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The ABILITY Build program
outreaches to volunteers
with disabilities to help
build accessible homes for
low income families. We are
currently seeking corpora-
tions, organizations and
churches to sponsor more
homes. This award-winning
program builds homes and
awareness, changing the
lives of everyone involved.

abilitybuild.org

info@abilityawareness.org   
abilityawareness.org

http://abilityawareness.org
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program, the allowable expenses under the program are
often capped on a monthly or yearly basis. Sometimes
these capped amounts may not be sufficient for an individ-
ual with a disability, due to the nature of the services and
supports that are necessary to live in the community. Or
the services may be capped in other ways, such as limited
enrollment, limited services, limited disabilities, limited
ages, or de facto exclusion of particular conditions.

The vast majority of people prefer to remain in their com-
munity and receive the assistance they need with daily
living at home. This is true for people with physical dis-
abilities, intellectual and developmental disabilities. The
ability to choose to receive community based services
and supports is critical to allowing people to lead inde-
pendent lives, play an active role in day-to-day family
life, have jobs and participate in their communities.

My bill, the Community Choice Act, simply requires that
all Medicaid eligible individuals with disabilities have a
choice between receiving care at home or in an institution.

The Community Choice Act requires that Medicaid
recipients with conditions serious enough to qualify for
an “institutional level of care” must be given access to
personal care services in the community, even in states
that do not currently offer these services or offer them to
a limited population. Personal care services under the
Community Choice Act include help with accomplish-
ing the activities of daily living such as dressing,
bathing, grooming and eating; and help with instrumen-
tal activities including shopping, chores, meal prepara-
tion, finances and health related functions. At the same
time, the combination of financial eligibility limitations
and requirements on the severity of the condition under
Medicaid impose realistic limitations on these govern-
ment funded services.

Studies show the cost of providing services at home or
in the community is much lower than in an institutional-
ized setting; that, because providing home and commu-
nity based care services is less expensive than nursing
home care, it allows more people to be served; and that
use of home and community based services can slow
growth in Medicaid spending.

Addressing our vast unmet long term care needs in the
near future is critical. It needs to be a part of health care
reform. The Community Choice Act has the potential not
only to genuinely reduce the numbers of people with dis-
abilities living in institutionalized settings, but also to
reduce or delay nursing home admissions and to allow
more individuals to receive needed personal care services,
while providing Americans with disabilities choice about
where to receive the services and supports they need.

Sincerely, 

Senator Tom Harkin

The Community Choice Act: Change We Need
In 1990, Congress overwhelmingly passed the Ameri-
cans with Disabilities Act (ADA). The ADA sets out
four goals to truly bring people with disabilities into the
mainstream of society: equal opportunity, full participa-
tion in the community, independent living and economic
self-sufficiency. Nine years later, the United States
Supreme Court, in the Olmstead v. L.C. decision, made
clear that the ADA gives individuals with disabilities
the right to make the choice to receive their care in the
community rather than in an institutional setting (a nurs-
ing home or intermediate care facility for the intellectu-
ally disabled). This year marks the 10-year anniversary
of the Olmstead decision.

Unfortunately, 10 years later, federal law still only
requires that states cover nursing home care in their
Medicaid programs. There is no similar requirement that
states provide eligible Medicaid recipients home and
community based care services. As a result, individuals
with significant disabilities often face the untenable
choice of either receiving their necessary care in a nurs-
ing home or other institution, or receiving no services at
all. This is unacceptable.

The statistics are even more disproportionate for adults
with physical disabilities. In 2007, 69 percent of Medic-
aid long-term care spending for adults with physical dis-
abilities paid for institutional services. Only 6 states
spent 50 percent or more of their Medicaid long-term
care dollars on home and community-based services for
older people and adults with physical disabilities while
half of the states spent less than 25 percent. This imbal-
ance continues even though, on average, it is estimated
that Medicaid dollars can support nearly three adults
with physical disabilities in home and community-based
services for every person in a nursing home.

Although every state has chosen to provide certain ser-
vices under home and community-based waivers, these
services are unevenly available within and across states,
and reach a small percentage of eligible individuals. Indi-
viduals with the most significant disabilities are usually
afforded the least amount of choice, despite advances in
medical and assistive technologies and related areas. In
many states there are significant waiting lists for these
waivers, and this often results in the worsening of current
disabling conditions or the exacerbation of secondary con-
ditions. Even after one is deemed eligible for a waiver
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There is a dying art in the world today. It is called
taking responsibility for one’s own actions. It usu-
ally means that you were wrong doing something.

But, come on, who wants to ever admit they were wrong? 

I must admit, irresponsibility is a big peeve of mine. The
reason why is because, simply put, I’m a responsible
guy. I make my bed. I do the dishes. I pay my taxes and,
you know what? I don’t want to, but unfortunately, that’s
part of being a grown up. I’m tired of cleaning up every-
one else’s sloppy life choices. I wouldn’t mind going out
every night and getting hammered and sleeping all day. I
would like to buy things I can’t afford then file bankrupt-
cy and let the tax payers take on my responsibility to pay
for it. Is it my job to pay for your healthcare because
some drug like heroine was calling your name? I have
kids, and believe me it’s not always a day at the beach.
But as much as I hate to admit (at times), I’m responsible
for them. Responsibility means playing by the rules and
accepting the consequences for your actions.

In the olden days, your name meant a lot, and people
would do everything they could not to tarnish it. If they
borrowed money, often over a handshake, they would do
what they needed to alleviate the debt. Rather than be
labeled a deadbeat they would sell the cow, buggy wagon
or the plowing horse. Crazy, isn’t it? Paying back a
debt—an often overlooked trait but responsibility helped
build this country. Back then, kids learned responsibility
early in life. They had to do crazy things like chores, not
so they could get money to buy something cool to play
with, but because it was expected of the household. They
gave whoopings back then. It was amazing how quickly a
child learned responsibility. Today you can’t spank your
kid, or you’ll be held responsible for trying to teach him
how to be responsible.

It’s not just individuals who bear the burden of reckless
behavior but also society. When you live in an irrespon-
sible world, anything goes. I know it’s hard to believe
but when you toss a lit cigarette out the window it can
start a brush fire. Do us a favor and just swallow it. As
for you litterbugs, I know you think the world looks
prettier with your fast food wrappers decorating the
landscape, but you’re no Renoir. Keep your art in the
garbage can where it belongs, otherwise it gets swept
into our water systems. I don’t like when a Burger King

wrapper touches my leg when I’m swimming in the
ocean, I think it’s a jellyfish. I know it’s cumbersome
but walk those ten meters to a trash can. Who knows?
You might even find something good to nibble on.

I’m not seeing much responsibility in this generation.
Society has provided “outs” for our detrimental actions.
If you drink too much, you’re considered to have an
uncontrollable disease. If you cheat on your spouse, you
couldn’t help it because you’re a sex addict. Every other
radio commercial is a company offering to get sixty per-
cent knocked off your credit card bill because you put
yourself in debt. After all, why should you be responsi-
ble for paying for your big screen television? That’s out-
rageous! It’s not your fault that the store let you slap it
on your Visa.

We feel sorry for actors or sports figures that fall to the
temptations of stardom, whether it is drugs, booze, strip-
pers or some incident with a hand gun. That poor super-
model that blows up and throws her cell phone at some
poor assistant’s squirrely head because he forgot to fill
the bowl in the hotel room with just green M&M’s.
Yeah, it wasn’t her fault she was just having a bad
Botox day. If anyone should act responsibly, it’s these
celebrities. They have been blessed with talents that
make them a lot of money. But every day we hear about
some wacky behavior that brings them more publicity
than their last movie. Then we feel sorry for them, offer
our forgiveness, cheer their climb back to the top, then
watch them take a tumble again. If only the world
showed us the compassion and forgiveness we give our
stars for their irresponsibility. 

Why should we be responsible for our own actions?
Personally, I don’t like responsibility. It holds me
accountable for all the things I do. But when I screw
up—and I do a lot—I take the experience and do my
best to learn from it. Instead of excuses, I try and make
amends. It’s part of growing up. (I know, who wants to
do that?) Responsibility makes you a better person. You
start thinking of others instead of yourself. It is a path
towards one’s best. Winston Churchill once said the
price of greatness is responsibility. And we should all
strive to be great in our own way. 

I have learned in life that the more responsible I am,
the fewer headaches I have down the line. Another
great leader, Abraham Lincoln, stated, “You cannot
escape the responsibility of tomorrow by evading it
today.” That cat was right. With quotes like that, he
should’ve been president.

So the next time you feel like mumbling that old stan-
dard catch phrase of “It wasn’t my fault.” Think about
it. The world needs better people and you start becom-
ing better by accepting responsibility for what you do.
We can’t always blame Bin Laden. If you think this arti-
cle is a piece of junk, well, as much as I hate to admit to
it, I’m responsible for it.

by Jeff Charlebois“Ham on 
a Roll”
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Hello everyone, I just wanted to introduce myself
before I start on my first column for ABILITY
Magazine. My name is Ashley Fiolek, I am 18

years old, I was born deaf and I live in St. Augustine,
Florida. I am a women’s professional motocross racer,
and I race the WMA (which is a series of races here in
America) and the FIM (which is a series of races in
Europe).

I’ve been riding since I was about 3 years old, but I
became really interested in racing and wanted to race
when I was 7. I have been racing for over ten years now,
and it is my life!

I want to say I am excited to get the chance to write a
column for ABILITY Magazine; hopefully I can bring all
of you into my race world and you will better under-
stand the sport I love: motocross!

Last year I started going to Europe to race. I was racing
with girls from all over Europe. Some spoke French some
Italian, German...various different languages. There was
not really a common language, so for the first time in rac-
ing I was not the “different” one. Everyone had to try and
figure out different ways to talk to one another, but we
did, and we all got along really well and had a great time
together! I think being able to race and ride lets me
express who I really am, and I am never held back in any
way. If you have ever raced, you know what a terrific
feeling it is and how free it can make you feel. I am lucky
to be able to do it for my career.

When I was in France last year, I met a couple of fans.
Who came over to me and started to sign. I thought I
missed something, and I asked them to sign it again.
Then I realized they were deaf like me and were signing
in French sign language! I had no clue what they were
saying, but at the same time I was thinking “Wow this is
really cool!” I guess I just assumed signing was all the
same..haha. But obviously it is not and I have a lot to

10 ABILITY

learn if I want to be able to sign in France! It was also
pretty cool to know that there are deaf French people
out there who love motocross as much as I do!

A couple of funny things happened over in Europe
because of different language situations. My dad is hear-
ing and he actually struggled with the language barrier
thing a lot more than I did! On one of the trips we took
we realized we forgot our adapters for our plugs. So we
went down to the front desk and out to the stores trying
to find the converter/adapter that we needed. To every-
one my dad asked he used the American sign for plug.
So everyone looked at him like he was from another
planet! Obviously, being deaf, I am used to trying to
make hearing people who don’t know sign language
understand me. I told my dad, “Let me handle it.” I
made up some simple gestures for the people to explain
to them what we were looking for, and they understood
me right away! It was kind of funny because my dad
was just stuck on the whole “signing” thing because
they couldn’t understand English!

The next funny thing that happened was in Italy when
my dad tried to order a pizza. The waiters didn’t know
any English and couldn’t understand what my dad was
trying to order. So my dad again tried to “sign” to them
and used the American sign for pizza! They still didn’t
get it..ha ha...I stepped in and made a circle with my fin-
ger and “sprinkled” toppings on. Guess what?? They
understood me!

ashleyfiolek.com

http://ashleyfiolek.com
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My butt was shoved into the padded bucket. My
feet were wedged into the harness that sat near
the front of the wide board. My arms were

clinched around the bucket’s bars, almost to the point of
hurting because I was gripping so tightly.

“Tell me when you’re ready,” a voice shouted.

“Let’s go.”

With that, the boat in front of me took off, the tight rope
gave me a slight jerk and I floated to the top of Lake
Martin. I was water skiing.

The adaptive water ski was a roll bar-like bucket that is
mounted on a ski—it’s wide, much like a snowboard for
stability. Once a skier is in the bucket, the rope goes from
the boat to the ski and wedges through the slit in the
front. A rubber ball on the rope is also wedged between a
hard foam mount so the rope stays in place, and the han-
dle to the rope sits between the skier’s legs. Once up on
the water, the skier has the opportunity to grab the rope’s
handle and jerk the rope out of the wedge for greater con-
trol on the water and ability to change direction across the
waves. Two volunteers trailed the skier on a jet ski, ready
to react when the ski went down—for safety, and to help
load the participant back onto the ski.

As complicated as it may read on paper, it’s rather
straightforward. My only fallback: I couldn’t move my

upper body forward enough to reach the rope, so I sim-
ply rode along behind the boat—still, it was a fantastic
ride at that.

Water skiing was just one of the outdoor activities avail-
able at the Adventure Skills Workshop (ASW), held
each year by the Shepherd Center at Camp ASCCA in
Jackson’s Gap, Alabama. This year, 60 campers partici-
pated in watersports like riding jet skis, tubing, water
skiing, scuba diving, canoeing, kayaking and water
polo. Also available were ATV rides, a climbing wall
and shooting, among other activities. The cost was $150
for a three-day weekend in a summer camp setting for
adults—meals were family-style, and lodging was in a
cabin where as many as 12 campers slept in bunks.

Participants’ backgrounds varied, from disability to
career. Campers had spinal cord injuries and diseases,
acquired brain injuries, multiple sclerosis and other neu-
rological disorders. There were math professors, sports
writers, former Proctor & Gamble professionals, mili-
tary veterans, college students and, well, competitive
water skiers.

Campers were encouraged to participate in as many
activities as they wanted. Each activity station was set
with staff members and volunteers—as many as six
workers were there to help participants transfer to the
activity, whether it be from crutches like myself or
wheelchairs like other campers. Many of the campers
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had existing relationships with the volunteers simply
due to their rehabilitation time spent in Atlanta’s Shep-
herd Center. Still, it was clear that some of the campers
were not yet comfortable enough to dive in head-first in
some of the intense activities—at the end of each day,
the campers who were dry and clean typically had
watched the activities rather than participate.

Returning campers had been through the process before;
they had favorite activities, and that was primarily what
drove them to return to the camp. One participant, Glen,
used a power chair and had been coming to the camp
since Shepherd had been hosting it. He liked the water
sports, but this year a recent skin abrasion kept him out
of the water, so he spent most of the time on the ATV
trails riding 4-wheelers. Another camper, Bryan, spent
his final day at the camp shooting guns. “I’m thinking
of changing careers and being a sniper,” he joked.

Some campers brought attendants with them—Bryan
brought his mother along to experience the camp—while
others came alone. The first day was just like any camp,
full of introductions, conversations about hometowns, the
common question of “How many times have you been to
the camp?” and of course discussions of disabilities.

It was those conversations that opened my eyes. I
haven’t been exposed to many others with disabilities.
Having cerebral palsy since birth, rehab isn’t part of my
weekly schedule, and I haven’t spent a great amount of
time in places like Shepherd Center for therapy. Many

of the campers, on the other hand, experienced injuries
that changed their lives, and also spent months or longer
in Shepherd for rehabilitation. Having open conversa-
tions about injuries and the different lifestyles was good
for me to realize that everybody deals with personal
hurdles differently.

By Sunday, when it was time to go home, the disability
conversation was gone. It didn’t matter if one camper
used a power chair since birth while the other used a
manual chair for the last year since her accident. What
did matter was how many activities the camper did, and
that contact information was exchanged to keep in touch.

Walking into the camp, my goal wasn’t to make friends.
It was to water ski. I did that, and I accomplished more
over the weekend than I anticipated. But I also fostered
relationships that will be rekindled when I sign up for
ASW next year.

by Josh Pate

Adventure Skills Worskshop
shepherd.org/resources/aswadventureskillsworkshop.asp

Adaptive Aquatics
adaptiveaquatics.org

Camp ASCCA
campascca.org/journal

http://www.shell.us/careers
http://www.shepherd.org
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All of a sudden it hit me. 
“I am blind, I am divorced 
and I am alone.”

Never had I imagined that losing my eyesight would
have such a devastating impact on my self-concept.
Every venture outside the familiarity of my home began
to pose too great a risk for pain or embarrassment. It
was the reason I left my profession as a banker and
withdrew from my friends and family. My lack of confi-
dence had changed who I was.

Before retinitis pigmentosa began to rob me of my eye-
sight, I lived what many people consider the perfect life:
I had a fabulous marriage, healthy child and beautiful
home. A degenerative disease is interesting, because
often people don’t experience symptoms at the time of
the initial diagnosis. In my case, it was not until ten

years after my diagnosis that my vision became so
impaired I was unable to drive, shop or walk safely
through my neighborhood. I felt as though I had become
a shell of the person I once had been. 

After my divorce, I realized that I had stopped living. I
just existed. One day, inconsolable and curled up in a
ball on my floor (which was a good day because I had
actually gotten out of bed), I had a moment of clarity:
something needed to change—dramatically. I began to
think about my son who may be affected by this heredi-
tary disease. For both our sakes, it was imperative I
stopped playing the victim and gave myself a chance to
survive. 

Volunteerism became my recourse. If I could help other
people the way I had prior to losing my vision, I thought
I might be able to lift myself out of a sea of self-pity.
The skills I possessed from my banking days were
transferable, and I knew I could be an asset to an organi-
zation if they would look past my visual impairment and
give me a chance to serve. 

A simple Google search of volunteer opportunities in
the Indianapolis area led me to a place that would
become a catalyst for a life-saving transformation.
Bosma Enterprises, the second search result, was not
only located a mere three miles from my home, but it
also served people who were blind or visually impaired.
After meeting with the volunteer coordinator and tour-
ing the center, it was apparent that volunteering would
give me the opportunity to make others the center of my
attention and consequently focus less on my own prob-
lems. In addition to the intrinsic benefits that come with
volunteering, being at Bosma also presented an unex-
pected reward: the opportunity to meet a diverse group
of successful, educated and productive people who were
totally blind. 

One of my first volunteer assignments was to help a
man who had lost most of his eyesight as a result of
multiple sclerosis relearn how to sign his name. I tried
to imagine what it would feel like to be an adult, a col-
lege graduate, and not able to sign my own name. While
my functional vision was reduced to looking at the
world as through a straw, I realized that I was blessed to
still have my health and to not have to deal with many
of the additional obstacles others encounter on a daily
basis. Admittedly, I felt guilty for spending even one
day feeling sorry for myself. 

Along with his rehabilitation teacher who is also blind, I
spent several sessions working with this man to perfect
his signature. Since the multiple sclerosis had severely
impaired his coordination, we first started by writing his
name on a white board. Within weeks, the man was able
to sign his first name within the confines of a signature
guide: a credit card-sized aide that people who are blind
use to know where to place their signature. Thinking
back on that time, I’m still deeply moved. It was the
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perfect experience for me at a pivotal time in my life. 

After four months as a standard volunteer, I was recruit-
ed to be an AmeriCorps VISTA (Volunteer in Service to
America) assigned to Bosma Enterprises. Often referred
to as the “domestic Peace Corps,” the AmeriCorps
VISTA program is a federally-funded, national service
program committed to eradicating poverty. With a 70
percent poverty rate among people who are blind or
visually impaired, I seized the opportunity to help make
a difference by assisting in the development of Bosma’s
volunteer program. 

