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complex diseases of the brain and central
nervous system.

Later on, I got to know Christopher as a
friend. He was warm with an impish sense
of humor and a big smile. It was clear that
he spent many of his waking hours gather-
ing information about spinal cord injuries
and the research being conducted in labo-
ratories and clinics throughout the world. 

Christopher told me and my colleagues
on the committee that the kind of
research that we were doing on spinal
cord paralysis was disjointed and not
nearly as effective as it could be. He
devoted himself to working with oth-
ers—scientists and researchers, as well
as members of Congress and their
staffs—to come up with ideas for better
coordination of spinal cord studies with-
in a unified structure.

These ideas were incorporated into legisla-
tion that eventually became known as the

Christopher and Dana Reeve Paralysis Act. Sadly, his
death in 2004 robbed the paralysis community of its
most passionate and effective advocate. Dana continued
her husband’s quest until her own tragic death in 2006
from cancer. At that point, thousands of Americans
whose lives have been touched by paralysis, continued
the Reeves’ advocacy work, often at a cost to their own
health and wealth.

The act addresses a less-than-optimum status quo in
which paralysis research is being carried out across mul-
tiple disciplines with no effective means of coordination
or collaboration. Without these two components, time,
effort and valuable research dollars are used inefficient-
ly. Also, families affected by paralysis too often remain
unaware of critical research results, information about
clinical trials and best practices.

The bill’s goal is to:

—improve access to services for people with paralysis
and other disabilities
—provide information and support to caregivers and
their families
—develop assistive technology
—provide employment assistance
—encourage wellness among those with paralysis

Christopher and Dana spoke up for all people living
with disabilities. They spoke up for Parkinson’s and
ALS research. They advocated for more generous fund-
ing for the National Institutes of Health. The Reeves
always held out hope that Christopher would recover
from his spinal cord injury, and they fought just as hard
for others’ recovery as well.

A COURAGEOUS QUEST 
Elections matter! Case in point: the Christopher and
Dana Reeve Paralysis Act. 

I introduced this bill in 2002 in an effort to advance col-
laborative research into paralysis and improve the quali-
ty of life for people living with paralysis and mobility
impairments. Over the years, the bill passed twice in the
House, but was repeatedly obstructed in the Senate.
With the expanded ranks of supporters in the Senate,
thanks to last November’s election, the Christopher and
Dana Reeve Paralysis Act was one of the first pieces of
legislation passed this year.

In 1995, Christopher Reeve, famous for his role in the
popular Superman movies, was in an equestrian acci-
dent that injured his spinal column and left him para-
lyzed from the neck down. He was fortunate that he
could afford the very best doctors and nurses, the best
caregivers and therapies. He could have just with-
drawn into himself and focused on his own well-
being—a full-time job in and of itself—but he made a
different choice, which proved him to be a man of
great character.

I first met Christopher in 1998 when he testified
before the Senate Appropriations Subcommittee on
Labor, Health, Human Services and Education; I was
a ranking member on that committee at the time. It
was clear to me that he was a man on a mission to
help others with disabilities. He not only put a face on
spinal cord injury, but he also encouraged neuroscien-
tists around the world to intensify research on 
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Now that the Christopher and Dana Reeve Paralysis Act
has passed the Senate, we hope it will soon pass the
House, and then be signed into law by President Obama.
If the Reeves were still with us, they would be the first
to acknowledge that even with this new law in place, we
would still have unfinished business. As long as there is
hope for better outcomes with spinal cord injuries,
Parkinson’s, ALS and other such diseases, our work is
not done. As long as people with disabilities are forced
to live in nursing homes because Medicaid won’t cover
home care, we cannot rest.

If we have just half the commitment, tenacity and
courage that Christopher and Dana Reeve had, then we
can make great inroads into these challenges.

Sincerely, 

Senator Tom Harkin

www.harkin.senate.gov

The ABILITY House program, working with, ABILITY Magazine and home building
organizations reaches out to volunteers with disabilities to help build accessible

homes for low-income families with disabilities. We are seeking corporations, foun-
dations and churches to sponsor more homes. We can build in nearly 100 countries. 

Please contact us for more information.      

info@abilityawareness.org     www.abilityawareness.org
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Iremember the day in 1968 that Martin Luther King
was assassinated. My mother, our neighbor Delores,
and I had just come out of a bookstore in Los Ange-

les. Mom revved the engine of our blue VW bug as we
buckled ourselves into its funky, pleather seats. Just
before we pulled away from the curb, bad news
squawked through the speakers of our AM radio. The
emotional announcer said that King had been gunned
down on the balcony of a hotel in Memphis; he was in
critical condition. We raced home to hear the latest
update from CBS Evening News anchor Walter
Cronkite, whom we trusted like a friend. When Walter
told us Reverend King was gone, we knew it was true.

At seven years old, I flipped through the then-popular
LIFE magazine issue with King’s grieving widow and
four small children on the cover. I watched the footage
of him and other leaders demanding civil rights by
marching through the streets of the South, under threat
of attack dogs, hoses and police billy clubs. And I saw
pictures of King speaking before hundreds of thousands
on the Mall in Washington, DC, sharing his vision of an
America where his own children—and children of all
races, faiths and colors—could live in a nation where
nothing prevented them from rising as high as their
wings would take them. 

Cut to January 19, 2009. As we observed what would
have been King’s 80th birthday, his dream of full equali-
ty seemed more real than ever. An African-American
man stood poised to become this nation’s first Comman-
der-in-Chief. Then-President-elect Obama issued a call
of service to all Americans; he then spent the King holi-
day painting walls at an emergency shelter for homeless
teens, and visiting wounded troops at Walter Reed Army
Medical Center in Washington DC.

The King Holiday has actually been a day of service
since 1994, but this year a record number of Americans
in all 50 states responded to Obama’s call to report for
duty. In total, according  to the Corporation for National
and Community Service, volunteers took on more than
13,000 projects, nearly tripling last year’s record of
5,000 projects.  

Calling it a “day on” rather than a “day off,” volunteers
went into communities nationwide and lent a hand
where it was most needed. Here are some highlights of
the holiday:” 

—The National Alliance for Faith and Justice recruited
mentors for children of prisoners and other at-risk youth
at more than 425 places of worship as part of Justice
Sunday.

—Campus Kitchens engaged hundreds of college stu-
dents and volunteers in leading hunger relief programs,
including in Washington, DC, where volunteers helped
prepare 5,000 meals for delivery on King Day.

—More than 16,000 college students from 130 campus-
es in 28 states engaged in service projects, ranging from
neighborhood clean-ups to preparing and serving meals
to hospice patients.

— More than 600 Boys and Girls Clubs engaged mem-
bers in community clean-ups, writing letters to soldiers,
organizing food drives, visiting senior centers and creat-
ing care packages for sick children.

For my part, on January 19, I got a chance to connect
with an aspiring African writer. That day, I received an
email from the young journalist who lives in Ethiopia,
asking me to send him books on journalism and a tape
recorder to help with his job. Although I visited the
country in 2000, I don’t remember meeting this young
man.  But somehow he got my email address. I wrote
him back: “Yes, of course I’ll send you those things, on
condition that you keep me apprised of your work.” The
amazing aspect of this for me is that I was touched by
the children of Ethiopia during my trip, and wanted to
find a way to connect with its younger generation.  

As night fell on the King Holiday, and the sun rose on
Inauguration Day, Barack Obama stood on the Washing-
ton Mall, just as Martin Luther King had 46 years earli-
er. Instead of the 250,000 in the audience in 1963,
assembled in pursuit of jobs and freedom, and frustrated
by racial inequity, this time the throngs numbered
upwards of two million in the Mall vicinity. With his
hand on Lincoln’s Bible, President Obama took the oath
of office, signing up for what may be the toughest job in
the world.

Barack Obama was only a toddler when Martin Luther
King shared his dream for the future of America’s chil-
dren. Perhaps the reverend's powerful words took a cir-
cuitous route, and yet successfully made the trek from
King’s lips to Obama’s ears.

by Pamela K. Johnson
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AIR TIGHT

If you’re anything like me, when you feel a draft in your house, your first
inclination is to shut a door or window. But if the doors and windows are

already closed, then you may chalk the breeze up to your imagination.
If there’s one draft after another, however, it’s probably time for an

energy audit.

Although IRS audits are dreaded and can cost you money, a home
energy audit may help you save money by determining how much
energy you currently use, and what steps you can to avoid squan-
dering it. Drafts may indicate areas of your home that allow heat
to escape in winter, and air conditioned cool to leach out in sum-
mer. An energy audit helps you locate these areas, so that you
can save precious resources as well as money. 

Possible sources of drafts or air leaks include baseboard
edges, wall junctures, ceilings, electrical outlets, mail slots,
wall or window mounted air conditioners, and areas
around pipes or wires. Energy experts indicate that poten-
tial savings from reducing drafts can range from 5 per-
cent to 30 percent a year. So it will pay to locate the
source of the draft, and then adequately caulk, weather
strip or insulate the energy drain. In the long run, it
might even be worth it to invest in upgraded windows
and doors.

There are three systematic ways to perform an energy
audit: do it yourself with the use of various checklists
and simple household tools. Hire a professional energy
auditor who uses more sophisticated tools. (Or ask
your local/state gas or electric utility company to
either provide you with a free audit, or to help you
locate a qualified professional to do it.) Thirdly, take an
online survey that may be available at state or local gov-
ernment energy offices or their utility websites. 

Surveys can’t substitute for eyes, ears and measurements,
but they will help you estimate energy usage and provide

helpful hints on how to make cost effective changes. In fact,
online survey results could indicate the need for a more thor-

ough energy audit, or affirm that your home already uses
energy efficiently.

Online surveys typically ask for information on energy use
factors such as the number of people in your household, the

size of your house, your thermostat settings during differ-
ent seasons, lights, and washer/dryer and other appliance
demands to determine if your power usage is way out of
the norm.

I recently took an online energy/water efficiency survey
through the Southern California Edison website for my
home in Orange County, CA. (You have to be a customer
to take it.) Upon completion, I received a report showing
how my family uses energy and water, and how much our
various appliances cost to operate.

10 ABILITY



ABILITY 11

The report indicated that lighting and the refrigerator
account for more than 50 percent of my power costs.
Roughly 60 percent of my annual gas bill results from
heating water, while 63 percent of my water goes to
showers and landscaping. The report even compares
how my household compares with the regional averages
for electricity, gas and water usage.

I’m happy to report that we use less than the average in
all three categories. Nevertheless, there are still ways
that we can be even more efficient.

On one survey question, we were asked if we use an
insulating blanket on the water heater. I neglected to
replace the blanket when I installed a new water heater a
couple of years ago. Fortunately, this item is readily
available for around $22 at Home Depot, and will
immediately help us save gas and money.

The report also indicated that we could save an addi-
tional $70 per year by lowering the water heater setting
by five degrees. Additional savings can be had by
installing low-flow shower heads and aerators for the
faucets. Some credit for how well we are doing must go
to our Energy Star rated appliances and to our lighting
choices. 

Backed by the government, the Energy Star program
helps individuals and businesses protect the environ-
ment through superior energy efficiency. It’s a rating
system that helps consumers choose more energy effi-
cient products. In order to merit this rating, products
must meet strict energy efficiency guidelines. If you see
this rating on a product, you know it will save you ener-
gy and money. 

I chose the online survey both because I’m not the hand-
iest guy in the world, and because I am perfectly happy
with an online survey report. However, estimates won’t
help identify the exact location of air leaks and drafts. It
takes eyes and ears to do this accurately. With a simple
but diligent walk-through, you can spot many problems
yourself. If you’ve got even a little Tim “The Tool Man”
Taylor in you, take heed:

Window and doors are prime candidates for drafts and
air leaks. If you can rattle them or see daylight around
the edges, then you probably have leaks. You can seal
these by caulking or weather-stripping them. You may
also wish to consider replacing your old window and
doors with newer, high performance models, such as
double paned windows.

Double paned windows consist of two facing glass pan-
els set in a frame, separated by a tiny amount of space.

The void might be filled with air or nontoxic gas such as
argon, which can improve insulation. 

Double paned windows have advantages over standard
windows. They are better insulated, reduce noise, and
are easier to clean. Double paned windows can also pro-
tect items in the house from sun damage.

Three very common energy efficient materials for doors
are wood, steel and fiberglass. Wood itself is an excel-
lent insulator. Steel and fiberglass doors have insulating
foam sandwiched inside to make them energy efficient.
Once you’ve got the right energy efficient door for your
home, it’s important to have it installed properly. You’ll
want to have a tight seal so air doesn’t come in or out. 
Good door sweeps are another feature of energy effi-
cient doors. Sweeps seal the gap between the door and
the threshold or doorsill. Attached to the bottom of the
door, they offer increased energy efficiency by prevent-
ing air from passing through. They also keep out debris
and insects. 

The outside of your home should be inspected for possi-
ble leaks as well. Pay special attention to corners and
places where siding and chimney meet, or where the
foundation and brick or siding meet.

Heat loss through the ceiling and walls in your home
could be significant if the insulation levels are less than
the recommended minimum. The insulation level might
be inadequate, especially if you have an older home.
The type and thickness of your insulation is readily visi-
ble in the attic.

Heating and cooling equipment should also be inspected
annually, or as recommended by the manufacturer.
Check filters and replace them as needed. If your heat-
ing or cooling system is older than 15 years old, consid-
er replacing it with newer, more energy efficient units to
reduce energy consumption.

Energy for lighting accounts for about 10 percent of
your electric bill, or in my case more than 30 percent.
Lower watt bulbs may be more than adequate for some
rooms. Of course, CFL bulbs consume less power and
last longer than incandescent bulbs. Your electric utility
may even have programs such as financial incentives for
purchasing energy efficient bulbs.

Renne Gardner

fypower.org
apps1.eere.energy.gov/consumer



12 ABILITY

It’s that awful time again when I sit down at the com-
puter, hoping to come up with a clever column. The
problem is, I’ve got nothing. I’m just not feeling it

right now. I’m not motivated to write about global warm-
ing, politics, the economy or even football. Crazy, isn’t it?

Sorry. It’s just that nothing’s biting me, which leaves me
without something to write. Usually there’s an item that I
can snatch out of the headlines, like a dingo eating a baby,
a celebrity getting arrested, a song about girls kissing girls.
But this time I’m just not seeing it. Maybe I don’t want to
see it. Maybe I’m just content to stumble around in the
dark. If Seinfeld could do a whole sitcom around nothing,
then surely I can do an article on the same subject.

Good. That’s two paragraphs down. At least I’m no
longer staring at a blank screen. I wish I could say the
hard work is over, but there’s still a lot of room left on
this page. Life is like that: Each day is a blank page, and
somehow we fill it up. A minute is a word. A day is a
sentence. A week is a paragraph. In a month you’ve
lived a chapter. One day, when your book is done, you
go to that big library in the sky, and trust that some angel
will find a place for you on the shelf. If my book doesn’t
fall behind the stacks, I should be the humor section.

My phone is ringing. Thank God! Hold a second… 

Okay, I’m back. That was the Leukemia Foundation.
They want money, but they’re getting nothing. I didn’t
use my real voice when I took the call. I used my timid
Jewish guy voice. It’s one of my favorites. I know the
Leukemia Foundation doesn’t know my real voice, but
the disguise helps me. I don’t feel like a heel for not
making a contribution, because it wasn’t me being
stingy, it was the timid Jewish guy. Even better, taking
the phone call means I can put off writing a bit longer. 

I’m chewing on a pencil now. Is that sick or what? I
can’t help but wonder how many people have already
slobbered on this filthy utensil. What if I get lead poi-
soning? Lead poisoning may have killed off the
Romans. Their dining plates were all painted and, as
many of us know, paint at that time contained lead. (I
threw that in because I’d feel terrible if my article didn’t
provide some educational element.) Oh, that’s right,

pencils are no longer made of lead. Well then what if I
get slobber poisoning? I’m putting the pencil down now.
Time to get back to the matter at hand. This writing
about nothing sure is time consuming.

My bad. I had to stop and check my email. I hadn’t done
it in six minutes, so I was long overdue. Wow, I have
three new emails. Unfortunately, they’re all spam. Who
came up with the name spam? I like it. It has a connota-
tion of “crap.” I know I’ll check my mailbox several
more times before I finish this paragraph. It’s an addic-
tion, but a silly, worthless one. At least with other addic-
tions you get high. I’ll guarantee you someone will for-
ward me something in the next two minutes. I’ll read
the first line then delete it. Funny how we spend our
short time here on Earth.

What to do? What to do? Right now I’m moving things
around on my desk. It looks better. I never throw any-
thing away. Who knows when I’ll want to reread a piece
of junkmail, or get the urge to pay a bill? If we knew
when we would die, no bills would get paid. Desks
would remain a mess. 

Okay, back to the column. If someone asks you what
you’re reading right now, you can safely say, “Oh it’s
nothing.” You won’t be lying. It’s seems simple, but it’s
hard writing nothing. It’s just as hard as writing some-
thing, and takes just as long. Either way, you still have
to think about what you’re writing. Fortunately, there’s
no research involved, which makes my life easier, and
isn’t that what it’s all about?

