


Above, Princess Maile is carried to the surf. Below, riding in, she is exhilarated.




REEVE ROAD SHOW: GIVE AND TAKE IN THE COMMUNITY

Around the Reeve Foundation, it’s
called the “Road Show.” It’s a coast-to-
coast moveable community event showcas-
ing the Foundation’s work in research,
quality of life and advocacy.

The Show begins with hors doeuvres,
followed by remarks by Reeve President
and CEO Peter Wilderotter, who lays out
the basic structure of the Foundation and
its various departments. He’s followed by

Bill Cawley

Bill Cawley, Director of Community Pro-
grams Development and Susan Howley,
Executive VP, Research.

“We offer a broad overview of all our
Foundation programs,” says Howley, “in-
cluding quality of life, military and veter-
ans, and research. Experience has taught us

ROAD SUPPORT

The Reeve Foundation Road Show is
sponsored by 180 Medical, a urological
supply company
founded by para-
plegic Todd Brown.
After almost con-
stant urinary tract
infections Todd
discovered sterile
closed-system
catheters, which
he says “turned my
life around.” So, in
2002 he and his
wife Annette decided to start 180 Medical,
operating out of their garage; 180 Medical
has grown and is now a major urologic
supplier for people across the US. See
www. 180medical.com.
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that most Road Show guests are anxious to
learn more about spinal cord research —
they soak up the information like sponges
— so the evenings are heavily weighted to
our research programs.”

The Road Show gets into details, but it
isn’t science class. “I don’t dwell much at
the cellular and molecular end of the spec-
trum. I try to impart an appreciation for
the processes we've established to fund
research; an understanding of the infra-
structure we've built (not bricks and mor-
tar infrastructure, but the expertise, tools
and resources that facilitate to basic and
translational research).

Howley emphasizes the inter-related na-
ture of the Reeve Foundation’s major re-
search programs — International Research
Consortium on Spinal Cord Injury, the
North American Clinical Trials Network,
the NeuroRecovery Network and the In-
dividual Research Grants program.

“'m not sure what knowledge our
guests bring with them into the room,
Howley continues, “but at the end, they
surely understand the incredible breath
and depth of our research programs. They
are eager for new knowledge and informa-
tion but one of their greatest challenges is
appreciating the complexity of the spinal
cord, particularly in terms of repairing it
after injury. Another is learning to cor-
rectly interpret the incredibly simplified
pabulum dished out as dogma by much of
the lay media and on the Internet”

After Howley’s presentation the audi-
ence asks questions. “This is really the best
part of the Road Show,” says Wilderotter.
“The community interaction really affirms
our message that this is a larger and more
complex problem than many are aware, but
that we are committed to it on many
fronts.”

Notes Howley, “Invariably there are
questions about stem cells and about the
off-shore cell transplant clinics. Many in
the community seem to struggle separating
the wheat from the chaff, the self-reported
anecdotal stories of improvement vs. the
skepticism of the mainstream scientific and
medical communities about these treat-
ments.” There are also questions about the
NeuroRecovery Network. “People are ex-
cited about the program; they want to
know why there isn't an NRN site in their
communities, which of course leads to the
more sobering issues of finances and health

insurance and healthcare reform.”

Says Cawley, “The Road Shows offer a
great balance of information and commu-
nity. The audience hears an honest and re-
sponsible but promising message about the
state of research — while learning about the
other program services of the foundation.
Then we see the community really connect.
People with SCI talking to other SCI peo-

ple, parents and caregivers talking to other

Susan Howley

parents and caregivers, non-profits talking
to people in chairs and their parents, fami-
lies talking to doctors. We get to connect
with old friends and meet new ones.”

Howley also appreciates the give and
take. “Meeting the people after the formal
presentations, engaging with them and
learning their stories — it brings me back to
the Reeve reality: why we do what we do.
When we're sequestered in our offices, at
our desks, caught up in the minutia of our
jobs, it's easy to forget that there are so
many living with spinal cord injury who
are depending on us. These Road Shows
are a wonderful way to insure that discon-
nect doesn't happen, to stoke our fires and
keep us focused on the endgame.

“We are struck by how smart those who
attend our Road Shows are, how in com-
mand of their lives they are and how they
live their lives with balance, good humor,
dignity and determination. We are struck
also by how hard it is for so many in a
world that is unforgiving on so many levels.
Our experience has been that the truth res-
onates with them. And so we pull no
punches, we tell the truth as we know it.”