In my ten months of service to my country, I have had
the opportunity to recruit volunteers and to fundraise.
While I am thrilled to have exceeded my initial goals,
the accomplishments I’m most proud of weren’t even on
my work plan. Developing an Internal Volunteer (IV)
program was my version of “paying it forward.” The IV
program trains Bosma employees to volunteer for other
nonprofits and then works with local organizations to
provide meaningful service opportunities for the newly
trained volunteers. I knew the impact volunteering had
on me, and I wanted to share this opportunity to serve
others with the people in our organization.

Since the IV program’s inception last fall, about a third
of the 150+ employees at the company have attended
training, with more than 30 actually serving in the com-
munity. A recent highlight of our volunteer activity cen-
tered on an ABILITY Build, which brings people with
all types of disabilities to help build a home for a low-
income family. After driving for nearly two hours to get

to the site, our team of blind and low-vision volunteers
was quick to grab the necessary tools, listen to a brief
training and get to work! Whether our volunteers were
hanging sheeting on the exterior walls or gluing insula-
tion in the home’s crawl space, we were quick to
demonstrate our vision impairments weren’t about to
slow us down! In fact, when work in the crawl space
was being delayed until lighting was run, one of the vol-
unteers pointed out with a chuckle the light wasn’t
going to make any difference... and work commenced! 

Typically Bosma employees who are blind—especially
those with secondary disabilities—are on the receiving
end of service. It truly changes a person to have the
opportunity to give, rather than be given to. It is this
understanding coupled with my personal experiences as
an AmeriCorps VISTA member that prompts me to pro-
mote disability inclusion in national service. Through
my year of national service, my confidence in my pro-
fessional abilities has been restored, and I have been
able to produce tangible and measurable results. Volun-
teerism has become my stepping stone to initiate my
foray back into the workforce and to leave the disability
income I have received behind. 

I have been with vision and without. And with just a
few exceptions, I can do everything I did before; some-
times it just takes a different approach. All I had to do
was get out of my own way to make it happen.

by Lise Cox

bosma.org
abilitybuild.org

Our team of blind and low-vision volunteers 

http://www.bosma.org
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For H’Sien Hayward, the rewards of international
travel are boundless. A graduate student at Har-
vard University, Hayward has traveled to thirty-

five countries on four continents. It was an undergradu-
ate study abroad experience in Spain, however, that
sparked a lifelong desire to travel with confidence and
joy to some of the most remote places on earth—and to
“turn heads” in the process.

Hayward, who has a spinal cord injury and uses a
wheelchair, heard enthusiastic stories from friends
returning from study abroad programs and decided she
didn’t want to miss having her own overseas experi-
ence. “As a person with a disability, I think it’s impor-
tant to challenge my and others’ perceived barriers to
international travel. I heard from others that I couldn’t
make it work, and then, of course, I had to go! On a per-
sonal level, it was important for my sense of self to
know that I could do anything.”

During her junior year at Stanford University, Hayward
applied to study Spanish and Spanish Art/Architecture
in Barcelona, Spain, through Portland State University’s
Institute for Social and International Studies (ISIS) sum-
mer abroad program. At the time, she was hesitant to do
a semester or year abroad in a country without a law
equivalent to the Americans with Disabilities Act
(ADA). “The great thing about ISIS was they offered a
one month summer program, and I knew I could do any-
thing for a month. Stanford didn’t offer a Spanish study
abroad program, so most students who wanted to study
Spanish abroad chose the ISIS program. Over the years,
Stanford had developed a relationship with ISIS and all
of the credits were transferable.”

Location was also a factor in Hayward’s decision to study in
Barcelona. “It’s a center of art and architecture, so I knew it
would be a culturally rich experience. Also, it’s located on the
Mediterranean coast so it was guaranteed to be warm and beau-
tiful, and finally, because Barcelona hosted the 1992 Olympics,
I had heard that wheelchair access was improved.” Once she
arrived in Barcelona, Hayward discovered unexpected benefits
to the ISIS program, as well. “A great thing about the program
was it wasn’t just for American students. I met an incredible net-
work of friends from all over Europe that summer, a handful of
whom I’m still in touch with 10 years later. I think that had
something to do with the intensity of study abroad experiences.

Everyone was out of their element—it made for a really intense
bonding experience.”

Prior to her departure for Spain, Hayward didn’t know how
responsive the study abroad staff would be to her questions and
concerns regarding accessibility. “I went into it knowing I
would have to be prepared to advocate for myself, but the pro-
gram staff was wonderfully responsive, both in the U.S. and in
Barcelona. Although they hadn’t had a lot of experience with
people with disabilities, they were eager to learn and never treat-
ed me like my requests were anything but an exciting learning
experience for them. It’s all about teamwork and knowing how
to communicate your needs without alienating others.”

Although Barcelona is relatively accessible compared to
other cities in the region, finding a host family with an
accessible home was challenging at first. It was also an
area in which Hayward had to advocate for herself. “For
some people, accessible simply means a first floor
entrance, but the most recurrent challenge I find is bath-
room access. I also had to work out what was essential
versus what was desirable. For example, I was asked if
it was ‘ok’ if an elevator stopped four inches above the
floor. In my case, it was, but six inches would have been
too much.” In the end, Hayward was placed with other
students in a bed and breakfast type accommodation run
by a local woman and her son. The mutual regard and
friendship Hayward developed with the program coordi-
nator in Barcelona helped to make the placement possi-
ble and bridge cultural differences. “My host mother
spoke Catalan, not Spanish, and the site coordinator was
able to communicate my needs to her in Catalan. I’ve
discovered that if connections can be forged, it’s worth
the extra time. It pays dividends in the end.”

Although her study abroad program lasted just one
month, Hayward took advantage of every moment to
experience the local culture through both group and
independent travel in the region. She and her fellow
study abroad participants traveled by train to the Sal-
vador Dali House—Museum and the Picasso Museum,
and viewed Gaudi architecture all over Spain. She also
set off with friends for some unique cultural experi-
ences, including the Running of the Bulls in Pamplona.
“That was a fantastic experience and I think that being
in wheelchair was actually an advantage because people
made room for me in the crowd. It turns out I was
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watching right up against a fence where the medics hap-
pened to be, and at the end of the race they started
rolling me towards an ambulance assuming I had been
injured in the race. I guess it didn’t occur to them to ask
where I had gotten a wheelchair so quickly! My whole
trip was dotted with these types of funny experiences.”

Hayward emphasizes that her enjoyment of Spain
hinged on a willingness to request and accept help from
strangers. “Access in many places is simply not avail-
able. Going into a situation with that expectation is
helpful, as is knowing how to attract and direct helpers. 

The first things I learned to say in Spanish were ‘help’
and where people should place their hands on my
wheelchair. My adventurous attitude made it fun for
others to help find access.” In fact, having traveled to
more than thirty countries, Hayward has discovered that
an inaccessible physical environment doesn’t always
make a place inaccessible. “There are definitely some
things about other countries that make life easier. For
example, a greater desire on the part of strangers to
help. Here in the U.S., I often find that people do not
offer to help because they don’t want to offend me, but
when I’m struggling up a steep hill, I would love help.
In Barcelona, I was carried up seven flights of stairs to
watch a bull flight! In fact, I was basically carried all
over Spain by strong strangers, and that willingness to
be carried made it all the more wonderful because I got
to experience so much more.”

In Barcelona, Hayward also made fast friends with the
youngest members of the local community. “The chil-
dren were the ones who helped me the most. They
would hail a taxi for me, help to disassemble and place
my chair in the trunk, then run via side streets to my
destination where they would do it all over again in
reverse. It was a surprising and adorable experience.
They had such open little hearts and enormously curious
minds, and were young enough that they didn’t have a
sense of what a person with a disability supposedly
could or could not do.”

Although she had traveled internationally before spend-
ing a month in Spain, her study abroad experience
uniquely effected her ability and desire to travel in the
future. “Because it was a cultural immersion program

where I didn’t know anyone beforehand, and because I
had very little experience speaking Spanish, I developed
tools and techniques that summer for traveling any-
where in the world, simply because I had to.”

In the years since her study abroad experience in
Barcelona, Hayward’s infectious confidence and zeal
for adventure have taken her to countries as diverse as
Mongolia and Costa Rica as a volunteer with United
Cerebral Palsy (UCP) Wheels for Humanity. In addition
to helping others, Hayward believes that her presence
alone in countries without progressive disability rights
laws expands local awareness of what is possible for
people with disabilities. “I had a powerful experience in
Mongolia where I met peers my age with spinal cord
injuries. It hadn’t occurred to them to press for inclusion
in higher education even though they had a strong desire
to go to college. The universities did not have ramps or
accessible bathrooms, and the students’ perceptions of
their own limitations were so strong that they didn’t
consider advocating on their own behalf.” Hayward
later learned that one of the students she met in Mongo-
lia decided to approach the administration at a local uni-
versity to discuss ways to make simple and inexpensive
accommodations in order to pursue her higher education
dreams. She adds, “I have a strong belief that anywhere
in the world when people with disabilities act in a way
that does not conform to the medical model of disability,
it subtly changes the face of society.”

by Stephanie Gray

Stephanie Gray is a consultant with the National Clearinghouse on Dis-
ability and Exchange, which provides free information and referral ser-
vices to increase the participation of people with disabilities in interna-
tional exchange programs.

H’Sien Hayward is a graduate student in experimental psychology at
Harvard University where her research is aimed at improving the lives
of people with acquired disabilities, including spinal cord injuries. Since
her study abroad experience in Spain, Hayward has volunteered abroad
with United Cerebral Palsy (UCP) Wheels for Humanity in Mongolia and
Costa Rica and traveled to Thailand following the 2004 Asian Tsunami
to conduct trauma recovery workshops with colleagues in the mental
health community. 

National Clearinghouse on Disability and Exchange
miusa.org/ncde

H’Sien Hayward international volunteer

http://www.miusa.org
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Excerpts from Aldon E. Cotton

Born in 1968, Aldon E. Cotton is the youngest of six boys
raised in Back of Town by church-going parents who
worked around the clock to provide for their family. As a
child Aldon showed talent for music, determination, spir-
ituality, reasoning ability, and sociability were already
clearly visible in Aldon before the first of many “nobody-
but-Jesus” moments at the age of fourteen when a train
accident changed his way of doing some things. At the
age of twenty-two, he began pastoring at the only
church he has ever known, Jerusalem Baptist Church in
Central City. After doing everything possible to prepare
his congregation of 160 members for the evacuation
from the city, including Mapquest instructions and emer-
gency phone numbers, he caravanned along with thirty
church and family members to Greenville, Mississippi,
on August 28, 2005. 

This interview was conducted on February 14, 2008 in
Luling, Louisiana, the site of Cotton’s temporary home
and gateway to New Orleans, the city of his calling.
The small home was comfortable, pleasant, and unos-
tentatious. Cotton was wearing a beige, silk turtleneck
sweater. A spellbinding storyteller, Cotton’s contagious
smile, mellifluous voice, and hearty laugh animated
his stories. 

Iwas born in ‘68. I’m the youngest. Growing up in a
house with five older brothers, I always had noise.
Silence disturbs me. 

My mother came from a town called Vacherie,
Louisiana. It’s about fifty to sixty minutes from New
Orleans. I would spend my summers in Vacherie. My
grandparents in the ‘70s were still living in a planta-
tion house on the Laura plantation. As kids, we went in
the sugarcane fields, but we played. My grandparents
didn’t have a formal education, but my grandmother
knew how to feed thirteen children with one chicken
and you couldn’t cheat my grandfather out of a penny. 

I grew up at in a shotgun house in an area called Back of
Town. It’s adjacent to Central City, and it’s a few blocks
from an area called James Alley, where Louis Armstrong
grew up. We were known as the church-going family.
We were always in the choir. We would have family
rehearsals at home, and a lot of times we would be in
there singing. Then we’d hear somebody say, “Sing
another one!” We’d go to the door and we may have had
ten to fifteen people standing in front of the gate. 

When my mama planted something, it would grow. She
loved flowers in the front yard, along and up the fence,
everywhere. Mama was doing people’s hair when I was
little. My father was working fulltime trying to go to
school in Baton Rouge, where he went to Southern for
his master’s degree. Sometimes he worked two jobs
plus playing for three or four churches. He was work-
ing in Lockport, which from New Orleans at that time

was like a two-hour drive. He was a vocal music
teacher. That was the place that gave him a job. He
would leave about 5:00 or 5:30 in the morning, drive,
teach, come home, get about an hour’s sleep, go to
choir rehearsal, come home, sleep, and then get up.
We’d have to wake him up at 10:15 p.m. He was work-
ing at Mercy Hospital at night as an orderly and he’d
have to be in at 10:30 at the latest. He was exhausted
all the time. He was adamant that he would not aban-
don his children and just always wanted better for us.
He’d always tell us, “I don’t want you all to be like me.
I want you all to be better than me.” 

All of my brothers and I didn’t have the faintest idea we
were poor. We had so much love and joy in our house. I
thought everybody had the silver can of peanut butter
and the dried eggs and dried milk. I knew there were
“rich, rich people,” you know, when you’d go on St.
Charles Avenue and they’d say, “That’s where the rich
people stay.” We had to watch the local news at 5:00,
the world news at 5:30, and the local news again at
6:00. We would hear about the “lower class,” but we
didn’t recognize ourselves in those depictions. 

In 1982, August the 20th a friend of mine, John Buck-
ley, and I were going to choir rehearsal at Jerusalem.
Normally we would walk over the Broad overpass to
church. The summer before, he had passed out from a
heat stroke. When we got half way up the bridge, and it
was kind of hot that day, so I said to him, “Say Bro, let’s
get under this bridge, because if you have a stroke and
fall over the side, bro, I love you, but I ain’t going over
with you.” When we got half way across the bridge,
there’s a ramp you can go down. So we went down that
ramp and when we got to the tracks, the Amtrak train
was there. This was the second time a train had ever
been there, and we would always walk to church. 
The train was just sitting. They had maybe five different
people standing there. I said, “Come on bro, we late.” 

So we were about three cars closer to the end. So that’s
what we did. If the tracks are like this, you just hop in

Aldon E. Cotton
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the middle, then on the other side. That’s what my
friend did. I was right there. The guy at the back of the
train said, “No boy!” And when I looked up, I fell. The
track was across my chest. I tried to get up and the rocks
were slippery and I couldn’t get up. Then I heard them,
“Start rolling.” So I tried to roll and the train started
moving and it dragged me. I was catty-corner to the
train tracks. The first wheel went completely across
both legs. I was pinned under the train by the second
wheel. It was literally on top of my leg. 

I said, “Jesus! Mama!” This peace, this calmness came
immediately. My friend was losing it, because out of his
peripheral vision, he saw the train backing up, and he
looked back. I think he saw it drag me. I think it was the
cook or somebody on the back hit the emergency brakes
and the conductor came out of the train, looked at me, and
ran back on the train. The crowd got larger and larger. 

The doctor who came to the scene said
that he never traveled that way home,
but the normal way he was going, there
was traffic. He just got off from his shift,
sees the crowd, and said, “I’m tired. I’m
going to go home.” He said, “Something
just stopped the car.” He came over and
saw me. He said, “I’m going to go under-
neath. When you hear me say “move it”, I
want you to try to move the leg.” So when
he came back, he said. “You’re moving the
leg. That means the nerves are still func-
tional.” He asked the conductor, “Is there a
train that has a jack?” The conductor said,
“Yeah, but that train is an hour away.” The doctor said,
“This boy don’t have an hour.” He asked me where I
was going. I said, “I was going to choir rehearsal.” He
said, “Well, we have a priest here.” So they called for
the priest, and he opened that black book. I just looked
at him. “That ain’t good.” I’m hearing, “Lord receive
his spirit” and all of this kind of stuff. “That ain’t the
right prayer.” 

Then they said, “Listen, in order to get you from under-
neath this train, I’m going to have to amputate. I can’t
give you nothing because we don’t want you slipping
off into unconsciousness. We need you talking.” I said,
“Go ahead, Doc. I’ll be alright.” He just kind of sat
there and looked at me. I said, “You got something you
want to go do?” They cut the leg off.

In the ambulance, I said, “I’m hungry. I want a Big
Mac.” I was so skinny, you could count my ribs. They
got me to Charity Hospital. They had to take the other
leg off. And they told my family, “His heartbeat is low.
Infection has gone throughout the body. We’ve done
everything we could do. He’s going to die.” My family
got on its knees and prayed right there in the hospital.
They kept bringing me back and forth from surgery. 

When I woke up, I had IVs all over. 

I never went through any type of depression. At one
point they had moved me from the fourth floor to the
sixth floor because I had so many visitors and they fig-
ured that I needed more privacy. So I’m on the sixth
floor and this psychologist came in. “I want to ask you
some questions. Were you trying to kill yourself?” I
said, “I just walked over a bridge. If I was going to kill
myself, wouldn’t I have jumped off the bridge? And if I
wanted to kill myself, why wouldn’t I have put my neck
on the track?” 

I got a certificate of prayer from the pope. One of the
nuns who stayed across the street from us in the neigh-
borhood was going to the Holy Father. Literally sacks of
mail arrived for me. My mother and I read every piece
of mail, and answered every piece of mail. My mother
said, “You need to write them because they want to hear
from you.” But I was still me. Even with people writing
me, we remained humble, and we were grateful,

because people don’t have to do that. My
pastor would always say, “You be grateful
because people don’t have to be nice. They
don’t owe you nothing.” 

My mama would say, “You still have your
hands, you still have your mind. You just
have to find a different way of doing these
things.” I knew from the beginning that I
was going to be alright. If the doctors say
something, then you don’t have anything to
worry about. God told me I was going to be
alright. So that’s the foundation of why I’m
able to even handle Katrina.

I grew up poor and lower class, been called a whole
bunch of stuff, but I never was called a handicapped. All
of a sudden this accident happened to me and people
wanted me to go to an amputee camp. I said, “for
what?” If you really don’t have a personal relationship
with God, I think you’re a handicapped. I was walking
with prosthetic legs at one time. I gave them up. With
them I’m dependent on people. Without them I’m inde-
pendent. 

One day I was sitting in a class, me and this other guy.
He’s paralyzed. And the teacher said, “I know y’all
angry.” I said, “Tell me something else you know about
me that I don’t know about myself.” She said, “You’ve
never been angry because you’re in the chair?” I said,
“no.” I’m too busy telling God thank you for saving my
life to be mad with Him. 

I grew up in a Christian home. I grew up believing. Even
in the hospital, God had told me, “I will call you to
preach, but not now.” My pastor died in January 1990. I
go to class the first week. The only thing that’s in my
tablet is “Jerusalem Baptist Church: structure, outline,
budget, programs.” I’m twenty two at the time. Sitting in
class. I’m not listening to nothing that professor said. So I
went to the registrar and I told him, “I’m dropping out.”

I’m too busy
telling God

thank you for
saving my

life to be mad
with Him.

““
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He said, “No, Cotton.” I said, “Look at these tablets.” He
said, “Son, you need to be where your heart is.” 