I’m looking out the window now, and there’s a lot out
there that I could write about. For instance, how does a
leaf know when to fall off a tree? And when it does, is it
sorry it did? There’s no going back. The same with my
articles. Once I write a paragraph there’s no going back.
It is what it is. I could probably change it but I’ve never
been a big fan of time and effort. I’m sure that’s why I’ll
never be a great writer. No problem; I’m just aiming for
“okay” anyway. Mediocrity puts far less pressure on me. 

Look at that squirrel with nuts.

Okay, back to work. Nothing should come easy, but
believe it or not I’m struggling with this thing. I look
around my office, hoping to find something to distract
me. The cat pops in from time to time. Today I don’t
mind if he jumps on my lap. Now there’s an expert on
nothing. This furry creature barely lifts a paw all day. I
envy him. Speaking of cats, a catnap doesn’t sound too
bad right now. Maybe I’ll get lucky, and dream about
something to write.

I hope in no way I’ve disappointed you, my three read-
ers. In my next article, I’ll try to provide you with some-
thing more substantive. But don’t hold your breath.

by Jeff Charlebois“Ham on 
a Roll”
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For movie lovers, the Sundance Film Festival is an
orgy of celluloid delights. Why else would people
drag themselves out of bed at six in the morning

to be added to the wait list for a film that may be sold
out? Or slog through snow at midnight to catch a flick
they’ve heard nothing about? It’s because this event,
along with a few others, is the crème de la crème of film
festivals, always packed with great movies and a hand-
ful of lucrative distribution deals for a precious few. 

Originally known as the United States Film Festival,
Sundance was created in 1985 by actor Robert Redford,
and named for his cowpoke alter ego in Butch Cassidy
and the Sundance Kid. This year, I made my second trek
to the Park City, UT, fest to get in on the cinematic
action, which included several films that dealt with
autism.

Opening night, Mary and Max, a claymation project,
told the story of a 20-year pen-pal relationship between
Mary Dinkle, a fat, lonely 8-year-old girl in the suburbs
of Melbourne, and Max Horowitz, a severely obese man
with Asperger’s syndrome, who lives an isolated life in
New York City.

Another hit of the festival was Adam, about a relation-
ship between a young woman and a young man who has
mild autism. Fox Searchlight bought worldwide rights

to that. Yet another movie with the autism theme was
the popular Over the Hills and Far Away.

The most touching movie in my book was Push, about
an abused girl whose fantasy life saves her until she can
save herself. The casting was a surprise, but comedian
Mo’Nique nailed the dramatic role of the girl’s mentally
ill mother. Mariah Carey and Lenny Kravitz turned in
impressive performances as well. Push won the grand
jury prize, the audience award for drama, and a special
jury prize for Mo’Nique. If it doesn’t get theatrical dis-
tribution, I hope HBO or Showtime grab it and quickly
program it into their Black History Month rotation.

I had hoped to catch Chris Rock’s Good Hair, about the
physical and psychological toll on African-American
girls when they—or their caretakers—deem the girls’
hair as unattractive, and use damaging chemicals to
straighten it. I also missed Kevin Bacon’s Taking
Chance, about a lieutenant colonel who volunteers to
accompany the body of a fallen soldier as it is returned
home from Iraq. Unfortunately, Good Hair was sold
out, and Taking Chance opened after I left. This is a
common reality at Sundance: you hear about a great
movie, but tricky logistics keep you from seeing it.

I did, however, get to see perhaps a dozen films. I also
found it exciting to be out among the snow-dusted

Clockwise
from top left:
Inching down
Main Street; a
billboard with
films showing
at the fest,
including
Chris Rock’s
Good Hair; an
image taken
from the
screen; a
moose
decked out in
her glamour
get-up; Spike
Lee and me;
two women
trying to get
back onto the
curb on Main
Street
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mountains, riding on the free city buses, and talking to
other festival-goers about the films they’d just seen and
the ones that they liked best so far. 

Last year during Sundance, Park City was a wet, snowy
mess, which made this year’s frigid but sunny weather a
welcome change. Although that made it easier for many
of us to get about, it wasn’t the case for everyone. I met
a couple of women who work at art-film houses in
Massachusetts and Philadelphia; they had a hell of time
getting the Philadephia woman’s wheelchair from the
frozen street onto the uncut curb. A pole in the middle
of the sidewalk blocked her sidewalk access at that
point. So, she had to roll the chair off the sidewalk, into
the street, past the pole, and then back onto the side-
walk. Fortunately, the buses were fully accessible.

During the opening days of the 10-day fest (January 15-
25), many celebrities were likely in Washington for the
inauguration of the new president. However, I did run
into filmmaker Spike Lee—an old neighbor from
Brooklyn—on Main Street. His new film, Passing
Strange, a documentary about a hit Broadway show,
was entered in the fest. I also saw Mariah and
Mo’Nique at the Push screening, as well as Pierce Bros-
nan and Susan Sarandon at the screening of their movie,
The Greatest, an homage to 1990’s Ordinary People
(directed by Redford, by the way). There was a lot to
like about the film, however, I suspect that after having
shown it to an audience, they’ll take it back to the edit-
ing room to address the gaps in logic that prevent the
film from living up to its name. Zoe, the daughter of
Lenny Kravitz and  Lisa Bonet (The Cosby Show), also
appears in The Greatest. 

As this was Sundance’s 25th year, a series of timepiece
stills was used to open each film’s screening. I was told
that the images represent a cool time machine that
they’d discovered and retooled. This seemed appropri-
ate as time is always a consideration at Sundance: Time
to get from theater to theater. (It takes two to three times
longer than you think.) Time to wait in line. (I dedicated
four hours in line for The September Issue, about
Vogue’s editor in chief Anna Wintour, and still did not
get in.) And time can seem interminable when you’re
stuck in a line of cars, inching along Main Street. 

Though you can count on it to be as chilly as a popsicle
in Park City during Sundance, there’s no excuse for not
working a bit of glamour into your act, as the moose in
a red coat with the fluttery eyelashes can attest. 

If you haven’t checked out the festival out yet, add it to
your “bucket list.”

Pamela K. Johnson

festival.sundance.org/2009
sundance.org
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The vision, eliminating poverty housing, belonged
to Millard Fuller, a man whose ideas and tireless
work created Habitat for Humanity, the world’s

largest nonprofit homebuilding organization. President
Clinton once said: “I don’t think it’s an exaggeration to
say that Millard Fuller has literally revolutionized the
concept of philanthropy.” 

An entrepreneur and attorney, Fuller earned his first
million dollars before the age of 30. But his financial
success came at the expense of his health and marriage.
In a last-ditch effort to save their relationship, Fuller and
his wife, Linda, decided to start anew. The couple sold
all they owned, gave the money to the poor and moved
to Koinonia Farms, a Christian community in rural
southwest Georgia. 

In 1976, the Fullers launched Habitat for Humanity
International. By the organization’s 25th anniversary,
tens of thousands of people were volunteering with
Habitat and more than 500,000 people were living in
Habitat homes. “Millard Fuller was a force of nature
who turned a simple idea into an international organiza-
tion that has helped more than 300,000 families move
from deplorable housing into simple, decent homes,”
said Jonathan Reckford, chief executive officer of Habi-
tat for Humanity International. Fuller received more
than 50 honorary degrees and in 1996 received the Pres-
idential Medal of Freedom, the nation’s highest civilian
honor. In presenting the medal, President Clinton said,
“Millard Fuller has done as much to make the dream of
homeownership a reality in our country and throughout
the world as any living person.” 

After separating from Habitat for Humanity in 2005, the
Fullers remained committed to their mission to eradicate
poverty housing by founding The Fuller Center for
Housing. In addition to continuing the couple’s life-long
mission of building simple, decent homes, the Fuller
Center also raises funds for other nonprofit homebuild-
ing organizations. In keeping with the model created for
Habitat for Humanity, the Fuller Center utilizes volun-
teers from churches and other corporate and community
organizations to help construct homes. Since 1976, mil-
lions of volunteer hours have been dedicated to building
homes in every corner of the globe. 

Hammering away on a house, one volunteer—a young
man who had schizophrenia and wrestled with suici-
dal tendencies—once shared: “Every day I try to find
one positive thought that will carry me over to the
next day. Today has given me enough memories for
the next two years!” This scene was from a typical
Habitat site, but this wasn’t an everyday build—it was
an ABILITY Build. 

Although Fuller encountered barriers within the
bureaucracy of Habitat for Humanity that prevented
him from implementing strong mandates regarding
visitability (one zero-step entrance and an accessible
restroom on the main floor), he was a key figure sup-
porting the launch of the ABILITY Build, which later
became an award-winning program. It was during a
1999 interview with Chet Cooper, founder of ABILITY
Magazine and ABILITY Awareness, that the idea of
an ABILITY Build took root. Initially, constructed in
partnership between Habitat for Humanity and ABILI-
TY Awareness, an ABILITY Build would create an
accessible and visitable home for a family where one
or more members have disabilities. Fuller was quick
to agree with Cooper that ABILITY Builds should
also engage people with all levels of disability as 
volunteers. 

“The ABILITY House will remove the barriers that
keep people with disabilities from owning their own
homes,” Fuller said later that year at the launch of the
first ABILITY House, which welcomed more than 250
volunteers with disabilities. “This build will send a
powerful message: People with disabilities can make a
house into a home.” 

Since the initial home was constructed in Birmingham,
AL, thousands of volunteers with physical and intellec-
tual disabilities, as well as some with mental health
issues, have participated on ABILITY Builds, demon-
strating their skills and talents, while highlighting their
employability and capacity as volunteers. “Millard’s
hands-on role during the first ABILITY Build helped
ensure the success of a program that has changed the
lives of people with disabilities in communities all
across the country,” shares Cooper, “and we will
remember him for his dedication, his passion and his
commitment to ensuring that all people, including those
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with disabilities, would have access to simple, decent
housing.” 

For their upcoming 50th wedding anniversary, the
Fullers had planned to celebrate with a 100-home blitz
build across the globe and, in the months before his
passing, he was still helping to take the ABILITY Build
program to new heights, orchestrating a collaboration
between ABILITY Awareness and The Fuller Center
for Housing. “We’ll probably go ahead with the blitz
build. Millard would not want people to mourn his
death,” said Linda Fuller. “He would be more interested
in having people put on a tool belt and build a house for
people in need.”

And so, in memory and in honor of Millard Fuller, our
friend the humanitarian and visionary, we encourage
you to do just that: Put on a tool belt and help build a
house. 

by Romney Snyder

The Fuller family requests that any donations made in
Millard’s honor be made through The Fuller Center for Housing

fullercenter.org

abilityawareness.org
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There’s a little bit of blood on your nose,” said
Andy Gabel, my ski buddy, as he leaned onto the
snow to take a look at my face. I pulled my glass-

es away and knew why. There was a clean-cut hole in
the right lens and blood stains on the bridge of the
shades that once sat across my nose.

My ski instructor, Robert Leavitt, knelt down and
dabbed some snow on my cuts to absorb the blood. My
wife, Julie, and friend Amy skied over to see if I was
okay. They had seen me ski my best run of the weekend
as I cruised down Funnel Bypass just seconds before I
crossed skis with Robert and flipped in my bi-ski.

Nothing hurt. My teeth were intact. So we did the only
thing we knew to do at the time. We took a picture.

Robert (pronounced ro-BEAR) offered an explanation
of my first crash while learning how to operate a sit-ski,
then we whisked off down the mountainside to the near-
est stop for paper towels. 

“You may scare some people,” Robert said with his
trademark dry wit. 

“Why, because of my face?” I asked as we continued
down the hill. 

“Yeah,” he said.

Snowmass has a vertical drop of 4,406 feet and is the
second-largest ski area in the country. It’s covered in
almost five feet of snow—that’s intense. I skied on the
same slopes that hosted the X Games less than a week
later—also intense. I learned to navigate a sit-ski with
two mini-crutches with skis on the end (called outrig-
gers)—doubly intense. I flipped my way to a stop on my
second day of learning to ski – that’s intense. And I was
ready to go down the mountain again.

YOU KNOW WE CALL THIS ADAPTIVE SKIING, RIGHT?

I had no expectations around learning to ski. I didn’t
know how I would be getting on a ski lift. I didn’t know
if I would be sitting or standing; I have cerebral palsy

and walk with forearm crutches, so standing could be an
option. So I was open to anything, and that ended up
being a positive.

What I did know is that Challenge Aspen, a non-profit
organization in Snowmass Village, CO, specializes in
teaching people with disabilities how to reach their
maximum potential in a variety of outdoor physical
activities. That includes learning how to ski.

“What we’ve seen is that it just opens up opportunities,
especially in younger people,” said Sally O’Keefe,
Challenge Aspen’s recreation program manager. “Some
of them can’t walk or speak, but you put them on a
horse or in a ski or in a raft and it doesn’t matter. Our
goal is that by the end of the week they take that (expe-
rience) into the real world and try new things.”

I was one of 10 people enrolled in Challenge Aspen’s
13th Annual Mono-Ski Camp from Jan. 15-22. It was
the third camp of the winter, and the biggest. It was
designed for intermediate and advanced skiers, but it
was opened up to all levels of skiers due to demand. The
price typically ranges from $500 to $800 per camp. That
money is directly used to run the camps, and Challenge
Aspen also raises money through two major fundraising
events each year as well as grants and donations. The
financial books, however, do not include the in-kind
gifts of free lift tickets (approximately $250,000 a year,
according to the staff) or the free rentals at Aspen Sports
in the Snowmass Mall (about $100,000 annually).

For this camp, there were eight professional ski instruc-
tors, 11 ski buddies—extra skiers to block the other
skiers from impeding space—and two full-time employ-
ees, according to Nikki Malcolm, the groups and camps
coordinator at Challenge Aspen. All ski buddies had
gone through adaptive ski training, while some had
achieved higher certifications from Professional Ski
Instructors of America.

We came from everywhere: Georgia, Minnesota,
Kansas, California and even Mexico. We had varying
disabilities, including CP, brain- and spinal-cord
injuries. Our previous ski experiences were wide-rang-

‘‘
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ing, too. One skier, Tim Miller, had been to eight previ-
ous Mono-Ski Camps at Challenge Aspen and could
easily ski on his own, while I had never even touched
ski to snow.

The first time I sat in a sit-ski was during the Seating
Clinic on the camp’s first day. While most of the partici-
pants planned to use a mono-ski, I was going to use a
bi-ski. A mono-ski is a bucket that is mounted atop a
single ski. It requires more balance and skill to maneu-
ver down the mountain, and beginners often fall trying
to master the technique. A bi-ski is designed similarly,
only with two skis on the bottom and a lower center of
gravity; perfect for beginners.

Padding helps fit the skier to the bucket. The more
upright a skier sits, the better mobility he has to make a
turn, which requires turning the head and upper body in
the desired direction.

Short crutches called outriggers with a tiny ski on the
end help for balance and turning. In ski position, the ski
points forward and glides above the snow. In standing
position, it flips up with a spiked edge digging into the
snow to provide traction for mobility and leverage
(often used to load onto the ski lift and move the ski
short distances).

“The interesting part about Challenge Aspen is we
call it adaptive skiing, and we have to adapt,” Robert
said. “Every skier is so different that it makes us as
ski instructors think. Rather than me teaching the
same lessons over and over again, ... every lesson is
different and it’s a challenge as a ski instructor.”

IT WAS HARDER THAN I THOUGHT

The ski sat in the snow. I plopped into the bucket. Put
my gloves on and strapped on my helmet with the help
of Cory Connett, my ski buddy for the first day. Cory,
who has been at Challenge Aspen since November, has
spent a lot of his time working with children with cogni-
tive disabilities, something that takes great patience and
operates at a slower process to get the participants
familiar with their new environment. “I’ve been in a bi-

ski,” he said. “We took it out so we could get the feel of
it, and get perspective” on how to teach others to use it.
“I want to be an instructor so I want to learn what it
feels like.”

My wrists slipped through the ‘riggers and my hands
wrapped around the handles. 

“Ready, Josh?” Robert called out as the moment of truth
came. 

“Ready.”

Robert began pushing with his skis, holding on to the
bucket. We topped the tiny ridge where everyone was
loaded into their buckets, and down we went.

The wind was cold in my face as we swept right, and
then left down the hillside. The loading area was along
Fanny Hill, one of the busiest runs on the mountain,
since it’s located beside the Snowmass Mall. We dodged
a few kids taking a lesson, passed one or two beginners,
and then headed over the short chute as Robert called
out the turns to me. 

“Left turn … right turn … left turn … right turn.”

Robert instructs visually impaired skiers, and he used
the same teaching method for me. Instead of explain-
ing what we were going to do at the top of a run, then
reviewing at the bottom, Robert talked me through it
as we skied. It was imperative, I later discovered, in
helping me know where to go on the mountain and
learn while I was skiing. I wasn’t familiar with the
runs, and even after we skied down the popular
Dawdler run several times, I still can’t describe one
inch of snow on it. Yet Robert’s calm direction made
the learning curve manageable.