YOUNG SCIENTISTS FUND: ARMING THE NEXT GENERATION

The Daniel Heumann Young Scientists
Fund (DHYSF) is a program within the
Reeve Foundation research portfolio
intended to make sure the next generation
of spinal cord researchers is armed with the
tools and training to take the science to the
next level.

Daniel Heumann, a member of the
Board of Directors of the Christopher &
Dana Reeve Foundation, has raised hun-
dreds of thousands of dollars for research
to develop therapies for spinal cord injury,
beginning with his own Daniel Heumann
Fund for Spinal Cord Research. “Back
when I started my foundation 25 years ago,
the spinal cord injury field was very much
in its infancy. The support we provided
typically went to young scientists.” The field,
he notes, had not yet developed a base of
senior investigators — it was too new.

Heumann says his goal is to build capac-
ity and attract the best young minds to the
SCI challenge. “What we want to do is to
help the younger scientists — young people
who have been scrutinized by the top-
notch SAC at the Reeve Foundation — on
the road to setting up their own labs. The
way they do that is to get their own NIH
funding” Getting federal support is a difh-
cult thing to do; the NIH wants ideas and
projects that have some sort of track

record. The DHYSF helps these youngin-
vestigators get started and gather the data
that might do that.

“The Young Scientists Fund acts as a sort
of early stage seed venture fund. We allow
the early career scientists to take risks —
that’s the whole point. The NIH doesn’t
want this sort of risk. But we do. If it pays
off, investigators may well get NIH funding.

For example, Heumann Foundation
support helped George Smith, who now
has a major lab at the University of Ken-
tucky, and Stephen Davies, a researcher at
the University of Colorado in Denver, who
was a post doc in SAC member Jerry Sil-
ver’s lab, become independent.

Once he joined the Reeve board,
Heumann kept the young scientists in
mind. “T wanted to set up a separate fund
to recognize and nurture young investiga-
tors. This is partly because I believe in my
heart of hearts that tangible breakthroughs
toward treatments or cures in SCI research
are going to come from these young, cre-
ative, innovative and cutting edge people.”

The DHYSF typically supports one or
two projects a year, each involving investi-
gators with less than five years experience
as a post-doctoral scientist. All projects are
vetted by the Reeve Foundation Science
Advisory Council.

Heumann, now based
in Ann Arbor, M1, was
paralyzed in a car acci-
dent two weeks before
starting college at Syra-
cuse University. He went
on to get a law degree
from American Univer-
sity in 1998.

Heumann has been a
cure warrior since the
mid 1980s. For him,
though, the word cure it-
self has changed. “What
is a tangible cure now?”
he asks. “Does a cure
mean beingable to jump
out of my wheelchair
and run a marathon? No.
For me, maybe getting
back bowel or bladder
function, or sexual func-
tion, that’s what would
be a cure.”

While the terminol-

Danny and Lynn Heumann

ogy evolves, Heumann

wants to keep hope alive for people with
SCI. “There are people out there, it's a huge
group really, they are desperate for cures.
While the Reeve Foundation pursues
recovery and cure very responsibly, not em-
phasizing only one particular area of re-
search, lots of people want that
game—changing situation — now.

“Our job is to help people understand
where we are with the science and where
we need to go. It doesn’t happen overnight.
We need to continue to invest in the best
and brightest young scientists. To me that’s
where the hope lies.”
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A strong national organization creates opportunities for local organizations...

continued from page 1

bigger than anyone thought. We believe a
strong Reeve Foundation really advances
the field and best articulates the realities of
living with paralysis. A strong and robust
national organization will create more re-
sources, more opportunities and greater
support for local organizations.

How so?

What has happened over the years and
still happens today is that people get
injured and, frequently, they form a family
foundation and begin fundraising. Some-
times they do this to ensure the newly in-
jured individual will have sufficient
resources for health and living expenses,
and this is important and necessary. By the
second or third year, they continue to raise
money with the intention of funding re-
search or quality of life programs. Often-
times, those funds are not put to the most
efficient use or where the real needs of the
SCI community are.

The Reeve Foundation, whether on the
research side, in the community or on the
advocacy side, has a remarkable convening
power. People recognize our brand and
history, they recognize Christopher’s and
Dana’s voice and unique authority, and
they are able to come together under our
umbrella to work out better local solu-
tions. We have already partnered with a
dozen like-minded organizations and there
is much more of that ahead.

Life Rolls On, with whom we recently
officially partnered, is a prime example; the
LRO brand remains strong and unique, yet

its mission synchs perfectly with our own.
Together, we are much stronger and more
efficient.

