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Hey God, it’s me, your old friend, remember? The 
one who was cool and cocky, until you made me 

humble by putting me in the hospital with chest pains. 
The one who thought I could do whatever I wanted in 
life without consequences, until you sent that oncoming 
car my way. 

I might not even have believed that you exist, except I 
made it through my teenage years in one piece, and 
without being thrown in prison. 

Still, I’ve got some tough questions for you: 

Why do we kill people we love? Why do we kill people 
we don’t even know? Wouldn’t it be a better world if we 

just “took care” of a few people within our inner circle 
who really annoy us, such as in-laws or that moody, 
drug-addicted relative who always ruins Thanksgiving 
dinner? You know, just the troublemakers? 

Tell me, Almighty, why are there so many religions? I 
believe that people fight over faith because they think 
their beliefs are the only true religion. God, won’t you 
just fly over all the cities of the world and yell down, 
“Believe in me or I’ll stomp you into the ground with 
my big-ass sandal?” Then, everyone will be scared and 
believe in you, and, who knows, might even obey you. 

It could happen. 

ABILITY 6 
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This brings me to another point: Why did you have to 
fence us in with rules? Don’t you want us to be happy? I 
mean, why can’t you covet your neighbor’s wife—espe-
cially if she’s hot? You were the one who made her hot. 
Okay… I can hear you coming in loud and clear: 

Would you like someone to covet your wife? 

Wait, I’ve been asking the questions around here, and if 
you don’t mind—I’ve still got a few more to go. So any
way, how bad could it really be if you just let us run 
crazy and do whatever we wanted? 

Look around. 

Okay, good point. 

God, they say praying is supposed to be helpful, but I’m 
still up in the air on that one. Maybe the types of things 
I ask for would be considered miracles, and I know you 
don’t just hand those out like Burger King coupons. For 
instance, Nicole Richie is a celebrity? Tell me that’s not 
a miracle. If you can give her that, maybe you can give 
me a few small things, like a cool car. God, you’re my 
bestest friend in the world, you could pull a Hyundai out 
of your hat. FYI, I prefer the hybrid. Come on, who’s 
even going to know you intervened? Help me out here. 

Tell me again why you want us in relationships? I know 
it’s supposed to teach us a deeper love or to keep us 
from going astray, especially with the neighbor’s wife. 
But relationships are a constant tug-of-war. One partner 
never wants to do what the other wants to do. Couldn’t 
you have made half the population the kind of people 
who always do what everyone tells them to do—with no 
attitude? Then the rest of us could date or marry these 
meek cats and live happily ever after, as we watch them 
take out the garbage and pay the bills. No, you had to go 
and give everyone self-esteem. 

And another thing: Some people are lucky as hell. Me, 
Lord, I couldn’t hit a bull in the rump with a snow 
shovel. I couldn’t buy luck—even if I had money, 
which I don’t—because I’m unlucky. Can’t you just 
throw a brother a bone, once? Like, when I’m sleeping, 
you put a slip of paper under my pillow with the win
ning lotto numbers. Some good stock picks? The Ken
tucky Derby winner? I’ll take whatever you got. I’ll be 
good with the money. I’ll buy a ham and cheese sand
wich for a bum, I promise. I know you don’t believe 
me. I guess you know my record against temptation and 
selfishness. But don’t give up on me, God. Some day, 
I’ll get you one win. 

So tell me more about temptation…What’s that all 
about? You don’t want us to do certain things so You 
tempt us. Is that really fair, God? Wait, why are You 
laughing? You think it’s easy being human? It’s not, 
because everything that’s fun is a sin. You gave us the 
Sabbath, a day of rest. How about a new day in the 

week called the Ravage—a day once a week when we 
have your permission to go hog wild and break the 
rules. This would certainly alleviate a lot of the guilt. 
Smoking, drinking, sex, dessert, gambling, maybe a lit
tle shoplifting... Come on, give us some leeway.  

Another thing: Why do we always want more than we 
have? I know it has to do with greed, jealousy and envy, 
but I didn’t ask for those traits—You gave them to me. 
You should have made it where the pleasure of a yo-yo 
and a talking parrot were enough to get me through the 
day. But without all this new crap they have out here— 
cell phones, Blackberrys, Ipods—you’re virtually a 
nobody. Sure, I know I should be thankful for what I 
have, but how can I think of how much better off I am, 
when The Joneses just got the iPhone? 

Hey God, something else is bothering me. We recently 
had a family friend die of cancer—a mother with three 
boys. What was your thinking on that one? I realize 
people have to die, but come on, surely You had other 
candidates: Child molesters, murderers and, of course, 
the in-laws… to name a few. Might have been an oppor
tunity to take out some of the garbage. 

God, a lot people wonder what heaven is like. I’m sure 
it’s 15 times better than my best day on earth. (That 
would be Christmas Day 1969, when I got a Big 
Wheel.) But what do you do up there for an eternity? 
Even if you get to hang out with your favorite person 
from history, say Benjamin Franklin, after 40 or 50 
years, he’s probably going to get on your nerves. “Yeah, 
yeah, Ben, so you tied a key to a kite and got shocked. 
You’ve told me that story 130 times already! I’m gonna 
go talk to Socrates.” 

Sure, it gets boring down here, but at least there’s televi
sion to kill the time. Please tell me you have big-screen 
TV up there, because I couldn’t fathom an eternity with
out The Simpsons. 

Finally, why do we live only to die? I sincerely hope 
you have a purpose in mind because I gotta tell you, this 
life hasn’t been all candy and roses. For one thing, we 
have to work most of the time. What’s up with that? I 
thought you got all your anger at us out during that great 
flood. I guess what I’m saying is, Can’t you float me a 
couple million ‘til I get to heaven, because the working 
thing is not working for me. 

So, come on God, you can tell me. Did you intend for 
life to be one big joke? What did you say, God? What 
was that? 

Wait ‘til you hear the punchline! 

by Jeff Charlebois 

“Ham on a Roll” 
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Dear Readers, 

Actually, I’m not the editor of this magazine. I’m just a 
lowly columnist gently coerced by the people who 
write my check, aka the editors, to do some of the grunt 
work. Apparently they are just too busy globe-trotting 
to be bothered with reader-friendly letters like this. 
They’re out interviewing the Ty Penningtons of the 
world and fomenting much-needed change through 
ABILITY House, ABILITY Jobs and a 100 other tenta
cles of this burgeoning enterprise. Call me the designat
ed editor letter-writer. 

I’m really just here to announce another addition to the 
ABILITY family of services. It’s called the ABILITY 
Speakers Bureau. I know what you’re asking. Does the 
world really need another speakers bureau? The answer 
is, “Yes, it does.” The motto of the ABILITY Speakers 
Bureau (the ASB) is “Started Because You Kept Ask
ing.” Which you did, repeatedly. It’s only natural that 
people would read our magazine, see some of the nota
bles on the cover, and say, “Boy, that Ed Begley or that 
Teri Garr or that Bill Clinton has a lot to say on the 
subject of disability rights and opportunities. I wonder 
if they can get him or her to speak at our next annual 
eat-and-greet for dirt cheap?” 

Well, Bill Clinton gets a minimum of $150,000 a 
speech, demands you fly in six assistants and say some
thing nice about his wife, so no, we can’t cut a deal for 
you. Our small roster of speakers doesn’t include any 
ex-Presidents—yet—but it does include contributors 
and associates of this magazine who can brighten up 
any gathering and bring you a perspective on disabili
ties that you’ve never encountered. Each one of these 
people has a story to tell, as well as wisdom gleaned 
from the only teacher who doesn’t give make-up tests: 
Reality. 

Ricky James, for instance, was a rising motocross star 
at 16, when a fellow racer crashed into him during a 
Texas race, pitching James headlong into an embank
ment. When he came out he was a T 6/7 paralytic, 
immobile from the chest down. That was only a couple 
of years ago. Now he is back on a modified bike with 
the intention to be the first paralytic to race in the 

Super Bowl of off-road racing, the Baja 500. He is also 
a roving ambassador for the Life Rolls On Foundation. 
In his own words, he was ready, almost from the day he 
learned his fate, “to push the limits of being in a wheel
chair and spread awareness of spinal cord injury by 
doing crazy stuff!” 

Want Ricky to drop by and show how a 19-year-old 
confronted with a crushing disability learns to break 
through it and keep going? He might even show you a 
few dirt-bike tricks. And you don’t have to mention 
Hillary Clinton once. 

Now if you want a speaker with less hair on his head, 
who has never been close to a dirt bike and can’t even 
do wheelies in his living room, then you might be inter
ested in me. I’ve been paralyzed for 11 years, wrote the 
book (i)The Best Seat In The House(i) about it and, like 
Ricky, still have some crazy stuff to do, perhaps at your 
next big event. My own penchant these days is not to 
race motocross, but to travel the world and help shatter 
silly stereotypes about the ability of the disabled. I also 
intend to shed a little light on how the able-bodied 
world can better interact with the disabled. I call it 
“Crippled Do’s and Don’t’s.” 

Our roster will continue to grow, but we consider the 
ASB a boutique operation. There are other fine outfits 
that specialize in speakers with disabilities, like Damon 
Brooks Associates (www.damonbrooks.com), if you 
want to sample a larger selection. Our speakers are, in a 
way, an extension of our magazine, and its wide-angle 
focus on health, wellness, diversity and human poten
tial. Many of the people behind the scenes just happen 
to be disabled. 

The ABILITY Speakers Bureau literally started 
because you kept asking. If you’re interested in know
ing more, please go to www.abilityspeakersbureau.com 
or call—operators are standing by. Or maybe one of the 
editors will pick up. 

Allen Rucker 
ABILITY Magazine Columnist Extraordinaire 

Do you have an interesting story from your life? 
Do you know someone who has made an impact in your 
community? Do you have topics you would like to see in 

ABILITY Magazine? Get involved! 

editorial@abilitymagazine.com 
Subject: Getting Involved 
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When Mary, 26, requested time off to 
attend a doctor’s appointment to address 

complications with her brain-tumor treatment, 
her employer terminated her. 

When Melanie, 37, asked for such accommodations as 
turning down the heat in the office as she dealt with lung-
cancer symptoms, she was fired for being “difficult.” 

When Robert, who’d enjoyed a successful career before 
being diagnosed with colon cancer at 57, returned to 
work after surgery, he was fired the next day. 

There are thousands of people like Mary, Melanie and 
Robert who are willing and able to work, yet are discrim
inated against because of a health condition. These inci
dents are exactly the kind of blatant, workplace discrimi
nation that the Americans with Disabilities Act (ADA) 
was intended to stop, and yet many in their situation have 
not been protected by the 17-year-old law. This has 
resulted in devastating consequences for people who are 
not only battling cancer, but also struggling to stay afloat 
financially. They are in no condition to look for a new 
job, and thus face the loss of health insurance, medical 
care and the roof over their heads. Some are forced to file 
for personal bankruptcy along the way. 

That’s horribly unfair given that more and more people 
would prefer to remain at work during cancer treatment, 
and return to work afterwards. In the last six years, the 
Cancer Legal Resource Center, a joint project of the Dis
ability Rights Legal Center and Loyola Law School, has 
received over 1,000 calls from people who were fired 
after disclosing to their employers that they had cancer. 
That number doesn’t include the thousands of workers 
who called in concerned about the discrimination they 
might face if they exercised their right to take time off to 
undergo treatment, or who were already experiencing 
health-related discrimination on the job. 

Founded in 1997, the Cancer Legal Resource Center has 
assisted more than 75,000 people in all 50 states, includ
ing those with the disease, their families, their service 
providers and their employers. Recently, nearly 400 peo
ple called for legal assistance in just one month. 

In the U.S., there are over 50 million people with disabili
ties and 11 million people with cancer. The reason many 
of these people are not covered under the Americans with 
Disabilities Act of 1990 (ADA) is due to the way the 

(Some names have been changed to protect the privacy of 
the individuals) 

courts have interpreted the law. Intended to give people 
with disabilities a chance to be treated fairly in society at 
large, as well as within the workplace, the power of the 
ADA to protect people with cancer, diabetes, epilepsy 
and other chronic conditions has been seriously compro
mised by several Supreme Court decisions. 

As a result, individuals are not provided any form of 
redress, even when they are told explicitly that they are 
being terminated because of their disease. This is because 
courts look at a person in their “mitigated” state, which 
means they don’t consider whether the person is blind 
without glasses, but whether he or she can see with glass
es. So the law generally does not protect those who use 
medication or assistive devices, such as insulin or glass
es, to compensate for their condition. 

With new advances in medicine, a person with cancer 
who is undergoing chemotherapy treatments may take 
medication that reduces the potential negative side 
effects of the treatment. If the medication works well, 
then the person with cancer may not rise to the level of 
disability established by the Supreme Court. Yet people 
with cancer still face discrimination because of myths, 
fears, ignorance or stereotypes. 

Some in Congress are trying to fix this flaw by passing 
the ADA Restoration Act to protect workers like Robert, 
Mary and Melanie. Last July, House Majority Leader 
Steny Hoyer, Representative James Sensenbrenner and 
Senators Tom Harkin and Arlen Specter introduced the 
ADA Restoration Act of 2007 to bolster the law so that it 
is effective and fulfills its original intent. 

This legislation would also protect the most vulnerable 
people with disabilities from blatant discrimination in 
employment. That would mean people with cancer, epilep
sy, depression, diabetes and other chronic disabilities. 

The ADA Restoration Act would prevent discrimination 
against anyone “on the basis of disability,” instead of just 
preventing discrimination “against an individual with a 
disability.” In the workplace, it would restore the right to 
be judged solely on one’s qualifications for the job, 
which would lift the ADA to where it was originally 
intended to be—to the level of other civil rights laws. 

by Paula Pearlman and Joanna Morales 

Joanna Morales is the Director of the Cancer Legal Resource Center at 
the Disability Rights Legal Center, and Paula Pearlman is the Deputy 
Director of the Disability Rights Legal Center. 

www.disabilityrightslegalcenter.org 
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GIVING EVERY CHILD A CHANCE 

Dear ABILITY Magazine Readers, 

My passion for working on behalf of people with dis
abilities stems from an experience very early in my pro
fessional career when I worked for the Children’s 
Defense Fund. Back then, I was asked to go door to 
door in New Bedford, MA, to help identify the source of 
a troubling discrepancy—many children living in the 
community were not enrolled in school. 

Knocking on doors, I found children who weren’t in 
school because of physical disabilities such as blindness 
and deafness. One afternoon, on the small back porch of 
her family’s home, I met a girl in a wheelchair who told 
me how much she wanted to go to school. She believed 
she couldn’t go because she couldn’t walk. It was an 
experience I’ll never forget: Children with a strong 
desire to learn and grow, but who were invisible in their 
own communities, their potential untapped. 

We submitted the results of our door-to-door survey to 
Congress. Two years later, at the urging of the Chil-
dren’s Defense Fund and other advocates, Congress 
passed the Education for All Handicapped Children Act, 
mandating that children with physical, emotional, and 
learning disabilities be educated in the public school 
system. Today, that law is known as the Individuals with 
Disabilities in Education Act or IDEA. 

What I learned through that experience and so many 
others since is simple: Every person deserves the oppor
tunity to reach his or her full potential, and we all have a 
role to play in making that possible. As parents, teach
ers, caretakers, sons, daughters, public officials and pri
vate citizens, it is incumbent upon all of us to help build 
a society that rewards and values the contributions of 
each of its members. My work in New Bedford cement

ed my belief that it takes a village to raise a child, and I 
have only become more convinced of that over the 
years. 

That is at the heart of my efforts in the Senate. I have 
worked hard to improve IDEA and to fight for full fund
ing so that schools have the resources they need to help 
teach students with special needs. I supported efforts to 
recruit new special education teachers and to better pre
pare general education teachers to work with children 
who have special needs. I fought to improve access to 
instructional materials, such as books in Braille, with 
large text, and in other formats. I fought to increase 
funding for the vocational rehabilitation program and to 
stop efforts to undercut this valuable resource for indi
viduals with disabilities who are trying to overcome bar
riers to employment. 

I co-sponsored the Community Choice Act, which will 
provide individuals with disabilities with greater access 
to home-and community-based services. For those liv
ing with severe disabilities and the elderly, access to 
home-based care can mean the difference between liv
ing independently and being forced into an institution. I 
also fought to phase out the waiting period for individu
als with disabilities to become eligible for Medicare, 
and pass my Lifespan Respite Care Act, which 
approved almost $300 million in grants to increase the 
ability of respite care for family caregivers. 

As President, I will restore the kind of leadership that 
understands and welcomes the contributions of individ
uals with disabilities, and supports policies that helps all 
Americans achieve their dreams. I will work to pass the 
ADA Restoration Act, which would restore the promise 
of the ADA by reversing several Supreme Court deci
sions that have narrowed the scope of that landmark 
civil rights legislation. I will implement a bold agenda 
to expand economic opportunities for all individuals 
with disabilities. 