There’s a checklist that the mind goes through for each
turn of the ski:

1. Look in the direction of the turn. Turning the head, as
Robert explained, forces the torso to turn in the same
direction, thus providing leverage for a greater arm
reach with the ‘rigger.

2. Extend the outrigger and use it. The ‘rigger should hit
the snow and be aimed at a 45-degree angle away from
the sit-ski. It provides direction, much like front wheels
of a car. When the ‘rigger is on edge, it allows for more
leverage against the snow and a better turn.

3. Lean the body in the direction of the turn. An aggres-
sive turn results in a “pop” feeling—the skier is pushing
against gravity to turn, as Robert explained, and contin-
ues to push until, “pop,” he gives in. The ski then shifts
to the neutral position, and the next turn begins.

These were my assignments as we went down run after

Skiing—with a little help
from a friend.
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run: improve on the “pop” feeling and shift from turn to
turn. Turning keeps speed under control.

“Your instincts tell you to make too big a move,” said
Robert, who has ridden in a mono-ski twice with some-
one “bucketing” him. “It was harder than I thought. I
had a hard time dialing in the more subtle movements
and I never felt that cool feeling of tipping on edge.”

Due to my short stay at the Mono-Ski Camp and the
task to learn as much as possible, Day 1 was spent
cramming for the exam—learn to turn, evaluate what I
can do on my own and move forward the next day. Day
2 was set aside for a rehash of the basics, then a move
to “tethering.”

“Bucketing” has the instructor directly behind the ski –
sometimes holding; sometimes with a hand on the buck-
et just in case; and sometimes with a hand simply on the
side of the bucket. Think of riding a bike with training
wheels. The progressive step is “tethering”—me in the
bucket with an instructor skiing behind only connected
by tether straps. The beginning stages have a short dis-
tance between student and instructor, sometimes as little
as a foot. The better the student gets, the longer the tether
gets and the less control the instructor has.

CAN I GET A SLOW DOWN AND A PULL BACK?

Very little about the process was easy. There were
equipment malfunctions on both days of skiing, primari-
ly with the connection of the skies to the bucket.

To load onto the ski lift, the skis are supposed to remain
in position while the bucket is lifted – Robert and my
ski buddy lifted the bucket onto the lift. A lift operator
is charged with slowing down the lift and then pulling
the ski back onto the seat. The bucket is then safety-
strapped and the lift bar goes down.

Sounds simple, until an equipment malfunction rears its
head.

Practicing before our first trip up the lift allowed Robert
and Cory to discover that my bucket was not separating
from my skis. The temporary solution was for Robert to
keep his foot on the ski during our load. No problem.
But once we got to the top of the lift, the ski didn’t slide
off as it’s supposed to. The ski stuck to the lift seat, the
front of the ski went down into the snow, and once it
popped off, it fell on top of me. Robert and Cory went
down, too. 

“Stop!” Robert yelled. 

The lift stopped, and we quickly discovered the issue
was again that the ski was not separating from the buck-
et. We took the gondola next time.

A quick change in skies solved the problem after lunch,

only until loading onto the ski lift at Max Park, a begin-
ner’s area that is relatively flat. The lift operator failed
to pull my ski back onto the seat, and down we went
again into the snow. 

“I’m sorry, I’m sorry,” the operator said as he scrambled
over to us. 

“Was it my fault?” 

“Yes,” Robert said. 

“You’re supposed to be trained on that,” Cory added.

The failure of the ski operator, however, was no doubt a
rare occurrence as every other time we entered the line
to load onto a lift, the operators assisted like an oiled
machine, most of the time without instruction.

Tim, who has been skiing for nine years and can be near-
ly independent on his mono-ski, has advanced to loading
and unloading himself onto the lift. And after our lift
adventures, that is clearly a useful skill.

“THIS HAS CHANGED MY LIFE.”

Prior to the Mono-Ski Camp, I had spoken with several
skiers with disabilities who had been to Aspen or Snow-
mass, skied down the mountain for the first time, and
have not been the same since. “Skiing changed my life,”
was the common phrase.

They were right.

“People can arrive here with very few aspirations, or
have been told they can’t do this. And then they come
here and three days later they’re skiing from the top of
the mountain,” said Sarah Williams Volf, director Chal-
lenge Aspen’s C.A.M.O. program for injured veterans.
“People have a very mature, can-do attitude here. They
don’t look at somebody and say they have a handicap or
think of what they can’t do. They’re not going to ask
what’s wrong with you. They’re going to see you as,
‘Man, you’re one of those guys who rip around the
mountain on a mono-ski. That’s awesome.’”

Buckle Up! It may
be a bumpy ride.
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Skiing did change my life. I still breathe the same, still
walk with crutches, even turned 30 three days after I left
the camp. But skiing changed my life.

I can ski because of the inspiration I found on the moun-
tain. People like Joel Strain, from Wichita, KS, who was
in an accident at age 16 and now rides in a wheelchair.
He’s been skiing four years and only gets to come once
a year—at least until this year, when he’s spending a
semester in Fairplay, CO, to ski in Breckenridge.

“I don’t know that I found skiing, but rather it found
me,” Joel said. “A group from Wichita contacted me
and asked me to go skiing. Once I got here, I loved it.
This is awesome. So I just stuck with it.”

I can ski because of Orlando Perez, from Atlanta, who
has been skiing three times now. “What I like about it is
the freedom that I never had as an able-body,” he said.
“For me, it’s just about showing people we’re not dis-
abled; we’re able to do whatever we want to do.”

Orlando, who is an incomplete paraplegic, had a tumor
in his spinal cord when he fell onto rocks during train-
ing in the U.S. Army. He competes on the Puerto Rico
national wheelchair basketball team, and also on a team
in Atlanta. His peers suggested he try skiing. “It’s
something I never thought I would do,” he said. “I’m
from Puerto Rico. I can do the beach and all, but I
never thought coming down a mountain would be so
exhilarating.”

I can ski because of Ron Mayfield, from Virginia Beach,
VA, who skied down the mountain standing on two skis
for the first time during the camp. Eleven years ago he
was shot in the head in a hunting accident. He was in a
medically-induced coma for weeks, and couldn’t speak
or walk for four years. Now he’s walking without assis-
tance, driving and, well, skiing.

“I am high on the hog, man,” Ron said. “My goal was to
ski. Yesterday was the first time I reached my goal. God
and I are standing there in the mountains with the sun
outside and I’m on two skis.”

I can ski because of Cory and Andy, both of whom
became my best friends in six hours on the mountain.
They’re two of the seven interns at Challenge Aspen
this winter who do everything from office grunt work to
assisting the professional ski instructors. They get a
place to live, enough cash to eat, and a mountain of
snow. 

I can ski because of Robert, a construction/real estate
guru by summer, and professional ski instructor by win-
ter. Known as The VI Guy, he spends most of his efforts
teaching visually impaired skiers. With his patience and
guidance, we skied six runs: Funnel Bypass, Assay Hill,
Dawdler Headwall, Max Park, Banzai and Velvet Falls –
the last of which is a more advanced run.

I can ski because of the random mono-skier I saw load
himself into his ski, push off with his ‘riggers and tear
down the mountain all in the time it took me to get one
glove on. 

Within 30 minutes of the tumbling crash during my run
down Funnel Bypass, Robert had snagged some paper
towels to clean up my face and keep pressure on my
nose to stop the bleeding. “Doesn’t look like it needs
sewing up. Good thing, because I left my sewing kit at
home. Of course, they’ve got a stapler inside the lift
operator building,” Robert teaseed. I smiled, then we
slapped a bandage across the bridge of my nose, pulled
the helmet on and got the riggers in place. No glasses
this time.

Robert pushed my ski over to the lift. “Can I get a
slow down and a pull back, please?” he asked the lift
operator. He and Andy helped load me onto the lift, the
pull back was there, and up the mountain we went. No
better way to recover from a crash than to hit the
slopes again.

by Josh Pate

challengeaspen.org
aspensnowmass.com

You’ve got
options:
You can ski
standing
up, or ski
sitting down

Skiing is cool:
It let’s you
throw your
weight around.
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Over the years, our daughters have brought home
various young men to ‘meet the parents.’ After
a long, dry spell, our California daughter, Melis-

sa, had someone she hoped we’d welcome to the fami-
ly. She had gotten lucky through one of those .com
mating sites.

In keeping with her interest in politics, she and Charlie
met through an on-line dating service for Democrats.
Melissa waxed particularly enthusiastic because he had
a serious interest not only in politics, but also in medical
research. She assured my husband and I that we could-
n’t help but like her new beau. But having met some of
her previous prospects, we were less than certain. 

When Melissa and Charlie flew from Sacramento Val-
ley, CA, to our home in Neptune Beach, FL, in June
2007, we discovered that she was absolutely right. Char-
lie is gregarious by nature with an optimistic outlook.

For his visit, Charlie had one request: Since he’d never
seen the Atlantic Ocean, he wanted to go to the beach.
Not an unusual request for our part of the country. Who
wouldn’t want to bask in the warm, salt air off the
Atlantic with its magnet pull of sand and sea, shells and
birds? But this outing required some planning.

For the past 12 years, Charlie’s had multiple sclerosis.
When he and Melissa arrived, he used a cane around
the house and a wheelchair for longer excursions.

Right away, I began to research how Charlie could
have his day at the beach. I’d seen the Life Guard Sta-
tion at Jacksonville Beach many times, but had never
had occasion to call on their services. 

We found the young lifeguards friendly, polite and eager
to help. I discovered that they do more than guard
swimmers and save lives, they also make the beach
accessible to people who are physically challenged by
the very things that make the beach so enticing: sand,
uneven surfaces and resistance. Leaving Charlie’s
wheelchair as collateral, we borrowed a beach-going
wheelchair at no charge; it looked much like a cush-
ioned deck chair or patio chair with large wheels.

We couldn’t have picked a more ideal day—sunny
with a cooling breeze off the ocean. Melissa pushed
Charlie through the soft sand. After she’d gone a short
distance, a young lifeguard, sporting a beautiful tan,
sprinted across the sand, helping her guide the chair to
the beach and firmer ground nearer the water. As Char-
lie and Melissa moved up and down the beach togeth-
er, his smile was as glorious as the ocean at sunrise. At
one point, he rose and walked part of the way using his
cane. 

Spying the beach-going chair they’d abandoned, I
walked over and sat down. That’s when a gentleman
came up behind me, gripped the chair, and asked if I’d
like him to push me to where Melissa and Charlie had
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walked. At first I declined, but later accepted the offer. I
found the beach chair comfortable and the passing view
appealing. The kind stranger asked me to tell him when
to stop. It was such a treat that I remarked that he could
just keep going and going, at which point he informed
me that he didn’t intend to push me all day! Oh well, all
good things must come to an end, even Melissa and
Charlie’s day at the beach. Still, it was satisfying to see
two people in love share that moment together, and
Charlie said the negative ions off the coast were good
for his body.

A former Nevada resident, Charlie has since moved in
with Melissa and her 17-year-old daughter, Katie, in
Sacramento. His two children are still in Nevada,
attending college.

Charlie and Melissa are still settling in: Her involve-
ment with animal rescue spurs his determination to par-
ticipate in various activities-more than might be advis-
able at times. On occasion she nearly runs people over
as she pushes him in his chair, which can lead to a dirty
look or two. But they’re making it work: She does more
of the physical chores; he handles the finances, which
pleases Melissa beyond words. 

Melissa first had an inkling that it could go the distance
during their initial date. They began e-mailing in the
spring of 2006, when he was still living in Nevada. One
Saturday he planned a trip to Sacramento for an adaptive

golf lesson and suggested they get together for lunch.
Neither of them had spoken in detail about his MS,
which he had simply mentioned in passing—and not by
name—as his “little problem.”

“We met at a little Chinese restaurant,” Melissa recalls,
“and he was tired from his lesson. He came in using his
cane, and as he made his way to the table, he knocked a
potted plant over. He looked at me with a What should I
do? expression, and I mouthed Leave it, gesturing with
my hand that it wasn’t important.”

“That was a pivotal moment for me because in other
relationships,” Melissa says, “I had never been asked for
guidance in handling a situation. I knew Charlie would
continue to respect my opinions on things. That’s huge
for me. I was impressed too that even though he had to
lean on a cane, he had very good posture. We were per-
fectly at ease with one another from that first meeting.”

A fifth grade teacher with a bent for research, Melissa
went on to find out more about his health. Charlie’s MS
is progressive, so they know that further challenges lie
ahead. They have hope for new advances in treatment,
yet they know that life won’t be a romp at the beach.
The beauty, however, is in all the little moments that
they get to share together. 

by Ruth Coe Chambers

more 
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MY MS EXPERIENCE

In 1995, my ophthalmologist told me that I was dying.
I went to him about blindness in my left eye caused

by my multiple sclerosis. That day he informed me,
rather insensitively I might add, that MS “is a disease of
the central nervous system that results in death.” I sat
there stunned, scared and mad.

I was 37 and married with two young children. I worked
daily. I was buying a home. I played sports, officiated
football, skied, paid my taxes, volunteered at my chil-
dren’s grammar school, performed community service,
coached youth baseball and soccer.

Fortunately, I was prescribed an intravenous prescrip-
tion that restored my eyesight within days. Still, I was
concerned about the future. So I went back to my neu-
rologist for more information, and continued to dogged-
ly research this monster that had shown up uninvited at
my door. I discovered that the parts of my brain that
controlled facial nerves and jaw muscles had been dam-
aged. I joked that I supposed I could live with a drool
cup, if necessary. 

As I continued to read up on my condition, ask ques-
tions and learn as much as I could, I found out that my
ophthalmologist didn’t have his facts straight: MS is not
fatal. In fact, I had as great a chance of dying of MS, as
I did of getting hit by a Mack truck. That said, MS is

still quite formidable; it can cause blindness, dizziness,
loss of cognizant function and mobility, incontinence
and other dastardly ills.

In those early days after I was diagnosed, I was not told
about management drugs for MS, and thus did not start
injections at that time. Today’s medical strategy calls on
starting a management drug as near to one’s diagnosis
as possible. There remains no cure for MS, only man-
agement of it. Fortunately, I went into remission for sev-
eral years.

In 2000, MS came barging back in again like a mad
bull. I began to lose leg mobility. After 10 years as a
football official, I had to resign. I gave up coaching. I
quit skiing. I no longer volunteered in the community
or at my children’s school. I stopped traveling over-
seas for work. I was able to hold onto my job, but not
my marriage, though I’ve always stayed in touch with
my children. 

I began to adjust to the new reality, but refused to sur-
render to MS. After conquering my self-inflicted pity
parades, I began to learn to cope. I struck the word
“can’t” from my vocabulary, asking myself instead,
“How can I?” I joined my local MS association chapter,
and volunteered at its MS 150 Bicycle Fund Raiser. In
the following months, I purchased a hand cycle, train-
ing to ride in the MS 150 the following year, raising
nearly $3,000 for research. 

I learned of an adaptive ski program, and the following
year went back to the slopes. I had the biggest smile at
the ski resort that day. Later, I discovered an adaptive
golf program for people in wheelchairs and others
unable to walk the course. The following year, I golfed
for the first time in a long while. Finally, I traveled to
Florida to see the Atlantic Ocean, and delighted in wig-
gling my toes in the sand. 

Before the Florida trip, I was cautiously optimistic about
a new disease modifying drug (DMD) that I had begun
taking for MS. Though researchers continue to seek a
cure for my condition, progress is painfully slow and
filled with numerous “almosts.” In this case the DMD
started out strong, but soon lost it effectiveness. In just
three days, I went from striding down the beach holding
my sweetheart Melissa’s hand, to staggering down the
hallway.

MS changed my life, and I’ve had to re-invent my self.
Aside from finding alternative approaches to my goals,
I’ve learned to take pride in the simplest accomplish-
ments, whether it’s pulling myself up the steps in a
movie theater, making it through an airport for a flight,
or taking a roll and then a stroll down the beach. The
thing about life is that there is always a way.

by Charlie Kuhn
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He was working as a clerk at the courthouse in
Beverly Hills, CA. He had done a bit of acting in
the past, but had nearly put his dreams of star-

dom on the shelf—for good. She was taking acting
classes. And voice classes. And dance. Every day. But if
the show business career didn’t work out, she had a
backup plan. Working at Target.

There are no guarantees in show business. Of course,
there are very few guarantees in life at all. But how
long do you wait before you decide it’s time to cut
your losses? As an actor, when do you make that deci-
sion to maybe just enjoy doing a little community the-
ater? You know…take the pressure off yourself. Just
have fun. That moment had not yet arrived for Luke or
Michelle. If it had, they would have missed the oppor-
tunity of a lifetime.