We outsource our infrastructure and
expertise so that organizations can keep
their local identities and character and the
things that make them great, but ensure
that their funds are invested in the most
meritorious and relevant science. Many
organizations have come to understand
that they are not positioned to determine
where the best research is, while the Reeve
Foundation, with our incomparable
Science Advisory Council, can help demys-
tify the process of funding good research.
Our organization’s money goes to the best
science that is out there, to the work that
will reap the quickest and best rewards,
which is what we are about.

From the development side, what is the basic
pitch to a donor?

The Foundation can appeal to donors on
many levels, but our one caveat always is that
we tell them the truth, and the truth is a
pretty powerful thing. Infrastructure may
not always be the sexiest “ask,” and we can
shape the conversation toward what their
interests are. If they are interested in basic
science, they can support our International
Research Consortium on Spinal Cord
Injury, a collection of world class laborato-
ries collaborating and sharing ideas. Or a
donor can support our individual grants
program, which fosters basic science and
new players in the field who ultimately go
on to grow the core of our research mission.

If donors are interested in taking

research from bench to bedside, we've got
the NeuroRecovery Network (NRN). This
is really the state-of-the-art in rehabilita-
tion, based on scientific evidence that in-
tensive exercise can affect recovery. We are
now at the point and have seen enough
people in the program that we are able to
report the pretty profound statistic that
nearly 100 percent of the people who come
through the NRN have improvement in
key health and wellness areas, including,
for some, ambulation.

If one’s interest is in ensuring that solid
pre-clinical research and potentially effec-
tive interventions will be managed strate-
gically and will not fall by the wayside, we
have the North American Clinical Trials
Network (NACTN) which, for the first
time, has created an infrastructure to
evaluate new treatments in multicenter
clinical trials.

We can go to a donor and say, ‘here is the
smorgasbord, what are you particularly in-
terested in?’ This is a field that has not his-
torically had that level of sophistication.
What it has had, from time to time, are
individuals (or sometimes a company) who
profess to have the answer to the spinal
cord injury problem. Their simplistic and
reductionist hyperbole does a grave disserv-
ice to the complexity of the spinal cord and
its repair. Our Board and supporters know
that just as every injury is different, there
can not be a “one size fits all” cure or single
magic bullet. We appreciate that there will
be incremental breakthroughs and discov-
eries that will build on previous advances —
indeed, these are happening now — in a
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rational, safe and systematic way.

The other beautiful part of the Founda-
tion’s approach to research is that we don’t
own bricks and mortar, or laboratories,
equipment or supplies, so we are able to
invest money directly into the science. Be-
cause of our reputation for rigor and ac-
countability, an award from the Reeve
Foundation is, in the research world, equiv-
alent to the Good Housekeeping Seal of Ap-
proval. Scientists are able to leverage the
Reeve name and, in some instances, lever-
age it five-and ten-fold. And our convening
power means that we can gather the critical
mass of talent and intellectual firepower
needed to fulfill our mission: smart scien-
tists, accomplished clinicians, thoughtful
policy makers and people dedicated to our
quest for SCI therapies and cures.

You must hear this: Reeve Foundation
equals stem cells....

I get it everywhere I go, ‘Oh you work
for the Reeve Foundation, stem cells, clin-
ical trial, people are going to be walking in
months. Stem cells are an important part
of our research portfolio but we are not
just excited about their future potential as
therapies. The work we are funding uses
stem cells as research tools to better under-
stand developmental biology and unlock a
lot of doors enabling us to understand how
stem cell therapies might eventually work
and how best to design and deliver them.

In my view, some of the most exciting
research is not happeningjust in stem cells,
and I'm very comfortable saying this. The
stem cell debate, based on recent court
decisions, is not going to go away. We're
not going to shy away from it and we will
continue to advocate strongly to protect
scientists’ rights to pursue stem cell inves-
tigations, but we’re not going to allow the
issue to interfere with the pursuit of our
mission to strategically invest our dollars
into other research that is also compelling
and promising.

The whole area of stem cell tourism -
people spending enormous amounts of
money for untested and potentially danger-
ous cell therapies overseas — presents
another challenge we are deeply concerned
about and we strive to offer people infor-
mation and resources so they can make wise
decisions.

In this country, just recently, Geron
launched its Phase I safety study of human
embryonic stem cells in newly injured
spinal cord injury patients. There has been
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a lot of honest scientific and medical
debate about the appropriateness of this
trial at this time, using these cells in these
patients. Like most, we wait and we hope
that no safety issues emerge and that the
trial is well-designed so that scientists and
trialists can learn from it.