Today, Americans with disabilities have half the 
employment rate and double the poverty rate of individ
uals who do not have disabilities. Even individuals with 
disabilities who graduated from college work at only 
two-thirds the rate of others. That’s wrong, and it should 
be a call to action. That is why I have proposed that we 
provide more technical assistance for employers, double 
funding for loans that help individuals afford the tools 
to help them do their jobs, and create a $1,000 tax credit 
for workers with disabilities, who often face additional 
costs that amount to an unfair tax. And that’s why I was 
proud to pass through the Senate a provision to allow 
individuals to discharge their student loans if they 
become disabled for more than five years. 

I would also continue the efforts begun in the Clinton 
Administration to reduce disincentives to work. People 
with disabilities can lose their Social Security Disability 
Insurance, Supplemental Security Income, Medicare, 

10 ABILITY 
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ABILITY Magazine, outreaches to volunteers with disabilities to help build accessible 
corporations, founda

please contact us for more information. 

info@abilityawareness.org 

The ABILITY House program, working with Habitat for Humanity, ABILITY Awareness and 

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

www.abilityawareness.org 

and Medicaid benefits when they work even a little. 
That is why we enacted the Ticket to Work and Work 
Incentives Improvement Act. But there is more to be 
done; as President, I will ensure that the federal govern
ment sets the bar high with a goal of hiring 100,000 
qualified employees with disabilities over five years. 

When I think about all we can achieve, I reflect on the 
people I have met who have inspired me, and instilled in 
me the importance of action on behalf of Americans 
with disabilities. I think of that girl in New Bedford who 
longed to go to school but felt her wheelchair was not a 
tool to help her, but a limit to her potential. I think of 
parents I have met across our country who have become 
not only caretakers, but advocates on behalf of a son or 
daughter with autism spectrum disorder, a physical dis
ability or a learning disorder. 

I believe we can provide greater opportunities to help 
every American living with a disability to achieve their 
dreams. In 35 years of public service, that is what I have 
fought for, and that is what I will continue to fight for in 
the future. 

Sincerely, 

Senator Hillary Rodham Clinton 

www.clinton.senate.gov 
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I’m quite sure that most of you are recycling your 
paper. (The rest of you, get with the program!) Now 
it’s time to close the loop. This is a vital step in the 

lifecycle process, as there must be significant consumer 
demand for recycled products for paper companies to 
even offer them. Makes sense, right? 

Now for the confusing part: Making sense of the myste
rious acronyms that tell you what kind of recycling a 
product has been through. The cryptic symbols are 
enough to make even the most affectionate treehugger 
say “fuhgeddabbouttit!” But, never fear, the acronyms 
aren’t as perplexing as they might seem. 

First up, there’s post-consumer content (PCC), which 
refers to used material collected through household, 
office and drop-off recycling programs. This is different 
than “recycled” paper, which is made from pre-con-
sumer content, such as paper trimmings from the paper 
mill, as well as printer and printed materials that never 
reach the consumer. (FYI, PCC is also known as post-
consumer waste or PCW.) 

That pre-consumer content is peachy and all, but I know 
we can do better. So try shopping for paper products 
such as printer paper, facial tissues, paper towels, etc., 
with the highest PCC percentage. Thirty percent is opti
mal. Look for packaging that displays the chasing 
arrows within a circle, which indicates that the product 
contains recycled content. (Don’t confuse it with the 
chasing arrows, which simply indicate that a product is 
recyclable.) Check to see if there’s a percentage— 
preferably high—that indicates the amount of recycled 
material in the product. 

The price will be a bit higher, but you can reduce costs 
by buying in bulk from online retailers such as Amazon 
or eBay. Keep in mind that, by purchasing paper prod
ucts with a high PCC, you are not only closing the life-
cycle loop, but you are sending a message that will 
encourage manufacturers to continue to reclaim and use 
recycle materials. Believe me, if there’s money to be 
made, they’ll make it! Ahh, Corporate America—it 
loves green, too! 

In order to make paper white, paper fibers are bleached 
(yuck!), even though chlorine-free paper quality is opti
mal. The green alternative, Processed Chlorine Free 
(PCF) paper, has not been subjected to a boatload of 
nasty chemicals. It uses no chlorine or chlorine deriva
tives, thereby eliminating toxic by-products associated 
with chlorine, such as dioxins. Also, the more 
unbleached paper purchased, the fewer toxins end up 
polluting our water, so everyone wins! 
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The Forest Stewardship Council (FSC) is an internation
al organization that promotes the protection of the 
world’s forests. One of the ways it achieves this is 
through its certification program. Besides vouching for 
responsible forest management, FSC also offers custody 
certificates, which provide a guarantee that careful steps 
were taken from the forest to the consumer, including 
the processing, manufacturing and distribution phases. 
When you buy only paper products with the FSC label, 
you contribute to the preservation of our forests. 

Like many folks, I made my New Year’s resolutions 
several months back. Now, in an attempt to account 

for my actions, or lack thereof, I thought it appropriate to 
see where I’m at this fall, as well as where I’m going... 

RESOLUTION 1: Purchase more locally grown pro
duce and work my way toward eating foods grown 
within 100 miles (a.k.a., “the 100-mile diet”). 

I’m actually doing pretty well on this one. My Sunday 
morning trips to the local farmers’ market have actually 
become a bit of an addiction! If you’re not shopping at 
your area’s farmers’ market, you’re missing out on 
superb fruits and veggies. In addition, my little organic 
garden is bearing fruit, and I’m up to my eyeballs in 
tomatoes. My only major failure has been bananas. Not 
a whole lot of banana farmers live in Southern Califor
nia, so I’m rationalizing this by buying organic. All in 
all, I give myself a solid 9 in this area. 

RESOLUTION 2: Replace one major appliance with a 
more energy-efficient model by the end of ‘07. 

Sadly, I’m only getting a 1 in this department. Sure, I’ve 
window-shopped, but plunking down a few grand for 
the washer and dryer of my dreams is a bit more of a 
budget-buster than I realized. Thankfully, there are a 
few months before ‘08 comes a knockin’. Maybe some 
extra greenbacks will roll my way. 

RESOLUTION 3: Get power strips for the kitchen 
appliances and TV, etc., and remember to shut ‘em off 
when not in use! 

Check! It’s amazing how much electricity we’ve saved. 
I’m actually doing darn well at remembering to shut 
them off. I’ll give myself an 8 in this department. 

RESOLUTION 4: Replace outdoor garden lighting 
with solar-powered lighting. 

Ding! Solar lights work great, although I admit the 
quality of the light is a bit dimmer. We’ve gotten used 
to it, and I feel much better about my previous low 
scores now. 

MY SORTA RESOLUTION 5: Clean up and get rid 
of all my crap. 

Um, can we go back and recap my some of the success
es above? 

As I pack my bags for a week of camp with 150-ish 
stinky kiddos baking underneath the Southern Cali

fornia sun, I’m thinking: Man, I hate it when I stink. At 
the same time, I don’t relish the idea of slathering my 
tender underarms with icky chemicals. Oddly enough 
(and contrary to popular belief), sweat is odorless. It’s 
that nasty bacteria that gathers on the skin and breaks 
down the sweat that causes the big smell-o-rama. 

Antiperspirants contain aluminum, which has generated 
greater debate than an inside pitch at my daughter’s 
softball game. Aluminum has been linked to both cancer 
and Alzheimer’s disease. Women who shave and then 
immediately apply antiperspirant are especially at risk, 
according to a 2004 study at the University of Reading 
in the U.K. Subsequent studies have indicated the pres
ence of parabens in antiperspirants. Parabens are syn
thetic preservatives found in many personal-care prod
ucts, which have been linked to various cancers. 

Deodorants, on the other hand, neutralize smells and 
provide antiseptic action against bacteria. So, why not 
try a natural deodorant? Whether or not the links 
between aluminum and disease are legit, it seems to me 
that anytime you replace a chemical cosmetic with a 
natural one, you’re better off. 

There are abundant deodorant choices out there, and 
while I’m not sold on the crystal-rock solution, compa
nies such as Alba Botanica, Avalon Organics and Jason 
Natural Cosmetics offer impressive alternatives. Test 
some of them out and see what works for you. Smell 
ya later! 

by Kristen McCarthy Thomas 

Kristen McCarthy Thomas is a public relations specialist with 
an integrated marketing communications company in South
ern CA. She leads the company’s Environmental and Sustain
ability Task Forces, and helps the company’s 70-plus associ
ates "green up.” 

Kristen also writes www.just2hands.blogspot.com, which we’ll 
occasionally excerpt here. She is at work on a book to help 
parents reduce their family’s environmental footprint through 
inexpensive (if not money-saving), easy-to-understand steps, 
as well as to pass the torch of environmentalism to the next 
generation, not only by action, but through example. 
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Just about the time that this arrives in your mailbox, 
the Los Angeles-based Media Access Awards will 
be presenting its silver anniversary show. At the 

annual event, trophies are handed out for outstanding 
performances by actors with disabilities, or for TV and 
film work that portrays the disability community pow
erfully and accurately. 

What? You’ve never heard of the Media Access Awards? 
You’ve heard of the Oscars, the Emmys, the Golden 
Globes, the People’s Choice Awards, the Latin Gram
mys, the NAACP Image Awards, the GLAAD Media 
Awards and the Razzies (Golden Raspberrys), but the 
MAA’s don’t ring a bell? Twenty-five years and you’ve 
never seen one gushy backstage story about them on 
Entertainment Tonight? 

Therein lies a huge problem about the visibility of 
those with disabilities, not just in Hollywood, but in 
life. In fact, America, Hollywood and real life have a 
lot in common. Why do you think all of those people 
are lined up to get on American Idol or The Biggest 
Loser? Because, in this country, if you’re not on TV, 
you may not exist. Or, conversely, if you are on TV, 
your life has meaning and your friends will have some
thing to say at your funeral. “Bill was a wonderful 
bowler. Who can ever forget the time he didn’t win a 
dime on Wheel of Fortune? He was sure Mr. Big Head 
after that. He often said that high-fiving Pat Sajak was 
his proudest moment…” 

Well, if media acknowledgment is the way that you 
gauge your worth as a human being, then the disabled 
are screwed. They—or should I say we—are barely a 
blip on the big, flat screen of American reality. We are 
invisible. In gross media terms, we don’t exist. Hell, 

guys with three wives get more love on TV than the dis
ability community, and though we can all admire, if not 
envy, a man with that kind of erectile function, there cer
tainly aren’t 50-plus million of them to draw upon for 
story material. Who knows if there are even 50, and yet 
they’ve got their own show on HBO. 

Hard, cold statistics underscore how few fictional char
acters with disabilities actually show up in American TV 
and film. Among the people in Hollywood who care, 
these pathetic stats are scripture by now. The Screen 
Actors Guild (SAG) commissioned a study in 2004 to 
see exactly how many characters with disabilities 
popped up on any screen in that year. The indefensible 
bottom line: less that one-half of one percent (.005) of all 
speaking characters in American film and TV were dis
abled. In other words, roughly one-sixth of the American 
public is portrayed .006th of the time. 

These are not the high-profile celebrities such as Michael 
J. Fox, who has Parkinson’s or Teri Garr, who has MS. 
These are fictional characters, made up by writers and 
producers who have a lot of leeway to make up whatever 
they want. Why don’t they make up more characters 
with disabilities? Most likely because it doesn’t cross 
their minds, and because the people that they might pat
tern these characters after are—you got it—invisible! 

It’s probably not a grand conspiracy of bigotry and crip
hating at work here. It’s more likely a conspiracy of lazi
ness and force of habit. Even for those creators who 
think to include a character with a disability in their soap 
opera or buddy movie, it’s a big damn deal. It’s a lot like 
what writing in an African-American next-door neighbor 
must have been like in the 50’s—a bold, courageous 
statement to the world that you cared. 
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Almost every time a central character is disabled in a 
major film or TV show, it gets a big award. Rain Man. 
Born on the Fourth of July. My Left Foot. All well-
deserved, of course, but the story’s focus on the 
impaired and damaged certainly didn’t hurt, if only for 
the novelty factor. 

The disability community is so invisible in Hollywood, 
I’ve come to discover, that it doesn’t even count among 
the people who feel left out of the system aka the diver
sity crowd. Last May, at a press conference, the Writers 
Guild presented the Hollywood Writers Report, its latest 
survey of who gets all the writing jobs in Hollywood. I 
was there, along with my writer friend, Ronnie Konner, 
waiting to hear how writers like us have been criminally 
ignored and marginalized, so I could spend the rest of the 
day pumped with righteous indignation. Unfortunately, I 
never got the chance to get my juices flowing because, in 
an exhaustive rundown of 50 pages of findings, writers 
with disabilities were never mentioned. Not once! 

Over-40 writers, women writers, black writers, Hispanic 
writers, Asian writers, gay and lesbian writers—they 
were all present and accounted for, and had been since 
the first such report seven or eight years ago. But only in 
2007, at the end of this press conference, did they 
announce that—next year—writers with disabilities will 
be added to this underrepresented universe. Next year, it 
seems, 18 years after the Americans with Disabilities 
Act, we will finally make it to the starting line. 

Why are things this way? Hell if I know. It probably has 
something to do with long lingering superstitions about 

the vitality and reliability of the disability community. Or 
maybe because Hollywood is essentially a high school 
for grown-ups where friends hire friends, and the posse 
of actors and writers with disabilities has yet to be admit
ted into the clique. Or maybe it’s because most Holly
wood product is fluffy, fantasy crap, made for teenagers 
and adult teenagers to escape into a Paris Hilton wet 
dream, and who wants some guy with a prosthetic leg, 
let’s say, hobbling through their wet dream? 

It’s depressing, actually, but as Tony Soprano would say, 
“Hey, whadda ya gonna do?” In the grand Hollywood 
entrepreneurial tradition, you just keep pitching ideas, 
schmoozing with power brokers, and searching for a 
small crack in the monolith. Or maybe the more than 50 
million disabled Americans will rise up spontaneously, 
storm Fox Studios, 
kidnap Bill O’Reilly 
(just for kicks), and 
demand that for every 
five characters in a 
movie or TV show, at 
least one of them must 
be disabled. Also no 
one in the room can 
call that character a 
hero or a victim. 

Hey, dream on, 
brother. 

by Allen Rucker 
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THE ALLIANCE FOR TECHNOLOGY ACCESS


“The tools of technology are fabulously flexible. The 
possibilities are limited only by our imaginations. The 
challenge is to use our powers of creativity to maximize 
the potential of the tools now and in the years ahead, as 
our needs change and as technology transforms the 
ways in which we connect with our environment and the 
people in it.” 

—Jackie Brand 

The Alliance for Technology Access (ATA) is a 
national network of community-based resource 
centers, developers, vendors, and associates 

dedicated to providing information and support ser
vices to children and adults with disabilities. ATA 
helps to increase their use of standard, assistive and 
information technologies. The organization began when 
the availability of personal computers ignited a con
sumer technology revolution. Nationwide, parents of 
children with disabilities began to be curious about how 
technology might assist their children. 

Shoshana Brand was one of those children. Her visual 
impairment meant she couldn’t read books or see the 
print on the blackboard. She didn’t have the fine motor 
capacity to write. The story goes that the inventor of 
one of the first expanded keyboards, a Unicorn, handed 
one to Shoshana’s dad saying, “Let me know if you get 
it to work.” 

To see if Shoshana had the concept of cause and effect, 
they programmed her computer with four pictures: a 
cat, a dog, a pig and a cow. She could touch a dog, for 
instance, and get a barking sound back that let her 
know what she had touched. The number of options 
could be increased and changed as she learned. At one 
point she had words on blocks of the keyboard allow
ing her to create sentences. Her first letter was to her 
grandmother, asking her to quit smoking. Shoshana 
sent her 50 copies. 

None of this would have happened if Steve and Jackie 
Brand were not aggressive networkers, bringing togeth
er other parents, therapists, inventors, developers, adults 
with disabilities, along with educators. Experience with 
the earliest computer-based assistive-technology move
ment meant that they were the experts even though they 
only knew a little. In 1983, Jackie wanted to learn more 
and to share this knowledge more widely. She organized 
a series of meetings that led to the creation of the Dis
abled Children’s Computer Group (DCCG), which grew 
up to become the Center for Accessible Technology, 
serving the San Francisco Bay Area. 

Parents from around the country began to contact 
Jackie, who had set up shop in a classroom donated by 
the Richmond School District. She was carting her 

daughter’s Apple II+ down to the classroom every day 
to share information and start-up software with other 
parents and teachers. 

When Apple opened its office of Special Education and 
Rehabilitation Services and hired Alan Brightman, 
founder of its Worldwide Disability Solutions Group, 
the dye was cast. Brightman had heard about DCCG, 
dropped in on some of their open-house events, and then 
brought Apple into a nonprofit corporate partnership 
that would result in a national movement and millions 
of people benefitting from technology. 

