to give back?
Any amount helps! Visit www.unitedspinal.org/donations
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PARA/MEDIC
By Bob Vogel

STRATEGIES TO AVOID PRESSURE SORES
55 and in my 20th year as a C7
Q. I’m
quad. I stay active, eat a healthy
diet and do nightly “mirror-skinchecks.” My skin has always looked
good with no red areas until six months
ago when I got a minor scrape on my
butt cheek during a transfer. Within
a week it swelled and opened up and
was diagnosed as a deep tissue injury. I
ended up needing a skin flap and many
months in bed to heal.
I’ve used an air flotation cushion
since rehab. It has always protected
my skin. My wound care specialist said
that new research in pressure injury
suggests that over the years, scar tissue
has likely been slowly developing deep
in the tissues near my ischium, and the
scrape likely set the wound in motion.
This is the first time I’ve heard of a
deep tissue injury, and I’m still trying
to wrap my head around how this happened. Anything you can tell me about
it, especially options to avoid another
one, will be appreciated.
— Stacy

A

s in many areas of medicine,
researchers’ knowledge of
how pressure sores — now
often referred to as “pressure injuries”— continues to evolve. Until the
early 2000s, known causes of tissue
injury were pressure — which reduces or stops blood flow to the tissue
— along with heat and moisture.
Research has shown that additional
causes are serious bumps and/or
shear (pushing and pulling of tissue
against bone), which can damage
capillaries (tiny blood vessels) and
deprive surrounding tissue of blood.
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This occurs below the skin surface
and causes damage from the inside
out. In 2007 the National Pressure
Ulcer Advisory Panel added “suspected deep tissue injury” to its pressure
injury staging scale, and a few years
back the word “suspected” was
dropped, which led to the current
term, “deep tissue injury,” or DTI.
For more on deep tissue injury, I
turned to Darren Hammond, a certified wound specialist and clinical
support and education specialist for
Motion Composites.* “These days
many of the deep tissue injuries that
clinicians are seeing, particularly with
acute rehab stays that are so short
[due to insurance guidelines], are
caused by transfer failures where a
person lands on a tire or something
hard,” says Hammond. “This is where
the research of Dr. Amit Gefen
comes into play. Gefen has done
important MRI studies that show
deep tissue stresses and strains —
and how these stresses lead to deep
tissue injury.”
Hammond and Gefen worked
together. Gefen had established that
DTI can be caused not only by an
acute incident but also by repetitive small traumas to deep tissues.
“We had an ‘aha’ moment,” says
Hammond. “I said that some people
have poor transfer habits and bump a
wheel or plop heavily on the surface
they are transferring to. Even though
this causes micro trauma, at the end
of the day when doing a mirror-skin
check, things look good.” This fit
together with Gefen’s research
that shows DTI can be the result of

repeated minor trauma.
Each sloppy transfer causes a
micro trauma in the deep tissue that
heals. The problem is that every
healed micro trauma becomes scar
tissue that is less resilient then regular tissue, thus more susceptible to
injury. Deep tissue micro traumas
are cumulative, each adding another
bit of scar tissue. Let’s say a person
has poor transfer technique frequently. Over the years, scar tissue
from repeated micro trauma adds up,
and the area gets bigger and bigger,
becoming more susceptible to injury
and damage. Then something like a
scrape or moisture from a bladder
accident causes a small skin breakdown, something that normally would
heal quickly. However, the underlying
scar tissue causes it to escalate into a
deep tissue injury.
This helps explain one reason
why wheelers that have gone years
or even decades with no pressure
injury — or even skin redness — can
suddenly find themselves with a deep
tissue injury that seemingly popped
up out of nowhere.
The takeaway is to treat each
transfer as if it is a climbing move.
Be certain of your hand holds, make
sure your butt is going to clear your
tire and gently lower your butt onto
your chair or surface. Treat your butt
like it is made of eggs: The slightest
bump will crack them. This is even
more important as you age, beginning
in your 50s and beyond, because
we start to lose muscle mass, which
makes paying attention to proper
body mechanics as well as staying in