Where is the excitement from where you sit?

We believe the entire spinal cord field
resonates with excitement and promise.
Thirty years ago, the prospects for any
therapies were nil, but that is certainly no
longer the case. I think the work we are
doing with the NeuroRecovery Network
is extraordinarily exciting because we’re
changing the lives of NRN participants
now. The fact that our North American
Clinical Trials Network has matured and
is conducting its first Phase I safety trial (of
the neuroprotective drug Riluzole) is a sign
of tangible progress. There are other poten-
tial therapies in the pipeline that NACTN
investigators are considering for future
trials. With every funding cycle approved
by our science advisors, we see new ideas
emerging, new minds taking up the chal-
lenge of spinal cord repair. Moreover, the
sharing of information between labs we
fund is an essential requirement of
progress — it will speed the process of dis-
covery and translation to the clinic.

We have now reached the point where
a Reeve-funded scientist recently com-
mented on the wealth of potential targets
for SCI repair and wondered whether
there should be more emphasis on trans-
lating them to the clinic. It’s a remarkable
thought, although he and others agreed
that we need to move on parallel tracks,
translating what we know and pursing
basic science at the same time.

What is the Foundation’s advocacy effort?

It is sometimes said that advocacy is
about defining your enemies. We look at it
differently. We are proactively building a
network of friends so we can expand edu-
cation and awareness. Our vision is to cre-
ate a national network of people who will
shine a light and educate the public and
legislators about what it’s like to live with
aspinal cord injury, or to be a family mem-
ber or caregiver. Our efforts will prioritize
issues around three areas: accelerating re-
search; providing critical information to
the community; and insuring access to
health care services.

How do you keep the Reeve legacy alive?

After losing Christopher and Dana, we
turned to their families; we have their chil-
dren, Matthew and Alexandra, continuing
to carry the torch. We turned to their
friends, and we turned to our community.
We went back to the Foundation’s roots, to
the carly days of the Stifel family founda-
tion. At the board of directors level, we
have been able to attract a strong group of
leaders — half of whom never had a personal
relationship with Christopher and Dana
Reeve, or Henry or Hank Stifel. I believe
this is because the cause itself is so com-
pelling and the vision within grasp. You will,
over time, be on a first name basis with our
leadership team: Alan, Ali, Danny, Fran,
Janne, Jesse, Jon, Luke, Marilyn — each and
every one a super hero to us.

How has the notion of the word ture’
changed over the years?

In the early days, we didn’t know a lot
about the biology of the spinal cord or
about its injury and possible repair. It was
presumed back then that there would be
one single cure, a sort of one-size-fits-all
treatment. But we've learned that every
spinal cord injury is as different as the
individual who sustained it, and due to the
immense complexity of the spinal cord it-
self and the dynamic chaos unleashed by an
injury, therapies will involve combinations
of interventions and not just a ‘magic bul-
let. It is more likely that a series of cures will
develop. What’s more, the idea that ‘cure’
equals functional recovery of walking has
evolved over time.

Recovery of hand function, bowel func-
tion, bladder function, elimination of pain
— these can all be thought of as ‘cures’ — and
there has never before been a more hopeful
time in this field.
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CELEBRATING THE ADA, SETTING THE GUINNESS WORLD RECORD

cans with Disabilities Act (ADA) the Christopher &

Dana Reeve Foundation gathered the wheelchair
community at Dodger Stadium in Los Angeles on July 25.
The morning festivities were topped off by breaking the
Guinness World Record for most wheelchairs in a moving
line. With 193 chairs, the LA wheelers shattered the
previous record of 105 set in 2008 in Woodstock, Ver-
mont.The day marked the ADA anniversary, but also was a
celebration of community, with food, fun and prizes. The

To commemorate the 20th anniversary of the Ameri-

crowd was colorful and lively, including a lot of young kids
in wheelchairs, from across California. The ADA celebra-
tion had the support of dozens of community partners from
advocacy groups, nonprofits, rehabs and industry. Speak-
ers included Los Angeles County Supervisor Mark Ridley-
Thomas, author/speaker Gary Karp, ADA attorneys Mayra
Fornos and David Geffen, and Jesse Billauer, founder of
Life Rolls On. A group of hip-hop wheelchair dancers,
Chairlie’s Angels, energized the crowd. Photographer Gil
Garcetti shot the record-setters from a 40-foot crane.