In 1986, Jackie went on the road for a year, speaking to 
groups and individuals, looking for a core set of mem
bers to start the Alliance for Technology Access. Creat
ing networks and group linkages in the pre-World Wide 
Web days was done through email and telephone. The 
Alliance was one of the very first groups in the world to 
have a listserv for the express purpose of creating a vir
tual community to share experiences and expertise. 

Jackie served as executive director of the ATA until 
1996. She has received numerous honors for her pio
neering work in the field of assistive technology advo
cacy. She is a popular spokesperson on the power of 
technology and is well-known by people with disabili
ties through her appearances at conferences, in video
tapes for Apple and IBM, and in the groundbreaking 
PBS documentary, Freedom Machines. 

For daughter, Shoshana, having a tool that replaced her 
pencil allowed her to participate in her public school 
education, while having access to voice synthesis where 
she could listen, as well as tap a world of resources. 

Like so many other young students with disabilities in 
the early to mid-1980’s, Shoshana was among the first 
students to bring a computer into the classroom. This 
allowed her to demonstrate her capacity to learn and, 
because computers weren’t prevalent or easy for every
one, made her a star in her mainstream classroom. 
Though the tools were basic—a large-print talking word 
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processor known as Key Talk, an Echo speech synthe
sizer and a Unicorn board—they were extraordinary for 
the time. 

Through her school years, Shoshana and her parents 
benefited greatly from using technology. Educational 
software was a patient and non-judgmental teacher 
allowing her lots of practice. A spell-checker, an online 
dictionary, the ability to edit, outline and keep records 
all came in handy, as Shoshana completed her education 
at a local community college. 

When Shoshana turned 22 and was ready to move on 
with the next phase of her life, there weren’t many 
options. Transition planning for young adults with 
disabilities was in a nascent state. So, again, the fami
ly was forced by necessity to create a program that 
would allow her to live in the community with appro
priate supports. 

Today, Shoshana is in her 30’s and uses a sophisticated 
computer system with a screen-reading program (JAWS 
by Freedom Scientific) and a highly adaptable keyboard 
(IntelliKeys by IntelliTools). She uses her laptop in 
many of the same ways that everyone else does: to look 
up information, keep a budget, make phone calls and 
communicate with friends, family and associates. She 
also uses the Internet to run a small business: Blue Rose 
Videos With a Voice. It’s a unique video-rental service 
designed for people with visual impairments, and cur
rently stocks 200 commercial video titles with narra
tives that describe what other people can see on the 
screen, such as costumes, facial expressions and actions. 

By 1998, some of the most effective computer-based 
strategies had been developed, including computers that 
could speak text aloud, adapted keyboards and ‘mice,’ 
single-switch access and even voice input. Since then, 
the software has become more powerful and less expen
sive, and some of the hardware has been replaced by 
software. 

When the ATA started, much of assistive technology was 
an add-on from a third-party vendor. Today, a great deal 
of standard technology has built-in assistive features or 
is designed to work more easily with specialized assis
tive technology, such as a screen reader for the blind. 

Shoshana’s current keyboard evolved from her original 
Unicorn keyboard, but it no longer requires an interface 
card to work. It is also a great deal easier to program 
and set up for someone with a visual, cognitive or 
physical disability. 

Today, in addition to 40 assistive-technology centers 
across the county, ATA has developed a close partner
ship with CTCNet to provide training and resources for 
their network of over 1000 community-technology cen
ters to better serve the more than 20 percent of their 
community that has some form of disability. 

With a major grant from the AT&T Foundation, the two 
organizations developed a program called Connections 
for All, which provides training and a self-assessment 
tool for community-based tech centers to help them bet
ter serve people with disabilities. The program also pro
vides funding to organizations nationwide to purchase 
assistive and accessible technology. 

The ATA will celebrate 20 years of heroes, leaders and 
partnerships that have moved assistive technology for
ward on March 14, 2008, in conjunction with the 
CSUN Technology and Persons with Disabilities Con
ference in Los Angeles. 

Much has changed over the last two decades—the pas
sage of the landmark civil rights bill, the Americans 
with Disabilities Act and the creation of the World 
Wide Web. 

What hasn’t changed is that information about comput-
er-based assistive technology isn’t as readily accessible 
as you might think. With more sources of information, 
the challenge is how to find the right information for 
individuals and families. For the most part, teachers, 
doctors, senior centers, local community technology 
centers, adult education classes and occupational thera
pists do not know about these tools, nor feel comfort
able in guiding consumers to them. 

Federal legislation should help change this. The Assis
tive Technology Act provides funds to each state to pro
vide AT information and services to those who need 
them. In California, the department of rehabilitation 
contracts with the ATA to coordinate the AT Network 
that provides information, training and technical assis
tance. The department also contracts with Cal State 
Northridge’s Center on Disabilities to operate the Cali
fornia Assistive Technology Exchange, funding equip
ment loan centers throughout the state. Most states have 
been experimenting with systems to offer such loans. 

The job of the ATA will not be done until assistive tech
nology is readily available in schools, homes, and com
munity settings, so that people with disabilities can use 
technology in any way they need it. 

by Lisa Wahl 

Alliance for Technology Access www.ataccess.org 

California AT Network www.atnet.org 

Family Center on Technology and Disability at www.fctd.info 

Freedom Machines at www.freedommachines.com 

Association of Assistive Technology Act Programs www.ataporg.org 

Blue Rose Videos With a Voice www.bluerosevideos.com 
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Recently, the Amputee Coalition of America (ACA) held its seventh annual sum
mer youth camp in Warm Springs, GA, where 60 children with limb loss and 
limb differences between 10 and 16, enjoyed four days of swimming, fishing, 

dancing, nature walks and horseback riding. Of course there was singing around the 
campfire and a chance to make ooey-gooey s’mores under the stars 

Eighty percent of the youth who attended the camp were flown in from 26 different 
states. “Our mission is to serve people with limb loss and limb differences,” says Vicki 
Foster, the outreach & communications manager. “We saw a need to offer a national 
camp, not just one for kids who lived in the area,” she added. The children are chaper
oned by more than a dozen camp counselors as well as an “awesome” group of volun
teers, who include professional bowlers, professional golfers and even Paralympics 
swimmers. 

While many of the activities are just for fun, the camp directors try to sneak in a few 
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good-for-you sessions that improve the children’s every
day lives. So they stir in a dash of information on nutri
tion, which is a huge issue for all kids, but especially 
those who wear prosthetics, says Foster. Counselors also 
hold informal discussions for the kids to talk about self-
esteem, education, careers and dating. 

ACA estimates that there are 70,000 individuals under 
18 living with limb loss in the United States. To accom
modate a growing number of campers, the facilities will 
relocate for the 2008 season. 

“We’ll move to Atlanta or Cincinnati,” says Foster. 
“Both of those cities have camp-site areas that can 
accommodate over 200 children, and we’re very excited 
about the opportunity to expand.” 

Bryn Byers, a happy camper two summers in a row, 
returned this year as a junior counselor It was just in 
2007 that.ACA added its junior counselor program for 
17 year olds who have attended camp in the past, and 
who have exhibited strong leadership qualities. Bryn, 
who is now 17, is amont the first wave. She says, “I’ve 
made a lot of friends that I’ve kept in touch with, and I 
was excited to see everyone again.” 

Girls from ACA Summer Youth Campp 

In 2003, Bryn was involved in a 4-wheeling accident in 
her hometown Polo, IL, when she collided with her 
brother. Ironically, neither knew the other was on the 
road, and as they approached an intersection, neither of 
them stopped. Bryn was struck from the side and 
injured. Her brother, Brix, was unharmed. 

Bryn fractured a heel, which became so badly infected 
that she nearly died. She endured numerous surgeries, 

Young men play quad rugby at ACA Summer Youth Camp. 
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and spent a good amount of time in a hyperbaric oxygen 
unit to try to stimulate healing. After 10 doctors’ 
weighed in, the consensus was that the best option was 
to have her leg amputated below the knee. “I was 13 
years old,” Bryn says. 

She finds that aside from the vast array of sports, activi
ties and all-around fun ACA camp offers, it is a place of 
comfort. “You feel right a home,” Bryn explains. “You 
don’t have to worry about your appearance because peo
ple aren’t judging you and looking at your leg or what 
you look like. Everybody understands. Before camp, I 
didn’t even know I could wear flip-flops, but they 
taught me how.” 

In the four years since the operation, Bryn has changed 
a lot. “I don’t take things for granted anymore, because I 
thought I couldn’t survive and I did,” she says. “When I 
go to camp, I can relate to other kids and counselors 
because they’ve been though similar situations. It 
inspires me to make the most of my life.” 

ACA camp applicants must be between the ages of 10 
and 16, and must write an essay about why they would 
like to attend. There is also a $500 fee, which includes 
travel expenses. Foster encourages young people who 
are interested to keep a close eye on the ACA webpage 
calendar. When 2008 camp dates are available, they will 
be posted for youth to apply. Although ACA may not be 

able to accommodate everyone who applies in a given 
year, those who can’t come out one summer are put on a 
waiting list for the next. 

by Sonnie Gutierrez 

The camp is seeking volunteers. If you’re interested in becoming one , 
call the Youth Activities Program at 1-888-267-5669 or send an email to 
yapinfo@amputee-coalition.org 

www.amputee-coalition.org 
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While other kids climb ropes and lad
ders at the park, Garrett picks up a 
palm frond and flicks it back and 

forth in his twitchy fingers. While other kids 
bond and make up imaginary games, my 12-year-

old son lowers his head and paces the length of 
the playground. 

“What are you doing?” I ask him. 

“I don't know,” he says. “I have to move.”   

So we take Garrett, who is autistic, on hikes up and 
down hilly trails. Each Tuesday evening his mom and 
I, and his two sisters, run with him at the track. 
Intense exercise is critical for our son, because when 
he doesn’t get it, his self-stimulating behavior, such 
as hand flapping, increases. Also, he is slower to 
process and respond to the things he hears, and his 
speech becomes incoherent. 
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We adopted our son, then four, along with his half-sister, Gillian, six at the time, 
through the foster-care system.  Our biological daughter, Alessandra, was born 
four months later.  

“Garrett is an adorable little boy with a page-boy haircut,” read the information 
folder that the county provided my wife and me as we considered making him a 
part of our family. The packet described Garrett, who had been diagnosed at three 
years old, as “a fair-skinned boy who is believed to be of Caucasian and Latino 
ethnicity, with straight fine hair and deep brown eyes.”  

Those big brown eyes. People notice them right away, as well as his long, almost 
effeminate eyelashes. Then they notice Garrett’s atypical behavior. When he’s ner
vous or finds his environment too stimulating, he will bow his head, focus his 
gaze upon some piece of paper or trash that he’s picked up, and flap his hands like 
a crazed drummer. 

Then there’s the jibber-jabber—his incoherent random chattering to no one in par
ticular. At times, it’s as if he’s speaking his own language, and the more we ques
tion him, the more remote and jumbled his words become. So we gently remind 
him that talking is something we do with other people, and at times he gets it, 
communicating with crystal clarity. 

Garrett finds it confusing and unnerving when something pulls him out of his rou
tine. But we treat him like any other kid, and encourage him to try different things. 
We insist on taking him places that he’s never been before. 

Of course, this means more work for Mom and Dad, given that it can be difficult 
for us to keep Garrett on task or to ease his fears. He has difficulty focusing and 
concentrating. So, to keep him on task, we must constantly repeat instructions and 
model appropriate behavior, which can be quite trying. 

We knew about this going in. The adoption report gave us the heads up about our 
son’s behavior in a nutshell. “Garrett has abnormal social and communication 
skills, and a variety of atypical behaviors that are characteristic of autistic spec
trum disorder,” the report said. The California county where we live warned us 
about his “absolute requirement for sameness in his routines and environment.” 

It makes my wife, Lydia, and I wonder if Garrett’s birth mother’s history of drug 
and alcohol abuse may have contributed to his condition. A drug screen performed 
at his birth did come back positive for amphetamines. Of course, we’ve been told 
the cause of autism remains a mystery, but the question lingers in our minds. 

Initially, we pondered long and hard about how challenging it would be to ease 
Garrett’s transition into our family. But if you were to meet him, you would imme
diately know why we fell in love with him, and brought him home on Father’s 
Day seven years ago. Contrary to the image of an isolated, autistic child, Garrett 
has the ability to interact with adults and children alike. He demonstrates a quiet 
intelligence, which belies his developmental delays. He likes to laugh. He enjoys 
video games and reading. He goes in for trains and Spider-Man in a big way. And, 
now, he likes to run. For little did Garrett know at the time that he was being 
adopted into a family of runners. 

Lydia and I are avid trail runners. We also enjoy the occasional road race or ultra-
marathon for the challenge and fitness benefits. Running is a lifetime activity that 
we want to share with our children. In fact, my wife first met Garrett when he was 
a student in one of her adapted physical education classes. During the years he’s 
been our son, my wife and I have continued to keep him active. For the fifth 
straight year, he has run the local Fourth of July 5K with me. When he was 6 and 
7, we mostly walked. This year he ran the majority of the course, walking only 
through water stations. His time: 34 minutes. 
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His is a running style 
almost akin to skip
ping. As he moves, 

his head bobs 
from side to 

side. His 
cheeks flush 
and the tip of 
his tongue 
stays glued 
to the outer 
edge of his 
upper lip. 
His hands 
draw close 
to his chest, 
and his skin
ny legs beat 

to no particular
The author with children Garrett 

rhythm.and Alessandra. 

Although it is an awk
ward style, for the brief 

duration of his run, Garrett 
seems to leave the world of autism 

behind. The fuel-injected hand flapping becomes tiny 
arms pumping back and forth, his gaze is directed out
ward and ahead, instead of down. The big brown eyes 

get even bigger, as if 
taking everything in. 

At the finish 
line, Garrett

Garrett Gardner finishing a race. 
reenters his 
mysterious 
reality.  It’s 
a world that 
I imagine to 
be some
thing like a 
dream, with 

disassociated 
riffs here, and 

a tenuous con
nection there. 

That’s where his 
mother and I 

come in. We’re 
like the Dream 

Police, using physi
cal activity and other 

techniques and tools to 
help him make connec

tions to this world, and 
keep him focused on daily 

routines. 

Researchers have long specu
lated that autistic children need 

physical activity to help them 

focus or concentrate on tasks at hand, as well as to help 
them manage the frustration with sensory difficulties. 
This certainly seems to be the case with Garrett. He is 
noticeably calmer and more focused after a run. 

When Garrett first became a Gardner, he had difficulty 
following basic directions for physical tasks. Coloring 
with a crayon was difficult, as was writing the letters of 
his name. But he’s made a great deal of progress. Now, 
he showers by himself and brushes his teeth. He still 
has trouble cutting pancakes or stringing a belt through 
the loops of his pants, but dresses himself with only a 
little help in clothes selection from Mom and Dad. It 
pleases us to no end that Garrett is near grade level 
with his reading. 

His report card confirms his progress. “Garrett has made 
amazing improvements this year and has demonstrated 
exceptional growth in all subject areas,” his teacher 
wrote recently. “His reading comprehension has 
improved. His printing has become much more legible. 
Socially, Garrett has made many friends in the class and 
has become quite a star.”  

At the recent Father’s Day softball game at his school, 
my son shined in his ability to take direction in throwing 
and catching a baseball. During the game he made a 
throw in the outfield and hit the ball off the tee twice. 
He scored two ‘home runs’ he says. 

After his latest finish at a local kids’ one-mile, cross-
country run, Garrett displayed his medal at “show and 
tell.” He ran the course that day as only he can: He 
mixed in some skipping. He mixed in some walking. 
And he added to that a whole lot of smiling. Even 
though this time he ran “only” a mile, I’m quite sure 
that some day he will run a half marathon. 

Certainly running hasn’t been the sole factor in my 
son’s recent social, physical and academic progress. 
He’s had excellent therapists and teachers. My wife and 
I continue to set high standards for Garrett inside and 
outside the classroom. Prescribed medications help as 
well. But there is no doubt in my mind that running 
plays a key therapeutic role. Running has made Garrett 
physically stronger, while calming him so he can focus. 
He will always be autistic, but more and more it is his 
ability that is defining him, as opposed to his disability. 

Because of his flapping hands, my wife and I often joke 
that our son could be a drummer when he grows up. 
Drummer? Runner? Runner? Drummer? Hey, maybe 
he’ll do it all. 

by Renne Gardner 

Renne Gardner is a long-time runner and writer. 
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Kimberly Olson nearly puked. She looked down 
one more time with that sweaty feeling and tight 
throat that comes minutes before becoming sick. 

Just hold on to the rope and sit down. That’s all she 
could hear because everyone at the bottom of the wall 
was saying it over and over. But what if she smashed 
her face? What if she couldn’t get down easy? What if 
she slipped? 

“Like with anything, the first time is the hardest,” 
Olson said, describing the initial time she scaled a wall 
in her attempt to rock climb back in February 2006. 
“But once you get beyond that, you’re like, ‘Whoa, that 
was a fun ride.’” 

