Reeve Report

CHRISTOPHER & DANA REEVE FOUNDATION

Fall 2010

REEVE CEO WILDEROTTER: UNIFYING A MOVEMENT

Peter T Wilderorter is President and
Chief Executive Officer for the Christopher
& Dana Reeve Foundation. He has spent bis
entive career in the non-profit sector, the part
of the mavketplace “where the business
community isn t ready ov isn't interested in
the problem or solution and the government
isn't capable.” He sees spinal covd injury and
pavalysis as a civil vights movement; this
movement is being led by the legacy of
Christopher Reeve. The following interview
took place betiween Wilderotter and Reeve
staff member Sam Maddox.

Phabo by Sam Maddax

Where is the Reeve Foundation beaded?

The Reeve Foundartion got irs start
almost 30 years ago or so when Henry
Stifel was spinal cord injured. His father,
Hank, reached out to their friends and
they came together to form a foundation
in their name. They didnt realize it at the
time, but their organization, by creating
hope where there was none, would become
the birth of a movement.

Now, almost 30 years later, we have the
opportunity to transform that movement.
Historically, the spinal cord injury (SCI)
field has been Balkanized, both in terms of
the science and within the community as
a whole. On the research side, this led o
unfocused, less efficient use of funds. In the
community, it has meant the ‘cure’ propo-
nents didn' talk to the ‘care’ advocares, and
vice versa. If the field is to fully mature, we
see the need to come together in a new way.
We believe the time is right for a more uni-
fied vision, a more cohesive strategy and
thar this can best be achieved under the
unique umbrella of the Reeve Foundation.

You still bear a cave vs. cuve discussion?

We need the energy of both in order to
synergize the issues. The tagline for the
Reeve Foundation is Today’s Care, Tomor-
row’s Cure. We hear much less care versus
cure debare now, bur sometimes when we
speak about quality of life, we get accused
of changing direction or focus. We haven't.
We have not changed our ultimate goal, or
the resources we devote toward that goal,
which is to be out of business. We recog-
nize today, however, that we must devote
more of our artention toward the immedi-
ate needs of people living with paralysis

and their families.

You see the Foundation growing?

What I have seen — at our Road Shows,
our events, visits to a number of organiza-
tions that have become chapters or afhli-
ares or collaborarors — is thar the SCI field
is ready for unification. The community
wants us to be much stronger so that we
have greater resources to meet the chal-
lenges at hand. Last year’s release of our
paralysis prevalence study, which docu-
mented that there are many more people
living with paralysis than we knew, is an

example of something that has brought our
community together. Paralysis could strike
your mother, father, sister, colleague, a
friend you haven't seen in a while — the
reality is that paralysis affects one in 50
Americans. It really is just one degree of

separation from each of us.
We want to grow and expand ro meet
the needs of a community that is so much
continusd on page 10
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YOGA: DISCOVERING THE MIND-BODY CONNECTION

Mind-Body Solutions is a Minneapolis-
based nonprofit that teaches yoga to both tra-
ditional students and those living with
disabilities. The progvam is a two-time

recipient of a Reeve Foundation Quality of

Life grant. Here is the story of this unique
center, and of its founder.

arthew  Sanford teaches the

ancient sccrets of yoga, cven
though he can’t do the most basic
yoga moves. Forget about the downward

facing dog. He can’t do the dolphin, cither,
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Matthew Sanford

not without a lot of props. If you think
yoga in terms of its physical new-agey
pretzel logic, Sanford, who has paraplegia
without much trunk stability, would be
hopeless before the gods of gravity.

But yoga isn't just posing. Its about
keeping the mind and body in the same
frame, even if the body doesn’t have all its
functions. Sanford figured this out and has
made it his life’s work to spread the word.

Sanford faced a huge change when he
was 13. A car wreck killed two family
members; he was paralyzed. He was very
athletic and physical before his disability
and he longed to reconnect to his body. °T
nceded to feel my whole body again - both
what I could move voluntarily and what I
could not.”

Sanford says he once thought abour get-
ting rid of his lifcless legs. “Bur it isn’t the
body tha fails you. It's the mind that fails;
the body keeps trucking along. The doc-
tors, nurscs, and therapists taught me to
overcome my paralysis, to overcome my

disability. But you can’t overcome your
body. They never told me that something
clse was possible, that there were subtle
connections between mind and body, ones
that would never make me walk again but
were essential to a full recovery. Instead,
they told me to make my upper body really
strong and drag my paralyzed body
through life.

“It was then that I came across yoga -
what better way to start than an ancient
discipline expressly dedicated to the union
of mind, body, and whatever we call spirie”

Sanford found a
yoga teacher in San

Diego, Jo Zukovich,
who taught him thar
the more efficient
distribution of grav-
ity, alignment and
precision intcgraccs
mind and body -
withour muscular ac-
tion. “Jo and I dis-
covered that this is
truc cven through
my paralysis. In
other words, the in-
ward energetic expe-
rience of increasing
alignment and preci-
sion  crosses  the
mind-body rupture
created by my severed spinal cord. This
simple truth is the cornerstone of adapting
voga for people living with disabilitics.
When [ teach my adaptive yoga class, I sim-
pl}' bring this hcightcncd arrencion on

alignment and precision to people who
desperately need it”

From the start, Sanford began to feel
benehit from the simplest of yoga poses.
Upon “taking his legs wide™ for the firse
time, he described a rush of energy he had
not thought possible. He says it’s “an encr-
getic awarcness—a tingling, a fecling of
movement, not ourward bur inward. The
mind is not strictly confined to a neure-
physiological connection with the body. If
[ listen inwardly to my whole expericnce
my mind can feel into my legs. I do not
have the luxury of confirming my presence
through flexing muscles,” Matthew says.
“And yet, I still experience a level of inte-
gration.”