Jerusalem is in Central City. In our second year of pas-
toring, we drove around from Broad to Claiborne, from
Washington Avenue to Martin Luther King Jr. Boule-
vard, and took down every church name. We invited all
of those pastors to come to a fellowship breakfast and
recognized that the largest congregation in that area may
have had three hundred members. We said to them, “If
we work together, we can change this community.” We
started having community revivals. We had some guys
who were most likely selling drugs. When we would
have church, they would sit across the street. And I
would say, “Man, come on in.” “Nah, Rev. We’ve been
listening.” I would go out and play dominoes with these
guys and just talk to them. One guy told me, “Rev, I
would come, but I don’t have no church clothes.” I said,
“Look bro, this tie is yours. Now come on in.” And so
sometimes they’ll see me just with a t-shirt going to
church because I wanted them to understand, it ain’t
about this at all. 

In ‘04, when they were telling us to leave, about four
families went to Rustin, Louisiana. While up there, we
were saying, “We really need to expand this and make
sure we know where everybody is.” So May or June
they got together, had about four or five meetings, and
came up with a plan. They shared it with the church and
had assignments for everybody. We had a list of what
everybody should pack for three days. We had all the
members’ cell numbers. We knew who were going to
leave and where everybody’s going. Those of us who
were traveling had Mapquest. At 2:00 a.m. Sunday
morning, I got a call. “Pastor I found a hotel for every-
body. They got rooms enough for thirty people. They’re
holding the rooms.” I say, “Alright! Where’re we
going?” She said, “Greenville, Mississippi.” I said, “Do
that show up on Mapquest?” 

When all of this stuff happened, I was sitting in front of
the television at the hotel in Greenville, Mississippi, and
they’re talking about we won’t be able to get back in
New Orleans for three years. I’m saying, “God, why
would you give me a vision for Jerusalem in New
Orleans on Fourth Street, and this happened? Somebody
crazy and it ain’t me.” I was going back to New Orleans
if I was the only preacher back. I would be the pastor of
the city. I’ll pastor anything up in there. It was settled
with me before I left. I’m going back to New Orleans. 

Pastor Sean Elder, my twin brother in the spirit, called
me while I was in Mississippi. He said, “Doc, I’m stand-
ing in front of your church now. It’s bad.” I said, “really?
Look across the street. Do you see that multi-purpose
building?” He said, “What?” I said, “Do you see a multi-
purpose building across the street? Do you see our new
building?” He said, “Reverend, I see it.” I said, “If you
see it, I’m coming home!” So it’s about what you see.
It’s what you as the pastor sees in that community. 

The church is being what the church is supposed to be: a
source of hope and inspiration. I have seen the transfor-
mation. People were coming with all of these questions.
People were taking it personally. “How come this hap-
pened to me?” “If God just wanted to deal with you, do
you think he would have put everybody out first? You
can’t take this thing personally.” I dealt with their pain
and their questions. 

God was in Greenville, Mississippi. Every preacher I’ve
talked to, wherever they were, says, “God was with us.
God provided.” So what did we learn from this? He is
omnipresent. He is faithful. There are certain sayings in
the Baptist church among Black Baptists which you just
grow up hearing. “He’s a doctor for the sick, He’s a
lawyer in the courtroom, He’s a mother for the mother-
less, He’s a father for the fatherless. He’s a bridge over
troubled waters.” We’ve got a roll call. We used to make
fun of that as little children, but I understand it in such a
clear way now, because He’s all of that and more. So all
of these sayings that we grew up hearing has a purpose,
a reason, a story behind them, and it is for my genera-
tion to understand, to know, and to embrace. This is
how my people were able to deal with slavery and seg-
regation, because they knew some way, somehow, God
was going to deliver them. But you don’t really get it
until you have an experience. 

“Katrina” is an experience because what it did was
reduce everybody to the same level. I lived in the
Lake Carmel subdivision on the other side of I-10.
Down the street is Eastover—that’s the million-dollar
houses. I drove through Eastover after Katrina. Katri-
na respected them the same way it respected our
house. The lesson to be learned is not just for the city,
this is for the world. 

I know what life is and what life is not. Jesus says it so
well. “. . . a man’s life consists not in the abundance of
things which he possesses.” I don’t need material things.
It’s convenient. It’s nice, but that’s not my joy. When you
see the lives of people change for the better, that’s what
I’m about. In the few years I’ve been on planet earth, I’ve
learned what it takes people decades to learn because I’ve
been in a nobody-but-Jesus situation under the train. You
learn to enjoy life. God says, “The just shall walk by
faith.” I don’t need physical legs to walk by faith.

Excerpts from Cynthia Delores Banks

Cynthia Banks, the second oldest of eleven children,
was raised in the Desire Project in the 1950s and early
‘60s. She attended college in Long Island, New York on
a Martin Luther King Jr. Scholarship, became an
administrator at Hofstra University, married, and start-
ed a family of four. At the urging of her parents, she
returned to New Orleans after the death of her husband.
Working two fulltime jobs, Cynthia purchased a home
on Lake Carmel in New Orleans East before the storm.



school, he became a longshoreman, and he loved it. Two
years later, Jermol came home and he said to me,
“Mom! I love the water.” He said, “I got to get you to
Africa. Mama, it is so beautiful.” The year he was shot,
he had just come home.

On July 4, 1992, Jermol was coming out of a K & B
drugstore in Gentilly, right up around Dillard Universi-
ty. My nephew had just come into town to do some
recruitment for the Marines, and they were together. My
nephew got in the car and he said he saw this guy walk
up to Jermol but he thought the guy knew him. And the
guy asked him, “What’s up?” Jermol said, “What you
thinking, doc?” He said the guy pulled a gun and shot
him right in the neck. 

Jermol was in surgical intensive care for seventy-eight
days. They couldn’t get him off the respirator. The doc-
tor said to me, “If we don’t wean him off that respirator,
he’s going to have severe brain damage.” We prayed
and we believed God. The nurse called me at work one

day, and she said, “Ms. Banks, you got to
get here. We weaned Jermol off the respira-
tor for thirty minutes and he didn’t have
any problems.” 

From that point, he went to rehab for a
week. At rehab I was so angry. It took the
rehab physician, medical doctor, surgical
doctor, Rehab director, and physical therapy
nurse to say to me: “There are no resources
out there for him. We will have to put him

in a nursing home because he is total care.” I said, “I’m
looking at all of this knowledge and money sitting
around this table, and you tell me my son’s got to go to
a nursing home. I don’t think so. His emotions are worth
the world to me right now, and you will not destroy him
by putting him in a nursing home. It is my decision
where he goes.” 

I brought him home, and between myself and his broth-
ers and his sister, we worked around the clock with him.
I came to the conclusion, “When we go down, we all go
down together.” We finally got the tubes out of his
stomach, the trach out of his throat, and all of the other
stuff that he had. 

When I was at work I would always wonder, “God,
there’s no more money. I don’t know what to do.” There
was a two year determination period before he could be
eligible for Medicare. So when he first got out of the
hospital I couldn’t work for about four and one-half
months. It got to the point where you say, “This thing is
bigger than me. I just don’t know what to do.” The nurs-
es from Charity Hospital would visit us. “Ms. Banks, we
could come over here two-to-three hours for you. You
don’t have to pay me.” In the process of that he made so
many friends: nurses, and nurse’s aides, and they would
all come over. All of his high school friends would
come and take him out for lunch. They learned how to
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Her oldest son, Jermol Stinson, took a bullet to the neck
at the age of twenty-two. Extra-familial networks of car-
ing and creativity made it possible for a widowed moth-
er of four to keep Jermol out of a nursing home in New
Orleans by allowing her to orchestrate around-the-clock
volunteer homecare. 

On a wintry Sunday afternoon in early January 2006,
Cynthia Banks spoke openly about the impact of Katri-
na on her family. The setting was a sparsely populated
waiting room in Kendrick Hospital in Dallas, where
Jermol was recovering from an operation necessitated
by his stay in a nursing home in Texas. The sensitive
observations and retelling of the tribulations of others
are particularly valuable in this account of a woman
positioned in an uptown Hospital during and after Kat-
rina. Many hospitalized and disabled residents had no
means of obeying the mandatory evacuation order
called the Sunday prior to the storm’s landfall. Their
survival, with the help of families, volunteers, and some
officials, is a story of persistence and triumph over dif-
ficult circumstances.

Igrew up in the Ninth Ward, the Desire
Project. A lot of really resourceful
people came out of Desire. We opened

Desire up after we lost our house to fire
because of faulty wires. My family left
around the time I graduated from high
school in ‘63. 

My dad, Richard Gullette, was a
chef/cook. He cooked morning, day, and night. At first
he worked Ochsner Foundation, the Brent House for the
doctors. For thirty-five years he cooked for them. He
cooked at one of those French Quarter restaurants on the
weekends, and in between he cut all the neighborhood
kids’ hair to make extra money to raise eleven of us. I
remember an image of my mother at 4:00 a.m. on her
hands and knees stripping hardwood floors, varnishing
and polishing them. My grandfather on my mom’s side
was one of those preachers in the French Quarter on Bur-
gundy Street that had a heart of gold. His congregation
was a lot of the French Quarter people, the jazz players
and all of that, and he spoiled me rotten. He practically
raised me. 

I graduated from Carver Senior High School in 1963. I
got my LPN license in 1969 at New York State Univer-
sity, and got a job working nights. I graduated from the
New York Institute of Technology in ‘74 with a B.S.
degree in Criminal Justice. I completed a master’s
degree in Counseling and Education in the early ‘80s.
The week of graduation my husband died during open
heart surgery. I moved back to New Orleans in 1985 at
the insistence of my parents. I worked two fulltime jobs
that allowed me to make a monthly mortgage payment
on a house in a subdivision in New Orleans East.

My oldest son, Jermol, is thirty-six. Right after high

He said the
guy pulled a
gun and shot
him right in
the neck.

““
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operate his van and his wheelchair. He’s got a power
chair that he operates with his head. 

I’d do things like buy all kinds of goodies to keep in the
house and the refrigerator. His friends would come over,
“Do you want to eat something, Jermol? Do you want
me to go in the kitchen and fix you something?” My
food bill was enormous, but the medical bill would have
been ten times worse. 

I called my sister right before I left that Sunday evening
to go to the hospital with my son. I said to her, “Gwen,
Jermol will not feel like he was deserted by the entire
family on tomorrow.” Jermol had gone to Methodist
Hospital before the storm for some evaluations. He was
moved to Kindred Hospital, a private hospital, after the
tests because he developed a fever. In the process of that
the hurricane hit. The week in the hospital was one of
desperation. I think the greatest concern was the one
that nobody really had before the hurricane—the flood.
We knew that there was a hurricane coming and we
needed to prepare to have food and water. We knew that
we needed to be able to make sure that the places and
the areas that people were in the hospitals were safe,
that there wouldn’t be flying glass, but nobody, nobody
dreamed that in the week to come the situation would
become worse. So we all prepared for two or three days. 

The staff showed so much compassion for the patients
in the process of trying to prepare them for the move
from New Orleans, and at that point they didn’t know
where they were going to be evacuated to. The hospital
had already negotiated for the patients to be airlifted out
and taken to another hospital that Wednesday. Some
patients were already on the first floor on mattresses on
the floor preparing to be removed. 

I think the hardest part of that process for me was
when the National Guard came in. I think that’s when
even more confusion ensued. They arrived that
Wednesday and said, “Nobody will be airlifted. You
have a generator that’s giving you a little light. We
have places that have no generators at all.” We under-
stood that. We had no idea that it was going to take
from Wednesday till Friday. The buses that they had
negotiated to come in were on hold. The federal mar-
shals wouldn’t let them through. 

We scraped and really scrapped to save water for those
that really needed the water. There were patients that
were in ICU there that had no water, no food. Those indi-
viduals, of course, came first. You had so many people
there: workers and the workers’ families, other patients
and those patients’ family members. Everybody wants
something to eat. Everybody is in fear because when
night comes the hospital is dark. Everybody is asking the
question when. People are becoming anxious and impa-
tient, and they just want out. They no longer want to hear
that we’ve got a plan, and we’re implementing that plan.
So we had people lying on the floor from Wednesday till

Friday not knowing how we were going to get out of
there. At this point my major concern was, “Lord, don’t
let me have to put my son downstairs on that floor in that
doorway of the first floor, where people are constantly in
and out. His intravenous is not going to work there. It’s
too unsanitary.” They wanted to move him down, but I
just refused. They were also very empathetic with me. I
kept him up there in that room until the emergency units
were not only at the hospital but were ready to go. 

I let them take Jermol down, and when they took him
down, they took him right into the emergency unit,
which was a little more sophisticated than an ambu-
lance, because it had enough equipment in it to sustain
hours of travel by land. When they began to move those
emergency units out, all they could do was put two
patients in there at a time.

The National Guard that was at the hospital, I must say,
were very, very human. They were firm, but they were
very human. They took the time to explain and talk about
what happened. They explained that when they left, there
were stories of all kinds of looting and stuff that was
going on in the city. They explained that they would find
routes that would avoid having to go through the water. 

It took us hours to get to Texas because of the route they
had to take to avoid water, a lot of trees and electrical
lines that were down in the street and things of that
nature. It was getting dark. But once we got into Pasade-
na, Texas, those people at that Kindred had food ready,
drinking water, and bath water to bathe the patient. They
had a welcome party waiting for those people. The young
lady that came into my son’s room earlier tonight, she
was one of the people in Pasadena. When my son and
other guys came in that were completely handicapped,
even though she knew it was time for her to get off from
work, she said, “We need to bathe these guys up and get
them comfortable so they can have a good night’s sleep.”
So they brought comfort into a situation where people
were just physically, mentally, and emotionally exhausted.

I was told that the fastest way to get services for my son

Cynthia Banks



Church. And they said that they would do what needed to
be done in order to make it handicapped accessible, and
they would work with ADA. They’re widening the bath-
room door, putting a shower in the bathroom, and stuff
like that. I met a Mexican guy who worked with floors,
and I talked to him about some carpeting. He said, “I
have a huge piece of carpet left from some work I did.
I’ll let you have it. You just have to pay for the labor.”
“Come put it down,” I told him. “I don’t care what color
it is, I don’t care what it looks like. Is it clean? That’s all
I want to know.” I said to him, “I don’t want carpet in
my son’s room on his floor. I’d like to have some
ceramic.” He had all of this ceramic that he had from a
church that he’d done, and he told me it was like $2.00
and something a square foot, and he let me have it for
$.50 a square foot. “Bring it!” It’s beginning to really
take shape and look like a home I’d feel good about
bringing my son to.

I believe God allowed me to go through this whole
process to show me how getting New Orleans back
together is going to happen. It’s going to happen with
little parts of everybody’s heart coming together saying,
“This is what I have.” And then us being able to have a
vision to say, “I don’t care. Bring it.” It would be a
beautiful thing to be a part of seeing the lives of so
many hurting people being mended. 

I’m not a singer, but during my times of greatest concern
and greatest fear of what tomorrow’s going to bring, I
always hum old spirituals and I find so much relief. It’s
like new energy. It’s the same kind of built-in resilience
from experiences that will bring the citizens back to New
Orleans to begin to rebuild and to work through the
issues that they’re facing right now with the system and
its own agenda. We’re all seeking for the same identical
purpose: to be heard, to be treated fairly and with justice.
I look at tomorrow as being very promising, because it
leads to learning new strategies of being able to over-
come, to be able to find a way to make a way. 
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is to put him in the nursing home for forty-five days,
because it will take forty-five days to go through the
paper trail. And if he’s discharged from the nursing
home to home, he will have completed the required
paperwork, determined whether or not he’s really eligi-
ble for state benefits, and he’ll be able to get services
right away. Otherwise, he’s going to have to go on a
two-year waiting list. 

It has been almost ninety days now with my child in a
nursing home. It was hard on him psychologically to be
in the nursing home. He said, “Mama, there’s five dif-
ferent levels of urine in here you smell from the time
you hit the door till the time you get to my room. I don’t
want my friends to come in here.” He was ashamed. It is
psychologically, emotionally, and socially challenging.
He had to have an operation because he developed a bed
sore on his hip that got infected. He wasn’t being
turned. He couldn’t eat the food because there was no
taste to it. 

Jermol’s home care in New Orleans worked with him
building relationships with people pitching in to help. That
has placed a lot of uncertainty in our lives now. All of that
has been disrupted, and he keeps saying, “Ma, what are
we going to do?” I think he’s got an inner fear that pre-
sents itself in our conversations sometimes of going back
into the nursing home from this hospital. He keeps saying,
“Mom, you worked so hard for twelve years to keep me
out of a place where I’ve now ended up in.” I keep saying
to him, “Jermol, God was ever present in the beginning,
he’s present now in the middle.” We thank Him on a day-
to-day basis and just keep moving forward. 

I’m committed to Dallas as long as it takes New Orleans
to come out of its blight and begin to do something to
create an environment that would look anywhere near
healthy for my son to move back to. 

It’s taken me some time to find a home for my son and I
was fortunate enough to get it through HUD because my
home is in the disaster area and because I have a son
that’s handicapped. They tell me those two things togeth-
er qualified me. The lady from HUD called me: “Ms.
Banks I found a house for you. It’s in Louisville, Texas.”
I said, “Where is that?”—“It’s about two hours from
where you are now.” I’ve created an environment for my
son here where I’m working on resources. I found out
here in Dallas that there are independent services for the
disabled. I had just gone through being able to access ser-
vices in DeSoto county. So I said, “It needs to be some-
where close to this area where I am. His doctor is here.”
Then she found a house that was in Lancaster, Texas. I
said, “Great!” I go to the house and I see this raggedy,
falling down gate and this filthy rug—it looked like they
had a dog in the house. I stood there and I closed my
eyes, and I said, “Lord, this could become a mansion.” 

So I went and bought some paint. Then I got on the
phone and I was able to get in touch with St. Michael’s

Excerpts from Jermol Stinson

Born in 1969, Jermol Stinson joined the Merchant
Marines at the age of eighteen and traveled around the
world. While home on leave four years later, Stinson
was a victim of violence that left him paralyzed from the
neck down. In New Orleans, friends and family provided
round-the-clock care at home, even before there was
money to pay anyone. A practicing Muslim, Stinson was
recovering from an infection at Kindred Hospital in
uptown New Orleans immediately prior to Katrina. He
was trapped in New Orleans during and after the storm,
and during the storm’s aftermath he wandered in his
mind throughout the city, as he actively worried about
his family and friends. Once he was stabilized in Dallas,
he entered his first nursing home. Hurricane Katrina
and the subsequent flood seriously damaged or disrupt-
ed the sources for Jermol’s independence. He lost his
expensive, adaptive equipment and an intimate familiarity
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with his city of residence, but more importantly, the
storm scattered his extended network of friends and
family, who enabled both Jermol and his mother, Cyn-
thia Banks, to live full lives. The constant stream of visi-
tors in and out of his hospital room is an indication of
his charisma, essential to restoring his stability so that
he can draft a new roadmap for his life. 

Iwas born in 1969. I grew up in New Orleans East in
the area called the Gap, where my grandmother lives.
My grandmother’s house was full of love—full of

hugs, kisses, kids, grandkids, and a lot of aunts. Good
food all the time. It was a beautiful childhood. In the mid-
80’s, we moved to Lake Carmel, a middle-class subdivi-
sion in New Orleans East built around a small lake. There
were always a lot of kids from the neighborhood in my
house. We’re still friends until this day. We played foot-
ball and raced from one streetlight to the next streetlight. 