That ride has transformed into a passion for Olson, who 
was diagnosed with osteomyelitis at age 20. The infec
tion of her bone and bone marrow reduced blood flow in 
her right leg, and it had to be amputated. 

“I was in denial for 13 years because I was bound and 
determined to prove to everybody that there was nothing 
wrong with me, that I could do everything everybody 
else could do,” Olson said. “It’s not like I didn’t know I 
was missing a body part. I just chose not to act like I was 
missing a body part.” 

Olson was working for a prosthetic company, when she 
spoke with someone about distributing flyers promoting 
a sports competition among individuals with limb loss 
or limb difference. “Are you competing?” asked the rep
resentative from College Park Industries, a company 
that develops prosthetics. No way was Olson compet
ing. She never was an athlete. She cheered in high 
school, then quit to join the dance team. But when she 
failed to make the cut, sport disappeared from her life. 
“No, I’m not an athlete,” she told the representative. All 
she wanted to do was hand out the flyers. 

But then she read one of them and started thinking. 
Then she found a rock climbing gym near her home 
andshe signed up. 

“It sounds hokie to say, but it really has completely 
changed my life,” Olson said. “Not only do I look awe
some from training and getting into the sport, but it gave 
me confidence that I didn’t know I had. It made me 
push myself in a way that I didn’t know that I could.” 

Eric Robinson hears that a lot. 

He’s the brainchild behind the O&P Extremity Games, 
where athletes like Olson competed July 19-21 in events 
such as rock climbing, kayaking, mountain biking, 
skateboarding and water sports, just to name a few. This 
year was the second time the games have been held. 

Through Robinson’s work at College Park Industries, he 
had talked with amputees who wanted a strong product 

for such things as ankle movement. And those same 
people told him they loved the product for adventure 
sports. 

“It had dawned on us that nobody we knew had compet
ed in a Paralympic event,” Robinson said. “That’s really 
not our niche. It’s one of those things where we thought 
our product was not high-end enough to compete in a 
Paralympic event. Nobody used our product for that. All 
of a sudden we found a niche—extreme sports.” 

So the ambition began. A few sports here. A few sports 
there. Suddenly Robinson was garnering interest from 
around the country and in other parts of the globe. 

“I was searching around the Internet looking for infor
mation on amputees who were climbing, looking for 
new equipment and just trying to stay informed on the 
prosthetic world,” said Pete Davis, a congenital 
amputee of the right arm and a climber for 15 years. 
“In my search on the Internet, I came across it and 
thought, ‘Wow, that’s perfect. That’s me. I need to be 
there.’” 

Whereas Olson was a late-bloomer, Davis was a climber 
from the start. He was introduced to the wall as a fear
less 12-year-old kid at summer camp. His friends did it, 
and so did he. 

“The first time I climbed, I just went right up to it and 
climbed it,” said Davis, 27. “I didn’t know if I could do 
it or not, but it worked out. It just clicked, and I really 
picked up on it. I felt like that’s what I had been missing 
in my life, and it’s been history ever since.” 

Davis isn’t sure why, but he’s noticed the increased par
allels between extreme sports popularity and opportuni
ties for athletes with disabilities. 

“I consider my disability a gift. It’s given me all these 
cool opportunities so I’ve got to make something out of 
it,” said Davis, who ended up placing second in the 
advanced rock climbing competition at the Extremity 
Games. “We have to show the public that it’s not taboo, 
that it’s not something to be hidden away or disregarded.” 

The Extremity Games appear to be one way of getting 
that message across. 

Competition in skateboarding, hitting the waves for 
surfing against the best, climbing a wall to determine a 
winner - they aren’t exactly the sports most commonly 
associated with disability. The beauty of it? The stereo
types associated with an amputee or person with a dis
ability are shattered. 

“One of the goals was for us to defy the stereotype that 
our product had in the marketplace, that it wasn’t a 
high-end product,” Robinson said. “We said you know 
what, screw that. Look at all these people doing these 
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product can do, so it became a showcase for College 

products happened to be the majority in the competition 

ed out a little bit of a selfish scheme thing, then we real-
ized this is much bigger than we ever anticipated. The 
movement is so big and so strong that we went nonprof-
it with the Extremity Games because we felt we need to 
bring our competitors into this because the potential is 
so huge.” 

And so was the interest. 

countries. The age of the athletes varies, and many of 
them are wounded soldiers. 

surfers their own age. 

wakeboard on the lake with buddies. He can compete 
with other wakeboarders with disabilities. 

until the next snow fall in Utah to compete again— 

first place. She can head to Florida and compete in 
wakeboarding instead. 

“The big thing about the Extremity Games is that I’ve 
found something that I almost love as much as snow-

who has defied all advice given to her and has become 
an accomplished snowboarder thanks to groundbreaking 

provided online communities. “At this point, I still feel 

there and representing and showing other athletes, or 

pen when you put your mind to it. 

“I’ve been an amputee for almost 16 years now almost. 
I went nine of those years not having anything I could 
do physically with confidence. And then this just hap-
pened. Just to be able to get out there and accomplish 
something and be a part of something and kind of feel 
like I am good at something again, that has been huge. 
That has been just what I needed.” 

For Olson, the Extremity Games have been a wakeup 
call. Competing and finishing third in advanced rock 

pating in Extremity Games have introduced her to a new 
social circle that she has warmly embraced. 

more than normal. I’m trying to be like the bionic 

that I’ve taken.” 

by Josh Pate 

Extremity Games 

Paradox Sports 

Adaptive Action Sports 

College Park Industries 

wild and crazy sports. Let’s show the world what our 

Park to say, ‘Look what prosthetics can do today.’ Our 

instead of the minority or absent completely. So it start-

This year’s games showcased nearly 160 competitors, 
up from 90 last year. Athletes came from at least six 

But most of all, it’s a chance for competition. 

A 60-year-old with a disability doesn’t have to compete 
against a 27-year-old surfer. Both can now go up against 

A 20-year-old soldier back from Iraq can do more than 

And a 21-year-old snowboarder doesn’t have to wait 

something most people told her she couldn’t do in the 

boarding,” said Nicole Roundy, an above-knee amputee 

technology in prosthetics and organizations that have 

like I am just getting into it. It’s just about getting out 

people with any disability for that matter, what can hap-

climbing have given her a different take on life. Excuses 
her three kids come up with for why they can’t do their 
chores just don’t cut it anymore. Climbing and partici-

“For me, it’s gone beyond even that,” Olson said. “I’m 

woman: I’m stronger, I’m faster, I’m better than I was 
before I had my amputation. Now, if I had all my body 
parts, sure I’d be a lot better climber. But I don’t know 
that I would have ever bothered if it weren’t for the path 

www.extremitygames.com 

www.paradoxsports.org 

www.adacs.org 

www.college-park.com 

Wall Climbing in the Extremity Games 
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RUSSELL! RUSSELL! RUSSELL! 

Russell Worth could hear the roar of the crowd as 
he leaned forward and gave shove after shove to 
the tires on his wheelchair. 

He tried not to smile. After all, he was in last place. But 
he smiled anyway. 

“That was a lot of fun,” he later said of his sprint in the 
400-meter track event of the 27th Annual National Vet
erans Wheelchair Games. 

Since his first Wheelchair Games back in 1993, he has 
participated in the bowling, archery, swimming and 
table-tennis competitions. But nothing tops hearing the 
fans yell his name. 

“Track is my favorite event,” he said. “I’m totally 
exhausted when I get done. I have to put ice on my 
shoulders. But I just give it the best that I can. I go all 
out to the best of my ability to accomplish something.” 

Some might say just having the competitive desire is an 
accomplishment for Worth. Not because he uses a 
wheelchair, but because he’s 83. 

One February evening more than 15 years ago, Worth 
was making his evening commute from his job as a 
building inspector in St. Louis, MO. He was nearly 
home when he was in an accident and thrown from his 
car and down an embankment in Washington, MO. He 
landed on his back on the frozen ground and has been 
paralyzed since. 

Following his injury and a divorce from his wife, he 
moved home to Milwaukee with his son. Two years 
later, he was introduced to the Winter Sports Clinic, a 
week of games and competition in Snowmass Village, 
CO. In 1993 he signed up for the summer version of that 
event: the National Veterans Wheelchair Games, held 
this year in Milwaukee, Worth’s hometown. 

At 83, he was sure he was the oldest competitor, until he 
met Doris Merrill. 

“They called me over and introduced me to her,” Worth 
said. That’s when the real competition began. 

“How old are you?” Merrill asked. 

“I’m 83,” Worth responded. 

“Well I’m 83, too.” Merrill said. 

Turns out, Merrill’s birthday is Feb. 1, and Worth’s isn’t 
until March 6, so she had him beat by a month and five 
days. But Merrill, who hails from Pennsylvania, wasn’t 
going to gloat about her small victory. 

Merrill, who has used a wheelchair since being diag
nosed with cervical myeloscopy after a swimming acci
dent several years ago, began walking to one side before 
finally resorting to crutches. She then used wheelchairs 
on and off, before being diagnosed with multiple sclero
sis at age 57. Formerly an instructor at Oklahoma 
A&M, Merrill went on to teach at Pennsylvania State 
University at Wilkes-Barre, and in the athletic depart
ment of her old high school in Nanticoke, PA. 

In recent years, Merrill’s impressive victories in the 
Wheelchair Games have left others chasing her success. 
She began competing in 1999 in Puerto Rico. 

Recently, in her ninth competition, Merrill continued 
her impressive record of returning home with medals. 
This year she competed in the Powerchair 200 for the 
first time and won the gold. She also took gold in air 
guns, which she admits used to be her worst event. 
Additionally, she earned a silver medal in the slalom 
and one in bowling, a ranking that stung a little. 
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“Except for this year, I’ve had the highest bowling aver
age among men and women,” said Merrill, who bowls 
with a ramp. “I won’t talk about how bad I was this 
year, but I won the silver. In the past, I’ve always won 
the gold. Really and truly, I’m glad I got some silvers, 
because of people that I’ve beat in the past. I’m so 
happy to see them get the gold this time.” 

Winning recognition for a job well done is a highlight of 
the Wheelchair Games, which provide a multi-event 
sports and rehabilitation program for military vets who 
use wheelchairs. The competition is promoted as the 
largest, annual wheelchair-sports event in the world. 

“They play hard but they all share the experience of 
being vets,” said Dean Martell, co-chair of the games. 
“The competition is important, but they also look out for 
each other. They’re very open. There are no secrets.” 

The Department of Veterans Affairs and the Paralyzed 
Veterans of America sponsor the games for veterans 
who have spinal cord injuries, amputations and neuro
logical problems. 

This year’s games were held recently with 15 medal 
events and two exhibition events that were scouted by 
the U.S. Paralympic Committee for potential team 
members. There were 513 athletes who registered this 
year from all over the world. They ranged in age from 
as young as 22 on up to Merrill and Worth’s age. 

The athletes came from seven different branches of the 
military, including soldiers from Britain, Puerto Rico 
and 44 states, according to Martell. The athletes have 
served in as many as 10 different conflicts. 

“I’m sure that makes it easier for us that we’ve all been 
there and done that,” said Worth, who served in the 
Navy from 1943-1946 and is a former building inspec
tor. “Now we’re meeting a new challenge.” 

It’s also important because the Wheelchair Games pro
vide a great deal of physical and mental rehabilitation 
through sport, showing these veterans what they are still 
capable of, according to Martell. 

“Yeah, they’re getting to see the world, but most impor
tantly, the world is getting to see them,” she added, 
referring to how the games rotate cities annually. Next 
year they will be in Omaha, Neb. “It is very helpful for 
the games to travel around because it shows that these 
513 athletes are certainly skilled. No doubt people who 
compete in the games come away with confidence in 
their ability to not only compete in this arena, but also in 
other aspects of life.” 

Worth, who serves as a peer counselor in Milwaukee 
and actively promotes the Wheelchair Games, looks for
ward to competing in the event each year because it has 
changed his life. 
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“It just shed a whole new light on what you’ve got to 
look forward to and the goals you can reach,” said 
Worth. “You work harder in physical therapy and send 
the word out to the other guys. Just because you’re in a 
wheelchair doesn’t mean you’re disabled. We have a lot 
of abilities.” 

Merrill, who served in Naval intelligence from 1944
1946, said her faith and family support have helped her 
maintain a positive attitude throughout her time with 
cervical myeloscopy and MS. But she credits the game 
for expanding her social life, which blossomed when 
she started teaching again. 

“It has done more to build a bridge to the ‘walking 
world,’ as I say, because I have met so many people of 
all ages with all disabilities who have such positive atti
tudes,” Merrill said. “In all the years that I’ve participat
ed, I haven’t met anyone who’s been negative. For all of 
us, that has been our strength.” 

That strength is what keeps Worth going when his 
shoulders ache in the last stretch of his track event. “I 
get a lot of people at the VA who say I’m their inspira
tion,” he said. “I just try to keep going so I can be 
everybody’s inspiration.” 

And it’s what keeps him coming back even when he fin
ishes last as he recently did. 

That same strength has taken Merrill across the country 
to compete. It’s what has allowed her to take home multi
ple medals each year. And it’s what allows her to under
stand that sometimes it’s okay when you don’t win. 

by Joshua Pate 

www.wheelchairgames.org 

Interesting facts about the 
27th National Veterans Wheelchair Games 

Total number of athletes registered—513 
Coming from the farthest distance—Great Britain (11) 
Local participants- Milwaukee (7) 
Oldest athletes—83 years old 
Youngest athletes—22 years old 
Number of medals earned—964 

Service Branch (11 veterans served in multiple branches) 
Army 242 
Navy 111 
Marine Corps 69 
Air Force 77 
Coast Guard 9 
National Guard 5 
British 11 

Combat Service 
Afghanistan 1 
Iraq 19 
Iraq & Afghanistan 4 
Korea 14 
Gulf War 47 
Vietnam 96 
Vietnam Era 103 
WWII 5 
Other 8 

Estimates 
Number of bottles of water given out—16,232 
Number of towels used—3,000 
Number of directional signs made—860 
Number of NVWG photographers—44 

* Information courtesy of the Paralyzed Veterans of America and the 
Department of Veterans Affairs 
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The Atlantic Riding Center for the Handicapped 
(ARCH) was created 13 years ago to improve the 
lives of people with disabilities through horseback 

riding. The non-profit organization, based in Egg Harbor 
Township, NJ, features a huge indoor ring with wheel
chair access, along with an 18-stall horse barn and a 
grooming area for the animals. Both children and adults 
who have the ability to mount and sit astride the hors-
es—with or without assistance—can enjoy weekly ses
sions led by ARCH-certified instructors. In 2006, more 
than 250 people benefited from this unusual therapy. 

Recently, editor-in-chief Chet Cooper met with Sue 
Adams, executive director of the non-profit organiza
tion, and Jill Baxter, director of its extension and volun
teer services. He got the story straight from Adams, 
Baxter and the horses’ mouths. 

Chet Cooper: Tell me more about who uses your services. 

Sue Adams: We work with people from two years old 
up to senior citizens who have had strokes or are debili
tated for one reason or another. 

Jill Baxter: And sometimes people who have been in 
accidents. 

CC: How many horses do you have?

SA: We have 12 now. It fluctuates. We’re going to look 
at another horse next week, and there’s one down in 
Maryland that somebody wants to donate to us. So our 
needs will determine whether we bring them in or not, 

as well as whether they’re acceptable. They have to go 
through very rigorous training to be considered a thera
py horse. 

CC: How long has this facility been here? 

SA: Five years. Though we owned the grounds several 
years before that, our facility was housed at the farm 
next door for 13 years, until this property became avail
able. It was purchased around 1995, but it took another 
five or six years to get the money together, get the right 
mortgage and put plans in place to move operations 
here. 
We also visited different states to check out their facili
ties so that we could avoid making mistakes. We’re very 
happy with everything we have. It’s very efficient for 
the size of the property. 

CC: Tell me about the therapy you offer. 

SA: We do therapeutic horseback riding, through which 
we work on the rider’s posture, balance and concentra
tion. And we do it through instructors who are national
ly certified and know the proper techniques to use. We 
improve the whole person—body, mind and spirit. 

A number of programs also utilize hippotherapy, which 
is from hippos, the Greek word for horse. We were 
involved in hippotherapy many years ago, and we’re 
working on coming back to it. But it must be done by 
occupational, physical or recreational therapists. The 
difference between therapeutic horseback riding and 
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hippotherapy, I always say, is the difference between a 
general practitioner and a surgeon. 

A general practitioner learns about surgery during the 
course of his or her education, but a surgeon knows the 
specifics. Who would you go to if you needed an oper
ation? So it’s the same thing. Certified instructors have 
the knowledge of the muscles and the skeleton, and 
react to the horse’s movement. But the therapist manip
ulates the muscles to enhance the effect of the horse on 
the human. It’s actually considered a medical treatment. 
The therapist has to know the horse—how it moves, 
how it affects the rider’s body. Our certified instructors 
will ask clients to shift their body one way or another, 
but our therapists know how to put their fingers in a 
certain place to produce that effect, often helping a per
son to sit taller in the saddle. I think of it almost like 
chiropractic work. 