Performing Arts Studio West (PASW) in Inglewood, CA,
has a long track record of developing talent. PASW is a

privately owned, state funded facility opened in 1998 by
founder/director John Paizis. Along with managing
director Randy Klinenberg, he has assembled a remark-
able group of dedicated entertainment industry profes-
sionals. The studio’s team includes actors, coaches,
dancers, musicians, singers, writers, directors, technical
personnel and managers, and they all have one common
goal. Go straight to the heart of each performer, find
their passion and set them on the path to fulfilling their
dream. And if this isn’t a challenging enough task, each
performer has a developmental disability. They disabili-
ties include cognitive impairment, autism, Down syn-
drome, cerebral palsy, seizure disorders and a wide vari-
ety of less familiar conditions and syndromes.

The last time ABILITY Magazine featured Performing
Arts Studio West, back in July of 2006, their actors had
booked more than 400 roles in film, television, commer-
cial, music video, theater, print ad, training film, voice
over, new media and documentary projects. More

Michelle & Luke got their big break
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recently that number exceeded 850. PASW talent has
worked as background performers, featured players, and
guest stars for such TV shows as 7th Heaven, CSI:NY,
and Cold Case. Most notably, PASW actor Nick Daley
guest starred with Academy Award winning actor Holly
Hunter in her TNT crime drama, Saving Grace, and
PASW’s Nicholas Weiland guest starred in the landmark
300th episode of ER, working with Oscar nominee Peter
Fonda.

Luke Zimmerman joined Performing Arts Studio West
in the summer of 2007. He had performed in musicals
while a student at Beverly Hills High School, and
appeared in a small role in a 1990 made-for-television
film, Daughter of the Streets, starring John Stamos. He
wanted to give acting another try and had heard that
PASW might just be the best place to sharpen his skills. 

Michelle Marks had been with PASW since 2003. Ini-
tially shy and reserved as a performer, she made a

breakthrough as a comedic actress and singer in her
appearance in the 2007 PASW multi-media musical
comedy, The National Cesspool! In this story of the
behind-the-scenes-workings of a tabloid newspaper, she
played Loretta Longley, daughter of the Cesspool’s
malevolent owner, Lucinda Longley. PASW staff saw a
big future for Marks, if the right opportunity presented
itself. As for Zimmerman, they would wait and see.

Both Luke and Michelle came out of special education
programs in Los Angeles area public school systems.
Although many of these programs are nurturing and
competent at teaching basic academics and life skills that
young people with disabilities need to move into adult-
hood, many students and their families ultimately begin
to search for programs more tailored to helping the indi-
vidual reach personal goals. For some, this means a sta-
ble job, perhaps in retail or food service. For others, it
means an opportunity to explore creative expression.
Some choose visual arts; others want to perform. Yet

Luke and Michelle having fun on the set of their new show
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while most participants come to Performing Arts Studio
West thinking that it is going to be all fun and games,
they soon find out that is not the case.

The atmosphere at Performing Arts Studio West is ener-
getic and relatively lighthearted, but classes, training and
productions are a serious matter. The instructors at the
studio work with the actors, musicians, singers and
dancers as they would with anyone wanting to work pro-
fessionally. They are supportive yet demanding. They ask
performers to push beyond their comfort zone, encourag-
ing them to dig deeper, mining their talent as if prospect-
ing for gold. They strive to instill a sense of self-disci-
pline and results that can be derived from hard work.

Professionalism is key because some of the opportuni-
ties that come along are high-level. Executive produc-
er/writer Brenda Hampton was looking to cast a couple
of actors with disabilities for an episode of her long run-
ning hit show 7th Heaven. The storyline included five
characters with a variety of developmental disabilities,
and she hoped to hire one or two actors with disabilities
and mix them in with actors without disabilities to fill
the other roles. When PASW talent director, Carmel
Wynne, learned of the casting session, she arranged for
ten of the studio’s actors to read for the five available
roles. 7th Heaven casting director Vicki Huff and asso-
ciate Rick Van Noy were so impressed that they filled
all five roles with PASW talent.

“We had no reason to go elsewhere,” said Van Noy. “We
had set up a huge session for [non-disabled] actors to
read for the roles, and we ended up canceling them all.”
These five actors and one additional actor from PASW
were brought back for a second episode that same sea-
son. This was just the beginning of a beautiful relation-
ship.

According to Paizis, PASW’s talent director is a bit of a
psychic. He stated, “Over the years, Carmel would say
to me, ‘This is the year one of our guys is going to book
a supporting role in a film.’ Or, ‘this year we’re getting
a guest star role.’ More often than not, she was right.”
After successful, high profile bookings of the studio’s
actors on ER and Saving Grace in 2007, Wynne tossed
off this proclamation: “2008 will be the year we book a
series regular.” 

In early February of that year, he learned of a project
that was at the time simply titled, “The Untitled Brenda
Hampton Project.” The production was looking to cast
the role of an older brother of one of the lead teenage
female roles. Because PASW actors had previously
worked for Hampton, Wynne immediately shifted into
high gear to find out more about the project. She learned
that Hampton had written the older brother as having a
developmental disability. PASW had three actors that
Wynne felt could handle the demands of a recurring
role. She submitted them immediately. She heard noth-
ing for two weeks.

Wynne recalls, “At the beginning of the casting process
for this role, we were again faced with challenges as the
industry was [also] looking at actors without disabilities
to play [this] character. After a month, the casting direc-
tor at the production company couldn’t find what they
were looking for, so they were open to seeing a few of
our guys. They were delighted to find an actor with a
disability who could authentically play this role.” That
actor was PASW’s Zimmerman, a youthful looking 28-
year-old with Down syndrome. And the “Untitled Bren-
da Hampton Project” became ABC Family’s runaway
hit, The Secret Life of the American Teenager, starring
Molly Ringwald as the mother of a 15 year old who
becomes pregnant.

Right out of the gate, Hampton wanted to make Zim-
merman’s character, Tom Bowman, an accurate depic-
tion of a young man with a disability in his manner,
speech, interests and interaction with his family. She
talked with Zimmerman extensively about his life, his
hobbies, his family and his relationships. The character
of Tom is the adopted son of Dr. Marshall Bowman
(John Schneider) and his wife Kathleen (Josie Bissett).
His younger sister Grace (Megan Park) is the high
school’s “Super-Christian” cheerleader. Tom is very
protective of Grace and has a strong opinion about any-
one she is dating. 

Hampton and the Secret Life’s team of writers got to
know Zimmerman better. They observed how he inter-
acted with the young cast. They saw how he worked
with the show’s seasoned actors. They measured his
ability as an actor; watched how he followed direc-
tion; saw how he came off on screen. Something
quickly became apparent. He was funny. Zimmerman
had the ability to deliver comic dialogue in a way that
depicted charm, intention and wit. With this discov-
ery, Zimmerman went from originally being signed to
do four episodes in season one to appearing in nine
episodes. 

As the first season progressed, Zimmerman revealed to
Hampton that he thought his character should start dat-
ing. He was young, he was social, and, boy, did he ever
want to get out of the Bowman’s living room and
kitchen. The first segment of the show that dealt with
this subject was taken from a story PASW director
Paizis told Hampton about a former client with a dis-
ability who one night flipped through the yellow pages
looking for companionship. An hour or so later, there
was a knock on his door. When the man opened the
door, there stood a no-nonsense escort. This potentially
dangerous scenario was woven into part of the show’s
storyline in the episode “A Slice of Life.” Although the
seriousness of the situation was not ignored, the scene
became one of the season’s funniest moments, brought
to life by Zimmerman and the veteran character actress,
Jennifer Coolidge (Best in Show, Zoolander) as the big-
hearted call girl, “Betty.”
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But what about a real girlfriend for Tom? By the time
episode twelve rolled around, Hampton knew it was
time. She asked Paizis if he had anyone at the studio
whom they thought could fill the roll. Within days a
casting session was scheduled for four young actresses
from Performing Arts Studio West. PASW acting coach-
es, Diana Jordan and Steve Niel, worked with the
women to set just the right tone for what looked on
paper to be a rather bold and sassy girlfriend named
“Tammy.” Each one of the young women gave excellent
readings, embodying this essence of the character and
weaving it into their own unique personality. But it was
the 22-year-old Michelle Marks who won the part.

Paizis and the rest of the PASW staff found this to be a
brilliant and bold choice for several reasons. Both race
and disability had no part in the casting decision. Some
might expect that because Zimmerman has Down syn-
drome, casting director Peter Pappas and Hampton
would look to cast his girlfriend with an actress with the
same syndrome and identifiable physical characteristics.
But in fact, Marks is African-American, as attractive as
any of the young women on the show and has only mild
cerebral palsy. And this choice reflects the reality of
relationships among adults with disabilities. It’s about a
connection. It’s about love.

Hampton is so committed to providing opportunities to
performers with developmental disabilities that she will

be honored at Performing Arts Studio West’s first annu-
al Awards Banquet and Fund Raiser, “A New Level of
Success” at the Beverly Hilton Hotel on April 30, 2009.
She will be joined at this star studded, red carpet event
by fellow honorees, casting director John Levey (ER,
The West Wing) and actor Robert David Hall (CSI:
Crime Scene Investigation), who have also demonstrat-
ed unwavering dedication as advocates for performers
with disabilities.

The success of Zimmerman and Marks is something that
the PASW staff passionately embraces. Coach Steve
Niel says, “It makes me proud to see them grow and
evolve as actors.” Managing director Klinenberg adds,
“It’s been nothing short of amazing to me to see how the
lives of these individuals and their families have
changed through what we do here and in their participa-
tion in our program.” 

The Secret Life of Success is no longer a secret.

The Secret Life of the American Teenager
abcfamily.com

Performing Arts Studio West and
“A New Level of Success”

pastudiowest.com
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Jayna Altman had no intention of running for Miss
International 2008 until someone suggested it to her.
Then she looked into the pageant, liked what it stood

for, and added it to her very long to-do list. Winning
seemed a long shot, until the moment she felt the crown
placed upon her head.

Born severely premature and profoundly deaf, Altman has made her life a testament to what she can do. Her Abilities
First program raises awareness of disabilities and advocates for a world where everyone can reach their full potential.
Recently Altman, her childhood friend, Leah Demeter, and ABILITY’s Chet Cooper met up in a Fountain Valley, CA,
restaurant. 

Cooper: Where did you two meet?

Altman: We met when Karen Rothwell-Vivian, an auditory-verbal therapist, developed a support group. There were
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six of us: three girls and three boys in the group, grow-
ing up together. The group was based in Tustin. 

Demeter: Karen, who was our speech therapist, encour-
aged us to socialize and talk. She felt that socializing
was an important part of therapy.

Altman: It was really neat having the support group as a
base growing up; it was really influential and support-
ive. Over the years, I’ve noticed in working with kids
who have hearing loss that some have never met anyone
like themselves; they feel outcast, isolated or alone.
When you meet someone else with hearing loss, you
feel more accepting of who you are.

Demeter: Yes. It’s very difficult for me to be in the nor-
mal world with hearing loss, because I feel like I’m
locked out of a lot of conversations. At a conference, for
instance, if there’s a group of people all talking, I feel
left out. So it’s nice to have somebody who can relate to
all the challenges.

Cooper: You never learned sign language?

Demeter: No.

Altman: I learned it in college. 

Cooper: What was your major in college?

Altman: I got a bachelor’s in communication from the

University of San Diego, and I graduated with honors
and distinction.

Cooper: And distinction?

Altman: To graduate with distinction, you have to be
accepted into the honors program. On top of that, you
have to do a PhD-level dissertation on a topic within
communications. For my dissertation, I researched the
communication levels between auditory verbal therapy,
oral therapy, and total communication with children
who received cochlear implants at the same age and had
the same number of years in therapy. I compared the
various communication levels based on age of implanta-
tion, years of therapy, how aggressive the therapy was,
speech scores, language scores, and so forth, to deter-
mine how successful each of the modes of speech thera-
py were. There were so many different aspects to it, and
I am glad I facilitated that research. 

Cooper: How did you get involved in the Miss Interna-
tional pageant?

Altman: There was a director in the program who asked
me to consider it about a year ago. So I took a look at it
and thought, “Sure,why not?” I saw it as a hobby at
first, but also a great way to be able to communicate
with others regarding acceptance of disabilities. I
believe each individual in life has different abilities; it’s
just that some abilities, or what others view as disabili-
ties, are more apparent than others. Some view hearing

Jayna is constantly winning friends and
influencing people. Very Dale Carnegie
of her, you might say.

Leah and Jayna— the early years
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loss as debilitating, but it really isn’t. The most debili-
tating thing to have is a negative attitude, or to believe
that we can’t do something no matter what we have
going for us in life; that attitude can stop us from
achieving our goals.

The Miss International organization provides a global
platform to communicate that message through both my
programs: Abilities First and I CAN: Inspiring Confi-
dence in our Abilities Now. Both programs focus on
early identification, education and knowledge, in addi-
tion to utilizing surrounding support services and a posi-
tive attitude to provide a roadmap for success in over-
coming physical, mental and medical diagnoses.

I represented my home state as Miss Missouri at the
pageant, which was a whirlwind of different events, dif-
ferent activities, public speaking and conferences. On
top of the appearances, I was prepping for the national
pageant in July 2008. 

I was so excited to make top 10 at the national compe-
tition. I can’t say that I really planned for any success
at Miss International. They have what’s called an on-
stage interview portion where you have to wear an
interview suit onstage. I didn’t bring a suit with me

because I didn’t think I was going to make top 10. So
Miss New Jersey actually--

Cooper: New Jersey!

Altman: Yes, New Jersey! Interesting enough, Miss
New Jersey, Ashli Fivehouse, pulled me aside and said,
“You’re going to be in the top 10.” I said, “No, no, I’m
not. I can’t. I don’t have an onstage interview outfit.”
She smiled at me and said, “You’re going to get called,
and when you do, you can use mine.”

Cooper: Was it a bathing suit?

Altman: (laughs) No. So I said, “OK, but I think you’re
going to make top 10. You have the perfect wardrobe,
you’re gorgeous, you’re everything one would imagine
a beauty pageant queen to be.” And she responded
encouragingly, “No, no, no. You’re going to make it.” I
was the second one called up in Top 10. I almost passed
out, literally. I turned around to look at her, she gives me
the thumbs up, and says, “Go get it.” So I had permis-
sion to wear her outfit; I didn’t even know what it
looked like! It was just one of those cosmic events and
you do it. It was a cute pink outfit. It looked perfect! 
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For my onstage interview they asked me, “As far as the
educational system, do you think that federal grants
should be used for individuals with disabilities?” I said
something along the lines of “Yes, I believe wholeheart-
edly that federal grants should be used to provide an
appropriate education for individuals with disabilities.
Congress has committed to providing at least 30 percent
of the funds for it, and has yet to fully meet that obliga-
tion. I wouldn’t be where I am today if it wasn’t for the
additional assistance I received in the school system.”
The question totally threw me for a loop, because I was-
n’t expecting a political question.

Cooper: Still, you had an opinion to share!

Altman: Of course I had an opinion, because advocating
for disabilities is my life, and I’ve lived with hearing
loss since I was a child.

Cooper: So you were cheating? 

Altman: (laughs) I don’t know if I would necessarily
call it “cheating!” 

The next segment was fashion modeling, and my heel
ended up getting caught in my dress. I’m hopping as
I’m going on stage, trying to pull my dress out my heel.
It was funny. 

Cooper: I hate it when that happens!

Altman: (laughs) It was interesting. All I could do was
laugh the entire time I was on stage. After all, what are
you going to do? Again, I was just happy that I made
the top 10, and my thoughts were, “This is awesome;
this is cool.” After all the stages of competition were
complete, we arrive to the crowning… the fourth runner
up is called, who was Miss Oklahoma, then third runner
up was Miss Oregon, and then the second runner up…. I
thought if I was going to get anything it would be sec-
ond runner up. However, they called Miss Arkansas as
the second runner up. 

Cooper: Don’t keep me in suspense any longer. Who
won?

Altman: I’m getting there. So I think, “It’s going to be
California; this is awesome!” Not that I’m negative; I’m
trying to be realistic and not get my hopes up. My eyes
are closed and I’m praying. I didn’t hear them call me.
The girl next to me grabs me and starts shaking me, and
my reaction is, “Oh, yay, who won?” And she said,
“You did!” It was mind-numbing.

Cooper: Do you travel as Miss International?

Altman: Yes, year-round to the states and some interna-
tional travel, working with a lot of charities whose focus
is awareness of disabilities and serving individuals with
various disabilities. I also do a lot of public speaking on

educating the public on awareness of disabilities. I serve
as a spokesperson for both the Special Olympics and
Ability Beyond Disability. Both organizations serve
individuals with a variety of disabilities, primarily intel-
lectual or cognitive disabilities.

Cooper: Do you have a cochlear implant?

Altman: No. I have hearing aids. I wear either my
behind-the-ear DaVinci PxPs or the new in-the-canal,
Destiny 1200, both fitted by Starkey. I’m a candidate for
a cochlear implant, but I decided against it for the time
being. 

Cooper: I see that you have a Blackberry.

Altman: Yes, I do. I call it my “Crackberry.”