My grandfather Stinson lived in
the Uptown area off of Louisiana
and Freret Street. He repaired
refrigerators and ran a bar and
lounge on Washington Avenue. I
would catch the bus up there and
spend the day with him, learn
about him and his life and what it
was like. He accepted me, showed
me things, and taught me how to
cook my first pot of neckbones. I
just knew my son and I would
have been thick as thieves.

I was injured in 1992. I was twen-
ty-two. Even during the accident, I
always felt safe in New Orleans.
As far as I’m concerned, I look at
it like the enemy was assigned to
me that day to take my life, but he
didn’t have God’s permission. 

At first, all I thought about was myself, what I lost, what
I wouldn’t be able to do, how alone I was, and how I
wouldn’t be able to be a lover to my girlfriend, or a
father to my son, and a big brother to my family. I want-
ed to die every minute that I was awake, every day. I
couldn’t breathe. I had to be suctioned, it seemed like
every fifteen minutes, and that was a pain I will never
forget. I couldn’t be left alone. I had giant bed sores. I
felt like my life was over. 

My mother is a soldier and so is her sister Pat. They
have everything except the combat fatigues. In the
beginning it was so hard, because my mother fought
tooth-and-nail for Medicaid/Medicare. And I watched
my mother suffer and felt that she didn’t deserve what
life was giving her as far as her son was concerned. She
wouldn’t let me go in the nursing home. I wanted to go
in the nursing home, because I knew in the nursing
home I wouldn’t survive very long. But I would wake
up and my mother would be sitting at my bedside.

Whether I was at the hospital or at home my mother fed
me. She has stuck by me for thirteen years.

After I began to realize that the enemy took two arms
and two legs away from me, but God blessed me with
hundreds of more arms and legs, I realized that I wanted
to live. After I started wanting to live, I started to see the
sun through the cracks of my windows. I would be like,
“Open up my curtains!” No matter how my day went, I
would always look for one good thing out of a day, and
think about that thing at the end of the day. 

In the beginning, I had a male aid that would come and
take care of me seven days a week. He would suction
me, give me a bed bath, shave me, and change the dress-
ings on my wounds. I had two giant wounds on my hips,
a wound on my sacral, and both of my Achilles tendons
were exposed. It would take him like two to three hours
of his own time. 

I have a friend by the name of Calvin
Fletcher, and my brother, Dwyan, when
this first happened to me, they went to C
& A School to become certified nursing
assistants, so they could take care of me.
Calvin, I’ve been friends with him for
almost twenty years. He brought me more
awareness of what it means to be a Mus-
lim. My brother, of course, is my number
one. Guys that grew up in that neighbor-
hood, I mean they were younger when I
was growing up, but they would come
and get me up, and take me out. You
know, “What’s going on?” 

As a matter of fact, one of my best
friends, Anthony, I met him when he was
fifteen, he was going to St. Aug. I was
maybe twenty-five. I was just coming out

of my depression. Instead of this kid being out on the
street playing and doing the things that a fifteen-year-
old should do, chasing girls or whatever, he was in my
room suctioning me, coming home from school, and
doing his homework on the floor. “Are you alright J?”
He grew up to be the kind of man that I expected that I
would be. When I tell you that these guys are family?
They’re my brothers. 

Back home I could go anywhere I wanted. We would go
out to the movies, to plays, to dinner, and to parks. They
would have this thing in the park every other Sunday
during the summer, and we would go out and enjoy the
cook outs. I mean you had to step over the people. 

We hardly ever locked our front door. And we’re talk-
ing about New Orleans. We’re talking about the place
where crime was outrageous. I mean the front door
was left open. If someone wasn’t there, someone was
on the way.

The people in my neighborhood, I mean north, east,

After I began to
realize that the
enemy took two

arms and two legs
away from me, but
God blessed me
with hundreds of
more arms and

legs, I realized that
I wanted to live.

“
“



west, south. My neck was always hurting from waving
with my neck. Somebody was riding past to talk to me,
“How you doing?” I love the people of New Orleans. I
miss my family. When I say my family I mean every-
body. I wouldn’t want to be a quadriplegic anywhere
else, not even in New York, but in New Orleans,
because the people there made themselves so available
to me.

I would talk to young offenders at Bridge City in Jeff
Parish. There would be a group of young kids that
would come into the room, and I’d already be waiting
for them. They’d be doing their thing, and being as
thuggish as they possibly could, so that they could be
hard. By the time I finished telling them my story, they
would be crying like little girls. And I would be crying
because I would explain to them in graphic detail
about what had to be done just to take care of me, and
how much my mother had given up, just because of
someone else’s recklessness, because they couldn’t
control themselves for whatever reason. It was real
therapeutic for me. 

My doc transferred me from Methodist Hospital in New
Orleans East where I was undergoing tests to Kindred
Hospital in Uptown a few weeks before the storm. I did
not know how extensive the damage was, because
where we were, it was dry. There was just a lot of down
trees. My room was the only room that had a television
and an air conditioner that was working. My mother, my
aunt, and my little cousin were in that room, and I was
friends with everyone. 

When the food started running out, it got a little tight,
and everyone was uptight worried about their family.
We were able to watch the news on the television.
Everyone shared with everyone. I couldn’t have been in
a better place. Kindred did everything it could to make
sure that my family, myself and other patients were
comfortable and taken care of. They didn’t abandon us
when they had every excuse to. I was actually one of the
last patients to leave. And someone was there from Kin-
dred until the time we left.

The National Guard was very concerned about me.
They were very concerned about all of their patients. It
was real tense because they had their weapons out. And
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it was a serious situation. But they took time to come,
sit down, talk with me, make sure that I was ok, and that
I was comfortable. I was treated real, real well by the
National Guard.

I was told I was being evacuated to Houston. I ended up
in Pasadena, Texas. When I got there, they were ready.
The first half hour that I got there, I was bathed by Feli-
cia, a nurse who worked past the end of her shift. I real-
ly needed it. I was fed and put in a clean bed. They gave
me a cell phone to call my mom, and I had never really
cried for years, but when I was on the phone with my
mom, I’m not going to front, I cried like a girl because I
knew that she was safe. 

After Pasadena, we were evacuated to a Kendrick in
Dallas, and once again I needed a bath when I got there.
The young lady who came in with her husband this
evening, Teresa, was the person that gave me a bath. I
slept for two days. She was the last person I saw before
I went to sleep and the first person when I woke up.
She’s my first friend that I made here in Dallas. 

I’d never been in a nursing home before Katrina. The
nursing home was every bad experience that I had ever
heard about. It wasn’t clean at all. One of the first times
I walked down the long hall—the levels of piss that I
smelled—I was like, “I can’t believe this.” It didn’t
make me cry. I think at times they tried to. There were
like forty people to one nursing assistant. I didn’t have a
call light. I had to depend on my roommate, a blind guy,
to pull the call light.

They didn’t have an adequate bed for me. I got bedsores
as a result of not being turned enough because of the
bed. The bed that I’m on now in Kindred Hospital is
pretty much like the bed I had at home, so I really didn’t
have to be turned as much at home. When I was at home
I was up and out more. At the nursing home, I was sur-
rounded by people that had Alzheimer’s, so that really
didn’t give me a reason to want to come out of my
room. The food was ridiculous. My mother brought me
something to eat every day. But in every bad instance,
I’ve always been able to find a friend. I found two or
three people there that took good care of me. 

When I came back to Kindred for surgery because of the
bedsores, my doctor let me know that I was depressed
because of the nursing home. When I was in the nursing
home, there were no phones in the rooms. You had to
take what they gave you and be satisfied. I shucked and
grinned a lot. But what I really missed was access to my
family and my friends. 

I made real families at Methodist Hospital in New
Orleans, where I heard there was so much disaster. I
knew all the nurses. I knew the cafeteria workers, all
the doctors, the CEOs and the ancillaries. I knew every-
one right down to the janitors and the gardeners.
They’d even come and speak with me. I really, really

Jermol Stinson
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miss New Orleans! There is no other place like New
Orleans. My community, my neighborhood, and my
city are gone now. 

I lost my computer in New Orleans. The state troopers
had a one-time deal where they allotted me and a lot of
other quadriplegics a grant where we were able to get
equipment, and be able to get our equipment fixed. I lost
my Dragon Dictate, where it allowed me access to the
internet, to turn on and off a television, my radio. It was
all voice activated. It answered my phone and raised my
head on my bed. It enabled me to turn the lights off and
on, and even to answer my front door, even though it
was always unlocked. I could be left alone. I was con-
nected to the rest of the world with the internet. I really
miss that part of my independence. 

One day not long after I arrived in Dallas, I called a
local mosque, and explained to them that I had lost
everything. They understood that included the Koran.
Before the day was over, the Imam made a delivery
with his son. For the record, Allah is the best Knower
of all things. There is no God but Allah. Jesus is the
Messiah. My faith and my mother kept me strong
through this ordeal. 

It will be a while before I’ll go back to New Orleans.
My greatest heart’s desire is if I go back, I would like to
go back with a degree in something dealing with the
body, so that I’ll always be in the loop knowing what’s
available for people not very much unlike myself. 

I look forward to new relationships. I feel that where I
am right now is where God wants me to be. I expect to
discover a lot about Dallas. I guess the only thing I’m
really afraid of is disappointing God at this point. But I
miss my city.

I know going home to the new place my mom has fixed
up will make a difference because there will be some
normalcy. There’ll be a routine between home health,
my girlfriend, and my new friends. 

I know that she’s struggling, trying to find work now,
whereas she had her own business, and she was pretty
much on the road to being self sufficient and indepen-
dent. I see my mother aging very gracefully, but I see
the worry in her eyes. I know for certain that my mom
worries about what’s going to go on with me. Should
anything happen to her, what would happen with me,
because my family is so spread out. Whereas, if we
were in New Orleans, all of those answers were self evi-
dent. I see her exhausted, and it saddens me once again
because she doesn’t deserve it.

If I had to explain to the president what displaced, dis-
abled New Orleanians need, what I would say is this: I
think they need as much assistance as possible, because,
if they were at home, they’re probably in nursing homes
now. And I promise you, it’s hell! 

us.macmillan.com/overcomingkatrina

http://www.jobs.irs.gov
http://www.us.macmillan.com/overcomingkatrina
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Lack of artistic talent should not be a burden. I
have absolutely no artistic talent, but since I don’t
attempt to create art, I feel quite unburdened.

However, I do have opinions about those people who
claim to be artists and produce their mediocre work for
public consumption. I must state my prejudices about
what some refer to as modern art. This is one of the
most misapplied terms in the English language. 

I admire the work of the late nineteenth century Impres-
sionists and a few borderline Expressionists. If possible,
I would fill my home with works by Monet, Chagall,
and Matisse; but I have not recently been fired from a
Wall Street firm and thus left with a few hundred mil-
lion to spare for art investment. I especially love paint-
ings by Van Gogh. Although he is cited by some as an
artist whose insanity and use of booze and drugs
excused a lack of talent, that is not true. His talent was
extraordinary. Yet among the so-called “Modern
Artists” the Impressionist Period was the last one in
which intellect is reflected in most examples of the art. 

In the art world of today, the word minimal in the label
minimal artist refers to the talent of the individual as
well as to the work he or she produces. I was trying to
recover from learning that in the 1990s, someone paid
$185,000 for three inflated basketballs in an empty fish
aquarium, when I soon discovered equally hideous
examples of excess and madness attempting to pass for
art. Last year Damien Hirst, who calls himself an artist,
sold a diamond encrusted skull for $100,000,000. In
September of 2008 he sold a dead calf in a tank of
formaldehyde for over $18,000,000. He also sold a jar
containing a pickled fetal pig with wings attached for
$800,000. In addition, sales of his spin art and wings
ripped from butterflies garnered $200,000,000. Hirst’s
exploitation of potential collectors has passed the
bounds of decency. 

I understand that he is collaborating with Levi Strauss to
create his own line of jeans and t-shirts. He is attacking

the very fiber (usually cotton) of the American West.
Can we look forward to seeing real cowboys wearing
two-hundred dollar jeans adorned with skulls, bright
spots of color and butterflies? Will our youth wear his
$80 t-shirts with the same motif? Does this American
master of gore consider himself on a level with Freddy
Kruger from the film Nightmare on Elm Street? 

A successful artist friend of mine summed up the situa-
tion: “All are familiar with the idea that mad artists cre-
ate art, but we must recognize that there are also mad
patrons of art.” Another artist friend commented, “I can
be cynical about the art industry, but I take art seriously.
I realize this is a New York thing, but I do admire
Damien Hirst for being able to get away with such a
heist! I found it a very neo-Dadaist concept played
against speculative investors. Sadly, we need only watch
the news to see what fools are out there gambling in
such speculative investment. Guess I need to raise the
prices on some of my art.” 

For those that feel that I, a nearly blind person,
should not be judging the visual arts, I’ll have you
know that I once had a brush with a famous artist and
one of his works in progress. Thirty years ago at the
First International Very Special Arts Festival, I was
assigned to photograph Andrew Wyeth’s less famous
son Jamie. As I was doing my photographer moves
with my state-of-the-art 35mm camera blazing away,
I backed into a work of art nearing completion. The
wet watercolor left an abstract pattern from the shoul-
der to the elbow of my corduroy jacket. I quickly
turned to apologize to the artist and Andy Warhol
responded, “No problem,” in his droll Andy Warhol
voice. This encounter with a man whose approach to
his art I have always admired is a pleasant memory,
but my close contact with Andy and his work was
brief, and it ended when I took my corduroy coat can-
vas to my dry cleaners.

by George Covington
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Ahigh-achieving, take-charge mortgage banker for
three decades, Sandy Oliver today finds her
body, her speech, her stamina all struggling to

keep pace with a mind that is still more agile than most.
“You either accept it,” she says slowly, her speech
slurred and labored, “or you become bitter.”

For Sandy, the articulation of those eight words is clear-
ly a chore, a physical exercise capped in the small victo-
ry of realizing I understand her. But Sandy is no
stranger to small victories these days—it’s been five
years since she was diagnosed with amyotrophic lateral
sclerosis (ALS), more commonly known as Lou
Gehrig’s disease.

Even arriving at a definitive diagnosis was a battle, says
Sandy’s husband Kenny, a former oil industry supervi-
sor who retired last year to work from home. As there is
still no medical test to definitively identify ALS, Kenny
describes the family’s discovery of the illness as a
“process of elimination,” a harrowing guessing game
lasting eleven long months.

What would eventually progress to severe movement

limitation, frequent dehydration, and profound speech
difficulties all began with a relatively small annoyance:
Sandy would occasionally wake in the night with diffi-
culty swallowing. “We joked that I was trying to smoth-
er her in her sleep,” Kenny quips, eliciting a buoyant
laugh from his wife. “The unknown is still the part that
has always been challenging.”

Kenny characterizes Sandy’s ingenuity, her ability to
prepare for this relentless unknown, as a primary
weapon against a disease that is essentially turning her
body against her through nerve cell deterioration. Even
today, he says, Sandy continues to research her own
condition, trying to mentally outpace its development.
“She really stays in front of virtually every step of this
thing,” he says. “You find a way to live within the
boundaries, to research the best way to move forward.”

As if to prove their point, Sandy and Kenny show me a
turntable fashioned to help pivot Sandy in a seated posi-
tion, a feeding peg that attaches discreetly to her bra,
and a bib fashioned with towel clips. “I think about
what I need,” Sandy says with matter-of-fact assurance,
“and if it’s not developed, I make it.”
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Soon, Sandy will receive a PerMobile C-500, a wheel-
chair that will allow her to stand upright, finally putting
her once again at eye level with a world that sometimes
underestimates her. “Some assume she’s had a stroke or
a brain injury and that she won’t understand them,”
Kenny says. “The majority of people want to help, want
to hold a door open or something like that. Then there is
a minority…who don’t recognize they’re actually stand-
ing in her way.”

Though there is still much that continues to obstruct
Sandy’s daily path (the act of swallowing is now a con-
scious, and sometimes tiring, effort), she and her family
are quick to focus on what remains possible. “We had
always talked about, when the kids grow up, we’ll
retire and travel,” Kenny says. “We’ve adjusted the
timeline.”

With their sights set on the Grand Canyon and plans for
a four-day excursion with friends, the Olivers had a 40-
foot RV motorhome outfitted to accommodate Sandy’s
wheelchair. Renovations range from a roll-in shower
and an electronic chairlift to speakers throughout the
vehicle so Sandy’s voice can be heard while on the road.

Mujeeb Khan, proprietor of RV Decor, oversaw the
renovation project for the Oliver family. An RV remod-
eler for five years, Khan has lately led his small but
efficient crew to specialize in motorhome adaptations
for people with physical disabilities. “The more I am
getting involved with disability renovation, I find I get
emotionally involved,” Khan says. “You realize this
will change people’s lives. Every project I am doing, I
am learning.”

Khan, who says he often seeks out a challenge beyond
“carpet selection and sort of other trivial things,”
worked closely with the Oliver family to ensure that
Sandy’s freedom was maximized within the impressive
RV layout. Melding the comforts of home (a television
and queen-sized bed) with practical adjustments
(widened space for a wheelchair, poles on which Sandy
can lean for support) became an eye-opening, four-
month labor of love for Khan and his crew. “When a
person is not disabled,” he says, “sometimes they don’t
know the value of things in life. This really makes a per-
son humble.”

The very notion of hitting the open road in a fully

Before

After Sandy flying high
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accessible RV promises Sandy a once-familiar freedom
she is eager to recapture. “I get frustrated, not being able
to do what I used to do,” she says with a smile. “I want
to travel and gamble in every state.”

Khan, who attended last year’s Ability Expo in an effort
to increase awareness of his services for those with
physical limitations, notes that an RV lifestyle is often
ideal for such clientele. “It’s less space to manage than
an apartment,” he says. “The whole transportation
industry has stopped at van conversion and there has
been nothing else available. Now RVs are available, and
the independence that goes with it.”

Independence, Kenny says, has always been a vital
part of his wife’s character. “For a number of years,
Sandy was in a man’s world,” Kenny says. “She was
always an office manager, vice president, whatever it
happened to be, of a mortgage branch in town. So it
was always important she stand up for herself.” Even
three years after her ALS diagnosis, Sandy was deter-
mined to renew her driver’s license, a goal she ulti-
mately achieved, though the ability to drive has since

eluded her as her condition has progressed.

For Sandy, however, the daily battles with her disease
have only served to strengthen the bonds she most val-
ues, primarily those with her friends, family and person-
al faith. “I can’t bargain with God, but I prayed that He
would allow me time. It’s hard to explain how at peace I
am with it all.”

Kenny notes that Sandy’s condition has drawn their
family closer together than ever before because deci-
sions and goals now seem more urgent. His decision to
leave his occupation of thirty years, driven primarily by
an interest in being at home for his wife, was “a change
I don’t think I realized I even needed… Because I had
such security in my other job, because it was such a
known, I probably wouldn’t ever have taken the steps to
get out.” 

Sandy agrees, saying her circumstance has even influ-
enced her political affiliations. “I was a big, right-wing
conservative,” she notes with a grin. “Before the illness,
I thought everyone should make their own way, that

Before After
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everyone could pull themselves up by their own boot-
straps. I realize now there are so many people who do
not have a means or their family’s support. I guess I’ve
turned into a liberal.”