CC: Do you have any programs within the mental-
health arena? 

SB: Not right now. That would be the Equine Facilita
tive Mental Health Association. They have psycholo
gists, psychiatrists and social workers. They treat clients 
with emotional, behavioral, social, mental, physical 
and/or spiritual needs through the use of horse therapy. 
They achieve breakthroughs and solve problems in half 
the time of traditional clinical settings. 

CC: Who taught the horse how to heal people? [laughs]

SA: It’s very interesting because the horse is really at 
the forefront of these breakthroughs. I think dogs and 
cats and other animals are wonderful. But the horse is so 
large, and its movement simulates the human walk. If 
you put someone on a horse who doesn’t know how to 
walk yet, their hips start to move naturally. Their brains 
start to pattern. We’ve had cases where children who 
have ridden for as few as three months, get off their 
horse and start to walk. So it’s the movement of the 
horse that’s so extremely important in the healing and 
the changes in the riders. 

CC: What’s the history of horses and therapy? 

SA: Funny you should ask. I just did a segment on a 
local television channel where we talked about that. 
Hundreds of years ago during wartime, the only way to 
transport wounded soldiers from the field to the doctors’ 
tents was by horseback. Sometimes it would take two or 
three days. They would find that from having the 
wounded soldiers astride a horse, there was measurable 
improvement in their condition by the time they got to 
their destination. 

I always ask therapists involved in hippotherapy and 
clinical therapy, “Do you find that patients progress 
faster with horse therapy or traditional clinical 
therapy?” And the answer is always horse therapy. 
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CC: Are there any scientific studies on this? 

SA: I’m sure there are. The North American Riding for 
the Handicapped Association could tell you. But it 
makes sense if you consider the fact that when you’re 
sitting on a horse, because of the constant motion, it is 
stimulating every muscle in your body, including your 
mind. On the other hand, when you’re in a clinical set
ting, you may be on a ball that moves only your hips, or 
just one part of your body. That’s why the jockey is the 
most physically fit athlete. 

JB: A horse shifts every which way, constantly. It could 
be side to side, up and down, backwards and forwards. 
With a horse you do have some control, but it’s a thinking 
being. So, you also have to work with the horse as well. 

CC: Tell me about the Horses for Heroes program. 

SA: It’s a therapeutic horseback-riding program for 
injured and disabled war veterans. We are one of only 
about six such facilities in the country that is doing 
something with our veterans. The project is Jill’s baby. 

JB: I read about the first efforts in Virginia, and I 
thought it was a brilliant idea. We have two horses now 
that would be suitable for soldiers. 

CC: Why just two? Is it because the animals are larger? 

SA: The horse chosen for any given therapy is tied to 
the weight and height of the rider. If you have someone 
who is 300 pounds and 4 foot 2, the horse would carry 
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that person differently than somebody who’s 6 foot 4 
and 300 pounds. Every horse we have can handle 20 
percent of its weight. 

There are other considerations: You don’t want to take 
somebody who’s jittery and put them on a horse that 
moves a lot and is full of energy. You want to put them 
on a horse that’s laid-back, has a slower, shorter stride, 
and would relax them. You’d want a horse with a very 
wide base for somebody who doesn’t have balance, as 
opposed to a narrow horse that you might use for some
body who has a physical disability and might not be 
able to spread their legs so far. 

CC: So, you wouldn’t say that a horse has a big butt just 
big bones? 

SA: (laughs) We hope all our horses have muscular 
rears. 

JB: We have two Fjords that are short and stocky, and 
built to carry men and women. So, they’re good. It’s 
easy to help people if the horse is lower to the ground. 
The taller the horse, say with a draft breed, the better the 
rider has to be. 

CC: What’s a draft breed? 

SA: The kind of horse that plows a field. 

JB: In the circus, the (percheron) vaulting horses are an 
example. 

SA: The horses the Amish use are all drafts. They’re 
big-boned and well-rounded. Most of them are very tall. 
So if you have somebody who’s very unbalanced, unless 
you had a walker that was over six feet tall beside them, 
you wouldn’t put anybody unbalanced up there. The 
veteran’s group that’s coming to us in September will, 
of course, be matched to horses that suit their needs. Jill, 
are most of them in wheelchairs? 

JB: Many. Most of them are older soldiers from The 
Veterans Memorial Hospital in Vineland. I think we’ll 
have around 10 people. Some of them, due to their age 
or disability, won’t be able to ride, but they can groom 
the horses or just be around them. Even grooming is 
therapeutic: It stimulates muscles and gets people men
tally and emotionally involved. There are vets who are 
fine physically, but hurting emotionally. Time spent car
ing for a horse can help soothe the wounds. Just know
ing they can help another being can help vets feel better 
about themselves and help draw them back into society. 

SA: What’s wonderful about this program is that the 
volunteers working with the wounded soldiers will all 
be veterans themselves. A number are already trained 
and have been doing this for a long time. We support the 
notion of “No soldier left behind.” 

CC: Is your outreach mainly through word of mouth? 

SA: That’s part of it. Media coverage also helps, as do 
referrals: Many of the medical professionals in the area, 
including therapists, recommend us to their patients. 

JB: A major push for us right now is getting the word 
out about the Horses for Heroes program through our 
contacts with Memorial Hospital. We want people to 
know that we’re here if they need help. 

SA: Though there are veterans in the area, there are no 
veteran’s hospitals in our general vicinity, so we look to 
vet’s organizations such as the American Legion and the 
Veteran of Foreign Wars to help us contact people who 
might need our services. 

CC: You alluded to getting the soldiers involved in 
volunteering. 

SA: Sure. I think it’s really important. I don’t think any 
of them want to think that they’re forgotten because 
they’ve been wounded. It’s just like with our regular 
program here. We get a lot of our volunteers from our 
rider base. If their disability still allows them to volun
teer, they’re in the barn with everybody else, grooming 
the horses and getting them ready for the lessons. So it’s 
been nice. 

[Chet Cooper is introduced to some of the horses and 
proper riding techniques.] 

CC: Sometimes, when you watch a person ride a horse
in the old Westerns, you’ll see they’re as smooth as silk. 
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JB: Quarter horses are like that, like 
Roy Rogers’ Tennessee Walker. 

SA: A Tennessee Walker has no 
trot. A trot is a two-beat gait where 
diagonal legs go together, and 
that’s what causes concussion. If 
you don’t know how to go up and 
down with the rhythm, it’s very 
jarring. But Tennessee Walkers 
have a four-beat gait, which is like 
a walk. It’s a one-two-three-four, 
and they do it at a very rapid speed 
that is so smooth that you could 
drink champagne off their backs at 
about five miles an hour. 

CC: So it’s the gait of the horse 
and… 

SA: …the ability of the rider. If you’re on a horse and 
you panic, the first thing you do is press into the stir
rups. What does that do? It tells your horse to go 
faster. If you’re trying to do what we call a sit-trot to a 
trot, where it’s going one-two, one-two and there’s a 
lot of concussion, if you don’t relax and what I call 
“couch-potato,” so your body can move in rhythm, you 
start to get this pounding motion, and that’s because 
your body becomes rigid and you don’t relax to let 
your body flow with the horse. That’s what it’s all 
about. In a panicked state, if you either stand up in 
your stirrups, or go into what I call the fetal position, 
you’ll be off the horse. It’s all in what you do with 
your feet and your body. 

CC: So it’s bad to stand on the stirrups… 

SA: If you stand up in your stirrups, everything tightens 
around your horse. If you’re in a panicked state and he’s 
already going, he’s going to go faster. But if you stand 
right above your horse and you’re relaxed, then the 
horse just moves underneath you, and he’s got all the 
freedom he needs without being interfered with. 

JB: That’s what jockeys do… Here’s one of the horses 
that we were thinking of for the program, this black 
horse, Hank. He’s a Percheron-quarter-horse cross. 

SA: Quarter horses are shorter. Percherons are these 
monster-big horses. He came out to be short and stocky, 
so he’s perfect for one of our soldiers. 

CC: If that’s a quarter horse, I’d hate to see a three-
quarter horse. (laugher as a rider approaches) Is that 
part of the therapy? 

SA: Yes. This little girl has arthritis. She was in remis
sion, and then she just came out of remission. She 
started with a leader and side walkers helping her, and 
she just has this wonderful ability, so she became an 

independent rider. That’s the goal for as many of our riders 
as possible, where you don’t need a leader or side walkers. 

SA: This is O’Malley. He’s 31 and our oldest horse. 

JB: He was donated to the program and has been work
ing hard for us. 

CC: Do horses ever bite?

SA: All horses can bite and kick. We try to select horses 
that don’t. But whether they’re nipping or not, if they’re 
really good we can accommodate them by using a muz
zle. Once they get to our center, none of them are ever 
fed by hand. That’s because somebody in a wheelchair 
or somebody who’s not horse-savvy may want to touch 
the nose or around the mouth. Because these horses 
never associate food with the hand, it’s a safer environ
ment for our riders. 

CC: So they don’t bite the hand that feeds them. 

SA: (laughs) We hope not… This is our smallest horse, 
our pony. His name is Cocamocha Frappucino Fettucci
ni Alfredo. 

CC: (laughs) Who named it that? 

SA: It started with Cocamocha. Then it went to Frappu
cino. Then it went to Fettuccini Alfredo. I thought that I 
would add Tiramisu on the end. 

JB: We do need dessert. 

Atlantic Riding Center for the Handicapped 
www.arch206.org 

North American Riding for the Handicapped Association 
www.narha.org 

American Hippotherapy Association 
www.americanequestrian.com/hippotherapy.htm 
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During the Paralympic Games next fall in China, 
the best athletes with a physical disability from 
around the world will gather for 11 days of 

exhilarating competition. U.S. Paralympics, a division 
of the U.S. Olympic Committee, will mark the occa
sion by launching the Paralympic Academy Beijing, as 
well as by hosting a sports clinic at Walter Reed Army 
Medical Center. 

The Paralympic Academy Beijing program will send 35 
student athletes with physical disabilities and 15 Para
lympic coaches to the games, which will be held from 
early to mid September of next year. Participants in Par
alympic Academy Beijing will have an opportunity to 
meet U.S. Paralympic team members, attend the open
ing ceremonies and athletic competitions, while build
ing rapport with other potential competitors. 

“Less than five-percent of kids with physical disabilities 
participate in physical fitness programs,” said Charlie 
Huebner, chief of U.S. Paralympics. “The Paralympic 
Academy Beijing provides us an opportunity to recog
nize those kids with physical disabilities and programs 
that promote physical fitness and health.” 

Children and young adults from 12 to 18 years old can 
apply to attend the games by filling out a form, and 
writing a 500-word essay on What Ability Means To 
Me, as well as by including letters of recommendation. 
In the spirit of the games, the USOC and its Paralympic 
Division recently hosted a fencing clinic at the Walter 
Reed Army Medical Center in Washington, D.C. 
Olympian Rulon Gardner (wrestling), two-time 
Paralympian John Register (swimming and track & 

field) and Paralympic hopefuls 
and Walter Reed alumni James 
Stuck (sitting volleyball) and 
Melissa Stockwell (swimming) 
assisted with the clinic. They 
also offered support and words 
of appreciation to members of 
the military who were injured 
while serving in Iraq. 

About the 2008 Paralympic 
Games:Approximately 250 
U.S. athletes will represent the
U.S. Paralympic Team in 
archery, athletics, boccia, 
cycling, equestrian, fencing, 
goalball, judo, powerlifting, 
rowing, sailing, shooting, sit
ting volleyball, soccer, swim
ming, table tennis, wheelchair 
basketball, wheelchair rugby 
and wheelchair tennis. 

The U.S. Paralympic Team 
won a total of 88 medals at the 
2004 Paralympic Games in 
Athens, Greece. 
. 
For more information and an application 

to attend the games: 
www.usparalympics.org 

For additional information: 
www.usocpressbox.org 
www.beijing2008.org 
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When you stop by Walgreens to pick up a prescription or a few toiletry 
items, you don’t see what’s going on beyond the shelves, beyond the brick 
and mortar. What you don’t see is that the corporation has been busy at 

work creating distribution centers that employ impressive numbers of people with 
disabilities. Chet Cooper, ABILITY Magazine’s editor-in-chief, recently spoke with 
Walgreen’s Randy Lewis, the senior vice president of distribution and logistics, who 
detailed how his company is tapping into a new talent pool. 

CC: Whose idea was it to expand your outreach? 

RL: My son, Austin, has autism. He’s 19. He’s been in the school system since he 
was three. So he’s gone to two different schools a year for the last 16 years, which 
means 32 different Individual Education Plans (IEP) that have been developed for 
him. Every IEP is the same. You get there. You wait. You go in. You laugh. You cry. 
You come out. There’s another set of parents waiting. 

I’ve been in his classes and I’ve seen all these kids with all kinds of disabilities, 
whether it be Cerebral Palsy or mental retardation or autism—mostly cognitive 
disabilities—and I’ve noticed when these kids get out of school, they have to com
pete with a group that’s much better prepared than they are. I’ve come to the con
clusion that the disabled die a death of a thousand cuts. They probably don’t drive. 
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Transportation is limited. They probably have difficulty 
with the application forms. They don’t learn the way 
we’re used to teaching or on the timetable we tend to 
use. They may look different. On and on and on. 

So when we started building new distribution centers 
with a lot of automation, we thought: Can’t we just take 
a different approach and maybe make this easier for 
people to do this job? Then we thought, Well, let’s get 
rid of the keyboards. What made the job difficult were 
the keyboards and words. So we said, ‘Let’s go ahead 
and make our systems with pictures and let’s use touch 
screens instead of keyboards.’ 

CC: So you already knew some of the technology was 
available because of your son? 

RL: I knew some of the technology because I knew 
some of the struggles Austin had, and I happen to know 
the technology because that’s our business. From build
ing distribution centers with automation, we’ve known 
about touch screens for a long time. I’ve learned about 
the icons through working with my son. Also in retail, 
you go into any quick service chain today, and they’ve 
started using icons. Plus with all the struggles with dif
ferent languages, people think in pictures, not words. 

So we got down the road and we said, ‘How many peo
ple, let’s say, with autism could we hire?’ We said we 
were going to hire 600 people, and we just talked to 
somebody and said, ‘Well, gee whiz, nobody’s ever 
done that before.’ Without job coaches, ongoing support 
and peer support, how many typically-abled people 
would we need on the line working, side by side, for 
each person with autism? And the guess was two. So we 
said we we’re going to hire 600. So 2-to-1 means we 
can hire 200 people with a cognitive disability, and that 
was our objective from day one. 

Then we started working towards that end and went to 
our partners. When we picked a prospective city for our 
operations, we went and talked to the different partner 
agencies and said, ‘This is our objective. We’re going to 
hire 200 people with disabilities—and not just the easy 
disabilities, but people who might not have ever worked 
or who have had long-term struggles.’ And they 
believed in it. We said we were going to make it happen, 
and lo and behold, we did. 

CC: How did you find that many candidates for work
within a geographic area? 

RL: Well, first of all, we knew we were going to hire 
600 from day one. We’ve got about 300 now, and about 
40 percent of those have a disability. We’ve got autism, 
retardation, cerebral palsy and lots of physical disabili
ties. We started working with agencies such as Voca
tional Rehab and the Department of Special Needs in 
South Carolina. They put in a training center, found a 
building and staffed it, and then we put in equipment on 

which employees could train. As people started hearing 
about us, they just started showing up. We found one 
woman who had heard about the opportunity in San 
Diego, and moved across the country with her daughter. 
They both now work in that distribution center. The 
only reason I know of her is because we sent a film 
crew down there to talk to team members, and the film
maker happened to come across them in the interview. 
In some ways it’s like that line from Field of Dreams: 
Build it and they will come. 

CC: Typically, you’re going to be hiring workers within 
a certain radius so the commute is not too brutal. 

RL: We started working on the transportation issue real 
early. We went in saying, ‘OK, when we’re done, we 
want to have an example to show other businesses that 
this is a sustainable model. This is not charity.’ So we 
purposely did not do things that would make the project 
seem like charity. For instance, we did not put in our 
own transportation system. We said that’s what the com
munity is supposed to do, so we worked with the com
munity and they came up with a busing system to help 
our team members get to work. 

CC: There are companies, though, that run car pools, 
where they own their own vans and transport workers to 
and from work. 

RL: We might do car pooling with our employees, but 
traditionally we have not gone out and picked up 
employees. I don’t think we would do car pooling in 
this case, unless we could make the right business case 
for it. So far, it’s a bridge we have not crossed. 

CC: I think the business case is that people come to
work less tired. 

RL: If I extended it to that community, I’d probably 
extend it to everybody. 