Cooper: So because of the Blackberry you can get
email quickly. Do you do email more than you send text
messages?

Altman: A combination of both. Nowadays with the
technology, it doesn’t matter whether or not you have a
hearing loss. Everybody seems to be into email and tex-
ting, rather than picking up the phone and calling some-
one.

Cooper: Why aren’t you wearing your crown?

Altman: It’s getting fixed.

Cooper: You wore it out?

Altman: (laughs) No, I was signing the national anthem
for a St. Louis Cardinals baseball game. It was for the
15th anniversary of Deaf Awareness in Missouri. I had
been wearing the crown but had taken it off, when an
excited baseball fan accidentally hit it and one of the
pieces broke off.

Cooper: Why Missouri?

Altman: I was accepted into its Washington University
School of Medicine for my doctorate in audiology.

Cooper: Have you visited Missouri’s caves?

Altman: Yes, they have a lot of them, like the Jesse
James caves.

Cooper: Was it his hide out?

Altman: I just know that they’re called the Jesse James
caves. They are really cool.

Cooper: Most of them are underground?

Altman: (laughs) Yes, and we’ve got the Arch.
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Cooper: Have you been in the Arch?

Altman: I love the Arch!

Cooper: I don’t like heights, and I’m a little claustro-
phobic, but going in there was cool.

Altman: Wasn’t it creepy when you go up the little ele-
vator to the top of the Arch and it’s creaking the entire
way?

Cooper: It was strange. I thought, I can’t believe they’re
letting us do this! And then we’re looking straight down.

Altman: But on a clear day you can see so far out.

Demeter: What are you doing now, Jayna? I can’t keep
up with you with your busy schedule.

Altman: I’m real excited because we have the World
Winter Games for the Special Olympics in Boise, Idaho
in February. They have a Global Youth Summit confer-
ence, which is aimed at educating youth on different
kinds of disability, especially cognitive/intellectual dis-
abilities. It focuses on how we’re going to transform
the world; how our youth can play a central role in the
worldwide community to change the perception of

cognitive disabilities; and, how we can begin to create a
sense of inclusion. 

Demeter: Can we see your goal sheet?

Cooper: What is a goal sheet?

Altman: Here’s my little goal bag with “the big plan.”
Last year I wrote out my 2008 goals, in terms of what I
want to accomplish that year. I still have to do my 2009
goals.

Cooper: Number one, meet Chet Cooper.

Altman: Meet Chet Cooper, whoo-hoo! (laughs) I write
out my big goals, and then I write out smaller goals
underneath it to organize how I am going to accomplish
the bigger goal. I carry my goal sheet with me, so I’m
always reminded of what I want to accomplish that year.

Demeter: I admire that because it shows you’re persis-
tent and determined.

Cooper: [looks at sheet] Which of these things have you
done?

Altman: I auditioned for the Rams Cheerleaders, but I

continued on page 58
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Because she’s deaf…she never heard people tell
her it was impossible,” said Jim Fiolek as he
stood alongside the motocross track in Lake Elsi-

nore, CA, watching his daughter, Ashley, ride. And yet,
something tells us that it wouldn’t have slowed her
down even if she had heard. 

By the age of 17, Ashley had already won 13 Amateur
Youth Championships, been featured in Rolling Stone
and the New York Times, and was the 2004 America
Motorcycle Association (AMA) Youth Motocrosser of
the Year. Impressing even industry veterans, Ashley
raised her own bar when she won the overall title at the
Women’s Motocross Association Championship in her
rookie year. She also became the first deaf person to
win an American Motocross Association National
Championship.

Nicknamed Rude Pea—“because I never ride like a
sweet pea”—Ashley is bringing women’s motocross
racing out of the shadows of a traditionally male-domi-
nated sport. As the first woman ever to grace the cover
of the industry’s popular TransWorld Motocross maga-
zine, she has her sights set on changing the face of

“
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women’s motocross by establishing the expectation that
sponsors treat her with the same professionalism as her
male peers. She’s gotten their attention. 

ABILITY’s Chet Cooper, a pseudo-motocross rider,
recently caught up with Ashley and her father while the
two were in California testing her new Honda. A fierce
competitor on the track, her persona off the track—
replete with an infectious smile and a lot of laughter—is
equally engaging. Through her father, who served as her
interpreter, Ashley talks about the pros and cons of
being a young rider and deaf athlete, about her educa-
tion, and about whom she really wants to beat on the
track! 

Chet Cooper: You’ve become a huge name in motocross
in a relatively short period. How long have you been
riding?

Ashley Fiolek: Almost 11 years now. It’s been a long
time.

Cooper: And you’re 12 now? 

Fiolek:(laughter) I just turned 18.

Cooper: I’m an amateur, as evident by my bandages,
(Ashley shows off a few of her war wounds, too) but I do
follow the sport a bit. Congratulations on your new
relationship with Honda!

Fiolek: Thanks! It’s very cool. I’m now part of the

Honda Red Bull Racing team—the first girl to be on a
factory team. It’s really awesome to have an opportunity
to win more championships with them. It’s so important
for girls to know that you can dream about something
and, if you’re willing to work hard, your dreams can
come true, just like mine did.

Cooper: How does being deaf affect the sport for you? 

Fiolek: I don’t think that because I’m deaf I only have
disadvantages. There are certainly advantages, too. If
people are behind me, it doesn’t bother me. There’s no
pressure from hearing their bikes, although I can see
their shadows. The disadvantage is having to hold my
line. I don’t want to switch lines abruptly because I’ll
take somebody out. It all evens out. 

Cooper: I can see how it would work both ways. How it
can be a little bit of a disadvantage to keep your line,
because you’d have to frequently turn to see if some-
one’s right behind you.

(Ashley’s dad takes a brief respite from interpreting to
join in the conversation.)

Jim Fiolek: She watches the shadows on the track, or
Cody, her mechanic, will tell her where they are.

Cooper: At what point in your career did you say, “I
think this is something I’m actually good at and I need
to give it my full attention?” 

Ashley and her father, Jim Fiolek
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Fiolek: As soon as I started riding, I liked it. In 2004, I
trained really hard and won the Loretta Lynn (Amateur
National Motocross Championships). From then on, I
knew I loved motocross and wanted to change some
things in my life so I could really focus on it. I wanted
to be a professional motocrosser, the best woman in
the world. So my mom and dad helped me. I started to
be homeschooled because I traveled a lot. Now I have
a career doing what I love. It started a long time ago,
in 2004.

Cooper: A long time ago? 

Jim Fiolek: (laughs) A long, long time ago, 2004.

Cooper: It really is all relative!  As far as I can remem-
ber, there aren’t that many great motocross tracks in
Florida. Have you thought about moving to California?

Fiolek: Yeah. I would like to move here. Everything in
motocross happens here, but there are a lot of distrac-
tions here as well. Maybe in the future. For now we
come here and do what we need to do and then leave.

Cooper: So where do you practice? 

Fiolek: Florida tracks have a lot of sand but no hills. You
can get bored. I like to go to a lot of different tracks and
experience different dirt, different elevations. I like to
come here to California. I also ride a lot in Georgia. We
go all over the US to try to get different experiences. 

Jim Fiolek: I think if you spend too much time on the
same track, you start to feel really good about yourself.
You can get used to that track and become over confi-
dent. So we’ve always tried to keep Ashley on the move
and keep her practices short so she doesn’t get used to a
single track.

Cooper: There was a merge between you speaking as
Ashley and you speaking for yourself. I almost missed it!

Jim Fiolek: (laughs) Yeah… (signing to Ashley) There
was a merge between you finishing your sentence and
then me wanting to add something more.

Cooper: Ashley, your father said you signed”I’m the
best in the world and I always will be,” which was
quickly followed up with “and I won’t date until I’m
35!”

Fiolek: What!? (laughs)

Jim Fiolek: I’m trying to keep it that way…

Cooper: Sorry Ashley, we have it on record.

Jim Fiolek: If I can keep it from happening, I will!
(laughs) She needs to stay focused. Her ex-boyfriend
was a pro-motocrosser too, so it worked out. They were
both focused. They’re still very good friends and talk all
the time.

Cooper: What happened?

L to R: Cody, Ashley, Jim and Chet, who
shows off his injury from a fall off the bike.
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Fiolek: He was mean. (laughter) No, I’m kidding.

Cooper: Can you beat him?

Fiolek: I want to beat him! That’s my goal! (laughs)

Cooper: Down the road, I bet you meet somebody on the
track who makes your heart race. But it’s your father’s
mission to put the brakes on.

Fiolek: (laughs) Maybe in the future. Right now I’m
very focused on motocross and I’ve got a lot of stuff
going on. I’m still very young, so I have time.

Jim Fiolek: (laughs) Excellent answer! 

Cooper: You seem really calm and you have a great
sense of humor. When you’re on the track, do you have a
competitive alter ego that comes out?

Fiolek: I think so. Most people say that I’m funny, but
when I’m racing I want to be the best at it, so I’m very
focused. If we have to bump each other out on the track
we do, but when we’re off the track we’re friends.
That’s the way it should be. 

Cooper: So you become very competitive. Do you feel
that change in your temperament happening when you
get on the bike?

Fiolek: Not really. I just go out and ride. Of course I
want to have fun and I want to win. So every time I get

on the bike, that’s what I’m trying to do.

Cooper: Does your competitive nature sneak into sports
other than motocross?

Fiolek: (laughs) Yes! I’m a very competitive person. I
always want to win at things. I’m into snowboarding
lately and I always try to push myself. I live in Florida,
so I can’t do it that much, but I always want to do my
best.

Cooper: Where have you traveled for races?

Fiolek: I’ve gone to France, Italy, Bulgaria, the Nether-
lands and Japan. Here in the US, I’ve been pretty much
everywhere. I really love traveling.

Cooper: When you started motocross, did you ever think
you’d travel so much?

Fiolek: No. As an amateur I traveled a little. It started to
pick up as I got better. Of course, as I started winning
championships, my family and I traveled even more.
And this year, now that I’m riding professionally, I’ve
raced in a lot of different countries. It just gets bigger
and bigger.

Cooper: As you travel from country to country, what
challenges do you face trying to communicate with peo-
ple who sign in different languages? 

Fiolek: When I first went to Europe, people didn’t

Ashley talks to 
her father 
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approach me. They waved and stuff, but they were a lit-
tle shy. They didn’t know how to communicate with me. 

Cooper: A lot of people assume that sign language is a
universal language, and they aren’t aware that it is as
varied as spoken languages. Have you seen different
sign languages in the countries you visited?

Fiolek: When I travel, sometimes I meet deaf people
and they try to talk to me. They don’t understand me
and I don’t understand them. But it’s really cool that
they have a different language. 

Cooper: Have you ever been able to get an interpreter
to translate their signs into American Sign Language?

Fiolek: Not yet. It’s usually pretty hectic and we just
figure out different ways to communicate.

Cooper: Recently, I was invited on a Royal Caribbean
cruise that catered to several thousand passengers who
were deaf. At one point, I was sitting at a table with
people from Korea, England, and the US. They had to
interpret between Korean, American and English sign
languages, which was all Greek to me because I don’t
sign. But people got their message across, and it was
great. 

Fiolek: I’d love to go on one of those cruises. 

Cooper: You should go. It’s a community coming togeth-
er that you would never have a chance to meet on dry

land. They were from all over the world. I think nearly
30 countries were represented.

Fiolek: Thirty different countries—that’s amazing!
Because of T-Mobile I have been able to go to deaf
expos and meet people from all over the US. That’s
always a cool experience, so I can imagine how cool it
would be to meet deaf people from all over the world. 

Cooper: You had your phone out when we arrived. It
used to be that people who were deaf or hard-of-hearing
had to use TDD to communicate by phone. Obviously
that’s very different from how things are now! 

Fiolek: (laughs) I’ve been using a Sidekick forever! T-
Mobile is a big sponsor of mine, and I’m very excited to
have them. I get to go out and meet people at some of
the ASL conferences that T-Mobile is a part of. It’s out-
side of motocross, but it’s really cool to get to meet peo-
ple who are a part of my community.

Cooper: With so much going on, have you given much
thought to college?

Fiolek: Right now I home school through Keystone
National High School, which is an online high school in
Pennsylvania. I’m trying to finish that up. Really, I’m
completely focused on motocross. I have so many goals
that I want to achieve. But when I’m done, yeah, I defi-
nitely want to go to college.

Cooper: How has Keystone’s program worked for you?
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Fiolek: I left school when I was about 14. We heard
about Keystone being a really good school and it has
worked out. I get all my assignments and I can get a
tutor online if I need one. I do my work and send it in,
they check it, and then I test. It’s pretty much like nor-
mal school and it works with my travel needs.

Cooper: Have you looked into whether Gallaudet Uni-
versity offers online programs? Maybe you could start
with some of its online courses?

Fiolek: I’ll have to check into that, but as soon as I fin-
ish high school I’m done for a while.

Jim Fiolek: We don’t want to shortchange her education,
which happens a lot with elite athletes. We want to be
very focused on her finishing high school, getting her
diploma, and then moving onto college. She wants to be
done with high school now, but her mother and I remind
her: “You’re learning and as long as you’re learning you
can move forward.” When she retires from racing, if she
decides that she wants to be a normal kid again, she can
go live the college life, which would be awesome. She
can do whatever she wants. 

Cooper: Pop quiz—let’s test your education! What’s the
capital of Luxembourg?

Fiolek: (laughs) The capital of Luxembourg? I don’t
know.

Cooper: (laughs) The only reason I know the answer is
because Luxembourg is the capital of Luxembourg. It’s a
small country that few people think about.

Jim Fiolek: Do you know about the Mini Olympics held
in Florida every year?

Cooper: So the tables have turned and you’re asking the
questions? Is the answer Tallahassee?

Jim Fiolek: (laughs) It’s the biggest amateur event in the
world, and it’s been going on for 30 years. It gets 6,000
riders from 11 different countries. They did their take on

“Are You Smarter than a Fifth Grader,” and called it
“Are you smarter than a 50cc rider?” Those poor kids—
the homeschooled kids—were struggling. They asked
simple questions like, “What’s pi?” and the kids could-
n’t answer.

Cooper: Apple, cherry …

Fiolek: (laughs) “Pie.” There you go!

Cooper: Today you have your father and your mechanic
with you. Does your mother also travel? 

Fiolek: Yeah, she just doesn’t like to fly that much. But
she is at every race and every event that we go to. She
was just here.

Jim Fiolek: Her mom flew home last night. We have a
five-year-old boy, and he’s got to get home. All this
traveling can become too much for him. My wife is the
one who makes everything happen for Ashley’s pro-
gram. She arranges everything from PR to tickets, and I
work with Ashley on the motorcycle. 

Cooper: Are you her manager? 

Jim Fiolek: Kind of. I have a job; I’m a software devel-
oper. Although I don’t know how much longer I’m
going to have it! We’re on the road a lot, and that gets in
the way of my work. I expect that I might be doing this
more full-time. (laughter) Ashley also has two agents
who handle her off-bike career. We’re trying to bring in
other companies like Revlon and Neutrogena.

Cooper: (laughs) Ashley, does your brother sign?

Fiolek: He signs a lot; he’s good.

Cooper: If you went to college, what would your major
be?

Fiolek: I write a monthly column for TransWorld
Motocross magazine. I enjoy writing, taking pictures,
doing videos. That’s probably what I would study.
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Cooper: Really? Why don’t you come here and take over
the video?

Fiolek: (laughs) I only make funny videos with my
friends.

Cooper: Did TransWorld Motocross come to you or did
you approach them about writing a column?

Fiolek: I’m good friends with Donn Maeda, the editor.
He came to my house and interviewed me many years
ago; we became very good friends. Over time he started
an Internet column called “Ashley’s Sidekick.” That
was years ago. After a while, he asked me to write in the
magazine.

Cooper: I’ve read your columns, and you’re a great
writer. We’d love for you to contribute to this magazine!

Fiolek: That would be very cool. I would be very excit-
ed to be a part of that, for sure.

Cooper: Interestingly enough, and likely in part because
of my personal love of motorsports, you’ll see there are
actually a lot of things around motorcycles and
motocross already in ABILITY. Do you know Ricky
James, the motocross rider who has paraplegia?

Fiolek: He’s a very good friend of mine.

Jim Fiolek: He’s a very inspirational kid.

Cooper: Last time I saw him, he was riding in Lake
Elsinore. Have you ridden with him?

Fiolek: Many times. He goes so fast.

Cooper: He does, doesn’t he! I’m glad to hear you think
he’s fast. 

Jim Fiolek: I heard yesterday that he’s going even faster
now. I think it was in August that we last rode with him,
and they said that now he’s just going super-fast. He
passed a pro-racer in the corner; he’s on it.

Cooper: I’m still faster than him.

Jim Fiolek (to Ashley): You’re gonna have your hands
full riding with Chet later! (laughs)

Cooper: The stupid part of that joke is that, in a few
minutes, you’re going to see just how slow I am! (laugh-
ter) You have talked quite a bit about your competitive-
ness. Do you set limits for yourself or will you try any-
thing? 