“Don’t interview her with me in the room,” Kenny
jokes, admitting a difference in political views. “I
don’t think the government should have to take care of
everyone.”

The family’s uniquely light-hearted attitude towards
Sandy’s circumstances has influenced others in Sandy
and Kenny’s broad circle of friends and colleagues. For
the last five years, the Olivers have participated in the
Walk to Defeat ALS at Beach Park. Sandy’s volunteers,
dubbed “Sandy’s Soldiers,” show up in droves to raise
money for ALS research in California. In her first year
at the Walk, Sandy touted a team of more than 100
walkers, raising more than $20,000 in sponsorship
donations.

Though the couple says it intends to use the refurbished
RV to visit South Dakota and the Carolinas in the near

future, Sandy finds that her illness has, perhaps for the
first time, invited her to recognize the value of taking it
a little easy. “I cannot tell you that, if there were a cure
tomorrow, I would want my old lifestyle,” she says,
looking out the glass patio door of the beautiful Bakers-
field home she shares with her husband. “Work was so
consuming and I never took the time to enjoy life. And I
really enjoy watching the birds.”

Kenny agrees that the slowed pace of their life has held
some benefits for the Olivers’ thirty-year marriage.
“You really dissect this situation and think, ‘How will I
face my own mortality?’” he says. “I have a model to
follow now. Sandy can’t do the things she used to be
able to, but you either don’t do them or adapt to them.
And she’s not been one to ask for help.” 

At this, Sandy simply interjects: “I am now.”

by David Radcliff
alsala.org

rvdecor.com
walktodefeatals.org

Before After

Before After

Sandy Oliver,
Mujeeb Khan,
Kenny Oliver

http://www.alsala.org
http://www.rvdecor.com


34 ABILITY



ABILITY 35

The drum. Whether being used in ceremony or
sacred ritual, in warfare or military exercise, or
for communication or celebration, the drum has

influenced nearly every culture in the world. The instru-
ment’s 8,000 year heritage also includes drum circles
which transport participants to meditative states that
harken to our ancient tribal roots and facilitate bonding
and sharing in true community. Tapping into the rhythm
of the drum as a form of release and healing are Rick
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Allen and Lauren Monroe, founders of the Raven Drum
Foundation. Chet Cooper, publisher of ABILITY Maga-
zine, recently sat down with Rick, who’s best known as
the drummer for Def Leppard, and his wife Lauren.
Gary Unmarried’s Max Gail rounded out the group.
Together they discuss the power of the drum, how it’s
helping today’s wounded veterans and what it means to
find inspiration as the best one-handed drummer. 

Chet Cooper to Rick Allen: I didn’t think you’d mind
that I invited Max Gail to join us. He and I go back
many, many years, and when I saw your website, Raven-
DrumFoundation.org, I had to send it to him as it
seemed right up his alley. 

Max Gail: I shared with Chet that we were both
involved with Camp Kirkpatrick.

Rick Allen: That’s great! This is what a drum circle is
all about; it’s a metaphor for community. 

Cooper: Rick, how did you and Lauren come to be
involved with the camp?

Allen: Hmm... good question… I’m trying to remember
how we got involved.

Lauren Monroe: One of the volunteers came to a drum
circle we had done and thought it would be a tremendous
thing to bring to the boys at Camp Kilpatrick, which has
a large gang-related population. There was a lot of con-
flict because the boys were on opposite sides of the fence
in terms of how they felt about things. We went up there
and started doing some drum circles for empowerment.
The circles really resonated with them and helped them
bring about a sense of community. 

Gail: When we were at the camp, I had kids that were
in my songwriters’ workshop who were also in your
drum circle. During my workshop they all wanted to
write rap songs and most of it was: “I got the bitches
and the ho’s.” It took a while to get them to pull out
how they feel about their mom or a brother who may
be dead or in prison. 

Allen: Rhythm is such a big part of their culture and
their own way of communicating, so we were able to go
in there and design a program around them. It developed
into drum council, which is an ongoing program that we
provided for the camp. We had tremendous success.

Cooper: Are you still active with the camp?

Monroe: Our funding shifted, and we weren’t able to con-
tinue with the program directly, but we left one of our
teachers to stay on and continue. We’re now focusing on
veterans and their families. 

Cooper: Are the veteran programs national or local?

Monroe: Both, actually. Locally, we’re working with the
VA and the Vets’ Center here in Los Angeles. We’ve
also worked with the Vet Center and VA in San Anto-
nio. Walter Reed Medical Center has been receptive to
talking to us about what we’re doing.

Cooper: Have you done any volunteer work with the
veterans?

Allen: Of course. We have visited the amputee ward on
a number of occasions, and we’re developing relation-
ships with them. That’s a long-term thing.

Monroe: We’re excited; we’re going to be starting work
with Point Mugu Naval Air Station in California with
teenagers of active duty military who are missing a par-
ent. I think it’s really important to include the children.
We just did a session with veteran’s wives who are deal-
ing with a lot of issues, including post-traumatic stress
disorder. Secondary trauma [which can affect those who
are closely associated to veterans with PTSD] is such a
huge thing that I wasn’t even aware of until I started
working closely with the population of veterans. And
psychotherapists receive secondary trauma too—just by
hearing the stories—and that’s a huge piece of the heal-
ing puzzle. There are many different types of circles. 

Allen: Obviously we can’t stay for many ongoing ses-
sions, so psychotherapists are included in the group and
able to continue the work when we leave. 

Max Gail
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Cooper: Do the therapists literally do drum circles
when you’re not there, or is that part and parcel of what
you bring to the table?

Allen: I think everybody can do drum circles; it’s not
exclusive at all. 

Monroe: Drums are such an ancient thing. For us to say:
“This is our thing and you can’t do it—”

Allen: It would be like putting a trademark on it. The
beautiful thing about drumming is everybody feels sup-
ported. No matter what you’re going through, it’s a fan-
tastic way for people to voice their emotions. 

Gail: A drum circle is a leveler. You can have a CEO
and some guy that was sleeping on the beach, and all of
a sudden everyone is together. Isolation is what causes
problems, and that just disappears when you’re doing
the drum circle. 

Cooper: Can you explain exactly how you facilitate the
drum circles? Is there dialogue between the participants
within the circle?

Allen: No, no, I’m a rock star! (laughter)

Cooper: What was I thinking?(laughter)

Monroe: We do, we do, but we don’t process. First of

all, we do community circles that are bigger. Usually we
get about 200 people, and that’s when we don’t advertise. 

Cooper: What happens if it gets too large?

Monroe: Everything gets done and everybody partici-
pates. We assess how much we need to lead people and
do some talking and guidance depending on who’s
there. If people are comfortable, we’ll ask them to say
something they want to release. We tell people that
whoever volunteers information is volunteering it not
only for himself but also for the person across from him
and the person who can’t speak. This is not just one per-
son having an experience. So many times I hear: “I real-
ly wanted to say loneliness, but I just couldn’t say it.
Then the person across from me said it, and I cried.”
We’re all connected.

We usually do things for about an hour-and-a-half
whether there are 200 people or 10. Sometimes there’s
more discussion than other times, but we find that this
model is really beautiful, because it just validates that
we’re all connected.

Gail: It does. You’re allowing the openness to be there,
but it’s more organic.

Monroe: Often we work with populations that are deal-
ing with very traumatic events. We don’t want to trigger
any processing to the point where we can’t contain it,

Rick Allen and Lauren Monroe
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especially in the big community circles where you don’t
know who’s coming. The drumming is there, and that
lifts and heals with its own beautiful force.

Allen: We put a circle inside a circle inside a circle
inside a circle.

Monroe: We don’t want them to get too big.

Allen: If it gets too big, it gets impersonal.

Monroe: And we invite people into the center; we do
things in the center of the circle.

Allen: Like a gathering drum.

Monroe: There’s dancing going on. I grew up in
Queens, in an Italian Catholic family, and I had mystical
experiences and things I couldn’t explain from a very
early age. When I started to experience them, automati-
cally I thought: “Hippie-dippie crap. Granola.” That
wasn’t OK with me. I need to be respected as an intelli-
gent human being, so it started me on the path of look-
ing at the science behind it. 

If you had told me then, as I was going through my
science period, that I was going to be drumming and
dancing around in circles with a long dress on, I would
have said, “There’s no way.” But I think it’s interesting
what’s happening now: we’re raising awareness that
it’s OK to dance and sing and be joyous and be togeth-
er, and that it’s not a hippie thing. I think it’s very
unfortunate that there’s still this stigma attached to the
days where people were experimenting and discover-
ing themselves in different ways. This is nondenomi-
national and not a specific cultural thing. It’s about
celebrating our common ways of being.

Cooper: Have you taken the drum circles to the Middle
East—Iraq?

Monroe: No, no. Although we recently discussed going
to the military, I don’t think it’s something that we’re
going to be doing very soon.

Cooper: You would if there was an opportunity?

Allen: There’s enough going on on our own shores. 

Monroe: We’re focusing on the people who are coming
home wounded. Because we’re both musicians, we have
other projects that are healing but more mainstream. So,
we may work with the vets through these vehicles first,
before introducing the drum circle. 

Allen: It would be like you going home to your parents and
saying: “Mum, Dad, I’m gonna become a cowboy.” First
you may be listening to a couple of country songs, and
then you might buy the chaps and the waistcoat, and then
you sneak the hat on, and finally you go get the horse.

Monroe: And then you’re a cowboy, and no one even
notices.

Allen: You’ve got to get people used to the idea of what
you do, and just kind of sneak it in.

Gail: You’re right. I’ve had a program called LAP. We
“run laps” which means everyone sits down in a circle
and shares what’s in their lap. On the surface it appears
to be a few minutes of introduction but really, it’s a way
to talk about what we’re doing here. The fact that your
dad just went into the hospital today for surgery might
be more important than the fact that you’re a Director of
Studies. It’s looking at our own needs and aspirations
and how we all fit together. 

Monroe: It’s about finding the common thread that
makes us human beings. I notice when you work with
people who are going through crisis, you have to sit in
the seat of your soul and pay attention. 

Cooper: Since Max mentioned laps and Lauren men-
tioned “sit in the seat,” I have to bring up another type
of lap circle, where you literally get in a circle standing
close to each other and you all sit down at the same
time, forming a continuous lap. It actually supports
itself in the circle.

Allen: Metaphorically, the ripple effect is beautiful, the
visual is fantastic. 

Monroe: Max, how did you get involved in drum circles?

Gail: I had been playing piano bars and pickup rock
bands to get through college and graduate school. Then
I hit a time where I started writing songs, or rather they
started writing me. Somebody shared some of my songs
with Buffy Sainte-Marie (a Native American Academy
Award winning songwriter), and through Buffy I met all
these guys in the American-Indian movement that I’d
been watching when I was playing Chief Bromden in
One Flew Over the Cuckoo’s Nest. Certainly the drum
and the circle are not exclusive to Native Americans,
but they’re certainly a part of their life

That period of my life ended. I got married, had a kid,
and found out my wife had cancer. There’s a connection
with other people who have been through that experi-
ence. Maybe that wasn’t my choice, but at the same
time it was a blessing.

Allen: The way we conduct the circle, we do a couple of
different rounds with one of them being releasing things
that don’t serve you anymore, and then you fill the void
with things that do. 

Monroe: The wonderful thing is the group realization that
everybody’s going through similar emotions. No matter
how isolated you feel, you get together and all of a sud-
den you feel supported by a more dominant frequency.



ABILITY 39

Allen: It doesn’t necessarily have to be drumming. It
could be movement, dance, chant, prayer. But the beau-
tiful thing is, the mind starts to quiet, and then you see
people go into their hearts and then anything’s possible.
That’s the aim of the circle.

Cooper: Rick, how do you and Lauren create sustain-
ability in those moments once the participants are gone
from the circle?

Allen: Whether you’re drumming or brushing your
teeth, it’s really a mindful way of being. It could be how
you enjoy your tea or your coffee. It’s about being in the
moment as opposed to being either ahead of yourself or
thinking about what you should have done.

Monroe: We provide tools. We give people an experi-
ence that, like you say, might not have sustainability, so
people need to walk away with a tool—

Allen: A toothbrush, a brand-new toothbrush! (laughter)

Monroe: —one thing they know they can do when
they’re having a moment of anxiety or they’re feeling
disconnected. 

Cooper: Do you two find that people assimilate easily
into a drum circle, or is it more difficult for some than
others?

Monroe: It’s very uncomfortable for a lot of people. 

Gail: I think the circle has been kind of eliminated from
a lot of modern cultures. In most situations when you
propose people get in a circle, there will be this sort of
eye-rolling, “What is this, Kum-Bay-Ya?” But I think
there’s a real value in people seeing circles happen, and
not in a way that it becomes a gimmick that’s owned by
a television outlet or something like that. In a way,
being in circles is kind of a skill set, too.

Allen: Yeah, it is.

Gail: The idea is that it should always be open source in
a way that people can collectively create and improve
the experience. 

Monroe: I feel the way we received the guidance to cre-
ate this is from something higher than ourselves and we
should teach other people to do it. Because people in
crisis can be very fragile, we have a tremendous amount
of responsibility when we’re working with them. We do
have guidelines that we hope people will respect. But
ultimately, they can take it, and hopefully use it in an
ethical way.

Cooper: Let’s take a step back and talk about how you
two met. I heard you’re a drummer? (laughter)

Rick Allen and Lauren Monroe in a Drum Circle



40 ABILITY

Allen: Yeah, since I was about 10 years old. Around
about the age of 15 I joined a group called Def Leppard.

Cooper: And they were all deaf?

Allen: Absolutely! (laughter) If they weren’t then, they
are now! We got a recording contract in 1979 and then
experienced fantastic success around the globe, especially
here in the States. When I was 21, I was in a horrific car
accident. I rolled the car, and the seat belt came undone
and took my arm. I went through some of the most pro-
found experiences during that particular time. I would
probably get locked up for talking about any of them,
simply because of the profound nature of what I went
through. It was about eight years ago when I met Lauren.

Monroe: 2000.

Cooper: Two thousand? You look good for your age.

Allen: (laughter) I was having problems with my shoul-
der and a friend of mine said, “I’d love for you to meet
this girl, she does fantastic work.” And that was really
the first time.

Cooper: And who was that woman? 

Monroe: (laughter) When my friend told me about Rick,
I asked who he was. My friend said, “The drummer from
Def Leppard.” I wasn’t really a fan, but I knew his story.
So I told him, “Definitely, I’ll be there.” Rick was going
to come to the office, and then my friend said, “You real-
ly need to go to the show. I want him to be comfortable,
because he’s not used to the therapy that you do.” I sat in

probably the 15th row and watched the whole show. The
cymbal was covering his face the whole time, but I wept
throughout the whole concert. I felt the man, I felt the
power of this human being and everything he was bring-
ing to the show. I’m very clear with patients, but I had
that very strong—

Gail: You recognized it.

Monroe: I did. I recognized who Rick was. I knew the
meeting that we had was very important. We had our
session, and that was it. I knew there was a divine
meaning, but I never thought we would be married. I
didn’t really have that foresight. 

Cooper: But it was only one session? After that?

Monroe: After that we didn’t communicate for some
months. Then he came back around to see me again, and
we started becoming friends. It kind of grew from there.
I wasn’t his therapist anymore; I started referring him to
someone else. (laughs)

Cooper: He was just going for the free service.

Monroe: (laughter) He thought, “If I marry her—” 

Allen: She had been teaching at the Boulder College of
Massage. The kinds of things she was working on were
interesting, and all of a sudden she gave me a language
for a lot of the experiences that I’d gone through. There
was science behind a lot of it. 

Cooper to Monroe: What’s your background?

Rick Allen—the best one-handed drummer
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Monroe: My background is in massage therapy and the healing arts and
music. I’ve worked with a lot of indigenous treatments as well as Western
medicine, and I combine the two into bringing about empowerment for peo-
ple. Now I do more off the massage table, working in groups and with the
drums and the knowledge of energy medicine.

Cooper: Do you do healing?

Monroe: A lot of people haven’t had the experience of the healing in music,
or they have but they don’t know it. They’ve been unaware of all the ener-
getic things that go on in the moment. So you bring people a language and
an experience, and it brings them to another place of perceiving their life. I
think that’s a good thing. 

Allen: We’re blessed we have a foundation and people that support it so that
we can continue the work.

Cooper: On the surface, you’ve done really well in your career, but you’re
saying internally, you still carry some issues of loss or trauma? Is it the
memory of the actual accident?

Allen: It’s actually a cellular memory; it’s not necessarily something tangi-
ble. A lot of the therapeutic modalities that I’m sure Lauren will talk about
tend to unlock a lot of those memories.

Monroe: To put it simply, when you have an injury to your body, you have
a physical injury and you have pain. But most often, especially if they’re
serious injuries, there’s an emotional response that happens in your body
as well. As human beings, our mind does its best to analyze and reason
and put things together. The body has intelligence and a memory, and the
trauma remains.

Allen: It sticks. Oftentimes it comes up later in life as you have different
experiences. Somatic or mind-body work, spiritual work, physical work,
psychological work…all these pieces can help. Some people go with one
modality, others need to research and put the puzzle together. And of
course, it’s all about the evolution of a person, how we need to go in our
own particular way. The body has a memory, and somatic therapy is a way
to access that.

Cooper: What do you bring to the bedside of a veteran who just lost a limb
in Afghanistan or Iraq? What do you share with them other than the fact
that you’ve experienced a similar loss?

Allen: The most important thing is just to be there. Really, the words can get
in the way. And there’s knowingness: many people have said, “I don’t know
what I would have done had I gone through what you went through.” My
response is, “Neither did I.” It wasn’t on my to-do list for that day. “Go to
grocery store. Lose arm.” It just wasn’t part of the plan. 

Obviously, on the face of it, it would seem as though my accident was this
horrific thing, and it was at the time. But then, as certain integration took
place—and is still taking place to this day—it’s become a huge blessing.
Especially in a lot of the settings that I’m in at the moment, working with
the vets, we’re able to talk about trauma and what that looks like and how it
manifests in different people with different life experiences. It’s actually
become a huge blessing for me to be able to relate and share my experience.

Monroe: What I notice at these meetings is that there’s really an unspoken
bond. Rick brings a sense of humor, and I think that’s a big relief. 
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Cooper: What else are you doing for vets?

Monroe: This year we’re going to be collaborating with
Salute Our Heroes, a not-for-profit. They’re going to
bring some of the students down to visit Rick. They’ll
sit in the front room, and he talks to them backstage.
They share about moving forward. Rick, having one
hand, has learned how to adapt in different ways. I’ve
seen him share with them how to open up a teabag;
there’s no manual for a lot of those kinds of things. 

Cooper: So you have teabag parties?

Allen: (laughter) One thing that does come to mind is
celebrating uniqueness. When I first lost my arm, I was
constantly thinking about what I could do. I still wanted
to play a drum kit that looked like a drum kit set up for
somebody with two arms. As soon as I got out of that
mindset and realized I could actually do things that a
two-armed drummer couldn’t do, the horizon opened up
tremendously. All of a sudden I was coming at the
instrument as a completely unique instrument, coming
at it from the perspective of having a completely unique
body. Suddenly, the special nature of what I was doing
and who I was came to the surface. And I think when I
talk about celebrating uniqueness, you see a lot of lights
go on. It’s really very special.