CC: Oh, absolutely. You’re 100 percent right. I’m just 
saying—because I know of a company that recently 
looked into it… They decided to invest in vans and offer 
it to all employees. What they also considered was mak
ing some, if not all, of the vans accessible for individu
als who might need a lift, so to speak. They actually 
came to us and asked, ‘Is there a place we could get a 
deal on a fleet of vans?’ But they were all over the 
place. They hadn’t done their homework. 

In terms of the business model, have you been able to 
figure out whether there is a savings via your automated 
distribution systems compared to the conventional 
approach? 

RL: The building is 20 percent more efficient than any 
other building we have. We built it that way without 
regard to the work force we’d be using. 
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CC: So you have energy efficiency as well? 

RL: The greater efficiency actually comes from the 
level of automation we have. The deal about using 
people with disabilities is they can do that job as well 
as a person with typical abilities. The side benefit is 
that I think it’s a better environment because every
body treats each other a lot better. There’s more team
work. There’s an awareness of purpose. You can’t tell 
who has a disability and who does not. Maybe if you 
spend some time talking to somebody, you would, or 
maybe if you watch the way they walk for a while. 
Everybody is different. But you really can’t tell. It’s 
completely integrated. 

The word we use is ‘inclusive,’ not ‘diversity.’ Every
body talks about diversity, but in that building every
body focuses on what they can do, not what they can’t 
do. And there are more things in common than differ
ences. That’s where the focus is: on the common 
humanity. And I think it brings out the best in the typi-
cally-abled. If you talked to the typically-abled there, 
they will say that they’ve learned patience that extends 
into their home lives. They’ve gotten a new view of the 
workplace and how things should be. It is transforming 
to go there and talk to people, and people with disabili
ties are coming out of their shell, so to speak. 

I get a weekly ‘Success Stories’ note, which is my 
favorite thing to read. This week it talked about how 
people didn’t realize that the disabled have a different 
Friday night than the typically abled. Our group of man
agers usually go out for wings together on Friday nights. 

Angela Campbell, career-outreach coordinator, 

and Paul Pressley, a team member


One night they said, ‘Why don’t we bring along some of 
the folks with disabilities who couldn’t get here by 
themselves?’ Now the bus that takes those folks to their 
home sometimes drops them off at the wings place, 
because now they’re part of the social fabric of the 
building. I’ve seen people who wouldn’t look you in the 
eye or speak to you, now look you in the eye and speak 
and smile first. I also hear the typically abled saying this 
is the best place they’ve ever worked. 

Let me read you a little bit directly from our newsletter: 

“I’ve been seeing many of our former transitional, 
work-group team members at Wild Wings just having a 
blast, with some that I would never have anticipated 
blossoming into social butterflies. Upon recognizing 
this new-found social network, it prompted me to ask 
questions. It seems that the always prevalent work bond 
that most of us have experienced with those with whom 
we share our professional lives, has not been overlooked 
… as it relates to our Anderson’s Outreach initiative. 
Our outreach team members have gained this aura of 
confidence, which we have seen grow as time passes, 
and this confidence has extended across all aspects of 
their lives.” 

I get stories like that every week. And it’s gets to be 
overwhelming. It’s wonderful to see them. 
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J. Randolph Lewis
Senior Vice President 

Brett Woods, job coach, with Nicole Mercer, one of 
the team members 

Angela Campbell, career-outreach coordinator, and 
Charles Shealey, a team member 
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CC: Isn’t it, on the one hand, a little frustrating to 
think that in all these years no one’s made this happen 
before, that it took this long? Right now you’re still 
unique. This should be multiplied around the country, 
around the world? 

RL: That’s what we hope. 

CC: Any other thoughts that you would want to add?

RL: Whatever we’ve learned, we’ll be glad to pass on. 
We stand on the shoulders of the people who came 
before us, and we’re ready to have people stand on ours. 
While we haven’t figured everything out, it’s the best 
thing we’ve ever done. I mean, that’s the bottom line. 

CC: Have you looked into creating a take-it-on-the-
road, if you will, presentation of this, that you’d can 
share at different employment conferences? 

RL: If there were businesses where people wanted us to 
speak, we’d go there and speak. We will go talk to 
groups. We have a website that we’re going to expand to 
show more of the lessons learned as we built and did the 
initial hiring at Anderson. It’s called Walgreens’ Out
reach. We’re expanding it into Connecticut. After seeing 
the Anderson model, we have committed to hiring 1,000 
people with disabilities by the year 2010. We wanted a 
clear and elevating goal, so that is it. Whatever we can 
do, we’ll do to help people. It’s something we enjoy. 

CC: How many stores do you have now? 

RL: Six thousand and some. 

CC: And the distribution centers are expanding to sup
port the expansion of the stores? 

RL: That’s correct. We’ll be opening the distribution 
center in Connecticut in 2009, then we’ll build another 
one. This is the way we’re gonna build our distribution 
centers from now on. 

CC: Are you building ‘green’ as well? 

RL: Sure. We try to use solar where we can. All the land
scaping is natural, low-maintenance landscaping. We 
still consume a lot of power because of the automation. 

CC: Do you ever think about asking your vendors to
green up? 

RL: We care about it. But I’m more focused on how 
diverse they are, than how green they are. 

CC: So you’re asking them about their diversity? 

RL: Sure! There’s 100 things we ask them to do, but 
probably number one right now with our suppliers is 
diversity. 

www.walgreensoutreach.com 
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Actress Melissa George read through the script for Music Within, as she would any other project she 
was considering. But by the closing pages, she knew she had to make the film. She would play 
Christine, the love interest of activist Richard Pimentel, in a story that struck her as hauntingly 

familiar. Similar to Pimentel, her father had been injured in Vietnam, sustained a condition marked by con
stant ringing in the ears along with hearing loss. 

“It really affected his life,” George says of her father. 

The uncanny connections didn’t end there: During the shoot for Music Within, due out this fall, the Australian 
actress learned that director Steve Sawalich’s stepfather is the founder of Starkey Laboratories, maker of “the 
smallest hearing aid ever,” George says. “We would like to help your dad out,” Sawalich told her. So her father 
flew to an affiliate in Western Australia, got fitted for the hearing aids and walked solidly into the world of 
sound for the first time in decades. 

“Now I can’t hear your mother yelling at me,” her father joked. 
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George’s story is humorous with an undertow of emo
tion just like the film, which follows Pimentel as he 
becomes politicized after he and others with disabilities 
face repeated discrimination. While the smaller story is 
of his friendships with Christine and Art Honeyman, a 
college classmate with cerebral palsy, the larger tale is 
of the historic rise of the disability movement, which 
culminates in the 1992 Americans with Disabilities 
Act. Music Within won the Audience and Star Awards 
at AFI’s Film Festival in Dallas. 

“The first time I saw the film, it was very traumatic,” 
Pimentel recalls. As background, he had supplied the pro
ducers with 90 pages of notes on his life, allowed them to 
videotape him during two days of in-person interviews, 
and gave them a copy of his 1980 book Tilting At Wind
mills, a guide to employing people with disabilities. 

“It was important to be real candid, to show up warts 
and all,” Pimentel explained. A highly sought-after 
speaker, he’s fought for disability rights for upwards of 
40 years. The difficulty for him in watching the film had 
less to do with how he was portrayed, than in seeing the 
depiction of his late mother, who was emotionally and 
mentally delicate, and of his father, who died in a sud
den fall from a ladder when Pimentel was a boy. 

After the initial shock of seeing the intimate details of 
his life projected onto the big screen, he saw the film a 
second time and evaluated it as a movie. “Then I was so 
thrilled,” he said. “Everybody did such a fabulous job. 
I was especially pleased with the integrity of the script.” 
He realized then that they were using his life experiences 
as a vehicle to tell the story of the disability movement. 

Actor Ron Livingston took on the role of Pimentel, 
aware that his performance could not help but draw 
comparisons to the real man, who is something of a 
celebrity in his own realm. 

The actor and activist first met in Minnesota, where Liv
ingston flew to hear Pimentel at a speaking engagement. 
“It was kind of important to see him in action, since I 
play him speaking throughout the movie,” Livingston 
related. Watching from the audience, he found the pub
lic Pimentel to be “an engaging and friendly speaker 
who, on a dime, can turn very passionate.” 

The two men spent private time together over lunch, 
where Livingston observed Pimentel’s mannerisms 
while asking a laundry list of questions. “It was a cross 
between a student newspaper interview and a therapy 
session,” jokes Livingston, who is a graduate of Yale’s 
School of Drama. 

“I could tell he was studying me, my gestures, the way I 
say things,” Pimentel recalls. 

If it was some kind of test, Livingston, perhaps best 
known for his roles in the comedy, Office Space, and 

HBO’s Sex and the City, scored with high marks. “Ron 
really took a lot of care to portray my character with 
truth, he didn’t just imitate me.” 

Playing his free-spirited love interest Christine—a char
acter also based on a real person—George came up with 
her own set of questions for Pimentel, to help her better 
understand the person whom she believes was “the 
woman who really made it all happen, who made him 
become a bigger man.” Theirs starts off a hippy-dippy 
relationship in which Chistine is willing to make sacri
fices, while Pimentel refuses—a choice he later regrets. 

George says the film was shot in Pimentel and Honey-
man’s hometown Portland, OR, while the Vietnam 
scenes were set in the Philippines. The actress, who just 
wrapped a season of the new HBO show In Treatment 
with Gabriel Byrne, Diane Wiest and Blair Underwood, 
divides her time between homes in Los Angeles and 
Buenos Aires. She is a veteran of the long-running 
Aussie nighttime soap, Home and Away where, at only 
16, she starred opposite Guy Pierce and Heath Ledger, 
and is a former championship skater. 

For her, Music Within made her highly aware of chal
lenges people with disabilities face, particularly on a 
physical level. She finds such accommodations as 
accessible entrances and restrooms widely available in 
the U.S., Australia and England, but largely non-exis-
tent in the rest of Europe. “Still to this day,” she says, 
“they don’t seem to care.” 

Actor Michael Sheen, who drew impressive notices for 
his portrayal of Britain Prime Minister Tony Blair in 
The Queen, had to play someone who needed those 
accessible entrances and restrooms. In perhaps the most 
arduous performance in the film, he affected the man
nerisms of a person with cerebral palsy and learned to 
maneuver a wheelchair in his role as Pimentel’s best 
friend. “When I started off, I wasn’t great at using it. I 
remember causing a bit of obstruction as far as some 
persons were concerned. While some people were help
ful, others seemed to find me invisible.” The experi
ence, he says, “made me realize how inaccessible cer
tain buildings were.” 

Many of the revelations the actors came to collectively 
while making the film, however, had more to do with 
things people don’t say in those awkward moments 
when people with disabilities and people without seek 
common ground. 

“I always used to think that most of the challenges with 
people who had disabilities was the disability itself,” 
says Livingston. “What I started to figure out, doing this 
movie, was that most of the challenges stemmed from 
the fact that people without disabilities are scared of 
people who have them. Once you started teaching peo
ple not to be afraid of each other, most of the problems 
went away by themselves.” 
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The pivotal moment of the film occurs as Pimentel 
returns from Vietnam and finds that college admission 
clerks and employers are unwilling to consider a student 
or an employee with hearing loss. They seem unmoved 
by the fact that his injury occured as he served his coun
try. For a time, he hides his disability by learning to read 
lips, but then begins to notice all the people around him 
who don’t have the option of hiding their disabilities, 
and who are, as a result, being denied their civil rights 
as Americans. It stirred Pimentel to become a voice for 
people who had no one to speak for them, no one to 
point out the wrongs and cry foul. It became his mission 
to bridge the gap between the two worlds by removing 
all barriers to access. 

As a public figure, he always seemed to meet with suc
cess, but privately he had a history of wrestling with 
inner turmoil. “Because of the trauma of my youth,” he 
says, “I was very reserved. The first five years in 
school, I was diagnosed as retarded, and put in special 
education.” He hardly spoke at all. But one of his teach
ers sensed his potential as an orator and coaxed him into 
giving a speech. His first time out, he talked about hav
ing a job as a boy where he decapitated chickens for all 
the Chinese restaurants in Portland. He killed, in more 
ways than one: The speech was a hit. 

“I guess I had not spoken for so many years,” he conjec
tures, “that I had a lot to say.” His teachers told him he 
was a natural. As a 7th grader, he debated high school 
kids. But when it came time for college and he didn’t 
have money to enroll, he ended up in the Army in Viet
nam, where, following an explosion, he sustained severe 
hearing loss and a chronic clanging in his ears-called 
tinnitus—which continues to this day. (See What is Tin
nitus? page 52) 

In the frustrating cycle of seeking work and slamming 
into obstacles, he began to band together with others 
who had disabilities to create an employment-placement 
service. He documented many of his observations and 
job-hunting strategies for people with disabilities in his 
book Tilting at Windmills. Though run by another entity 
these days, the speakers’ bureau and employment-train-
ing component that grew out of it, now known simply as 
Windmills, is still going strong some 27 years later. 

Telling such an expansive story, says Livingston, was 
“biting off a lot.” He noted that the key to capturing 
someone’s whole life in two hours and making it mean
ingful and resonant requires “that it show what we can 
all learn from the experiences of this guy…and how it 
relates to the lives of anybody sitting in the audience.” 
He saw Pimentel as being rather extraordinary for how 
he answered the call of his times: 

“It’s basically the story of a guy who was carried along 
on a wave of history, and seemed to have a knack for 
turning up at some interesting moments of it, in the 
same way that Forrest Gump seemed to do. For a lot of 
us, that wave of history leaves us undisturbed.” 

Pimentel wanted a film about him to be historic as well, 
by making sure that it represented a world rarely depict
ed on screen, one in which there are more than 50 mil
lion Americans who have various disabilities. “Pretty 
much everyone you see in the movie with a disability
30 to 40 people–actually has one, unless there’s a com
pelling reason for them not to,” Pimentel reveals. 

Though he and Honeyman initially felt strongly that an 
actor with CP play the latter, actor Michael Sheen won 
the two old friends over. 
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“More actors with CP auditioned for the part than not,” 
says Pimentel, “and he played the part the best. When 
we saw Michael, my jaw dropped down to my chest 
because he reminded me so much of the real Art Honey-
man. Then Art met Michael and they hit it off. I real
ized, we’re not hiring someone to play someone with 
CP, we’re looking for someone to play a real person.” 

Sheen, who was shooting the film version of the Broad
way play, Frost/Nixon at this writing, remembers that 
both Honeyman and Pimentel were on set the day that 
he and Livingston filmed one of the more memorable 
scenes. After pushing and pulling Honeyman up a com
plicated set of stairs in a wheelchair during the pre-
ADA years, they finally make it into a restaurant, only 
to be ordered to leave because the owner claims that 
Honeyman’s uncontrolled reflex movements, natural to 
a person with CP, will be too disturbing to his other cus
tomers. It’s a hurtful scene for the audience, and a diffi
cult one to shoot when the man you’re playing is look
ing over your shoulder. 

“It was very intimidating,” Sheen recalls. “When you 
get to know Art, you get to know how discriminating he 
is, and to know he was watching me frightened me, and 
yet spurred me and inspired me… It was great getting to 
meet him and other people with various forms of CP. I 
spent time at a Cerebral Palsy center in Los Angeles. 
I had to overcome my initial ignorance about it.” 

Perhaps the greatest challenge was pulling the perfor
mance out of his body, Sheen says. “I had to get used to 
playing a man who is in a wheelchair. I had to get 
around in it and to create the external manifestations of 
a person with CP. I got a lot of tension in my body. I had 
to get a lot of massages.” 

A number of those involved point to Art’s character as 
the emotional core of the film. 

Sheen himself was attracted to the role because it was 
“so beautifully drawn,” while Pimentel says, “Art was 
the most impaired person in the movie, and he was the 
most normal.” 

“We all have physical limitations,” Livingston notes. 
“They run on a continuum. There’s not an artificial 
break where people on this side are completely unbro
ken, and people on that side are broken.” George had a 
similar experience of realizing how just thin the line can 
be: “Anything can happen to any of us. So if there’s any 
heart in this world, we have to accommodate everybody.” 

It is difficult to end a film about a person whose life is 
still being lived. As Pimentel moves forward, his contin
uing mission with partner Milt Wright and Associates is 
to extend the reach of the ADA, which has met with 
some setbacks since it was enacted by the first President 
Bush. Several Supreme Court decisions have knocked 

some of the wind out of it, so that it doesn’t have the 
power to fully protect the rights and access of the people 
for whom it was originally designed. 

“If people think you can screw on your arm and you’re 
not disabled anymore, or take a pill and it makes you 
feel better” you may still be treated unfairly, says 
Pimentel. If employers were better educated on how to 
talk to a person with a disability during an interview, it 
might improve the likelihood that the candidate would 
be hired. “If I come to an interview and I have no arms 
and I want to drive your bus, trust me, you should talk 
to me,” he says with a laugh. 

Pimentel is also eager to see people with disabilities 
become more united. 