Sanford says the subtle flow of encrgy
thar makes him feel “whole? It is chis shift
in consciousness, he says, that the medical
people told him to ignore. Now, he said,
his goal is to bring these techniques back
to the medical community and to educate
people who are involved in rehabilitation.

Sanford’s began teaching adaptive yoga
at Courage Center, a rehabilitation facilicy
in Minnesota. A few years later he created
his yoga business, Mind Body Seolutions,
around the idea thar minds and bodies
work better together.

Sanford encourages people living with
disability to listen to their body. “This is so
they can hear a different level of sensation,
so they can experience freedom that comes
from connecting to this subtle level of sen-
sation. Its not going to reverse their con-
dition, but if you can listen to it and follow

it, it’ll lead to a betrer life” he says.

The Reeve Foundation Cuality of Life
Gramts Program has provided over 1,700
grants totaling over $13 million to nongrofit
organizations worldwide that help improve
opportunities, accezs and day-to-day
quality of life for individuals living with
paralysis and their families.

Quality of Life gramiz, conceived by the late
Dana Resve, are funded twice yearly
(deadlines are March 1 and September 1)
to programs in three broad categornes:

Actively Achieving — helping people to get
out and Inve — ride a bike, compete in
sports, hike a trail, train for a job, play with
friends on an accessible playground.

QUALITY OF LIFE GRANT PROGRAM:
RESPONDING TO NEEDS OF THE COMMUNITY

Bridging Barriers — helping people over-
come cbstacles to full participation in
society — accessing advanced computer
technclogy, medifying homes and buildings,
helping with legal izsues, transportation
Services, elc.

Caring and Coping — helping care for
individuals with paralysis, caregiver support
and respite, peer networks, support groups,
consumer and healthcare professional
educational conferences, specialized
training for professionals and more.

For more information about the program, to
see a list of grantees or to apply for a grant,
visit www christophemeeve org/iqol
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Fholos coulasy Mind Body Solufions

Sanford, on right, leads a group in adapted yoga.

Sanford sees the benefits in his own life,
and those of his students. “T have never
SECN Anyone trul}' become more aware of
his or her bcrdji without alse bcccrming
morc compassionate. On the Hip side,
when we become more disconnected from
our bodies, we become more self-destruc-
tive. We need people to come through the
health care system and leave that experi-
ence more connected to their bu:ud],'. not
less. The simple idea is they'll take berter
care of themselves and hnlp others to live
more vibrantl],' in their bodies.”

“I didn’t become a yoga teacher because
[ overcame anything. That’s exactly wrong,
I'm a yoga teacher becausc I live in an al-
tered mind-bod‘y‘ rcla:icrnship. Your bod‘y
is the best home your mind will ever have,
and it’s the only onc you get. [ can never
v:hangc what happnncd to me, but I can live
within the body I have. Yogais a vehicle to
re-cnter the body and ro exploreic”

This appmach has a wide range of ben-
efits incluc].ing increased stn:ngﬂm balance
and chibi].it}'. Sanford says he has an easier
rime makjng transfers. He also says his
capacicy to live more f'uﬂ],' within his bo d‘y‘
is berter, and that he is beteer able to man-
agc srress. Yoga hr_lps deal with dcprcssi-:un.
and some students say t]‘lt}' feel more con-
fident, less self-conscious.

Says Sanford, “I want people with dis-
abilities ro get the message that ﬂ'u:}-' are en-

gagcd in a pracrice that is strcngthnning

them. It is a life skill chat will hclp them

build a level of resilience that is amazing.
There’s more potential there than we've
been taught.”

Here are several student comments:
Samantha Drost is a quad with no hand
function. “When you're in a wheelchair
vyou lose the fnrling of bning g;n:rundcdf she
says. “Yoga gives me a body awareness; |
can feel my 'M:ighl: on my sits-bones.”
Dirost adds that yoga improves her lung ca-
pacicy and allows her to project her voice

more. “I feel more confident and present
in my body. I don't disappear into my chair.
Now, people sec me, not the chair”

Tiffany Carlson has limited function
due to spinal cord injury. She says yoga
makes her feel more connected to her body,
and therefore, “more feminine.” It's a subtle
fecling, but she says she fecls the energy in
her body. “I know I'm not getting berter
ncu.mlu:ugjcaﬂ}' but wich yoga [ do feel more
alive. And more attractive.”

Kevin Bjorkland, after his first session
with Sanford, says he could fecl “the out-
line of my cntire bod‘y — for the first time
ever. | really notice the difference when I
practice yoga and when I don’t. When I
don’t I'm not as content, I'm crabby, I'm
out of whack”

Mind Bedy Solutiens effers adaptive
yoga classes and workshops for people liv-
ing with a wide range of mcr]:ni]it],' disabili-
ties, as well as individual instruction
through onc-on-onc scssions. Workshops
and resources have also been developed for
carcgivers and healthcare proﬁ:ssionals.
Mind Body Solutions also offers adaprive
yoga training for yoga teachers from
around the country. The organization is
also bring,lng its work to disabled veterans.

Masthew Sanford bas written a book,
Wiking: A Memoir of Trauma and Tran-
scendence Ités available _ﬁ:-r no-cost lpan _ﬁ'::-m
the Paralysis Resource Center library. See
:cf'ww.pa:rwfjsfs.arg; f.:i?m?j' linke is on home-
page. Visit wiew.mindbodysolutions.arg for
more information about Sanford s program.

Zanford helps yoga student Chantilly, who iz paralyzed below the waist due to spina bifida,
t2 find balance and expand upwards.