shape and managing your weight critical. It turns out that being too thin as
well as too heavy puts extra strain on
your skin and tissues.
Another area to watch out for
during transfers is avoiding shear and
friction, says Hammond. “You want
to avoid shear and friction not only
during transfer, but also in your chair,”
he says. “On the other hand, there is a
balance. You need enough friction on
your cushion to hold you in place for
good posture. It is a delicate balance. If
your cushion doesn’t hold you in place,
you will develop posture and shoulder
problems.”
Gefen offers additional strategies
to avoid tissue injury in his paper on
detection and prevention of DTI (see
resources). The study discusses the
importance of proper weight and positioning, a topic in itself that deserves
discussing with a clinician versed in
seating. For instance, increasing seat
bucket dump helps reduce pressure
because it puts more pressure on your
thighs every time you lean forward
and/or push your chair, which in turn
offloads the ischial areas.
Of course, doing a mirror check is
still necessary. Also, try and get a sense
of what your skin feels like when it is
healthy (if you have sensation), says
Hammond. A change in temperature
(warm or hot) as well as moisture, or an
area that feels unusually firm can all be
early warning signs of pressure injury.
Last but not least, don’t forget to
use a cushion on car seats and any firm
surfaces. I even use a cushion on the
couch. When traveling by air, I always
sit on my wheelchair cushion in the airline seat. I also carry a portable cushion — a ROHO adaptor pad — which
I use while I’m sitting on frequently
rock-hard aisle chairs on my way to
my airline seat. The adaptor pad also
works great on shower benches.
*Bob Vogel is an ambassador for
Motion Composites and receives payment from the company for representing
it at trade shows.

Resources

• “Deep Tissue Pressure Sores,”
newmobility.com/2011/03/deeptissue-pressure-sores
• Dr. Gefen: “A Review of Deep
Tissue Injury Development, Detection
and Prevention: Shear Savvy,”
o-wm.com/article/review-deep-tissue-injury-development-detection-

and-prevention-shear-savvy
• ROHO Adaptor Pad, permobilus.
com/product/the-adaptorpad
• “New Study Helps in Choosing
Cushions,” newmobility.com/2014/10/
study-choosing-cushions
• Model Systems Knowledge
Translation Center, “Skin Care and
Pressure Sores in Spinal Cord Injury,”
msktc.org/sci/factsheets/skincare
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With a ton of ways to increase your
independence at Abilities Expo,
your glass really is half full!

FREE
ADMISSION

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

Serving the Community
Since 1979

Register online today. It’s free!

Boston

September 13-15, 2019

New York Metro
May 3-5, 2019

San Mateo

October 25-27, 2019

Toronto

May 29-31, 2020

Dallas

December 13-15, 2019

Chicago

June 12-14, 2020

Los Angeles

February 21-23, 2020

Houston

July 31-Aug. 2, 2020

CONVERT YOUR CHAIR TO AN ALL-TERRAIN CHAIR!!

MARKETPLACE

CONVERT YOUR CHAIR TO AN ALL-TERRAIN CHAIR!!

EMPLOYMENT OPPORTUNITY

THE

MOBILITY DIFFERENCE

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

CONVERT YOUR CHAIR TO AN ALL-TERRAIN CHAIR!!

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

NEW

SEATING!

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

NEW

EXERCISES!

VA Approved • Limited Lifetime Warranty

WWW.APEXEQ.COM • 800-851-1122
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For more information on how you can support United Spinal and become a corporate member,
please contact Megan Lee at mlee@unitedspinal.org or 718/803-3782, ext. 7253.
Acknowledgements on our website, in New Mobility, in United Spinal e-news or any other United Spinal
publication should not be considered as endorsements of any product or service.

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

ISO
Gentleman looking for a woman
in a wheelchair for friendship and
companionship. Write to Gary
Cooper at 600 E. Perry Street,
Rossville, Kansas 66533 or call 785584-6104
MUST BE KIND AND LOVE
ANIMALS - SWF Loving, disabled,
59 seeking friendship initially. Age
and location unimportant. E-mail
Cathy: cslot@optonline.net

VACATIONS
Voted “Best Accessible vacation
Ever” (by those who stay here).
Visit https://shipwatch108.weebly.
com/ ... read the reviews!
Costa Rica! Accessible 2+ bedroom house close to beach. Large
bathroom, roll-in shower, adjustable bed, pool with pulley lift,
AC, wifi. Accessible taxi service.
Recommended for adventurous
travelers. Sleeps 7. 952-270-3027
www.vrbo.com/925788

LEGAL HELP

SEX LIFE

Orion Medical Group, Inc.

New Zealand Accessible Vehicle
Hire. New Zealand disability
vehicles, hand control cars, left foot
accelerator cars for hire. Explore
New Zealand – we make it easy! We
are happy to pass on our former
clients’ recommendations of accessible activities and accommodation.
See www.freedom mobility.co.nz
Orchard Beach, Maine First floor
entirely wheelchair accessible.
House sleeps 10. Visit www.dunegrasscottage.com
Ocean-front condo, wheelchair friendly, sleeps six, pool,
boardwalk to beach. Rents daily,
weekly, monthly. St. Simons Is.,
GA. bmmk4@frontier.com 419569-6114.
Cape May farmhouse near beach.
First floor entirely wheelchair accessible. Sleeps eight. Visit www.
beautifullyaccessible.com for more
info and reservations.