“Before the ADA, the disability community wasn’t a 
community, it was a lot of towns connected by a free
way: The blind people didn’t get along with the wheel
chair people, the people in wheelchairs resented the 
mentally ill. But with the ADA, there was a moment in 
time that all the people came together around a common 
goal, and then they separated, never to come together 
again.” After it was passed, he says, “everyone threw 
down their swords on the battlefield and figured they 
could go home and be a farmer.” 

He thinks the biggest loss in this area is what a unified 
disability community could offer young people, whom 
he believes need a sense of history to chart the path 
ahead. However, he also notes that he has witnessed 
growth as “young people with disabilities today dream 
big. When I was a kid that wasn’t the case.” 

Pimentel was pleased to learn that actress Melissa 
George’s father also got help with his earring through 
Starkey Laboratories. Says the activist, “There have 
been advances in technology, and people who couldn’t 
get help 20 or 30 years ago, should go and be reexam
ined, because there may be help now.” 

George’s father is keen on his new hearing aids, along 
with the way he can amuse his grandkids with the noise 
they make when he turns them on and off, or just the 
conversations he can join in with his children. And he 
hopes daughter, Melissa, will keep picking movies with 
well-connected directors attached. 

“On your next movie,” he told her recently, “if the 
director has a family that makes speedboats, could you 
get me one, Love?” 

Pamela K. Johnson 

www.musicwithinthemovie.com 

(Read the story beind Music Within, page 50) 
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Music Within marks Steve Sawalich’s directoral 
debut as a feature filmmaker. He produced the 

project, along with partner Brett Donowho, who once 
served as an interpreter for the deaf. The two met four 
years ago in Dallas. Here, Sawalich talks about how he 
got the idea for the film, and stuck with it for the many 
years it took to bring it to fruition: 

I met Richard eight years ago at a conference where he 
was doing a story about disability in the workplace. He 
took the audience on a roller coaster of emotions. One 
moment they were laughing hysterically, the next they 
were crying. Richard has always lived his life by finding 
the humor in every bad situation he was dealt–for every 
cry you get a laugh—which helped him get through it. 
He was so captivating that I could picture the story in 
my head. So I introduced myself to him and said, ‘I’d 
like to make your story into a film.’ 

He was very reserved and didn’t think it was a good-
enough story. But I said, there’s a reason you talk on 
this subject, and it’s something people don’t know 
about. So we parted ways for a couple of years, but peri
odically I talked with him about making a film. Then we 
reconnected about four years ago. We sat down and 

Big picture: Ron Livingston as Richard Pimentel. Inset: The 
real Pimentel and longtime friend, Art Honeyman. Their 
friendship is at the core of the powerful film, Music Within. 

started fleshing out a story with Brett. It was quite an 
undertaking. We went out to investors who came togeth
er because of the idea. It touched a lot of people. The 
budget was less than $5 million. 

My background is in the hearing-aid community. I grew 
up in that arena, and met Richard through my stepfather, 
Bill Austin, who founded the hearing-aid company, 
Starkey Laboratories. It’s based in Minnesota with 36 
factories worldwide. I’ve worked with our Starkey 
Hearing Foundation for the past 10 years. We’re mostly 
focused on giving the gift of hearing to people who’ve 
never heard a sound. One of our main innovations is to 
put a smaller hearing aid in the ear canal, which looks 
better and allows the ear to work as an amplifier as well. 
For some children, the first thing they hear is their 
mother saying she loves them. To see that smile come 
across the face is instant gratification. Hearing recon
nects people throughout the world. 

In the past eight years, I have gone on 40 missions in 
over 25 countries, fitting children with hearing aids in 
Vietnam, South Africa and the majority of the Latin 
American countries. Some of the families walk seven 
hours, take a bus for two days and then sleep the night 
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Steven and his grandmother, Pat Manhart, fitting a child 
for a hearing aid in Africa. Face-painting not included. 

Left: Steven with a Guatemalan boy hearing for the first 
time. Right: An African child gets in on the “Action.” 

before on the steps of the building where we’re doing 
the fittings. Each year we donate thousands of free hear
ing aids to people who need them. 

We partner with schools for the deaf and government 
foundations—basically getting to people anyway we 
can, to make sure they get the proper care before and 
after. We don’t want the child to go home, have the 
hearing aid break a day later, and then they have no 
place to go. We make sure they get follow up once 
we’re gone. We put an infrastructure in place. A child’s 
ear continues to grow until they’re about 13 years old, 
so we make sure the mold stays current during the 
growing years. After they’re fitted, we find that most 
kids do better in school and in life. 

Before Music Within, the only other film I made was a 
short when I was just out of college. Back then, I was 
still trying to learn the ropes of filmmaking. I went to 
Pepperdine University in Malibu, California. I had 
thought I wanted to be an actor. But I discovered that I 
was not in love with acting, and you have to love it. So I 
started toying around with directing, and found my true 
passion. Though they had an excellent TV production 
program, Pepperdine didn’t have a film program, so I 

got together with some film professors and started 
studying film on my own during my last year there. 

In Music Within, Leslie Nielsen plays my stepfather. He 
did a good job. He’s been a good friend of the founda
tion for quite a few years. Though he’s known mostly 
for his role in comedies, he started out in drama and has 
a strong background in that. My stepfather’s role was 
more behind the scenes. He gave us an audiogram that 
showed Richard’s hearing loss by frequency, so we 
could use the mix board to give the film’s audience a 
sense of what Richard was actually hearing with the 
ringing in his ears. It was like a bucket over the head. 
The tinnitus we simulate in the film isn’t as loud as 
what Richard actually hears. One day in the editing 
room, we had it up as loud as Richard hears it, and it 
made me ill. 

Though Richard’s hearing was muffled before my step
father fitted him with the hearing aids, his friend, Art 
Honeyman, spoke with a low, gutteral timber that 
Richard could hear remarkably well. My main impetus 
in telling Richard’s story was to show how giving some
thing such as a hearing aid to one person may help that 
person change the world. 
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At the American Tinnitus Association, people ask us 
‘What is Tinnitus?’ all day long. And while it 

might seem like a simple question to tackle, our 
approach varies, depending on a number of factors, such 
as how long the caller or letter writer has had the condi
tion, what the likely cause of it was, how their doctors 
talked to them about it, or even how much sleep they’ve 
had. (No one copes well who hasn’t slept well.) What is 
the same for all who ask is that they need a really good 
answer. Here is what we say Tinnitus is: 

COMMON 
An estimated 50 million Americans experience it. The 
word tinnitus (pronounced ti-NIGHT-us or TIN-i-tus) is 
Latin in origin, and means “to tinkle or ring like a bell.” 
For most people, it’s just a brief tone (called transient 
tinnitus) heard in the quiet of night right before bed, or 
perhaps for an hour after going to a concert without 
earplugs. For 12 million of those 50 million, tinnitus is 
persistent and often troubling. 

BETTER SOME DAYS THAN OTHERS 
Rough-and-tumble tinnitus can take a holiday now and 
then, to the relief and sometimes—believe it or not—to 
the dismay of those who have a good day once in a 
while. The latter tend to think of the reprieve as a 
“tease” and are upset that the quiet doesn’t stick around. 
It sometimes helps if they remember that there are those 
who’d do almost anything for an occasional day or sin
gle moment of quiet. 

CONTINUOUS; VARIABLE 
For some people, tinnitus is a steady, unchanging noise 
every waking minute. For others, it is a sound that 
comes and goes, or a tone that changes pitch throughout 
the day. Some have tinnitus that’s “on” for three days 
and “off” for one day. The majority of people who con
tact us have constant, unvarying tinnitus. 

LOUD 
At least it seems loud. For more than 80 percent of the 
1,422 patients at the Oregon Hearing Research Center, 
the tinnitus volume was 0-9 decibels above their hearing 
threshold. That’s very quiet. But if that so-called “quiet” 
is very high pitched, it might not be masked by lower-
pitched sounds in the environment, which could make 
the tinnitus seem louder than it really is. 

A SOUND NO ONE ELSE HEARS 
In almost every case, tinnitus is a totally subjective 
noise—one that only the person who has it can hear. In 
rare cases, when the tinnitus is caused by an abnormali
ty in a vein or artery and is in rhythm with the heartbeat, 
the sound may be audible through a stethoscope placed 
on the neck or directly in the ear canal. 

A SYMPTOM 
In and of itself, tinnitus is not a disease. It is like pain— 
a signal that something has gone wrong somewhere. 

A WORRY 
Tinnitus can be very upsetting. In a way, that’s not sur
prising. Richard Salvi and Alan Lockwood’s brain-
imaging research in the late 1990s showed that in some 
subjects, tinnitus involves the limbic system—the 
brain’s emotional center. Our brains seem wired to inter
pret constant loud noise, chronic pain and vertigo, too, 
as something to be upset about. Since tinnitus is a symp
tom of something that has gone wrong and might need 
medical attention, such as an acoustic neuroma (a tumor 
on the auditory nerve), in those cases it is alerting the 
patient to a bigger problem. In most cases, however, the 
tinnitus trips that warning switch in error, and the person 
with tinnitus feels alarmed and anxious because of it. 

INTRUSIVE 
This is the kind we hear about the most, which makes 
sense to us. People who aren’t terribly troubled by their 
tinnitus generally don’t call us for help. Constant, intru
sive sound can disrupt sleep, family relationships and 
one’s ability to work and concentrate. When tinnitus is 
at this level, medical and audiological care are probably 
in order. It is also imperative that people with tinnitus 
find a way to get restful sleep. It’s an important key in 
gaining control of the condition. 

OFTEN LOUDER AFTER WAKING UP 
This is a very common experience, although 
researchers have not yet gotten to the root of it. We 
know that the brain is very active during sleep. We also 
know that the brain experiences electrical and chemical 
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changes during sleep that it doesn’t experience while 
awake. If you experience the phenomenon of temporari
ly elevated tinnitus following sleep, you are in good Special 
(although perturbed) company. 

MISUNDERSTOOD, DISMISSED Study “Go home and learn to live with it.” I cringe at these 
words. And we know they’re being said with baffling 
regularity. Our battle cry to health professionals is 
NEVER tell patients to go home and learn to live with 
it—unless you tell them how to live with it. We now 
offer an educational course for health professionals that 
we hope will turn that tide. 

NONDISCRIMINATORY 
Men get it. Women get it. Even children get it. Educa
tion levels or income levels are not predictors. Exces
sive noise exposure is the most common cause, but it 
doesn’t matter if the noise is from a rock concert, farm 
machinery or artillery fire. Noise is noise; ears are ears. 
Those whose ears are susceptible to excessive noise are 
those most likely to be hurt by it. 

RESEARCHED 
Our association dedicates half a million dollars every 
year to tinnitus research. We’re able to do this for two 
reasons: 1) ATA members donate generously to our 
research program, and 2) brilliant and energetic scien
tists all over the world dedicate their professional lives 
to the study of tinnitus. The number of tinnitus scientists 
increases every year, and the quality of research projects 
climbs proportionately. We are thrilled about this. 

MANAGEABLE 
Tinnitus is caused by many things: ear-damaging drugs, 
jaw misalignment, Meniere’s disease, head injury, a 
tumor on the auditory nerve. But the most common cul
prit is excessive noise exposure. Regardless of the 
cause, tinnitus can be relieved—sometimes on the 
spot— by sound therapy. Here’s why: A steady, low-
level, broadband sound, like that of rainfall, can reduce 
the contrast between the patient’s internal noise and the 
sometimes too-quiet external world. Sound therapies, 
commonly called masking and tinnitus-retraining thera
py, can make it less noticeable and, for a lot of people, 
less troubling. Other treatments, including medications, 
biofeedback, relaxation techniques and cognitive behav
ioral therapy, are helpful too. 

by Barbara Tabachnick Sanders 

Barbara Tabachnick Sanders is the former director of education for the 
American Tinnitus Association, and the former editor of its Tinnitus 
Today publication. 

For more information go to:

The American Tinnitus Association


www.ata.com


Tinnitus can significantly diminish the quality of life 

the inner ear can reduce and, in some cases, eliminate 
tinnitus. The purpose of ongoing research in the Depart
ment of Otolaryngology at the University of California 
at Irvine in Orange, CA, is to investigate both acoustic 
(sound) and electrical stimulation of the inner ear as 
possible treatments for tinnitus. 

In patients who understand the minimal risks and agree 

tion will be delivered to the inner ear in two ways. The 
first uses a cochlear implant (a device placed in the 
inner ear to replace hearing function). The other is using 

electrical signals will be used to evaluate the reduction 
in tinnitus perceived by the individual. Subjects will rate 
the loudness of their tinnitus before, during and after the 
electrical signal. 

For those subjects who receive acoustic stimulation, a 
series of sound files will be presented on a digital music 
player (CD or MP3). Again the subjects will rate their 
tinnitus before, during and after the stimulation. All sub
jects are tested with electrical and acoustic stimulation 
prior to entering the trial to assure that at least one of the 

didate for the trial. 

The long term goals of this research are to develop a 
device to treat tinnitus in people who can hear and to 
develop programs for cochlear implants that help treat 
tinnitus in deaf people. 

Persons with tinnitus who are interested in being evalu

Djalilian in the Department of Otolaryngology at UCI 
Medical Center in Orange, CA, (714) 456-5753. 

in some individuals and currently, there is no cure. 

It has been found, however, that electrical stimulation of 

to undergo this experimental therapy, electrical stimula

a small needle inserted through the eardrum. Various 

treatments has an effect on their tinnitus. If there is no 
effect from either type of stimulation, they are not a can

ated to participate in the trial should contact Dr. Hamid 

by Tom Chappell, MD 

on Tinnitus 
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Everyone goes through life with at least one nag
ging question. Sometimes it’s as simple as “Why 
did I move to Alpine?” or “What’s a nice girl like 

me doing in a place like this?” 

Sometimes the question is more complex. For instance, 
an outsider might be asked: “What do you think of the 
human race?” 

From the late ‘70s to the early ‘90s, when I lived in 
Washington D.C., my albatross was a rather simple 
question that had a complex answer: “Why don’t you 
practice law?” people asked me all the time. “You’ve 
got a law degree from a respectable law school and a 
valid license,” they would goad me. They pointed out 
that in Washington, D.C., the “big money” went to 
lawyers, real estate developers, government swindlers or 
a combination of all three. 

Though I had not simple answer, my first reaction was 
to blame it on ‘Perry Mason syndrome.’ I grew up 
watching the dramatic TV series, which ran from rough
ly the mid-50s to the mid-60s. Each week, defense attor
ney Perry and his wonderful and mannered secretary 
Della Street saved innocent victims from the cannibalis
tic prosecution. 

I wanted my clients to be innocent and my secretary to 
look like Della Street. But in the brief period I actually 
practiced, I discovered most of my clients were guilty as 
sin, and my secretary was as rough as an unpaved street. 
Some of my clients were so guilty, I considered turning in 
my law license to appear as a witness for the prosecution. 

This is not the proper attitude for a lawyer. And lack of a 
proper attitude may have been the key to my problems. 
Almost from my first day of law school, I knew I didn’t 
have one. On an early exam I wrote, “This issue is about 
as relevant as tits on a boar hog.” When I got the test 
back, my professor had written in large red letters: 

Or in law school, I thought to myself. 

Toward the end of my first year, I dreamed that the final 
exam was to watch three members of the Red Brigade 
herd an old lady to the front of the class, see them shoot 
her in the knees and yet remain objective through it all. 

In my dream, two students who rushed to her aid were 
expelled for overreacting. Others who flinched were 
humiliated and told they belonged in dental school. The 
only reason I made it through that test was because it 
was a constitutional law class and I was asleep. 

Most law professors never mentioned the term “prop
er attitude.” Instead, they used the phrase, “Think like 
a lawyer.” 

I’ve heard deer hunters say, “You’ve got to think like a 
deer,” and in old Westerns I’ve heard the hero say, 
“You’ve got to think like an Indian.” You’ll notice that 
in both examples, the purpose of “thinking like” was to 
ensure that the object was shot. After three years of law 
school, I became convinced that if the general public 
ever started “thinking like a lawyer,” the average lawyer 
might come to know the feelings of the Indian in a John 
Wayne flick or a deer in November. 

In answer to my albatross question, I have perfected a 
comeback to what most people consider a compliment. 
When they say, “You’ve got all it takes to be a great 
lawyer,” I reply, “Most people are born with everything 
necessary to become psychopathic serial killers, but for
tunately few of us carve out that career path.” 

by George Covington 
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For decades, multiple sclerosis was considered an adult 
disease that didn’t show up until a person—usually a 

woman—was somewhere between 20 and 40 years old. Now 
it turns out that five percent of the 400,000 Americans who 
get diagnosed with this disabling neurological condition are 
children. 

MS attacks the central nervous system, including the brain, 
spinal cord and optic nerves, and can cause a range of symp
toms, including fatigue, tingling sensations, difficulty walk
ing and vision and memory problems. Usually, these 
episodes come and go, but worsen over time. In children, MS 
can have profound effects on cognitive development, perfor
mance in school and relationships with friends and family. 