Cooper: You’re telling me you can do something differ-
ent than a two-armed drummer?

Allen: Yeah, I can’t play the same way that a two-armed
drummer plays. So I play in a way that doesn’t actually
sound like a two-armed drummer. It’s obviously subjec-
tive, but I think in certain ways it sounds better. 
(laughter)

Cooper: Do you keep everything in front of you?

Allen: Everything is in close proximity, so I can keep
my arm forward, and there’s not too much in the way of
rotation.

Cooper: Did you find yourself doing more footwork in
your drumming?

Allen: The only way that I can really do what I do is
through a series of foot pedals.

Cooper: That was a way to offset the limb that was not
being used?

Allen: For those who have lost a limb, what normally
happens is they’ll channel that information to different
areas. It’s interesting, because I started to be able to do a
lot more with my right hand, so there was a compensa-
tion that happened. That information didn’t only go to
my right hand, but some of the information goes to my
left leg and then part of the information goes to my right
leg. I think it’s a natural survival mechanism that allows
me to still provide for my family. It’s not even a learn-
ing curve; it just naturally happens. But the learning
curve only kicks in if the will to go on is present.

Cooper: Do you think it’s an intrinsic value in an indi-
vidual, in their personality, or do you think it’s in every-
one? When Max and I were in Hawaii a few years back,
he met a friend named Mark Goffeney. Mark was born
without arms and he does everything. Mark’s a profes-
sional guitar player and a really great performer. 

Allen: With me, there was a stock of inspiration,
whether that was negative, positive, whatever that
looked like. There was some sort of catalyst, some sort
of start point. And that’s exactly what I mean. It’s just a
different perception. But sometimes it’s difficult to get
to that place, and it takes the human spirit to really
embrace that.

Cooper: Were you a doer with “I’ll achieve no matter
what” attitude?

Allen: Depends on what the subject matter was. For the
drums, I wanted to be the best one-handed drummer.

Cooper: Prior to that?

Allen: I think I’d lost the will to be the best two-armed
drummer. But given the circumstances, all of a sudden
there’s new inspiration.

Cooper: I’ve heard you’re touring with Def Leppard?

Allen: Apparently so. (laughter) Until I’m on the plane,
it’s like I can’t even go there... Really, the tour is a won-
derful thing. It’s a massive blessing. 

ravendrumfoundation.org

http://www.ravendrumfoundation.org
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INTRODUCTION: THE REAL MASTERPIECE

Iwas with some friends, walking through the New
York Metropolitan Museum of Art, when I was
given some amazing insights about life’s experi-

ences. We were casually making our way, admiring
each masterpiece, when I overheard some comments
that left me with some food for thought. While we were
admiring the Picassos, surrounded by people who
appreciated Picasso for how he could transform a blank
canvas into a treasure of art, I heard someone wonder
aloud how anyone in his right mind could consider this
art—much less a masterpiece. I have to admit, this situ-
ation made me feel rather uneasy. Even though a gen-
uine Picasso doesn’t appeal to all people, it doesn’t
mean that it should be excluded from the honored cate-
gory of being considered a genuine masterpiece. It’s
not so much what’s painted on the canvas as much as it
is the lens in which it is viewed. And so it is with how
we view our life experiences.

Perspective matters! The lens in which we view our-
selves is ultimately the same lens others will use to view
us. After all, unless we can see our innate value, who
else can? As with any great masterpiece, its creator has
the obligation to first see the beauty in it before expect-
ing others to do likewise.

When we are brought into this world, we are each

figuratively accessorized with a blank canvas, a set of
paints and a brush. Just as Picasso went about painting
one-of-a-kind works of art, so is it our purpose to create
one-of-a-kind lives.

Our most valued works of art are not hanging on a wall
in a museum, but are manifested daily in the way we
embrace the art of living. We are each the artist with the
opportunity to masterfully shape our reality and
absolutely no one is excluded from this dynamic
process. Our unique creations are the lives we are living
at this very moment. We need to know, with every fiber
of our being, that we are works-in-progress, striving to
evolve into something more. We engage in the masterful
art of true living when we become conscious of the
brush strokes we make against our canvases. If we are
the artists, then we must be willing to transform our
vision from seeing only random splashes of paint to see-
ing a creation of panoramic proportions. We must make
the often difficult, and at times, painstaking effort to dis-
cover the well-hidden patterns made by each brush-
stroke that come from our souls.

Picasso’s paintings are worth millions to fine art con-
noisseurs—because they recognize that he was willing
to share his art, even though others did not appreciate or
even understand their intrinsic beauty. Not everyone
walking through the museum of fine art is going to see
beauty in every single painting and sculpture. Some, as
I’ve mentioned, may even scoff when looking. But what
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matters most is that we, like Picasso, adopt the courage
and vision to be the first to see the one-of-a-kind pat-
terns that create purpose in our lives. We stunt this
process when we don’t allow our personal best to unfold
as it was intended.

We can be the harshest critics of our own masterpieces
to the point that we no longer have the ability to view
them as such. If enough skilled artisans adopt this con-
fining perspective, they will be unable to see the worth
of their creations, as well as the creations of others.
Unfortunately, this has already happened in our society.

Many aspiring artists have taken a sabbatical, seeing
their canvas as having little purpose. They leave it blank
to avoid making any errors that would possibly label
them as being less than perfect. Their paints and brushes
are seen as insufficient to even start the creative
process—much less complete their task.
And so this epidemic starts to take its toll
as we feel we not only lack the ability
to become skilled artisans, but
believe those with whom we share
our world lack the skills as well. It
is then that the human species hits
an all-time low and our individual
and collective sense of worth
becomes extinct.

I have been in that place, feeling as
if my own canvas had only imperfect
blotches on it with no real pattern or
purpose. Not only did I perceive my
painting supplies left much to be desired, but
I saw a big hole in my canvas that made it appear
as if it was impossible to create anything that mattered.
Creating a masterpiece was out of the question—or so
it first appeared. Little did I realize at this low point of
feeling like the victim that my life circumstances pre-
sented me with all the opportunities to put myself back
in the ranks of the skilled artisans.

I was born breach. As a result, I was without oxygen for
four minutes. In our day-to-day lives, four minutes
doesn’t seem to be a significant amount of time; but, in
my case, this insignificant time lapse had an impact not
only on me—but also for all those who would love and
include me in their lives.

For the rest of my life, I would live with the physical
disability known as cerebral palsy, a neurological disor-
der that affects the part of the brain that controls the
physical body functions. I not only look different, but I
have difficulty using my hands in performing tasks like
eating and writing. My feet turn inward when I walk,
and sometimes I fall. My speech is slurred and labored.
These challenges would have a profound impact on not
only how I was able to perform physical tasks, but on
how I would relate to the world around me. It would
ultimately impact all aspects of my life. But more

importantly, it would bring me insights that are uniquely
my own, as I have learned how to allow life’s adversi-
ties make me stronger.

The big insight and treasure I have received in living in
a physically disabled body is that it can be limiting and
even a tragedy if I perceive it from that vantage point.
The hole in my canvas was present because I chose to
perceive its existence.

A truth that has become crystal clear to me through the
years of living with adversity is that it’s not what hap-
pens to us that impairs our ability to truly live; it’s what
we are willing to learn about ourselves and each other
that will ultimately strengthen us along the way. Such a
gem has been of insurmountable value. I wouldn’t trade
my life with that of anyone else.

The perceived holes in our lives can be the
very learning experiences, that if seen

differently, allow for considerable per-
sonal growth and the realization of
our potential. Treasures of any
immense worth are often difficult to
find, but once they finally are, we
will have to admit it was well
worth our effort.

The stories in this book are not
meant to stir heartache or sympathy,

but rather to connect us to that inner-
most part of our being—the human spir-

it that we all innately possess. It is the
human spirit, our inner Picasso, which can

only see a canvas with a picture painted upon it with
beauty, purpose, and unending potential.

We all are represented by the individual fine works of
art that are deserving of our admiration, not for being
exactly the same as the next, but for so eloquently
demonstrating our uniqueness. The only difference is
that we’re not yet a finished work hanging on a wall,
collecting dust in a museum, but a dynamic, living
work-in-progress.

We must NEVER neglect to look through the lens of the
skilled artisan, knowing that we already have all the
tools we need to continue working to create more than a
blank canvas—a canvas with a true masterpiece drawn
upon it. It is through this lens that I write this book. May
we all discover our GEMS of great worth!

FREEING OUR “PERFECT” VISION

Life’s adversity and challenges can in one instance bring
us down, yet in the very next instant, we can become
empowered with a heightened confidence, knowing that
having struggles doesn’t mean we have to give up on
what we’ve set out to do. This sudden shift in perspec-
tive happens with a willingness to creatively adapt in

it’s what we
are willing to learn
about ourselves

and each other that
will ultimately

strengthen us along
the way.

“
“
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order to bring into our reality whatever we have set our
sights upon. In other words, we hold our vision as real
and attainable, and above all, worthwhile. The most dif-
ficult part is having the positive self-talk and patience to
be able to hold the vision steady in the forefront of our
minds—while bridling the temptation to give up. While
the latter may be easier, the former is almost certain to
bring successful results. The ability to hold on to our
vision and then have the ability to manifest it reverber-
ates outward as examples of the incredible power of
inner and outer perseverance.

Many of us discount our own visions because we think
what we want is insignificant and not worthy of being
important. We hold our individual visions hostage to our
perception that it must either be big and grandiose to be
worthy of our consideration or it is too big and beyond
our capability to even manifest itself. So instead of
holding onto our visions, as discussed in chapter four,
we drop them altogether and achieve absolutely noth-
ing! But like the word “perfect,” the word “vision” is
relative. It is not a one-size-fits-all proposition! If
you’re favorite snack food is a peanut butter and jelly
sandwich, and you happen to get an extreme craving at
1a.m. and can’t get to sleep without having one, then for
that moment in time, that becomes your “perfect
vision.” And yes, it’s okay to start manifesting our
vision, even if it turns out to look more like a dough ball
rather than a sandwich!

THE “PERFECT” DOUGH BALL

It was about 1a.m.; I was lying in bed trying to get to
sleep when a sudden craving for a peanut butter and
jelly sandwich rushed over me like a tidal wave. All I
could think about was that sandwich and how delicious
it would taste with an ice-cold glass of milk.

I was living alone at the time and had never before
made a peanut butter and jelly sandwich; I initially gave
up the idea of satisfying my craving—at least for that
particular night. But lying there, looking up at the ceil-
ing, I only got hungrier! This gave me the determination
to go to the kitchen and at least make an attempt to sat-
isfy my hunger. As I visualized my perfect sandwich, I
got the ingredients out of the cupboard: white Wonder
Bread and two jars, one containing peanut butter and the
other jelly. At that point, my kitchen was perfectly
clean. I took a butter knife out of the drawer and stuck it
right in the middle of the jar of peanut butter. As I
attempted to spread it ever so evenly on the bread, I was
unable to get the peanut butter off the knife and onto the
bread. Before I knew it, there were pieces of bread scat-
tered across the once-clean counter top. Tiny globs of
peanut butter were on each piece of mutilated bread, but
most of it went on the ceiling and the walls as my tight,
flying, uncoordinated arms involuntarily put them there.
Currents of discouragement started overcoming me,
feeling sorry for myself, because after all, I couldn’t
even make my own peanut butter and jelly sandwich.

How pathetic!

I decided to throw the entire mess in the trash and go to
bed. But Wait! I still had the craving and I wanted that
sandwich no matter what it looked like. I started to get
enough courage to tackle the jelly. The butter knife went
in the jelly and I couldn’t keep it on the knife long
enough to get it over to the bread, or what was left of it.
My arms started flying again and so did the jelly. I final-
ly managed to get the jelly on the little pieces of bread
and I now had PB&J wallpaper—but nothing closely
resembling the sandwich I had envisioned and wanted.

I was so exhausted and frustrated that I headed for the
trash once again, but this time it was for real. I was done
with the whole mess. But wait! I still had the craving
and by now, I wanted it so bad that I could taste it.
Going to bed hungry was no longer an option! After sur-
veying the mess that had been created, I took the pieces
with little globs of peanut butter and jelly on each and
stuck them all together into a peanut butter and jelly
dough-ball. I poured myself a glass of milk, half of
which went on the floor. I put the dough-ball on a clean
plate and ended up eating the whole thing. And you
know what? It was worth every ounce of effort because
even though it may not have looked like the sandwich I
had originally intended, it tasted as good as I imagined.
For me, the peanut butter and jelly dough-ball had been
transformed from a nightmarish experience to my “per-
fect vision.”

johnmichaelstuart.wordpress.com

http://www.johnmichaelstuart.com
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Since the dawn of the twentieth century, president
after president has called on his fellow Americans
to answer the most pressing needs of our country

and our world through volunteerism. In 1933 President
Franklin D. Roosevelt created the Civilian Conservation
Corps, providing opportunities for millions of young
men to help restore the nation’s parks, revitalize the
economy, and support their families and themselves.
President Kennedy established the Peace Corps in 1961
stating: “The wisdom of this idea is that someday we’ll
bring it home to America.” Three years later his succes-
sor, President Johnson, followed-through with this
vision when he created a number of national service
programs including VISTA (Volunteers in Service to
America) and a National Teacher Corps. Echoing the
early leaders of this country, recent administrations
have continued to raise the bar, reminding us all of our
civic responsibility to each other, our community and
our world. 

On April 21, 2009 President Obama, accompanied by
the most influential faces on Capitol Hill including
First Lady Michelle Obama, Vice President Biden,
Speaker Pelosi, President Clinton, Senators Hatch and
Kennedy, Caroline Kennedy, Colin Powell, Harris Wof-
ford and many others, signed into law the Edward M.
Kennedy Serve America Act. Launching a new era of
service, the Act will create 175,000 new service oppor-
tunities and give Americans of all ages the chance to
help our nation recover and make progress. Following

is an excerpt from President Obama at the signing:

The President: Thank you... Thank you. Well, what 
an extraordinary day. It is good to be here with all 

of you.

I want to thank the students and the faculty of the SEED
School, our hosts for today—and their headmaster,
Charles Adams, a shining example of how AmeriCorps
alums go on to do great things. This school is a true suc-
cess story—a place where for four of the last five years,
every graduate from the SEED School was admitted to
college—every graduate. 

It’s a place where service is a core component of the
curriculum. And just as the SEED School teaches read-
ing and writing, arithmetic and athletics, it also prepares
our young Americans to grow into active and engaged
citizens. And what these students come to discover
through service is that by befriending a senior citizen, or
helping the homeless, or easing the suffering of others,
they can find a sense of purpose and renew their com-
mitment to this country that we love.

And that is the spirit in which we gather today, as I sign
into law a bill that represents the boldest expansion of
opportunities to serve our communities and our country
since the creation of AmeriCorps a piece of legislation
named for a man who has not only touched countless
lives, but who still sails against the wind, a man who’s
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never stopped asking what he can do for his country,
and that’s Senator Edward M. Kennedy. 

In my address to a joint session of Congress in Febru-
ary, I asked for swift passage of this legislation, and
these folks on the stage came through. So, again, I want
to thank wide bipartisan majorities in the House and the
Senate who came together to pass this bill—especially
Barbara Mikulski, Mike Enzi, Chris Dodd, John
McCain, who’s not here, Thad Cochran, as well as, on
the House side, Representatives Miller and Carolyn
McCarthy, Buck McKeon and Howard Berman.

More than anyone else, the new era of service we enter
in today has been made possible by the unlikely friend-
ship between these two men, Orrin Hatch and Ted
Kennedy. They may be the odd couple of the Senate.
[Laughter] One is a conservative Republican from
Utah; the other is, well, Ted Kennedy. [Laughter] But
time and again, they placed partnership over partisan-
ship to advance this nation even in times when we were
told that wasn’t possible. 

Senator Hatch was shaped by his experience as a young
missionary serving others, a period he has called the
greatest of his life. And last year he approached Senator
Kennedy to share his ideas about service. Out of that
conversation came this legislation. And last month, at
Senator Hatch’s selfless request, the Senate unanimous-
ly chose to name this bill after his dear friend, Ted.
That’s the kind of class act that Orrin Hatch is.

Now, Ted’s story and the story of his family is known to
all. It’s a story of service. And it’s also the story of Amer-
ica—of hard work and sacrifice of generation after gener-
ation, some called upon to give more than others, but
each committed to the idea that we can make tomorrow

better than today. I wouldn’t be standing here today if
not for the service of others, or for the purpose that ser-
vice gave my own life.

I’ve told this story before. When I moved to Chicago
more than two decades ago to become a community
organizer, I wasn’t sure what was waiting for me there,
but I had always been inspired by the stories of the civil
rights movement, and President Kennedy’s call to ser-
vice, and I knew I wanted to do my part to advance the
cause of justice and equality.

And it wasn’t easy, but eventually, over time, working
with leaders from all across these communities, we
began to make a difference—in neighborhoods that
had been devastated by steel plants that had closed
down and jobs that had dried up. We began to see a
real impact in people’s lives. And I came to realize I
wasn’t just helping people, I was receiving something
in return, because through service I found a communi-
ty that embraced me, citizenship that was meaningful,
the direction that I had been seeking. I discovered how
my own improbable story fit into the larger story of
America.

It’s the same spirit of service I’ve seen across this coun-
try. I’ve met countless people of all ages and walks of
life who want nothing more than to do their part. I’ve
seen a rising generation of young people work and vol-
unteer and turn out in record numbers. They’re a gener-
ation that came of age amidst the horrors of 9/11 and
Katrina, the wars in Iraq and Afghanistan, an economic
crisis without precedent. And yet, despite all this—or
more likely because of it—they’ve become a generation
of activists possessed with that most American of ideas,
that people who love their country can change it.

http://www.wingsforlife.com
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They’re why the Peace Corps had three applications for
every position available last year; why 35,000 young
people applied for only 4,000 slots in Teach for Ameri-
ca; why AmeriCorps has seen a 400-percent increase in
applications in just the past four months. And yet, even
as so many want to serve, even as so many are strug-
gling, our economic crisis has forced our charities and
non-for-profits to cut back.

What this legislation does, then, is to help harness this
patriotism and connect deeds to needs. It creates oppor-
tunities to serve for students, seniors, and everyone in
between. It supports innovation and strengthens the
nonprofit sector. And it is just the beginning of a sus-
tained, collaborative and focused effort to involve our
greatest resource—our citizens—in the work of remak-
ing this nation.

We’re doing this because I’ve always believed that the
answers to our challenges cannot come from government
alone. Our government can help to rebuild our economy
and lift up our schools and reform health care systems
and make sure our soldiers and veterans have everything
they need—but we need Americans willing to mentor
our eager young children, or care for the sick, or ease the
strains of deployment on our military families.

That’s why this bill will expand AmeriCorps from
75,000 slots today to 250,000 in less than a decade. And
it’s not just for freshly minted college grads. As I said,
my wife Michelle left her job at a law firm to be the
founding director of an AmeriCorps program in Chica-
go that trains young people for careers in public service.
And Michelle can tell you the transformation that

occurred in her life as a consequence of being able to
follow her passions, follow her dreams.