Fiolek: I would try anything, but—

Jim Fiolek: She has respect for motorcycles. You’re not
going to last very long in this sport if you’re wide open
all the time and try anything. Ashley has limits. She
knows that she has to keep pushing, but we try to do it
as safely as possible. There’s times when there’s a jump
she wants to try, and I’ll say, “We’re not doing that.”
That doesn’t mean she always listens. (laughter) But
there’s also those times when I think we need to try a
jump, and she says, “Look, I’m not comfortable doing
that.” And we don’t do it. It’s easy to make bad deci-
sions, but we want to have some longevity. I think Ash-
ley’s one of the smartest riders on the track. She knows
what she needs to do, and that’s kind of how we leave it.

Cooper: Except for the fact that she doesn’t know the
capital of Luxembourg.

Fiolek: I do now!

Read Part II of this interview in the next issue, where Ashley and her
father will discuss how her parents first discovered that she was deaf,

the rise of her racing career and her Hollywood debut.

Heads in the clouds: Chet and Ashley during their Lake Elsinore, CA ride.
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Caregiving is in jeopardy. Families of people with
disabilities face an increasingly complex future
as they struggle with soaring costs for assistive

technology and medical treatment. 

Imagine a family called the Joneses. Not the Joneses
with the shiny new cars and well-trimmed hedges, who
are the envy of your neighborhood. These Joneses are
like the rest of us—just trying to keep up. 

Gloria, the matriarch, works two jobs: a non-profit dur-
ing the day, and a freelance gig at night. Her husband,
Dan, is a pilot and away from home a lot, leaving the
bulk of the housework to Gloria and their eldest daugh-
ter, Tina, a local community college student. Tina com-
mutes from home so she can help take care of younger
brother, Ben. He has all the concerns of a typical high-
school kid: homework, dating and fitting in. He also
happens to have cerebral palsy. 

We don’t have to tell you how difficult it is to find and
keep quality home care workers for Ben after school.
We don’t have to tell you how, even with some money
from Medicaid, it’s still difficult for Gloria and Dan to
balance the expense of managing Ben’s disability with
the expense of paying for Tina’s school. We don’t have
to tell you how much Gloria worries about what will
happen to Ben after he graduates. 

These are the same issues pressing many families in the
disability community. Gloria and her family deal with
them the same way you do: with determination, creativi-
ty, and the support of family and friends. 

If there is a silver lining to the cloud hanging over the
caregiving community, it is that we will persevere. Fam-
ilies of people with disabilities have always had to cope
with seemingly overwhelming odds, and they have been
developing strategies for overcoming these odds since
before United Cerebral Palsy (UCP) first appeared on
the scene six decades ago.

Now there’s also a multi-player forecasting game called
Ruby’s Bequest to help us create innovative solutions. 

Imagine if there was a way for Gloria and Dan to know
ahead of time what the future would bring. What if there
was a way they could apply the strategies they’ve devel-
oped for managing their lives today, to the potential sce-
narios of tomorrow? And what if Gloria and her family
could create these strategies in collaboration with thou-
sands of other families in similar situations? What kind
of future might they imagine? That is the question UCP
and our partners, AARP and the Institute for the Future,
seek to answer with the game. 

In essence, Ruby’s Bequest is based on role-playing;
everyone who participates pretends they are part of the
same small town, Deepwell, IA, in the not-too distant
future. In this town, an elderly woman, Ruby, has died,
leaving behind six million dollars, which, according to
her will, must be divided evenly among the six people
who cared for her in her final days. These people are the
game’s main characters and will narrate the story and
interact with people playing online (i.e. the citizens of
Deepwell). As the story unfolds, the townspeople are
called upon to send in their suggestions, via e-mail,
video, podcast and other electronic media, for how to
put Ruby’s bequest to its best use. 

Let’s use the Jones family as an example. On day one,
for instance, Gloria might record a video of herself dis-
cussing what kind of services might be provided for
children with disabilities after graduating high school.
Ben could compose an e-mail about his vision for a
communal living dormitory at the local university.
Together, over the course of several weeks, Gloria, her
family, and thousands more will help Ruby’s heirs craft
an alternative future, where the challenges of today are
met with the creative capabilities of an entire subset of
individuals who are looking to make a difference in the
future. The result will be a wealth of insight into what
the future of caregiving could look like. 

For starters, pay rates for professional caregivers or
Direct Service Professionals (DSPs) in the private sector
have been languishing at near rock-bottom for years.
The average wage for DSPs at private agencies is only
$8.68 per hour, compared to an average of $8.27 for a
McDonald’s employee. At those wages, it is difficult to
attract trustworthy people, and turnover in the industry
is upwards of 80 percent. Add to that a quickly booming
elderly population and a punishing economic recession,
both of which will squeeze already scarce resources,
and the future can look dim indeed. 

But that future need not come to pass. In fact, Ruby’s
Bequest is an opportunity for us to take matters into our
own hands and begin creating the brighter future that is
possible. True, Gloria and her family aren’t going to
quell all their fears about the future by playing a game,
but they will find that there are solutions to their chal-
lenges that a community of people who care can devise.
And, true, we will need much more than games, if we’re
truly going to create a world where every person is
cared for in a way that enables them to live a productive
and independent life. But for now, coming together to
share solutions to our common problems—and maybe
have a little fun while we’re at it—is a good start.

rubysbequest.org
ucp.org
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Much of the year, men in the High Chihuahua
Desert of Texas are so lame that they groan
when they have to carry 10 pounds of gro-

ceries from the car to the kitchen. Then, when it’s deer-
hunting season, these no-accounts suddenly summon the
strength to haul high powered rifles, tons of ammunition
and gallons of beer up a jagged canyon road. 

We Texans have a reputation for hunting anything that
moves. We’ve shot Indians to survive, shot game to sur-
vive and even shot each other to survive. Occasionally,
after a few gallons of beer, we even shoot a friend or
two for kicks. But still, it’s unfair for the rest of the
country to depict us as violent. Au contraire. We’re as
gentle as lambs; it’s the environment that gets us all
riled up.

During the current hunting season, we must be vigilant
in our efforts to control the violence and other social
disorders perpetrated by the deer themselves. Last year,
a million of those beasts ran into the road, attacking a
million vehicles, costing drivers a billion in damage
nationwide, and yet not one of those four-legged crea-
tures was ever tested for alcohol or drugs. 

I tell you, these deer respect no boundaries, and they
show un-American like disdain for private property.
During droughts in West Texas, they frequently barge
into people’s yards, devouring vegetables, flowers and
newly planted trees. These doe-eyed illegal immigrants
bring with them innumerable diseases, and may even
have a hoof in drug running and global warming. 

Relief is on the horizon, however, thanks to a condition
called Chronic Wasting Disease (CWD). Reported in 14
states, this condition seems to be heading west. It causes
deer to become weak and disoriented, giving even the
most incompetent hunter equal footing.

Be advised, however, that desperate Bambi loyalists will
likely start a Save The Deer! campaign. They’ll proba-
bly choose one of those cute little grass nibblers as their
mascot, and then plead for “Bucks for Bambi.” Don’t be
fooled.

What people fail to take into consideration is the deca-
dent aspect of the Bambi situation. In the Disney movie,
cute little Bambi was an innocent boy deer, while
today’s “Bambi” works at the 900-number call center,
where you give her your credit card number, and she
gives you a piece of her dirty mind.

Our campaign to rid the West of Bambi’s immoral influ-
ences must include the whole family. Mom, Dad, sis and
bro each has a role: Dad can drive, Mom can barbecue,
Jr. can track down Bambi and work him over with a lit-
tle league bat, while sis can mow down any clown who
dares to call her Bambi—if his credit card company
refuses to approve the charge. 

Remember the motto of the cult classic Texas Chainsaw
Massacre: “The Family that Slays Together, Stays
Together”? I think that should be etched over the hearth
of every home in the Southwest. I say we start with
Texas, and then see how it catches on.

by George Covington
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Though Christopher and Dana Reeve have both
passed on, their vision for better outcomes and a
better quality of life for people with spinal cord

injuries are very much alive. Here Bob Yant, a leader
within that organization, and the editors of ABILITY
Magazine talk about how the foundation has grown in
recent years, and how the field of spinal cord injury
continues to expand and show promise.

Bob Yant: The American Paralysis Association was
formed in 1982. Then, when Christopher Reeve got
injured and joined our board of directors, we made him
chairman, and brought our two organizations together. He
had a $1 million foundation of his own at the time, and
we named the merged organizations the Christopher
Reeve Paralysis Foundation. Later we dropped the word
“paralysis” and called it the Christopher Reeve Founda-
tion. When Dana died, the name changed again and
became the Christopher and Dana Reeve Foundation. It
continues to fund spinal cord injury research. One of
Dana’s contributions was to add a program called Quality
of Life grants, which range from roughly $5,000 to
$15,000, and are given to organizations, usually as start-
up funds for horseback riding, skiing and kayaking pro-
grams for people who are disabled.

Maybe six or seven years ago, when Christopher and
Dana were still both alive, we applied to the Centers for
Disease Control for a grant to tell people about how to
live with paralysis. That’s grown into quite a large
grant, maybe $5 million a year from the CDC. From that
was born this thing called the Paralysis Resource Center
in Calabasas, CA. They have information specialists out
here and back in New Jersey, who are available to
answer questions all day long by phone or email. 

ABILITY Magazine: We’ve heard they drive around with
a megaphone, too. 

Bob Yant: (laughs) There’s a thing called the Paralysis
Resource Guide. It’s about an inch or so thick, and it’s

got all kinds of information, not only spinal cord injury
paralysis, but transverse myelitis, multiple sclerosis,
spina bifida.

We also raise money for the research side. That’s going
well. For example, when Dana died in 2006, we were
about a $14 million-a-year outfit. This year we’re going
to pass the $20 million mark. We have a really dynamic
guy at the top now.

AM: You make those funds available to scientists and
researchers?

Bob Yant: Right. There are five parts to the research
program now. One of them is what I call individual
investigator grants or just individual grants. We get
requests for proposals from all these scientists world-
wide, and every six months there’s a deadline. We get
about 100 applications, and we fund 13 to 15. We have a
world-class blue ribbon science advisory council. That’s
about $2.5 million to $3 million a year that we give
away there, and I’m trying to bring on another group
that would fund more.

Then we’ve got the consortium: seven or eight top neu-
roscientists worldwide, including one or two guys in
England. Those guys collaborate; they also bring up a
whole new generation of spinal cord injury researchers.
So they’ll have one or two people in their labs who are
considered to be Christopher Reeve interns or trainees.
They travel frequently between labs, learning new pro-
cedures and conducting experiments.

The third part of the program is the translational research
piece, where we translate positive results we get in
research on animals into human results. We don’t have
much going on there yet, because the animal results don’t
quite warrant it. But there’s about $1 million available in
that fund. 

AM: And the fourth part of the program?
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Yant: It’s this thing called the North American Clinical
Trials Network. We took seven hospitals, one in Cana-
da, the rest in the US, and said, “OK, some day we’re
going to need to have clinical trials, so when we have
them, what are we going to have to do? What’s going to
have to be in place?” Well, you have to have all these
protocols, and standards of measurement to determine
whether somebody’s improving or not. They’ve got
some really bright doctors involved, and a real nice guy
down in Texas is running it. They actually are going to
begin testing a drug for acute spinal cord injuries for
one of the big pharma companies. They’re going to run
this trial through those seven hospitals. 

AM: What’s the purpose of the drug?

Yant: You would give this drug to someone in the first
eight hours after a spinal cord injury.

AM: The sooner, the better?

Yant: Right. It would greatly lessen the severity of the
injury. There’s good animal data to show that this drug
would be beneficial in humans. But it’s tricky to run
these trials. There was this one drug that was tested way
back in the 90’s. It’s called methylprednisolone, a high-
dose corticosteroid that’s given to acute spinal cord
injury patients. And there’s still an argument as to
whether there’s any efficacy with it or not. So the diffi-
culty in testing this new drug is that you’re going to
have to give everybody methylprednisolone, because if
you don’t, probably the parents of that kid who doesn’t
get it are going to sue you. But then you’ve got to give
this new drug, and sort out how much of the recovery
was methylprednisolone vs. the new drug. These things
are complex.

So over the last two or three years, they’ve set up these
protocols and measurements, and they’re ready to go.
It’s been a long haul. We’re spending about $700,000 a
year on that, so maybe $100,000 per center to begin
these trials.

The fifth part of our research program is another part
that’s funded by the federal government. It’s called the
neural recovery network. Basically, it’s treadmill walking,
which Christopher Reeve did before he died. You take
somebody like me, fully paralyzed, with no treatment or
anything, and you suspend him in a harness over a tread-
mill, start it up, and the therapist places the patient’s feet
on the treadmill. Now there are machines out there that are
more robotic that take the therapist out and put the 
patient’s feet on themselves. The cost is upwards of a
quarter of a million bucks per machine. But the bottom
line there is that there’s this thing in your spinal cord
called the spinal pattern generator. It was only discovered
10 or 15 years ago. It’s a group of cells in your spinal cord
that is like a brain. If you were to get up and go to the
bathroom right now, you would think, “OK, I’m going to
get up and go to the bathroom.” Once you’re walking

though, you’re not thinking about it any more. You’re just
walking. That’s what the spinal cord does, when it’s work-
ing right.

Those of us who are paralyzed don’t have that any
more, obviously. But with this treadmill walking, it’s
basically a feedback mechanism. And so after as little as
30 seconds of being on this treadmill, lo and behold,
you just start walking.

AM: Like riding a bicycle?

Yant: Right. Your legs just start moving on their own,
even though there’s a disconnect here, because you’ve
managed to stimulate that spinal pattern generator. And
Reeve used to do it here at UCLA before he died.
There’s some pretty famous pictures and videos of him
using this thing. These clinics have not able to support
themselves, however, because of the lack of insurance
reimbursement for this type of therapy. But we’re run-
ning this as a real hard-core study, and we’re getting
data. That’s the goal.

AM: The insurance is so expensive that–

Bob Yant: —they just won’t cover it. They say–

AM: –it’s not proven therapy?

Yant: Yeah, “They say, ‘What good does this do for the
patients?’ ” But there is obviously some benefit there,
probably the same benefit you’d get from standing up,
patients have fewer bladder infections, easier bowel
progams, more muscle mass, better cardiovascular health.
There’s probably a whole host of things that improve with
this treatment, and that’s what we’re trying to show. But
the interesting statement from the guy at UCLA who’s a
pioneer in this field, is that this therapy shows that if we
were able to bridge that little gap where the spinal cord
injury is, there’s a possibility of great function return
because the circuitry is still intact down here. If we could
regenerate nerves in the spinal cord, there’s a good possi-
bility of recovery.

In San Diego, there are three clinics, where they can
take an incomplete patient or partially incomplete
patient and, strictly through really heavy physical thera-
py, help that patient continue to improve. So you’ve got
somebody who was never able to stand who, after six
months or a year, can stand, take a few steps, progress
until he’s walking 50 yards with a walker, and then 100
yards... 

AM: What level of injury?

Yant: It doesn’t even matter if they’re incomplete. It
could be at any level. “Incomplete” means that there are
still signals that are passing from the brain to the spinal
cord. And those patients have a much better chance of
recovery than someone like myself, who has a complete



injury. That means there’s a complete blocking of the
signals from my brain down to my lower body. So what
I focus on is the real basic science regeneration stuff.
The last five or so years, I’ve worked to set up a chronic
model of spinal cord injury in monkeys that have long-
term injuries. We’re trying a type of therapy where you
take bone marrow stem cells and transect them with
genes that cause nerves in the spinal cord to regenerate. 

Everyone agrees that this is going to be a combination
treatment. Remember the first AIDS cocktail; it’s the
same thing. There wasn’t just one drug that did it, it had
to be a cocktail of drugs that knocked it down. Same
thing in this instance. 

A drug called cyclic AMP can stimulate nerves to begin
growing up in the cell bodies of the
brain stem and start the regeneration.
If you actually get them going
through the entry site, which we can
now, it’s probable that we’ll have to
keep making injections down the
spinal cord to keep drawing those
nerves down farther. We need to find
some genes that are master genes that
turn this regeneration on and off. 

The best example we have of this was
a Japanese researcher who isolated 20
genes that he thought would turn reg-
ular cells into embryonic stem cells, and then over a
process of isolation that got down to 20 and then to 12
and finally to four genes that they could use. And that
has now revolutionized the embryonic stem cell
research deal, because there is a new way to generate
cells now. We can do our own cells, so we don’t have to
worry about the immune system’s reaction. That’s kind
of the strategy that I’m using with one of the neurosci-
entists, because we did one rough pass-through and
there were, like, 240 genes that were activated. So how
would you ever run an experiment where you were
going to try all the combinations of all 240 genes? It’s
not possible. You’ve got to narrow it down. Beyond
that, we need new tools to find these genes. There’s a
new mouse model that’s been developed where you can
look at all 30,000 genes in the mouse and, in particular,
track the spinal cord—the corticospinal track—which is
the motor one that we need to regenerate. It looks like
we can regenerate sensory nerves okay now, but the
motor ones, that’s where we need the breakthrough.
That’s my five minute spiel.