Recently, ABILITY Magazine editor-in-chief Chet Cooper 
visited the West Coast’s only pediatric MS center, housed at 
the University of California, San Francisco, to talk with 
founder Dr. Emmanuelle Waubant. 

Chet Cooper: How did you come to establish the pediatric 
MS clinic? 

Emmanuelle Waubant: I’m an adult neurologist by training, 
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and my research has been mainly in that and in 
immunology. I also study the link between them. MS is 
the main disease shared by both, so that’s how I got 
interested in it. I’ve been involved in pediatric MS for 
more than 10 years. 

Since MS is not common in children, in the past, parents 
were lucky when their child got an accurate diagnosis 
right away. When they did not, they just saw one pedia
trician after another. At the time, there were drugs that 
were approved for adults with MS, but not yet for chil
dren. Naturally we had to operate in that gray area for a 
long time, and when we told parents that we wanted to 
use certain adult drugs to prevent the disease from wors
ening in their children, they worried. That was when I 
started to connect with other pediatric neurologists 
throughout the country who were treating children with 
MS. We pooled our data on the safety of giving interfer
on to children. We actually published the first article on 
the subject. 

Once I convinced parents that the drug was safe for 
adults and that a scaled-down dosage should be equally 
safe in children, then health insurance companies still 
denied children access to the medication. So that again 
pushed me to join forces with other physicians treating 
pediatric MS. Since then there’s been lots of change. We 
now have approved treatments for children. 

Emmanuelle Waubant, MD, PhD and team 

CC: After you got the medications approved, what was 
your next challenge? 

EW: That’s when it became pressing to identify the dis
ease in children as early as possible. In the past five 
years, there’s been a greater effort to promote aware
ness of pediatric MS. Different groups have written 
papers about their experiences, as well as about the 
safety of various medications typically marketed to 
adults. Then, a couple of years ago, we got a grant to 
start a pediatric clinic for MS patients that would be 
staffed by a team of pediatric neurologists, as well as 
doctors with MS expertise. 

We were lucky, because we were one of the only centers 
to be sponsored by the national MS Society, and we’re 
the only one on the West Coast. Eight of us work 
together part time. In the past year we’ve seen 65 to 70 
patients. During a visit, patients are seen by a pediatric 
neurologist, an MS expert, a pediatric social worker and 
a pediatric nurse/psychologist. We get all these special
ists together in the same exam room for the first visit, 
and then the family and the child split up and go with 
whomever they need to see. So the evaluation is very 
thorough. We take into account not only the symptoms 
of the child and his or her need to be diagnosed or treat
ed, but also the family dynamic and potential problems 
the child faces in school. It’s very rewarding because 
we’re able to spend time with the family. We’re able to 
provide them with the important information they need 
to care for the child. 

CC: How broad a range would you say you have? 

EW: We are a regional pediatric MS center that sees all 
the patients on this side of the Rockies. The next closest 
facility is the Mayo Clinic in Rochester, MN. All the 
others are east of that. We try to be highly visible and 
increase awareness about pediatric MS, what it has in 
common with adult MS as well as how it is different. 

CC: How is it the same and how is it different? 

EW: What’s common between adult and pediatric MS is 
that most of the symptoms are going to be similar, such 

as loss of balance, double vision, 

in different parts of the body. What’s dif
ferent is that sometimes, if the symptoms 
are mild and the child is young, the aware
ness of what’s normal and abnormal is dif
ferent. If a child is six and has mild 
decreasing vision in one eye, he or she is 
not always going to complain about it. If 
they have severe loss of vision in one eye, 
then a teacher may be the one to notice 
that something is wrong and call the par
ents. Sometimes that’s how the problem is 
identified. 

decreased vision, weakness and numbness 
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One big difference is the potential impact of MS on a 
child’s thinking. That has much more complicated 
ramifications in kids than in adults, because most 
adults are functioning at a set level. Children are on 
the ascendant curve of their development. If that is 
affected then the consequences are much more signifi
cant than in people who are not facing the challenge 
of trying to learn for hours on a daily basis. There’s 
actually data that shows if you had MS early in life, 
you’re more likely to face academic problems. So if a 
child is diagnosed early, we can identify the problems 
and address them sooner. 

There are also diseases that mimic MS. Some are meta
bolic diseases, which are typically genetically inherited 
diseases that we see mostly in younger patients. As an 
adult neurologist, I’m not trained to diagnose these. 
That’s why it’s very important for me to work with my 
pediatric neurologist colleagues. There’s another dis
ease called ADM, which is an acronym for acute dis
seminating encephalomyelitis, which is basically an 
inflammation of the brain and spinal cord that typically 
comes after or during an infection. That is also more 
common in children than in adults, and early on it can 
look like MS. But typically there’s only one phase to 
that disease, as opposed to MS, which has relapses that 
come and go. In these children, at least a third will 
actually develop MS. 

CC: In treating children, do you use a smaller dosage of 
the same medication that you use in adults? 

EW: For children 10 or under, we often use a smaller 
dose to get started, so that tolerability is better and side 
effects are minimized. However, within a few months, 
most younger patients end up on the full dose that we 
would use in adults. There is no major difference. 

CC: What is your preference: To observe a new patient 
over a period of, say, six months to see if there’s something 
going on, or to get them on medication immediately? 

EW: It all depends. For instance, if we see a child who 
(1) has experienced his first episodes and we feel com-
fortable that it is MS and not ADM, and (2) there are 
not many abnormalities on the initial brain MRI and 
the child has had a mild relapse and has fully recov
ered, then most of the time we are going to follow up 
for the first six months or year with repeat clinical 
evaluation and MRI. However, if we see a child that 
has had one episode and did not recover well, and 
shows huge amounts of abnormality on the brain and 
MRI, we’re going to be more proactive. At the same 
time we have to take into account whether the child 
and the parents are ready for medication. If we see a 
child who has had several episodes with documented 
changes on the MRI, and these episodes have occurred 
over a relatively short period of time, it’s a no-brainer: 
We’ll recommend treatment. 

CC: So you see lesions both on the brain and on the
spine in both adults and children? 

EW: In some instances, but we are still studying the dif
ferences and plan to develop additional research, 
because there are occurrences in children that may 
help us to advance our understanding and treatment of 
adult MS. For example, if there is really some kind of 
overlap between ADM and MS, why is it that one 
immune system can resist the next phase of the dis
ease, while another immune system cannot? So if you 
find the answer to that, it’s a home run as far as devel
oping a treatment. 

We suspect that younger children’s brains may have the 
capacity for self-repair. So if we can find the MRI mark
ers in their brains and begin to understand why they 
have this ability to heal themselves, then maybe we can 
get lesions to repair themselves in the adult brain. In 
children, around the age of puberty or younger, there’s a 
different sex ratio of who develops MS than is the case 
in adults. So in adults, you’ve probably heard that two-
thirds of the patients are women. But in children, up 
until the age of puberty, the sex ratio is 1 to 1. 

CC: Do you think estrogen may be the reason more 
women than men get MS? 

EW: Mm-hmm. There’s actually a clinical trial around 
MS and estrogen that a group at UCLA is doing. 

CC: Is anybody doing research on vitamin D? 

EW: We do know there are people who are looking at 
lack of vitamin D as a possible marker of susceptibility 
to MS. There’s a Toronto group in pediatric MS that is 
evaluating levels of the vitamin, because the days are so 
much shorter and colder during winter, so people don’t 
get as much exposure to the sun, say, as they do in 
southern California or even northern California. Recent
ly that group measured vitamin D in the blood of chil
dren with MS, in children with osteoporosis and in 
healthy children. They found that they all had super-low 
vitamin D levels in the blood. 

CC: Children with osteoporosis? 

EW: Yes. That can happen. But in terms of measuring 
vitamin D levels, they did it at the worst time of the year 
weather-wise—towards the end of February—because 
the days have been shorter and it’s extremely cold so 
people stay inside. Now they’re going to try to evaluate 
whether they can dissect that information more carefully 
to see whether they can detect anything. 

CC: Can you just take vitamin D tablets?

EW: You can, actually, but if you take too much vitamin D you 
can develop renal insufficiency, or calcification in different 
organs. Vitamin D is not a trivial vitamin. You really need to 
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know the right dose to take. And there are also different types 
of food, like milk, that already have vitamin D supplements. 

CC: I understand that you have patients come from as far 
away as Alaska. How do they afford it? 

EW: Our mission is to see any child who needs to be 
seen, regardless of the family’s ability to pay. We see 
some children for free, and we can afford to do that 
because we have a grant that partly covers the salaries of 
people on the team. We can also use parts of the grant 
towards MRI scans or blood tests if a child’s insurance 
won’t cover it. We have money that can be used to cover 
travel and hotel accommodations as well. Until now 
we’ve been fairly lucky because, though we’ve had to do 
a fair amount of paperwork to make it happen, when we 
have contacted the airlines, we were able to secure free 
travel for several of our children and their families. 

We hope to be able to work with different entities to 
do fundraising so we have sufficient money to contin
ue offering these types of services, because clearly 
there’s a need. It’s actually interesting to see that 
there are multiple chronic diseases that are typically 
seen in adults but can sometimes affect very young 
patients. When that happens, whether it’s MS, lupus, 
or some other similar disease that has the potential to 
create a lot of disability, parents are distraught. It’s 
very hard to find somebody who can take that into 
account like we can. 

CC: When you make the decision to give a child with
MS drugs, how do you choose whether its interferon 
or Copaxone? 

EW: We evaluate it on a case-by-case basis, and talk 
with the family and the patient about the implications 
of each. We discuss the realities of being on treatment 
and whether people prefer less-frequent injections or if 
they feel comfortable doing them daily. It’s very 
important early on to establish a clear plan with the 
family, the physician and the patient about what’s out 
there, how you use the different medications, what to 
expect, how fast it’s going to work, while you also try 
to avoid running into compliance problems. So we 
don’t force any type of treatment on the family. 

CC: So for success in treating the child with either one 
of those drugs, you rely on the history of treating adults? 

EW: Correct. The problem with all MS clinical trials— 
and I’ve run several-is that they only focus on adults, 
just because in some of the drugs, the safety profile is 
unknown. So it’s difficult. Drugs for MS, I believe, will 
always be developed for adults, because that is the main 
population. Once that drug is tolerated well in adults, 
we begin to use them in children. To really help the 
community, you need to be able to document very clear
ly the tolerability of these drugs. 

For example, we find that the side effects of interferon 
treatment in children are similar to the ones found in 
adults, with the caveat that in young children, under the 
age of 11 or 12, they are more likely to develop liver 
problems. As a result, our entire network tests liver 
function more regularly during the first six months that 
the children take the drugs. 

CC: How old is your youngest MS patient?

EW: We’re treating one now who is seven, but our 
youngest in the center is actually 18 months old. That 
child was referred because there was a suspicion of 
ADM, and we have a couple of others who are four and 
five who also have ADM. 

CC: You’re diagnosing them as ADM, or you’re looking 
into it? 

EW: Right, there’s a question mark. You have to be very 
careful and very modest when you give that diagnosis, 
because it can be wrong. 

CC: Do you see more episodes in children than in adults? 

EW: There have been a couple studies that reported that 
the younger you are, the more frequent the episodes are, 
and the older you get, the less frequent. It’s unclear why, 
but when we look at MRI scans of patients who have 
MS, there are more frequent changes in younger 
patients than in older ones. 

CC: Have you noticed with MRIs that there are fewer 
lesions because the child’s brain self-repairs? 

EW: My impression is that children who have MS tend 
to have lesions that totally go away, while in adults, 
most of the MS lesions that occur on the MRI leave 
some scars. What happens in children is that some of 
these scars don’t seem to form. In fact, it’s really very 
intriguing because it may tell us a lot about an imma
ture central nervous system, and how differently it 
may react from the adult brain, or it may tell us that 
an immune attack against the brain may be a little dif
ferent in children than in adults. So there’s a lot of 
research to be done. 

CC: How do children tolerate the side effects of Avonex? 

EW: Everybody’s different. We have patients who get 
sick as a dog with injections of interferon, even at low 
doses. And we have patients who get the full dose and 
experience no side effects. We don’t understand why. 
Some of the side effects seem to relate to how the body 
reacts, especially at the immune-system level, but we 
don’t fully understand. And it doesn’t seem like it has 
to do with the efficacy of the medication. In an article 
published recently on MS and children, a group of 

continued on page 64 
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A C R O S S  

1. The voice of Darth Vader, James Earl, who had a 
stutter 
4. "The Universe in a nutshell" writer, Stephen 
10. Spoken
12. Condescend
14. Movie about a man with a facial disfigurement (goes
with 31 across) 
16. He was a Superman for those with disabilities
18. Emergency medical group (abbr.) 
19. Julia Roberts film about a woman with diabetes
24. What we all look toward (2 words)
27. Ancient
29. Hospital for vets
30. No, for Braveheart
31. See 14 across
36. First name of one of the greatest French actresses of
all time who was disabled 
37. Vinci or Gama? 
38. Fireplace remains
40. Nurse, abbr. 
41. Deaf composer
45. Third in the family
47. Greek god of love
48. Elicited
51. Word that great people refuse to agree to 
54. Cry of distress
55. Cacophony
58. Voice over 
59. President who suffered from a tremor 
60. Great violinist who suffers from polio 

D O W N  

1. Multi-sport pro athlete, Bo whose injuries cut short
his career 
2. Neither's partner
3. Lad

4. Fooled
5. Drink from hops
6. Ultimate goal
7. Born
8. Contribute to charity
9. Board or target? 
11. Board or living?
13. Precious stones
15. Wonder 
17. Get satisfaction from
20. Scissorhands first name
21. Not well-defined
22. The "greatest" boxer
23. Kelly Willis could sing one 
25. She ate the apple
26. Setting for "The Hunt for Red October"
28. __-di-dah
31. He played Corky and is a champion for people with
disabilities 
32. Chatter
33. "Another rainy day" singer from the UK
34. Tennis great, Arthur 
35. Singing group
39. He wrote "Paradise Lost" when blind
42. Smooths out
43. Voice over 
44. Computer keyboard key
46. Spanish painter who suffered from deafness 
49. Vitamin A deficiency, abbr. 
50. A can __ person
52. Voice 
53. Eggs for a Roman
56. Computer department
57. Electro-photographic, abbr. 

ABILITY 63 



PediatricMS09-30  10/1/07  12:04 AM  Page 64

continued from page 60 

physicians pulled data together on the safety of using 
Betaseron. It was shocking. Most of the children who 
started on Betaseron, started on full doses. We never do 
that. We always start at a quarter dose. But it turns out 
that the children did all right. At some level, children 
are more resilient. They get a disease, but they don’t 
focus too much on its side effects. 

CC: Do you see any evidence that women who have
MS pass it to their children? 

EW: You’re asking if there’s some genetic trait to MS? 
There is some. We know that. But it’s not only women 
to their children. It can be a father to his children. And 
sometimes you don’t have MS but you carry the genes, 
so that if you pass the wrong genes to your children, it’s 
going to make them susceptible. We know that if, for 
example, one person has MS, his or her siblings have 20 
to 40 times the risk of developing MS. But over a life
time, the risk is really small, in the ballpark of two per
cent to three percent in one’s lifetime. There is some 
genetic susceptibility, but there is also lots of environ
mental influence that has not yet been identified. We 
know that if there are environmental factors that have 

of the status of the health care system in the US. Most 
of the time it’s very hard to provide comprehensive 
care to patients. For our adult patients, it can be 
extremely difficult to have them seen by a normal 
psychologist. Sometimes their insurance will not pay 
for it. So we’re trained to refer them, but sometimes 
it’s very, very difficult because health insurance will 
cover maybe 10 visits to a psychiatrist. If you have a 
severe depression, 10 visits are not going to cut it. 

CC: Are there similarly high percentages of children 
diagnosed with MS who experience depression? 

EW: We haven’t evaluated that. But there’s a fellow 
who is finishing her training in adult neurology and 
she’s going to work with me. She has a special inter
est in evaluating quality of life in children with MS 
and in patients with early diagnosis of MS. But in 
terms of depression, for the children we follow, we’re 
fortunate to have that extra pot of money that we can 
use for their care. 

been promoting development of 
MS in adults, we know there’s 
probably been exposure within the 
first 15 years of life. We need to 
look at what type of vaccinations 
you had, what type of diet you ate 
as a kid and on and on. If you 
study that in children, it’s much 
easier because you study the dis
ease closer to its probable biologi
cal onset. You often have the par
ents with the child. So we have 
developed a questionnaire to try to 
track environmental factors. I think 
it’s important to do that. But even 
then, you don’t know. 

CC: The environmental connec
tion is a small window. 

EW: Correct. Some people would 
also argue that in utero, there may 
be toxic or viral factors. 

CC: I’ve heard that as high as 30 
to 50 percent of people with MS 
are dealing with clinical 
depression. 

EW: I would say that is because A N S W E R S 

www.ucsfhealth.org/childrens/special/p/62258 
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