Programs like these are a force multiplier; they leverage
small numbers of members into thousands of volunteers.
And we will focus their service toward solving today’s
most pressing challenges: clean energy, energy efficien-
cy, health care, education, economic opportunity, veter-
ans and military families.

We’ll invest in ideas that help us meet our common
challenges, no matter where those ideas come from. All
across America, there are ideas that could benefit mil-
lions of Americans if only they were given a chance to
take root and to grow—ideas like the one that Eric
Adler and Raj Vinnakota had that led to this school and
expanded its model to others.

That’s why this bill includes a new Social Innovation
Fund that will bring nonprofits and foundations and
faith-based organizations and the private sector to the
table with government so that we can learn from one
another’s success stories. We’ll invest in ideas that
work, leverage private-sector dollars to encourage inno-
vation, expand successful programs to scale and make
them work in cities across America.

Because we must prepare our young Americans to grow
into active citizens, this bill makes new investments in
service learning. And we’ve increased the AmeriCorps
education award and linked it to Pell Grant award lev-
els, another step toward our goal of ensuring that every
American receives an affordable college education. 
Because millions of Americans are out of school and

Senators Barbara Mikulski, Orrin Hatch and Edward Kennedy
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out of work, it creates an Energy Corps that will help
people find useful work and gain skills in a growing
industry of the future.

Because our boomers are the most highly educated
generation in history, and our seniors live longer and
more active lives than ever before, this bill offers new
pathways to harness their talent and experience to
serve others.

And because this historic expansion of the Corporation
for National and Community Service requires someone
with both bold vision and responsible management
experience, I have chosen Mary Eitel as its new CEO.
The founder and first president of the Nike Foundation,
Mary is a smart and innovative thinker, and a leader
who shares my belief in the power of service. And I also
wanted to thank the acting CEO, Nicky Goren, for guid-
ing the corporation through this transition.

A week from tomorrow marks the 100th day of my
administration. In those next eight days, I ask every
American to make an enduring commitment to serving
your community and your country in whatever way you
can. Visit whitehouse.gov to share your stories of ser-
vice and success. And together, we will measure our
progress not just in the number of hours served or vol-
unteers mobilized, but in the impact our efforts have on
the life of this nation.

We’re getting started right away—this afternoon, I’ll be
joined by President Clinton and Michelle and Joe Biden
and Dr. Biden to plant trees in a park not far from here.
It’s as simple as that. All that’s required on your part is a
willingness to make a difference. And that is, after all,
the beauty of service. Anybody can do it. You don’t
need to be a community organizer, or a senator, or a
Kennedy (Laughter) or even a President to bring change
to people’s lives.

When Ted Kennedy makes this point, he also tells a
story as elegantly simple as it is profound. An old man
walking along a beach at dawn saw a young man pick
up a starfish and throwing them out to sea. “Why are
you doing that?” the old man inquired.

The young man explained that the starfish had been
stranded on the beach by a receding tide, and would
soon die in the daytime sun. “But the beach goes on for
miles,” the old man said. “And there are so many. How
can your effort make any difference?” The young man
looked at the starfish in his hand, and without hesitating,
threw it to safety in the sea. He looked up at the old
man, smiled, and said: “It will make a difference to that
one.” (Laughter)

To Ted, that’s more than just a story. For even in the
midst of his epic fights on the floor of the Senate to
enact sweeping change, he’s made a quiet trek to a
school not far from the Capitol, week after week, year

after year, without cameras or fanfare, to sit down and
read with one solitary child.

Ted Kennedy is that young man who will not rest until
we’ve made a difference in the life of every American.
He walks down that beach and he keeps on picking up
starfish, tossing them into the sea. And as I sign this leg-
islation, I want all Americans to take up that spirit of the
man for whom this bill is named; of a President who
sent us to the moon; of a dreamer who always asked
“Why not?”—of a younger generation that carries the
torch of a single family that has made an immeasurable
difference in the lives of countless families.

We need your service right now, at this moment in histo-
ry. I’m not going to tell you what your role should be;
that’s for you to discover. But I’m asking you to stand
up and play your part. I’m asking you to help change
history’s course, put your shoulder up against the wheel.
And if you do, I promise you your life will be richer,
our country will be stronger, and someday, years from
now, you may remember it as the moment when your
own story and the American story converged, when they
came together, and we met the challenges of our new
century.

Thank you very much, everybody. I’m going to sign this
bill. 

Corporation for National and Community Service
nationalservice.gov

whitehouse.gov

Obama giving Kennedy 
the signing pen

http://www.nationalservice.gov
http://www.whitehouse.gov
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Through a stellar career in entertainment law,
where she represented such celebrity clients as
Michael Jackson and Quincy Jones, and Univer-

sal and Columbia Pictures, Terri Cheney secretly strug-
gled with manic depression. But after a suicide attempt
in 1999, she abruptly walked away from the law to write
about her illness, both as a form of therapy as well as to
encourage others with mental health conditions to tell
their stories. Her book, Manic, became a New York
Times bestseller, and has recently been optioned by
HBO for a series.

Cheney is a member of the Community Advisory Board
of the UCLA Mood Disorders Research Program, the
nation’s largest nonprofit research consortium regarding
manic depression. She also founded a weekly communi-
ty support group at UCLA’s Neuropsychiatric Institute.
Recently she met up with ABILITY Magazine’s editor-in
chief in Beverly Hills, Califonia, to talk about her very
bumpy—but still very interesting—ride. 

Chet Cooper: You don’t like the term bipolar disorder.

Terri Cheney: It feels too politically correct to me.
Besides, bipolar makes it sound like there are only two
poles, and only two places you can go—either manic or
depressed—when in fact there are many different places
you can go.

Cooper: Maybe a better term is multipolar or polypolar.

Cheney: Polypolar. “You’ve gotten polymorphously per-
verse” is a phrase that Woody Allen used to love. I think
manic depression is better than bipolar because it just
spells out how you feel. But even that term gives you a
sense of the states being limited to the two. I think they
should just call it a mood spectrum disorder to fit all
sorts of different categories. 

Cooper: It’s like autism. There’s a spectrum.

Cheney: Spectrum is a pretty word.

Cooper: Rainbow works, too.

Cheney: Yeah. Bipolar rainbow. I like that. That’s better.

Cooper: I think a lot of people don’t realize there are
other states between the two poles.

Cheney: Well, the most common one for me is hypoma-
nia, and that’s the best part of being bipolar, where
you’re really charming and creative and energetic but
you haven’t lost your judgment and you don’t do incred-
ibly reckless things the way you do in the manic phase. I
think of it as the stage right before mania, although you
can also switch back and go into depression. I func-
tioned at a hypomanic level most of my life. That’s how
I was able to function as a lawyer and in my daily life. 

Then there’s what they call the mixed state, which is the
worst part of being bipolar. That’s mania combined with
depression. You have all the energy and recklessness of
mania, but you’re incredibly depressed. So you have the
drive and the ability to carry out suicidal thoughts. I
always want to break glass, for some reason, when I’m
in a mixed state. I want to smash things.

Cooper: It has nothing to do with the ceiling that
women are looking at financially?

Cheney: (laughs) No. That would be another good rea-
son to smash glass.

Cooper: What is the depression state like for you? 

Cheney: In most of my depressions, I get physically par-
alyzed. They call it psychomotor retardation.

In a mixed state, I do have more energy, I can move
around a little more, but I’m so irritable that you wouldn’t
want to deal with me. I try not to do emailing or phone
calls when I’m in a mixed state. It’s like when the Santa
Ana winds blow, really hot and intense—you have that
kind of edge to you. Very irritable, very reckless.

Cooper: Are there some states where you’re—I’ll use
the word lethargic—where you can make it to the office,
but you can’t seem to get anything done?

Cheney: I think of it as, there’s a point where I am still
capable of pushing myself. Back then, when I still
worked in an office, I would show up, sit there and stare
blankly at the walls. I wouldn’t really do anything, but I
would be physically present. But then it will go into a
state where I just can’t get out of bed. That doesn’t hap-
pen as often as it used to, thank God.

Cooper: What was driving you to go to the office?

Cheney: My paycheck. That was about it.

Cooper: So you were rational enough to realize, I have
to get there or I won’t get paid.

Cheney: Right. Well, for me, I think it was, I have to get
there or else people will find out there’s something
wrong with me. It was all about a façade when I was
practicing law. It was very much about nobody knowing
that there was something wrong with me. I thought that
would be the end of my career and the end of my life as
I knew it. That’s why I would show up.

Cooper: But you talk about other times where you
weren’t able to show up. Times when you didn’t go to
work for 30 days. How did you get away with that?

Cheney: Why did I not get fired? I think about that all
the time. I’m writing another book now about growing
up bipolar, a childhood memoir, and I realized I’ve had
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this pattern as far back as I can remember—periods of
just not getting out of bed, not going to school, not
going to work, followed by various high-functioning
periods. And I think people just noticed the high func-
tioning. If you get straight A’s, they don’t think there’s
anything wrong with you. I did well in school and I did
well in my career, so I think people looked at that. I
always came up with these physical excuses for being
sick. I claimed to have a lot of asthma attacks. I said I
had the flu a lot. I said I had dental appointments all the
time, but they were really therapy. I made up things,
basically.

Cooper: When did you seek therapy?

Cheney: I tried in college when I realized there was
something more than just the blues going on. I was tak-
ing psychology, and I knew there was something wrong
with me, but I didn’t know what. But therapy didn’t
really work out. Around 1987, when I was about 27
years old, I was diagnosed with major depression—
unfortunately, a misdiagnosis. I got medication for
depression, not for manic depression.

Cooper: What’s the difference?

Cheney: Well, if you’re bipolar, you don’t want to be on
antidepressants, because they can trigger what’s called
cycling, where you move up and down between mania
and depression. That’s a bad thing. You want to try for
stability. But of course the first knee-jerk response when
somebody comes into a doctor’s office and says they’re
depressed is to prescribe Prozac.

Cooper: When you say “doctor’s office,” are you talk-
ing about psychiatrists or just a general MD?

Cheney: Either one. I always wanted to see a specialist.
I never received a prescription from a regular doctor. I
find it kind of shocking that people are prescribed so
much psychiatric medication, anti-psychotic medication,
from regular doctors.

Cooper: I would think that a generalist would work with
a psychiatrist for med management.

Cheney: Medications are so complicated. I have an
amazing psychopharmacologist that I’ve been with for
years, and he’s like the quarterback of my team. I run
every medication I take by him. He talks to my other
doctors. He knows what else I’m on. That is critical. 

Cooper: Have you ever had electroshock treatment, or
what they call ECT?

Cheney: I had it in 1994, and it was a mixed experience.
I know now that things have really changed. I run a
group at UCLA for dual-diagnosis patients—people
who have both a mental illness and a substance abuse
problem. There, I see people all the time who have had
ECT, and they are doing so well that I’m just amazed.
They don’t seem to have the memory problems that I
had when I went through it.

Cooper: How do you know?

Cheney: How do I know? (laughs) That’s a good point!
Maybe I just can’t remember…And how do they
know—they might not be telling me everything.

Cooper: I’ve heard that most of the memory problems
with ECT are short term.

Terri Cheney



Cheney: They affected me long-term.

Cooper: And yet you’re writing a memoir about your childhood.

Cheney: (laughs) It’s coming back slowly as I write. It’s been a really use-
ful exercise to write about my childhood, because I thought I had forgotten
it. As I write, things begin to connect. Some memories trigger others. So
maybe writing therapy is something that all ECT patients should try.

Cooper: What inspired you to begin writing Manic?

Cheney: I was hospitalized at UCLA in 1999 for very severe depression
after a suicide attempt—an attempt that obviously wasn’t successful. I was
in the hospital for quite a long time in an outpatient program. I noticed that
there were a lot of very articulate, bright people who were not getting better
because they just couldn’t describe what was going on with them. There
were no words to describe the inner life of bipolar disorder. There were a lot
of clinical terms that we all bandied about, but there were very few personal
accounts of what it feels like to be bipolar. 

A few years before, Kay Redfield Jamison had written An Unquiet Mind, a
book describing her experiences first as a patient with bipolar disorder, and
then as a researcher studying it. That’s an amazing book. But I found that
there wasn’t much else out there that told me what the condition was like
from a personal perspective. I thought, there needs to be a book about bipo-
lar disorder from the inside out. And I just started writing. Seven years later
I had a manuscript for Manic.

Cooper: Do you have a writing background?

Cheney: I have always wanted to write. But at 21, when I got out of college,
I didn’t feel like I had the material. I knew I could write, but I didn’t know
what to write about.

Cooper: You hadn’t been hospitalized yet.

Cheney: (laughs) Right. I needed my diagnosis. I needed more crazy life
experiences.

Cooper: For a while you spread your wings and moved away from your
parents and Los Angeles. What brought you back?

Cheney: My parents got divorced, and my mother was having a really hard
time alone. They lived out here. As I was going into law, I thought I should
do entertainment law, because I like going to the movies and I like movie
stars. UCLA has a really good entertainment law program, so I chose to go
to law school there. 

Cooper: What did your parents do?

Cheney: My father was a real estate developer; he died in 1997. My mother
was a registered nurse before she retired. 

Cooper: As a nurse, did she pick up any signs of your condition?

Cheney: You’d think so, but she really didn’t. I got straight A’s, which real-
ly blinded my parents. And I got into good schools and all that.

Cooper: And you got good at lying about being sick.

ABILITY 53

http://www.brocade.com/careers


54 ABILITY

Cheney: (laughs) I was very convincing. My mother
had a Merck Manual, and I would go and look up symp-
toms to use as my excuse for why I couldn’t go to
school that day. I had rhinitis or congestivitis, or what-
ever word I could find that day.

Cooper: And she never picked up on it?

Cheney: She picked up on the fake temperatures I used
to run. I used to put the thermometer up to the light bulb
and pretend to be having a fever. She always picked up
on that. But as I’m writing this book now about my
childhood, I find myself wondering why they weren’t
aware of those times when I couldn’t get out of bed.

Cooper: When you were running around, were you a
handful?

Cheney: No, I was a good child. I was hypomanic a lot,
I think, because I was very active. I was a cheerleader.

Cooper: I was wondering, if you normally were really
active, could those times when you weren’t have felt like
a break for them?

Cheney: Interesting take on it. I never thought of that. I
never really got in trouble or anything like that, so I
don’t think it was like, “Thank God, there’s a respite,
she’s in bed.”

Cooper: Did you ever have any conversations with peo-
ple in organizations like the Survivors of Psychiatry?

Cheney: No, never heard of them. That’s interesting.
What is that group?

Cooper: Some of them believe there is no such thing as
mental illness, that it’s all a lot of propaganda made up
by pharmaceutical companies and doctors.

Cheney: Very interesting. I go through stages where I
don’t believe I have bipolar disorder, in spite of having
written a book about it. Every once in a while I’ll go
into my doctor’s office and say, “Are you sure I’m bipo-
lar?” and he says, “Yes, I’m sure you’re bipolar,” and
we move on from there. I question it until I get into a
depression, and then when I’m in an actual depression,
real-time, not just the blues but a real chemical depres-
sion, I know it is real and I know it’s physical, as physi-
cal as any other illness, and I don’t even have a question
in my mind about it. But then it’s weird, I get out of
depression and I start to question it again. So I think it’s
like childbirth—I think you forget the labor pains.

Cooper: I’m ready to have a child again.

Cheney: (laughs) Yeah, it was such a great experience! 

Cooper: I think Scientology takes a similar position—
not believing in psychiatry.

Cheney: Yeah, Tom Cruise, I was offended by that. I
thought he was pretty insensitive.

Again, every time I have a real depression—and I say a
“real” depression because it is hard to differentiate
sometimes—it’s just so physical. I really can’t move. It
isn’t like I just feel bad. My body won’t move. It’s very
much in my body. And the same is true of mania. There
are such physical sensations that are associated with it
for me that I can’t divorce it from my body. I know it’s
real. It’s not all in my mind.

Cooper: Tell me about relationships.

Cheney: Oh, God! What about them?

Cooper: Are you married?

Cheney: No, I’m single.

Cooper: Do you think being bipolar is part of the rea-
son you’re single?

Cheney: I’ve thought a lot about it. It’s a factor. For
years I would just disappear—before I wrote the book,
before I came out of the closet, so to speak. I found rela-
tionships very hard to maintain, because I was disap-
pearing all the time. I wouldn’t return phone calls, and
people wouldn’t know where I had gone or what had
happened to me. I still managed to have long-term rela-
tionships, but it was difficult. I was very sick during my
30s, the time for getting married and having children,
and I think time really passed me by. I regret it, but I’m
so much better now. 

I’ve started to share more since I’ve been the writing
books. I’m in two different writing groups, and the other
writers knew about the disorder because I was writing
about it every week. But for most of my life, other than
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people who knew me from the hospital, or from mental
health groups, no one would have known what was
going on with me. I never told anybody at work about it
when I was a lawyer.

Cooper: When did you stop practicing law?

Cheney: I still practice. Once in a while I’ll do a little
tiny, tiny bit. But I pretty much dropped out of the fast
track in 1996. My father got cancer and I had to take
care of him. I never really got back on the fast track
after that.

Cooper: You had notable clients?

Cheney: Michael Jackson was a
client. Quincy Jones, who’s really
terrific. Lionel Richie. Also many
of the motion picture studios.

Cooper: And you were doing
what? Intellectual property?

Cheney: Intellectual property,
entertainment litigation, copy-
right, privacy issues, defamation,
all the interesting stuff.

Cooper: What do you do now
when you practice?

Cheney: A few weeks ago I sat in
on a deposition for a friend, but I
don’t want to practice law. I real-
ly just want to write. If there is a
God, I will never have to practice
law again, because the stress of it
makes me sick. 

Cooper: You think it triggers
episodes?

Cheney: Absolutely. The deadlines, the office politics.
Also, it’s not where my heart is. 

Cooper: So you’re writing full time now?

Cheney: Yeah.

Cooper: It keeps you in coffee?

Cheney: Barely. My book was sold to HBO. They
optioned it for a TV serial. That helped.

Cooper: I’ve been thinking of acting. 

Cheney: (laughs) You can play the guy who interviews
me! 

Cooper: How long ago was that?

Cheney: This summer.

Cooper: So you could be hearing from them?

Cheney: Yeah. The producer, Gavin Palone, is pretty
well known at HBO. He does Curb Your Enthusiasm.

Cooper: You mentioned earlier that you think everyone
should write.

Cheney: Absolutely. I can’t think of anything more
helpful than writing, because my experiences don’t have
the same power over me after I write them down. I’ve
been through some pretty nasty things. As I’ve written
about in my book.

Cooper: I remember reading that you
were running around naked.

Cheney: Well, there were a few times,
actually. (laughs) It just doesn’t seem
to own me any more after I write it
down. The story isn’t as painful to
think about.

Cooper: What if you can’t write? I
always struggle to write what I’m
thinking; the delay from my brain to
the written word makes it hard to keep
in step.

Cheney: Welcome to writing! It’s
never quite the rhythm you hear in
your head. That’s why you spend days
on a paragraph.

Cooper: In that case, I am a writer! 