AM: It was more like 12 minutes. 

Yant: (laughs). I’m sure the neuroscientists on our sci-
ence advisory council have a different perspective.

AM: Who are they?

Yant: Like I say, there are 15 of them or so. They rotate

on and off, over the years, so it’s not the same group of
people reviewing applications all the time. We have
another group that sits on the Research Planning Com-
mittee, which oversees all the research programs and
makes recommendations about new ways to go in, con-
duct research and all that.

AM: Internationally, right?

Yant: Yeah, we fund research all over the world. I think
we’re up to more than $70 million worth of research
that we’ve funded. We need far more than that, frankly.
The government only spends $70 million a year on this,
and yet it costs them $10 billion a year to take care of
all the paraplegics and quadriplegics in the U.S. So
they’re spending an extraordinarily small fraction on it.

However, there are a couple of new private
players coming on the field. One of them
could actually match the amount of money
being spent on spinal cord injury research
by the federal government. He was a quad-
riplegic and owned a number of casinos
throughout the Midwest; he passed away a
while ago, and left almost $1 billion in
stock in his foundation, which is mostly
aimed at doing spinal cord injury research.

There’s another guy who’s considered to
be roughly the third-richest guy in the
U.S., Sheldon Adelson, who has hired a

guy from UCLA to be the medical director of his foun-
dation. The guy he hired has a brother with spinal cord
injury, so that’s become the first focus of that founda-
tion. Mr. Adelson has said publicly that he’s going to
put $1 billion into this medical research foundation.
According to something I read recently, he’s worth $28
billion.

AM: Would you be trying to work with them right away?

Yant: Absolutely. The other foundation we’re in contact
with is the Craig H. Neilsen Foundation. We’ve made
approaches to them. I know the gal who runs it quite
well; they’re always striving to make sure that they’re
funding the best research they can. If I don’t raise the
money, I certainly try to direct it to a place that is peer-
reviewed or known to be excellent because I’ve seen a
lot of money wasted over the years. 

AM: Tell us more about your personal story.

Yant: I was in an ocean-diving accident in 1981. I went
down with a couple friends to the beach. I wasn’t even
going to go in the water, but it was a beautiful day, so I
went in, and they were up on the shore at the time. I
dove in and I must have gone into shock. I didn’t realize
that I couldn’t move, but it felt like my hands were little
flippers or something. The longer I was in, I thought,
“Man, I could be in trouble.” I was flat on my back
looking up at the sky through the water. I could hear one
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‘I was flat on my
back looking up at

the sky through the
water. I could hear
one of my friends
calling me, and I

knew I couldn’t
respond.’
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of my friends calling me, and I couldn’t respond. A few
seconds later here come these cowboy boots in the
water. My friends pulled me out and got me up on the
shore.

I was at Hoag Hospital for a month, and then Long
Beach Memorial Center for another month getting
hyperbaric oxygen, which didn’t help. Next, I spent
four months at Santa Clara Valley Medical Center up in
San Jose. Those were the days, which shows you how
long ago it was, when they would rehab you for like six
months in the hospital. Now, with the cost of insurance,
it’s kind of a contest between doctors to see who can
kick you out the quickest. 

Unfortunately we have a lot of people with new spinal
cord injuries who don’t get trained well. We had a com-
pany in the mid-to-early 90’s, where our guys would go
out and train people how to transfer in and out of cars
and wheelchairs, or how to go up over a curb in a
wheelchair, because they didn’t get that in the hospital. I
met somebody recently who was discharged from the
hospital after two months and didn’t even get that much
training.

AM: Did they have occupational therapy?

Yant: I don’t know. I think there’s a lot that falls
through the cracks these days. The only regional center
for spinal cord injury here in Southern California is

Rancho Los Amigos.

AM: That’s a famous public facility. A lot of spinal cord
rehabilitation research has been done there over the
years. It’s highly regarded throughout the country.

Yant: Before Proposition 13, it was the premier place in all
of California. When Proposition 13 got passed, it was gut-
ted. So it’s been, for Dr. Waters and the others up there, a
struggle to keep it open. But I guess the point is that there
is no regional spinal cord injury place in Southern Califor-
nia where spinal cord injury patients are routinely taken.
Often if a patient has private insurance, they’ll end up in a
small hospital near where their injury was, and that hospi-
tal will sort of bleed them out of their private insurance
money, and then they’ll end up in Rancho or Long Beach
or St. Jude, somewhere else where they have the ability to
bill Medicare and Medical or whatever, for the remainder
of their stay. So acute spinal cord injury treatment is really
lacking. They’re trying to address that at UC Irvine.
Oswald Stewart at the Reeve Irvine Center. Do you know
Ozzie?

AM: Mm-hmm. Dr. Hans Keirstead is also over there;
he’s one of our buddies, too.

Yant: Oz is developing this clinical spine initiative at
UC Irvine. The idea is a state-of-the-art acute spinal
cord treatment center. Oz is getting all these protocols
and outcome measures, adopting them so that he can
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begin clinical trials. Beyond that, he promises me that as
the chronic treatments come along, they will be able to
develop into a chronic treatment facility as well.

There’s another new player. Susie Kim, MD, in Orange
County. I’m pretty sure that, like me, she had a body
surfing accident and broke her back. She was a med
student at USC at the time. It slowed her down, but she
went on to graduate and is a physiatrist now. She’s
going to have her own practice, but she’s certainly
going to be involved in this clinical spine initiative, too.
And Hans, as you might know, has raised money for a
building out there.

AM: Tell us a little bit more about this.

Yant: At UC Irvine, where Hans and all those guys are,
they had a piece of property adjacent to Gillespie Hall,
and they just took the same plans, same architect, every-
thing, and they’re just going to plop down a brand-new
Gillespie Hall clone. This way they don’t have to do the
drawings, go out to bid, and all that.

At the bottom of that, Hans has already maneuvered to
get an entire floor that’s going to be dedicated to spinal
cord injury therapy. The idea is that if they can develop
embryonic stem cell therapies and other therapies,
spinal cord injury patients would come on an outpatient
basis to be treated there. And Susie Kim is going to be
involved in that. She says, “I don’t want a floor, I want a
whole building!” I think she’s going to become a big
player in Orange County spinal cord injury care.

The other guy, if you haven’t ever met him, is Roger
Severson. Do you know him?

AM: Does he work with Hans?

Yant: No, he’s a lay person. You’ve got to meet this guy.
He’s in his late sixties, and is the biggest player in
Orange County for spinal cord injury funding and
research. He had been a successful real estate developer,
and he and a bunch of his buddies were out riding hors-
es back in the hills, when he got thrown off the animal
and broke his back.

AM: He didn’t blame the horse?

Yant: Didn’t blame the horse. In Roger’s case, he had an
incomplete spinal cord injury. He’s a quad, a walking
quad. He walks with one or two canes. He originally
started out by funding patients who didn’t have enough
money to complete their rehabilitation at the hospital
where he rehabbed. He would take these kids who were
getting better and better and better, and then all of a sud-
den, whoops! their insurance money is cut off, so any
potential recovery for this kid is also cut off. Roger
started this thing called the FCI Fund. He would fund
these little kids. It started that way.
The FCI Fund got bigger and more involved, and about

10 years ago, he got on the board of Goodwill of Orange
County. The first thing he did was start a program called
ATEC. Basically what this is is a giant half a building
adjacent to the Goodwill that is set up like offices.
They’ve received grants and money from the Spinal
Cord Injury special fund, and they take newly-trained
people and teach them how to operate an office. If
you’re disabled they say, “Look what you can still do
with a computer. Or, you can run that copy machine
over there; you can send a fax.” That’s been successful.
With their recent initiative, they went on a capital cam-
paign through Goodwill, but mostly it’s Roger’s buddies
who raised $6 million and bought a building out near
the freeway.

AM: The Fitness Center?

Yant: Yup. So you know about the Fitness Center? I
haven’t been out there yet, but I’ve seen the pictures.
Because it’s near the freeway, so you don’t have to drive
a mile into the middle of Santa Ana or something like
that. And they’re going to move this ATEC into that
building as well. And they’re going to do therapy there.
The best thing they did was set up an endowment for
that thing, so they don’t have to worry about raising
money. That’s a real luxury for a nonprofit.

AM: Tell us how that works.

Yant: Let’s say your annual budget is $100,000, and
your board members say, “Hey, we’re going to create an
endowment for this chair.” So we go out and raise $2
million, which gets put away forever. Then we invest
conservatively and get like 5 percent return a year. That
kicks off $100,000 a year. There’s your $100,000 for
eternity, right there. So you don’t have to go out and
raise money. With every group that I work with, I push
for an endowment. You sort of condense what you
would normally raise in 10 years down into one year. It
rarely works, because most charities are hand-to-mouth.
But that group was wise. 

AM: So going after an endowment is a kind of fund-rais-
ing strategy.

Yant: Yeah. They don’t quite call it that. There was one
large gift of $20 million right at the end of the dot-com
era, the largest gift in the history of our organization.
And we kind of got fat, dumb, and happy, and for the
next five years spent more than we had. Finally, when it
got down to around $5 million or $6 million, some of
the guys on the board said, “OK, that’s it. Stop. We’re
going to start living within our means. We’re going to
keep this as an operating fund.” If an organization can
ever do that, that’s the promised land, frankly. So they
got to the promised land with this Fitness Center. It’s
gonna be there through thick and thin now. It’ll be inter-
esting to see how many people come and receive thera-
py; what kind of synergy they develop with these other
places. But it’s definitely going to be a player.
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What do you do when a dream ends? If you’re
Sam Schmidt, you embark upon an even big-
ger one. A motorcycle racer from the age of

five, he went on to become Rookie of the Year at the
USAR Hooters Pro Cup, and a star in the Indy Racing
League. Then, in 2000, a crash left him paralyzed from
the chest down. 

As a boy, Schmidt fantasized about making it to the Indi-
anapolis 500. Today, as the founder of the 10-year-old
Sam Schmidt Paralysis Foundation, he envisions finding
a cure for spinal cord injury. Recently the Christopher &
Dana Reeve Foundation, impressed with his efforts, rec-
ognized his work by giving him the visionary leadership
award. At the gala where he received the honor, one
could watch surfers jockey slivers of waves in Surf
Crazy—a film projected onto an exterior wall of the
hotel, which proved to be a strangely appropriate back-
drop for a conversation with this man who makes an art
of navigating whatever comes his way. 

AM: What made you start a foundation?

Sam Schmidt: When I was in the hospital after the crash,
we were getting cards, letters and emails from the motor
sports community saying, “What can we do?” I was fortu-
nate to have good insurance and to have good family sup-
port and so we thought, “Why don’t we start a foundation,
so they can do something to help…”  At first I naïvely
thought that there would be a direct correlation between
effort and results, so I said, “Let’s hit it hard, let’s raise a

bunch of money, and within a few years we can knock this
thing out.” Obviously I was still under the influence of
drugs at that point. (laughs)

AM: How did you come to work with the Reeve Foun-
dation?

We had the honor of having Chris Reeve speak at one of
our first fundraisers, around the Indianapolis 500 festivi-
ties. He came in to do our event and we spent a couple
of days with him and his entourage, so to speak, and got
to know him pretty well. It didn’t take long for me to
realize that the scope of this injury and the scope of the
industry was way out of our personal means. We’ve
worked with the Reeve Foundation the last three or four
years, after coming to the realization that the only way
this and a number of other disorders is going to get
fixed, is by everybody working together in a total col-
laboration across the industry.

AM: So your racing life started in California?

Schmidt: Yeah. I grew up with guys like Jess Ward and
Robbie Warden—guys who are staples in the industry
now. But when I was 11, my dad had a pretty serious
accident himself. They said he’d never walk or talk
again, but he recovered and now does both just fine.

AM: Car accident or motorcycle?

Schmidt: Racing car. That put the brakes on everything.
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Schmidt: Great! But at the same time, I can’t help but
think: Here we are sitting here at a Christopher Reeve
event, and he’s not here. So we need a sense of urgency.
Spinal cord injury affects a lot of people every day.
When you add in the fact that there are so many disor-
ders that are nerve-related, you’ve got even bigger num-
bers. Racing to Recovery addresses this, and we’re
going to keep racing to the cure.

AM: You started your own race team?

Schmidt: Yes, and I’m proud of it. I started it to do
something productive and to satisfy my passion for
motor sports. It’s a nice complement to the foundation
because it allows us to tap into the Hondas and the
Firestones of the world for donations; they have been
very supportive. On top of that, we’ve been very suc-
cessful, winning three of the last four championships.
Our drivers have won three times more races than any
other team. So it’s been a good program and a lot of
fun. It obviously takes a lot of effort to get to the track
and do everything that we do. I want to be in a position
to win every time we go out there. It’s not as good as
winning as a driver, but it’s the second best thing.

AM: You get to go to Indianapolis.

Schmidt: Our foundation director, Ida Cahill, goes to a
lot of the races; we have our Day at the Races pro-
gram, which is part of our foundation. That’s one of
the steps: to get people back on the job, earning a liv-
ing, paying taxes, being productive members of soci-
ety. So we bring mainly newly injured folks to the
track and show them what I’ve been able to do post-
injury, understanding that I had good resources and a
good support system. It demonstrates that if you put
your mind to it, you can do it, especially when 80 per-
cent of them are paraplegics. I look at them and say,
“Hey, I’d take your situation in a heartbeat.”

It’s a real VIP deal. They get lunch in the infield, go to
the garage and see all the drivers. They get autographs,
the whole nine. But to me, the main thing about it is just
getting them out of the hospital and showing them
what’s possible.

Cahill: The program is one of our big ones because
we’re able to touch individuals. We get soldiers who
come out who have not yet left the VA hospital, and
don’t want to leave because they don’t want to face the
world in a wheelchair. Yet after they’ve been to our pro-
gram, the nurses often come back and tell us, “This
changed their lives dramatically.” It’s a very rewarding
program, and the drivers and team owners are wonderful.

AM: What other successes are you hearing from the
field?

Cahill: The Sam Schmidt Paralysis Foundation College
Scholarship fund awarded its first scholarship to a fellow

After that, I went and got a good education and graduat-
ed college, but the racing bug was still there. So I got
back into road racing, basically in the form of FCCA
racing, and kept going.

AM: Can you describe the accident?

Schmidt: I don’t remember it. That’s one of God’s bless-
ings, I think. In 2000, we were down in Orlando for the
upcoming season. I had already raced Indie cars in com-
petition for three seasons, and we were doing pre-season
testing. For a number of technical reasons, my car bot-
tomed out and hit the wall at 170, 180 miles an hour. It
really wasn’t one of these huge, “Oh, my God!” type of
things; it was a relatively normal hit, but all the stars
aligned—the velocity, the angle—and my car blew apart.

They airlifted me to Orlando Regional Trauma Center
and did a procedure to stabilize my neck. They are sup-
posedly the best trauma center with the best neurosur-
geons in the area, but the next day they told my wife to
find a nursing home because I’d be on a ventilator the rest
of my life. So we didn’t stay there very long. I went to St.
Louis under the care of John McDonald, who once cared
for Chris Reeve as well. He got me off the vent and into
rehabilitation six weeks later. I don’t think I’d be here
today if I had to deal with a vent on a full-time basis.

AM: How have your experiences in motor sports influ-
enced how you lead the foundation?

Schmidt: It all ties together. I didn’t grow up wanting to
play baseball, basketball or football. I grew up wanting
to race and get to the Indianapolis 500. I was fortunate
to be able to do that. That whole process takes a team
effort and working together to attain goals. When I was
racing, the driver got a lot of credit for everything, but if
you don’t have a good crew and good people behind
you, it doesn’t matter. You won’t finish the race. When I
started the foundation, I thought: As is the case with
motor sports, this is going to take a mega-team effort
with a lot of hard work, and many steps leading to goals
along the way. There’s no magic pill for this situation,
so I had to figure out what the steps would be. 

In racing, you don’t go from zero to the Indie 500 in one
year; you go through go-carts and formula Fords. Then,
if you’re lucky and have the right support, you make it
to Indie cars. With building a foundation, it’s the same
thing. One of the critical steps is funding. Our trade-
marked logo is “Racing to Recovery,” which symbolizes
it all for me, because a cure for spinal cord injury is my
checkered flag. Bam! 

AM: You hadn’t said that before?

Schmidt: In a round about way. But I don’t think I’ve
said it exactly like that, per se.

AM: It’s going in print now!
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who actually works for the Standing Chair Company,
which, as you might imagine, is a wheelchair that helps
individuals stand up. He’s going back to finish his degree
and then probably will go on to get an advanced degree
in psychology. He was thrilled to receive the scholarship.