Accessible Journeys
making the world more
accessible since 1985
Holland’s Spring Tulips
Rhine River Cruises
Barcelona & Madrid
Accessible Italy by train
Vietnam-Thailand-Cambodia
Kenya-Tanzania-Zambia-South Africa

800.846.4537
www.accessiblejourneys.com

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

VIBERECT

• Treats men with
erectile dysfunction
• Treats SCI men
with ejaculatory
dysfunction.

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

www.medicalvibrator.com

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

Venice & Ljubljana

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

JUMP START YOUR

The leading provider of Complex Rehab
Technology (CRT) in the United States
11975 SW Herman Road, Tualatin OR, 97062
Phone 503.582.1955 Fax 503.612.8500
www.numotion.com

Your Mobility Specialists

2

Convenient
Locations
in Oregon

866-405-6806

Meet New Member Savanna Morton
Savanna Morton, 24, from Knoxville, Tenn.
T12 SCI from a 2013 car accident
Student, Pellissippi Community College
Why I joined United Spinal: I joined United
Spinal to receive New Mobility magazine.
I enjoy reading about new products and
services as well as stories and experiences of people
with disabilities like or different from mine. Also, I am still
young and enjoy participating in sports so I thought it
would be cool to read about sports related options.
Can’t live without: I can’t live without my ROHO cushion
and my hot pink and black Ti-Lite wheelchair. These items,
along with my adaptive vehicle, keep me on the move and
busy. The busier I am, the better life is.
What I would change: I would educate people — the
public needs to learn how to relate to disabled individuals
and stop asking weird, off-the-wall questions.
Meet other members or join United Spinal at unitedspinal.org

SEPTEMBER 2019

55

LAST
WORD

WHEELCHAIR CONFIDENTIAL
BARELY MADE IT
No one is ever ready for an unexpected trip to the ER, and
as it happens, I ended up needing to head to the hospital
after midnight one evening. I didn’t have time
to bother getting dressed, so I just kept
my split-up-the-back nightshirt on
and used my comforter to cover
myself up and keep warm for
the ride and while I waited.
It was a while before I
was seen and I wheeled
around the emergency
waiting area to pass the
time. At some point, a
nice woman came over
to chat for a minute.
Graciously, she pointed
out that she didn’t think I
intended to have my naked
backside showing for all to see
and casually reached over and
adjusted my blanket. I was thankful to
her, but looked over at my husband disappointedly and said, “Your only job was to make sure I was
covered up, and you failed!”
Bummed Wife

THE
CRIME IS
AFOOT
Any powerchair
user knows that the
footrest is like a Swiss
Army knife, serving many
purposes beyond simply providing a home for your bored
feet. My footrest has doubled as a child transporter, a dog
feeder, and most commonly, a door opener and closer.
Most of these functions are beneficial, or at worst harmless, but not all of them. Over 15 years my chair has racked
up a list of minor thefts any petty criminal would envy.
Silverware, napkins, sunglasses, keys — you name it, someone (likely me) has dropped it or knocked it off a table and
it has landed on my footrest. Ninety-nine percent of the
time someone notices right away, but that other 1 percent
of the time — in a loud club or restaurant, or a busy crowd
— the dropped item goes unnoticed, undetected until I get
home or … god forbid … the police find us. “I swear officer,
it was the footrest. It has a history!”
Innocent Byroller

Send your Wheelchair Confidential stories
to confessions@unitedspinal.org.

www.matbarton.com

PLEASE REMAIN SEATED
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NEW MOBILITY

With 100% No Touch Protection,
whatever you touch won’t touch
VaPro catheters.
The protective tip and sleeve of VaPro catheters have been tested and have
been shown to prevent the transmission of bacteria that may cause UTIs.
Don’t settle for anything less than 100% No Touch Protection.
Call to request a sample today! 1.888.808.7456
Prior to use, be sure to read the Instructions for Use for information regarding Intended Use, Contraindications, Warnings, Precautions, and Instructions.
Rx Only
The Hollister logo and VaPro are trademarks of Hollister Incorporated. ©2019 Hollister Incorporated. US-00717

COOLCORE NOW COMES STANDARD
®

ON ALL ADI BACK CUSHIONS

The patented, award-winning CoolCore® fabric wicks moisture away from
your body, helping keep you dry and comfortable. The chemical-free fabric
allows cushions to cool better and last longer—a perfect combination for
your busy life. Stay chill with CoolCore and ADI.

Learn more at StealthProducts.com