Cheney: (laughs) It’s tricky. I took this
wonderful class once called Drawing

on the Right Side of the Brain. It taught me that I had all
these messages from childhood like, “You’re not a very
good painter, you’re not a very good artist.” I knew I
was a good writer, but I never thought I could paint. So
that became the story I told myself about painting. But
finally I got past that. 

Cooper: I think that’s a good metaphor for the connec-
tion to writing. Everyone can paint. Everyone can write.

Cheney: Some people draw stick figures, some people
draw self-portraits.

Cooper: There was an HBO special called King Gimp
about the artist Dan Keplinger. He has cerebral palsy,
and he paints by putting a paintbrush on his head.

Cheney: Oh, that’s amazing.

Cooper: The interesting thing is, because of the cerebral
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palsy, he twitches, and yet somehow he paints this
incredible stuff using his forehead. The documentary
explored how he became a painter. He’s got a gallery in
New York and does well. 

Cheney: What does his painting look like? Is it abstract?

Cooper: Some of it is. We had him on ABILITY Maga-
zine’s cover with a self-portrait. 

Cheney: What a great cover that must have been.

Cooper: When Manic came out a year ago, and then hit
the New York Times bestseller list,
were you surprised to find a lot
more interest in the issue of manic
depression than you had expected?

Cheney: I was astonished. I also had
a stroke of good luck right before
the book came out. I wrote an essay
for this column in the New York
Times called “Modern Love.” I
wrote a piece about bipolar dating
and they actually ran it, right before
my book came out. There was so
much email from that, and then the
book came out, and then there was a
lot more email from the book. So
it’s been really overwhelming.

Cooper: Can you summarize what the column said?

Cheney: It talked about my experience of meeting a
man when I was in the manic phase. I was in the gro-
cery store and I sort of picked him up.

Cooper: Was it in the vegetable section?

Cheney: (laughs) It was in the produce section, of course!
How did you know that? Squeezing things, yes. And then
by the time we had our first date, I was depressed. So he
went out with a totally different person than he had met in
the grocery store, and then of course I got manic again. It
was about my experience of just not being able to be one
person that he could see continuously.

Cooper: Have you seen United States of Tara?

Cheney: No. I’m curious how it’s going to do. 

Cooper: The theme of that show is a different mental ill-
ness, not bipolar disorder, but I was thinking of the “just
not being able to be one person” part. With shows like
that in the TV lineup, do you think it’s an indicator that
people are gaining a greater degree of comfort with the
idea of mental illness? 

Cheney: I’ve been not just surprised, but astonished by
how everyone seems to have some relationship to bipolar

disorder. There’s a six-degrees-of-separation thing
going on, a friend or a boss or a child. All the years that
I spent hiding out, I just wonder, did I really need to do
that? Because only once—when I was dating a psychol-
ogist, of all things—did I ever encounter someone in
my life who thought my bipolar disorder was too much
baggage.

Cooper: That’s sad and funny at the same time, that it
was an issue in that relationship.

Cheney: Yeah.

Cooper: Maybe it’s
like being a chef, and
then coming home and
not wanting to go in
the kitchen.

Cheney: Or just know-
ing what your role is.
When I took care of
my father, the things
that I wanted to give
him weren’t necessari-
ly the things that he
needed. I had to adjust
my idea of what was
supportive, and some-
times just be with him,
hold his hand. I

learned a lot from that experience.

Cooper: In your past relationships, were the people you
were with supportive of your situation?

Cheney: I guess I always think of life as pre-Manic and
post-Manic. Before my book there was a lot less support
than after my book, and I think that comes down to the
fact that later on, people knew what they were dealing
with. When there was a label put on it, my life became
more explicable and it was easier to deal with me. The
days that I couldn’t function or go out became under-
standable, as opposed to being a reflection on the other
people in my life in some way. It wasn’t that I didn’t
love them, it was that I was too depressed to go out, so
that became understandable.

Cooper: Give me an example of what you’re working
on right now to be stable.

Cheney: Well, I’ve had trouble with some mood
swings lately, because I have developed a condition in
my jaw that’s extremely painful. So I’ve had to be on
all sorts of different meds for that, and the meds are
not working with my other psychiatric medications.

Cooper: Do you have a device to help your jaw?

Cheney: Yeah, I have a night guard. I’m seeing a really
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good pain management specialist who works closely
with my psychopharmacologist. But some of the muscle
relaxants and other things she’s put me on have caused
really severe mood swings. So I’m having to put up
with pain, for example, as a choice. Rather than be
unstable, I put up with the pain. 

Cooper: What about creativity? Do any of the meds
reduce your writing capability?

Cheney: There are a lot of people who write to me say-
ing they don’t want to stop being manic because they’re
afraid that it will take away their creativity. I don’t agree
with that. When I was manic, I would write many, many
pages in this tiny little handwriting that I couldn’t read
afterwards, and it was rambling. I never wrote well while
manic. And I can’t write depressed. I can really only
write when I’m stable, so there’s a real incentive there. I
do notice that some of the meds make it a little harder to
be creative than others. I think that lithium, for some
people, has an impact on their creativity. It dulls them a
little bit. For me, it’s all about avoiding the two poles. If
I can avoid those, then I can write and be happy.

Cooper: You’ve mentioned that you rely on a few different
psychiatric medications for your bipolar disorder, and
now there are new medications with the jaw pain. It must
be complicated sometimes. What else is part of the mix ?

Cheney: I’m on Provigil, which is a very good drug for
me, as well as Abilify. I’m on several thyroid medica-
tions and several sleep medications. Sleep is a real issue
with me. I don’t sleep very well, I never have. My doc-
tor says it’s related to the bipolar disorder, but we’ve
never fixed it, unfortunately.

Cooper: I have problems with sleep. I have these con-
stant dreams that I have insomnia, so I wake up tired.

Cheney: (laughs) Very funny…

Cooper: Tell me what kindling is.

Cheney: I think it’s a fascinating theory about the sus-
ceptibility to stress. It’s a chicken-and-egg question
about bipolar disorder and stress. As far as I understand
kindling, it means that there is this predisposition, basi-
cally, to be hypersensitive to stress and vulnerable to it;
it’s like putting a match to kindling. I think that’s why
they call it that. It just builds and builds and then the
bipolar cycle starts to take over. 

Cooper: So kindling is the stress that causes the fire to
burn, but after a while…

Cheney: It just burns by itself.

Cooper: I know from other interviews we’ve done that
researchers feel there is a strong genetic or biological
component to bipolar disorder—so you wouldn’t

necessarily have to have stress to have an episode. But
you’re saying that stress can definitely play a role. A lot
of stress might set off a particular episode, and then
once the cycle gets going it’s harder and harder to stop. 

Cheney: I’m sure that’s true in my case. I’m so much
happier not being under all the stress of a law practice
and trying to live that lifestyle that was just simply too
much for me. I just never handled deadlines well.

Cooper: In my many years of publishing ABILITY
Magazine, we’ve had many great graphic designers
come through who’ve had mental illness, bipolar disor-
der being predominant. There have been several occa-
sions when it’s harder for them to show up, but when the
work gets in—it’s brilliant.

Cheney: There you go. You asked me at the beginning
of our interview, why do I think nobody ever noticed
my illness? It’s because the work would be that good.
It’s interesting, since my book came out, people I’ve
worked with in the past have been contacting me, and
there’s always this interesting little dialogue we have
about, “Did you know that I was bipolar?” What I get
back is, “We knew there was something going on with
you, but your work was so good, we could never tell.
You just always seemed to get the flu.”

Cooper: How do you feel about the fact that, looking
from the outside, there is some humor in some of the
events you describe in Manic?

Cheney: A lot of people tell me that my book has a dark
humor to it, which is the best compliment that anybody
could give me. They don’t want to say it’s funny,
because you’re not supposed to laugh when you’re talk-
ing about suicide, about depression. But it does get to a
point of absurdity. You have to laugh.

In my readings, when I’m reciting a particularly dark
passage that has a little twist of humor in it, you hear the
twitters in the audience, and then people look around,
not sure if they should laugh or not. I love it. If you can
get them to laugh, you know you’ve nailed it.

Cooper: What’s it like emotionally when you get up to
read this personal material in front of an audience of
strangers?

Cheney: I really like the readings, and I love the ques-
tion-and-answer period afterwards. It’s really hard for
people to ask questions sometimes, but once they start,
it’s like kindling. It really becomes this wonderful com-
munity feeling. I just love that.

terricheney.com
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Istand on the pier in Kailua Kona, Hawaii, watching
the canoe crews come in from practice to beach their
outriggers in the approaching twilight. Sweaty pad-

dlers rinse off in the outdoor shower and head home for
supper carrying their personal paddles of cedar or
poplar. I am fortunate to live in a water paradise on an
island in the Pacific archipelago. I have witnessed the
influence of mana, the oceans healing power for the
body and for the renewing of the spirit. For those who
move slowly on land, ocean sports allow travel through
space with an ease and speed that is exhilarating.

Unfortunately, the restorative waters are not readily
accessible to all. The sandy beaches and lava rock
shores are hardly wheelchair friendly. There are no grab
bars on the beach.

But obstacles are there to be challenged. This story is
about the efforts of a small town to challenge accessibil-
ity to the ocean. Two storytellers describe their personal
journeys: Rosemary, an amputee, enjoys riding the
waves with the Surf Lessons team and Eric, though par-
alyzed from a stroke, is first on the water on a monthly
canoe outing.

Being part of a paddling crew is of great interest to Eric
Heddenberg whom you will find on the King Kame-
hameha Hotel beach on the last Sunday of each month.
“I used to be an active athlete and professional pianist.
Things are different since my stroke in 2005. Physical
therapy demands much of my time.” Eric paddles with
his functional right arm, but believes the extension and
pull action help strengthen his affected left arm. Some
rehabilitation specialists think it is possible that the
repetitive motion of paddling can restore unused or
damaged neural pathways.

According to Eric, the best part of paddling is his ritual
dunking, the salty baptism he requests at the end of each
run. Second best is the sharing of free lunch with the rest
of the wet and sandy paddlers, volunteers and families.

I visited Eric in his adapted studio apartment on the
grounds of his family’s home. Special equipment,

design modifications and a male caregiver support his
daily efforts at recovery. “My home therapy is slow and
often discouraging but my goal is to leave this leg brace
and wheelchair within a year.” Eric claims, “I had lost
the memory of the experience of walking, but it is com-
ing alive again.”

When Eric joins others for his monthly canoe workout
he is part of a program started in 2007 named Kala-
maku, a ministry of Mokuaikaua Church. Kalamaku
uses the outrigger canoe as an instrument for building
strength and recovery of the whole person. The outings
are an adventure for the soul who is too often discour-
aged from trying the unknown.

Two men have made the water a friendlier option to Eric
and others with limitations: Brian Boshard and Mesepa
Tanoai. Mesepa, of Samoan heritage, knows how being
one with the water can change the spirit. “After high
school I was an accomplished all-sports athlete, but
unfortunately I found drink, a mean-spirited companion
that ballooned me to 245 pounds and sent my life on a
downward spiral. Canoeing brought me new friends, a
new purpose and a healthy 190-pound frame.” As part
of the Kalamaku team, Mesepa organizes canoe seating,
fits life jackets and transfers Eric and others from
wheelchairs to canoes. He acts as steersman for the one-
mile adventure out in Kailua Bay.

Mesepa’s partner is Brian Boshard, a Hawaiian pastor at
Mokuaikuaua Church. Brian is no stranger to pain, but
sports-related injuries, bone spurs and arthritis barely
slow him down. “I relate to people by their name, not
their disability label. My reward is the smiles, laughter
and requests for one more turn at the paddles.”

Brian empowers people to do their personal best, to go
beyond the fear, beyond the public exposure of braces
or orthotics, beyond the sight of their imperfect bodies
in contrast to society’s obsession with six-pack abs and
movie star beauty.

Kalamaku’s goal is not competition, but confidence
building. Requirements? The open water and the
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motivation to push the body one more inch, one more
stroke. For every passenger with a limitation there is an
able-bodied paddler for instruction and encouragement.
The bowman sets the brisk pace by calling “hut” every
15 strokes, the command to switch paddling sides.
There is little fear of capsizing (huli) as the canoes are
outfitted with outrigger extensions for stability. The
more daring paddlers actually instigate an unexpected
huli just for the thrill and a good story for the supper
table that night

The good story Eric takes home is not about spotting
dolphins, manta rays (or even sharks), but about being
able to compete in life—to make the critical transition
from wheelchair to water, from being an observer to
being a participant.

Two miles south of King Kamehameha Beach in Kona
village is the popular snorkel and surf beach, Kahalulu.
On May 28, 2008 a gathering of 191 people with dis-
abilities, caregivers, family and volunteers celebrated a
unique occasion, Surf Day. Seventy six people discard-
ed braces, walkers or wheelchairs to ride the waves.
Some had only admired the ocean from a distance but
were now surfing, sitting or prone, with ride-along life-
guards for extra stability. Muscled volunteers carried the
surfers over the sand on a plastic carpet (a Mobi mat) to
the waiting boards—twelve were in action that day. This
was my first surfing experience, and I was caught by the
adrenaline rush as my board hurled me forward on the
crest of a wave.

In the 1900’s Olympic gold medalist Duke Kahanamoku
and other Hawaiian athletes rode their heavy 20-foot long
boards into a new era of surfing for pleasure, notoriety and
competition. Today wave riders use buoyant lightweight
boards of fiberglass and epoxy, just the right ingredients
for those not favored with strong, perfect bodies.

Rosemary Ekert once raced her then-perfect body in
competitions across lava fields and in 60-mile relays.
“After three years in Okinawa as an Army medic, I
returned to Hawaii to work as an X-ray technician. But
life has a way of interrupting dreams.” Double by-pass
surgery was necessary in her 40’s, followed by small
cell lung cancer that carried a solemn prognosis—only a
few months to live.

“A humorous side effect of my illness was short-term
memory loss. I couldn’t remember the doctor’s predic-
tion of imminent death, so I carried on as if I had a full
life ahead of me.”

Another life interruption occurred at age 54 when
Rosemary’s left leg was amputated and she was fitted
with an artificial limb. The perfect body was ravaged
by surgery, radiation and chemotherapy, but her spirit
endured. A bronze tan and spiky hair of many colors
completes the picture of this feisty woman of determi-
nation and abundant optimism. “Quitting is not an

option. All things are possible,” says Rosemary. “You
are only as handicapped as you choose to be. My
biggest challenge is removing my artificial leg in front
of onlookers at the beach, a public acknowledgment of
my disability.” She still struggles to keep a positive
attitude and needs to carefully monitor her artificial leg
so that it does not create skin infection. “I want to go
beyond what I did with two legs,” Rosemary vows.
Watch for the blond one-legged surfer coming in on a
swell in the twilight hours at Kahalulu Beach. All
things are possible.

The man who makes adaptive surfing possible is Rick
Green. A former Merchant Marine and fishing boat
Captain, Green runs the family business Hawaii Life-
guard Surf Instructors. Surf Lessons is their semiannual
service to the disabled community. Green promises,
“The feeling of riding an ocean wave will last a life-
time. The Beach Boys music of the 1970’s may have
changed, but surfing is still a vital part of Hawaiian
life.” The tradition includes the island protocol of
blowing a conch shell, chanting, and a blessing by a
local elder. “We treasure the hospitality (ohana) of
shared local dishes of teriyaki chicken, sticky white
rice and poke (raw fish) that closes out the day.”

Green’s partner is Keahiolani Robbins. “Just getting in
the ocean is a big hurdle for many,” Keahi says. His
younger brother was paralyzed as the result of a bicycle
accident at age 16. “I see disabled people sitting on the
beach just watching, not involved. My personal motiva-
tion is to change that picture, to transform watchers into
surfers.” Keahi and Rick have compassionate hearts as
they serve the less able rather than the profit margin.

Keahi explains how Internet technology provides
important safety information for surfers and paddlers.
Computer data can predict water conditions by tracking
tides, currents and wind. Information from ocean buoys
identifies the direction and strength of waves. “Only
the daring go out in dangerous water,” warns Keahi,
“because the sea can have no mercy.”

Like outrigger canoeing, surfing builds physical
strength, sets new challenges and summons undiscov-
ered courage. Eric and Rosemary agree that endorphins
released during surfing and paddling leave them feeling
strong and elated. This encourages one more turn at
Pilates, the incentive to walk one block farther than the
day before, or indulge in one less macadamia nut cook-
ie. They concur that water draws them closer to the
earth and soaks their soul with salt water. “It’s not just
exercise or sport, but is life giving.” 

As the sun sets over the Pacific horizon, Brian, Mesepa,
Rick and Keahi wait on the shore to help the Rosemarys
and Erics move from wheels to water.

by Jean M Hartley

fulllifehawaii.org

http://www.fulllifehawaii.org
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A C R O S S
1 Obama’s pick for Assistant Secretary for Disability

Employment Policy (2 words)
10 See red quality
11 The Laura who played the limping Dr Kerry Weaver

in ER
12 Monaco Princess who sang a song to assist an AIDS

charity (“The Gold in our Lives”)
14 “The Caine Mutiny” author
15 Implied
17 New Haven locale
18 Great national leader who showed what one man

could do in changing intolerance and injustice
23 By way of
24 Mark of disgrace, often unfairly assigned
25 Desk top symbol
27 “We’re in this love together” singer, Jarreau
29 Napkin’s place
31 Famous doctor in film
32 What all great religious thinkers have tried to do (2

words)
35 Another word for spirit
36 Mena locale
38 Gulf sultanate
40 TV personality who improved the lives of people

with disabilities and ran her own TV show, first name
42 Song collection
45 Sixth sense, for short
46 The creator of Habitat for Humanity (2 words)
48 Doctor’s charge
49 Kojac, e.g.
50 Cancer survivor and big Tour de France first name
51 President who hid his disability

D O W N
1“Dancing with the Stars” star who formed the “Always
Dream” foundation, ____ Yamaguchi
2 Refusing to give up- quality of all great reformers
3 Referendum choice
4 Partner
5 2009 movie last name
6 US medical research branch, abbr.
7 Geologic time period
8 Buddhist branch
9 Kolan McConiughey is a top bowling competitor in

these events (2 words)
13 Egyptian king
16 Top golfer has arranged this concert for charity ____

jam
19 Basketball’s destination
20 Reno locale
21 Domingo, e.g.
22 Pop singer and charter member for Kids with a

Cause (2 words)
26 ___-do attitude
28 Intimate
30 Comedy Central satirist who donated his birthday to

charity, Stephen ____
32 Good times
33 Colonnade tree
34 Damage
37 Bigger, in a way
39 Children’s Hospital supporter and actress and

model, Hope ___
41 Helped
43 Land of the brave and free
44 Deal with
47 Called the shots
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http://www.goredforwomen.org
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E v e n t s & C o n f e r e n c e s

http://www.liferollson.org
http://www.thenadd.org
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E v e n t s & C o n f e r e n c e s

http://www.mymschallenge.com
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http://www.challengedathletes.org
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E v e n t s & C o n f e r e n c e s

http://www.abilitiesexpo.com
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http://www.spinalcordcongress.org
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http://www.nbiadisorders.org


http://www.atia.org/events


http://www.relayforlife.org


http://www.newworkforceconference.org


http://www.thomaschappellMD.com
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http://www.abilitymagazine.com
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http://www.travelers.com/diversity