Schmidt: We’ve received countless email, often from a
patient’s caregiver or family that says, “Johnny was
depressed. He wouldn’t do therapy. He was a wreck in
rehab, had no motivation whatsoever, and now he’s seen
what you guys are doing with a much higher-level injury,
and he’s no longer feeling sorry for himself. He now has
hope.” I mean we get hundreds of those types of emails. 

One story that sticks in my mind is from a guy from
Indiana, who worked for Delphi as an engineer. He went
to the Indianapolis 500 regularly for 30 years, never
missed an Indy 500, in fact. Then he became paralyzed
and didn’t leave his house for over two years—until he
came to our race event. Now he’s gung-ho. I think he
might even be back working for Delphi. There’s a hand-
ful of those types of stories which are really inspiring to
me because these are real people living real lives. It’s
not pie in the sky; we’re making a difference.

Cahill: One of the last races that we did we had this
young kid who was still in rehab. He must have been 16
or 17, and had a body cast on. He went around, and at
the end of the day the drivers had signed his body cast.
He said, “Oh, I would just love to have Sam sign it.” I
said, “If your nurse and everybody can get it off, Sam
will sign it.” So Sam signed it and he said he’s going to
have it mounted on his wall when he doesn’t have to
wear it anymore. 

AM: How did Sam come to receive this award?

Cahill: They respect him for everything that he does,
and how hard he works, along with our collaboration
with the Reeve Foundation. They wanted to honor him
as a visionary who doesn’t sit still and is out there at the
forefront trying to help people.

Schmidt: I think it’s a great honor. But I don’t do it for
the awards, I do it to get out of this chair. Chris was the
visionary; he was the one who was not afraid to rock the
boat with researchers. He and Dana were true leaders. In
fact, I really don’t think I’d be alive here today if he had
not been paralyzed five years before me. Because there
were doctors who were motivated by his goals and his
aspirations, and those same doctors not only got me off
the vent, but gave me hope as well. 

AM: Ida, what do you see in the future?

Cahill: One of the things that we’re pretty excited about,
is the fact that President Obama has said that one of the
first things he’ll do is to roll back all the restrictions on
stem cell research, which can’t hurt.

There are people who are leaving this country to go to
India, China, Portugal, and have procedures done that
are questionable. We think people should have the right
to have a procedure done in the U.S.

AM: We lost a lot of ground to other countries; there
were scientists who left to work abroad.

Cahill: Foundations like ours provide the seed money
for these young investigators’ research, and if it proves
successful, then they can take the papers they publish
and apply to the National Institutes of Health. That’s
where the real money comes from.

AM: Anything else that you’d like to share?

Schmidt: I’m really excited about what the next few years
may hold. There are so many things going on internation-
ally. I’m excited that as a country, we may be given an
opportunity to catch up, and if there’s one thing I want to
express, it’s that people can stay in shape and lead healthy
and active lives, even after a spinal cord injury, or any
disorder for that matter. But you’re not going to be able to
take advantage of the research if it comes down the
pipeline and you’re not in shape and ready for it. 

In all of our programs, we encourage people to stay in
shape and apply themselves, because if you’re in the hos-
pital, you just don’t know what you’re capable of doing,
and a lot of times there aren’t people around to encourage
you. But hope is out there. The checkered flag is in sight.

edited by Karen Leventhal

Leventhal is director of the Tarjan Center 
Service Inclusion Project at UCLA

samschmidt.org
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didn’t audition for the Dallas Cowboy Cheerleaders. I
didn’t make the 2008 squad, but I was one of the finalists.

Then my fitness competition goal, which I did not com-
plete this year, but it’s going to transition into one of my
2009 goals. My last goal was to win Miss International
2008.

There are five different miniature goals related to the
larger goal, one of which was to obtain major sponsors.

Cooper: Did you? Who’d you get?

Altman: I did. One of my major sponsors is Masimo
Corporation, which is a producer of medical equipment
that measuers hemoglobin oxygen. The equipment
detects the heart rate and lung oxygen for infants in hos-
pitals. They’re based in Irvine.

Cooper: Why would they sponsor you?

Altman: I was born three months premature, and as a
result my lungs actually collapsed several times. I had
14 pneumothoraxes because of the low amount of oxy-
gen going through my lungs. At the time I was born,
most premature babies could barely survive one or two.
Today, with their equipment, hospitals can monitor the
oxygen rate for infants to prevent blowouts and col-
lapsed lungs.

Cooper: Was hearing loss part of your premature birth?

Altman: My hearing loss was not directly a result of my
premature birth, but a result of the ototoxic medications
that I was given to stay alive. With my prematurity, my
lungs and heart were both underdeveloped, and I had to
have open-heart surgery at six-weeks old to correct the
deficit. Also, I was born with blood toxicity, so I had
two complete transfusions, and there were a number of
other medical complications that occurred as well. I
think they said I went without oxygen eight different
times, so they were really surprised when I left the hos-
pital without cognitive issues.

Cooper: Do you have any scars?

Altman: [Shows scars on her wrists] I do. I’m proud to
say I have a number of scars, and I really like them.
They’re really awesome. I grew up a tomboy, so need-
less to say— 

Cooper: So the scars weren’t from the surgery?

Altman: No, the scars were from the surgery. I have a
really big scar down my back from the open-heart
surgery, and I have various scars on my chest and ribs
from the pneumothoraxes. But growing up a tomboy, it
really helped to have scars. I was immediately accept-
ed by boys who thought scars were cool.

Demeter: What other sponsors do you have right now?

Altman: Fleming’s Steak House. 

Cooper: Are they the ones who say the more steak you
eat the better your heart?

Altman: (laughs) They’re one of my sponsors. And then
Cache, the clothing company.

Altman: Once I obtained sponsors, I worked to develop
and design my own website to showcase the difference I
was making on my community, especially with my trav-
el blog to demonstrate the different ways that I was
spreading the message. I had an idea of what I wanted,
and I went for it. As for my other goals, I wanted to read
more finance and audiology books. I love to learn!

Cooper: (looking at the goal sheet) That’s one side,
what’s on the back?

Altman: More goals. 

Cooper: What percentage of your goals did you
accomplish?

Altman: On this list, about 90 percent. 

Cooper: Did you see the movie The Bucket List?

Altman: I loved that movie.

Cooper: When you talked about sponsors, did you ever
think about sponsors of things you use now, like your
hearing device?

Altman: Well, I was with Starkey for the ‘So the World
May Hear’ campaign. As far as the hearing aid, they’ve
provided me hearing aids free of charge. I get to test out
the Destiny 1200, which was released last year, and I
was fitted with them this past June. It is the first in-the-
canal hearing aid that has enough power for profound
hearing losses. Most of the time when you have pro-
found loss, you can only wear a behind-the-ear hearing
aid, because it’s the only thing that can deliver the
amount of power you need to be able to pick up sur-
rounding sounds, especially when you have a dB loss of
120 dB. But Bill Austin had higher aspirations, and he
was able to formulate and put together an in-the-canal
hearing aid that has enough power to be able to amplify
sounds for such a hearing loss.

Cooper: How often do you have to charge it?

Altman: I only use batteries. One lasts about a week.

Cooper: They’re not rechargeable?

Altman: No. I have to buy them.

continued from page 36
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Demeter: Have you ever thought about getting a hearing
dog?

Altman: Actually, no. I thought about getting a dog, but
not a hearing dog. [to Leah] Have you thought about it?

Demeter: Yeah. Like, if the fire alarm goes off, a dog
will be there to alert me.

Altman: Oh, my God, I have a funny story for you! The
night that I won Miss International, my roommate was
Miss Oregon, Courtney Caron, and she was a really
loud, direct, black-and-white honest, yet down-to-earth
awesome girl. It was great rooming with her because
she yelled at me the entire time, so I always could hear
her. She was so direct that I never had to guess what she
was saying or thinking. 

The night I got crowned, we had so many after-crown-
ing events that I got to bed at two in the morning. My
hearing aids are out; my contacts are out. So 30 minutes
after I go to bed, the fire alarm gets pulled, and my
roommate doesn’t know how to communicate with me
to tell me that there was a fire. She was jumping up and
down. I can’t see her, I can’t hear her. She’s trying to tell
me there’s a fire. She’s yanking me out of the bed, drag-
ging me down the hall, and I’m wondering, “What are
you doing? What are you doing?” and she’s trying to
scream at me that the fire alarm went off. It was pretty
hilarious.

Demeter: Wow! How did you figure it out?

Altman: When I saw a bunch of people running outside
and the fire trucks rushing up with their lights flashing, I
put the pieces together.

Demeter: Did you take your hearing aids?

Altman: Yes, I grabbed them. If I’m going to run out of
a burning building, what do I take with me? My hearing
aids.

Demeter: So a hearing dog would help you?

Altman: Or roommates. I always live with roommates. 

Demeter: But you said she didn’t know how to commu-
nicate. A dog would know.

Altman: Yes, a dog would. In fact, I was recently asked
to serve as Honorary Chair for the Tacky Ball, an annual
fundraiser for Support Dogs, Inc., a non-profit organiza-
tion that pairs service dogs to individuals with disabili-
ties. It’s amazing to see the training program for these
animals.

I do have to say, I was amused by the oddity of Court-
ney jumping up and down trying to find some way to
yell at me, “Fire!” when I couldn’t hear her and couldn’t

see her. It was one of my top 10 memorable moments of
last year.

Cooper: So during the daytime, you can hear things?
It’s only when you take your hearing aids off that you’re
at risk for something like that?

Altman: That’s correct. When I take out my hearing
aids, I can’t hear very much, maybe a foghorn.

Cooper: Only if you’re near the beach.

Altman: (laughs) It was kind of interesting. I joked
around the other day, “I feel like a modern-day Helen
Keller. I can’t see and I can’t hear!”

Demeter: What kind of degree of hearing loss do you
have?

Altman: I’m at 120 dB range. I think I have a “left cor-
ner” audiogram just like you [ to Leah].

Demeter: Off the charts?

Altman: I think you’re more off the charts than I am.

Demeter: You do have some hearing--

Altman: Just in the low frequencies. When they do the
charts at 500 Hz and 1,000 Hz, I’m at 90 dB at 500 and
at 100 dB at 1,000, and then no response after that.

Demeter: Profound?

Altman: Profound.

Demeter: But the hearing aids really help? I couldn’t
wear a hearing aid because there’s no hearing.

Altman: Well I would do better with a cochlear implant.
They’ve tested me for it. But the whole thing does not
sit well with me. I’m proud that you got it done, but I
could never do it. And they had to shave your head; I
remember you hated that!

Demeter: It’s no big deal. They only shave a little part.
It’s not that big a deal. But if your hearing gets worse,
then it’s something you might want to consider.

Altman: If my hearing gets worse, I have that option.

Demeter: You might be a good candidate for that.

Cooper: How does it work with the phone system?

Altman: I have a program on my hearing aid that I
switch over to when I answer the phone. It cuts out all
the background noises, so just the speaker on the other
end of the phone is amplified.

continued on page 62
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A C R O S S
1 "Terminator 2" actor overcame drug/alcohol addiction
6 This famous General overcame dyslexia
10 "___ Man" Dustin Hoffman and Tom Cruise classic
11 Atlanta's state
13 "___ my heart!"
15 High level of courage
16 Research and discovery, for short
17 Actress, Lupino
18 "Rocky" actor speech disability paralysis left side face
21 Demands
23 Best seller
25 Buck's lady
26 Superman actor paralyzed by a riding accident
27 "Golden Lady" singer blind from infancy (1st name)
29 Last word of "America, the Beautiful"
30 Internet address type
32 21st century communications technology
35 "Uptown Girl" singer who had asthma
36 Sesame Street grouch
39 Chivalrous
42 Florida to the US
44 Brazilian soccer legend
45 Sweet potato
46 "Stupid me!"
48 "Rehab" singer, battling addiction
50 Manuscript, for short
51 Height, (abbr.)
52 __ and Tina Turner
53 Chap
54 _____ Earl Jones:  stutter voice of Darth Vader in
56 Thrilla in Manila man
57 Founder of Earth, Wind and Fire, who had Parkin-

sons Disease, Maurice ___
59 "Much ___ About Nothing"
60 "Silent Night" adjective
61 After expenses
62 ___ George
63 King Cole

D O W N
1"Goodfellas" actor overcame asthma (2 words)
2 What we all can give and need, abbr.
3 "Gladiator" star middle name
4 Egyptian city
5 Perhaps the best therapy comes from this (3 words)
7 Got mellower
8 "Pulp Fiction" director with dyslexia
9 ____ Dillon, a child actor with cystic fibrosis who

was in the BBC's "Basil Brush Show"
12 Entertains
14 "2001" computer
15 Howdy!
19 Conquered
20 Onion relative
22 A can __ person
23 Gets better
24 Roman 4
28 Simple top
30 Settle a deal
31 Sometimes read
33 Coffee shop order
34 "We're in this love together" singer, Jarreau
37 Good looker?
38 Famous song from Aretha Franklin who had to live

with diabetes
40 The Joker's opponent
41 Light bulb inventor who had diabetes slightly deaf
43 ___ Claire, Wis.
47 All right
49 How Frank Sinatra did things (2 words)
53 Bee Gee who had arthritis
54 Hit song from Teddy Pendergrass after he was dis-

abled and in a wheelchair
55 Mr. ___ (horse)
58 "Hit me with your rhythm stick" singer who had a

walking disability due to polio: ____ Dury
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Cooper: Do the people on the other end know that you
have a hearing issue?

Altman: Most individuals that I talk to know that I
have hearing loss and accommodate me on the phone.
If there’s someone that I haven’t spoken to who does-
n’t know that I have hearing loss, I’m very direct in
saying please bear with me if I say What? I make light
of it. Sometimes I’ll joke around about it. Usually peo-
ple don’t mind when you joke about it, because it lets
them know that you’re comfortable with it, so they can
be comfortable with it. I always think that I have the
best of both worlds, because I can turn my ears on and
off. Not everybody has that capability. We have that.
When we don’t want to listen to anything, all we have
to do is take our hearing aids out or turn our cochlear
implants off. It’s great, especially when you’re trying
to sleep in on the weekend. I can remember when I
was younger when my father was woken up by the
lawn mower on Saturday mornings, and I would ask,
“What lawn mower?” 

Demeter: Do you use your phone at work?

Altman: Yes.

Demeter: If you apply for a job, do they call you and
talk to you over the phone? You never have trouble?

Altman: No… well, sometimes. 

Demeter: Did you practice on the phone?

Altman: Karen, our speech therapist, made us practice. I
remember that after some of the lessons she did with us,
I would go home in tears because I was so tired. She
really pushed us as students to do better every single
time. Being mediocre wasn’t an option. She wanted us
to do well. She was the best teacher you could have. It
wasn’t just, “Let’s get through the lesson, I’m here to
teach you how to talk.” Her motivation was, “You’re
going to get it, and you’re going to be awesome at it.”

Demeter: We were lucky to have the auditory-verbal
training and such a good therapist to push us.

Altman: Karen really taught us about determination, that
if you don’t get it the first time, try, try, try again.

Demeter: Yeah, that’s why she always did repetition.
When you finally get the word, everybody’s so proud of
you. You feel like you’ve done it by yourself. You’re
able to talk to people; people understand you. It’s a very
nice feeling to have.

Altman: Do you remember those tapes? (Jayna asks
Leah, and then looks at Chet:) It’s interesting, because
most people learn how to block and filter out noise and
talk to someone in a noisy environment, but we have to
learn how to do that. 

Leah, do you remember the tapes she used to play that
had all the noise in the background? And then they
would tell the story, and we would have to tell her the
story? I hated that!

Demeter: Yeah.

Altman: You had to focus in so hard to ignore all the
background noise and listen to the story. Not only did
you have to listen, but you had to remember it. (laughs)

Demeter: There was a lot of memorization.

Altman: It was hard. As much as I hated it at that time,
looking back on it, I’m glad I had that lesson, because it
really helped me in talking on the phone. I like to think
that I may have a hearing loss, but I can listen.

Demeter: I think that’s true.

Cooper: And that’s because of the class?

Altman: Because of the lessons. When you have hearing
loss, you have to really listen and focus on the details
and to understand things around you. Just because you
can hear doesn’t mean you can listen. 

Cooper: Did you learn how to read lips a little bit?

Demeter: I learned to read lips.

Altman: Well everyone subconsciously knows how to
read lips. They did a study that showed that we all use
lip reading to complement our auditory comprehension
of language. But Karen would not let us use lip reading. 

Demeter: She called it cheating.

Altman: She always covered her mouth when she was
talking with us. I was that obnoxious kid who would
pull her hand from her mouth. (laughs)

Cooper: What was the purpose of her not wanting you
to read lips?

Altman: To focus on our auditory skills. As I men-
tioned, we may be deaf, but trust me, we have superior
listening skills.

Cooper: So everyone in the class had some hearing
device?

Demeter: Yes.

Altman: That way, if you can’t read lips, if you can’t see
someone’s mouth, you’re able to pick up on what
they’re saying.

miss-international.us
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E v e n t s & C o n f e r e n c e s
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