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his year, while visiting the family in Florida for
my annual holiday vacation, I ventured over to
The Miami Project to get an evaluation and see
if there was anything new in the world of
spinal cord injury (SCI) research. The Miami
Project began in 1985 when Marc, the son of Miami
Dolphin’s player Nick Buoniconti, tragically broke his
neck in a high school football game. As a result, a
national research center for spinal cord injuries was set

T
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up with a group of dedicated scientists—the goal being
to accelerate the translation of new laboratory findings to
clinical studies involving humans.
In 1979, I was involved in a car accident in which I
broke my neck and became paralyzed. One of the main
things that helped me get through this difficult period
was the hope that promising SCI cures were on the
horizon. For as long as I can remember, a cure was
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always just five years away. Somehow, five became the
magical number. After five years I’d revisit the new
research out there to see if anything had progressed.
Rats, rats, rats! It was always about the rats. Things
were slowly progressing, but as usual, somewhere
within the rat trial experimental article were the words
“we are only about five years away from a major breakthrough in spinal cord research.” I wasn’t so bothered
that things seemed to be taking longer than originally
stated, but I just wish they would mix it up a little and
at least change the time frame to a less popular number
like… 4.8 years. I’ve never trusted round numbers.
It’s hard to believe that rats are the only dumb creatures
in the animal kingdom to volunteer for this stuff. Why
can’t the monkeys step up? Monkeys could speed up the
research process, especially since their DNA is the closest to a human being’s. Believe me, I know. I’ve been
out drinking with my friends and they can be some wild
chimps. It’s a slow frustrating process where, after several years of rat trials, the next stage always seems to be…
bigger rats. I think the rats have served their time. It’s
long overdue to leap forward and bring in the gophers.

Decades ago, right after my injury, I remember sitting in
the hospital room across from one of the country’s top
neurosurgeons and asking him if we were close to a cure.
I have never forgotten his words, without blinking, he
calmly stated, “Not in my lifetime, maybe yours.” I didn’t
like his candor, but I was thankful he was old. So far, he
has been right. He is dead now. One thing I did take from
the brief disheartening exchange was how intricate and
complex the spinal cord really is. It’s definitely harder to
solve than that Rubik’s Cube thingy.
My hope has always remained high and I am encouraged by the new research that is going on in the scientific community. There are very promising things on the
horizon and it now seems more of a question of when,
rather than if. Every few months, I see new research of
something promising and my excitement level rises.
Then, I never hear about it again. I can’t imagine that
Facebook would lie to me.

Would I miss my old life in a wheelchair? I guess I
would miss the parking spots, the racquet ball court
sized bathroom stalls and the joy of running over people’s toes. But, I’m willing to give up all that up to get
back to my old self. After all, I think it’s long past due
that I learn to stand on my own two feet.

So, at the Miami Project I sat across from the internationally recognized spinal cord expert, Dr. Green, who
has been around for a while and on the forefront of
spinal cord injury research. If anyone out there would
know what’s going on in the world of research, this cat
would. We looked at my MRI on the computer screen,
and there I saw a small blot, in the middle of my spinal
column, that had been the thorn in my side and had sentenced me to a wheelchair for the last thirty years or so.

I thought to myself that what happened to me wasn’t a
game of inches, but millimeters. The good news was
that I would be a prime candidate for any upcoming trials. So, when the stem cell chips fall into place, I could
finally live up to my reputation as being a rat.

What is the hold up with these stem cells? Just inject
them into me and let them grow. Oh, if life was only that
easy. According to the good doctor who, unlike me, is a
medical expert, informed me that some of the stem cell
treatments have had complications, such as bringing
about some pain in the nerves. I’m not into pain so, okay,
I’ll be patient. I get it. This isn’t a ninth grade science
experiment with a petri dish and some fruit flies.
I mentioned to the astute neurosurgeon that I have read
reports of some spinal cord breakthroughs where paraplegics are up and walking after twenty years. Now,
granted, it’s always in some third world country like
Thailand or Nigeria, which are known for sex slave trafficking and not breakthrough science, which makes it
suspect, but maybe they’re trying things like… cells
from an elephant tusk or something we never thought
of. Why isn’t this happening here? We’re the United
States of America, dammit. We have Drones and IRobot
vacuum cleaners.

So, I bombarded the doctor with questions about these
newfound research phenomena that I always tend to
come across and he assured me that if there were something miraculous out there, he would know about it. I
wanted to say that maybe you were on vacation, gambling in Macau, and missed the report, but down deep, I
knew he was right. If there was a groundbreaking cure
floating around somewhere in this world, it would be
all over the nightly news, almost as much as if Kim
Kardashian bought a new dress.
Will it happen in my lifetime? My two choices are to
believe it will or believe it won’t. I am an optimist. Life
is a grueling road without hope. It’s what gets you out
of bed every day. It’s what propels you forward. It’s
those invisible hands that lift you up and enable you to
battle the negative forces of life. Hey, it’s how people
win the Powerball.
Before I left the doctor’s office I took a deep breath and
asked that all-important question that has been on my
mind for thirty-some years, “In your expert opinion,
how far are we away from a substantial breakthrough
with spinal cord injury research?” I braced myself for
the “within five years” standard answer. He looked at
me and confidentially responded, “I believe in the next
year, maybe two, at the most.”
I can live with that answer. Even if it is another five
years, at least, we’re not saying that now. So, we must
be progressing closer to that cure.

by Jeff Charlebois
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Ashley-1-9-PJ_Ashley 7-20v 1/27/16 12:30 AM Page 8

appy New Year everyone! I’m finally back home
after a very busy end to 2015. At the beginning of
November, I flew to Florida and stayed at my mom and
dad’s for two months. It was nice to be back in Florida
riding, training, and teaching Motocross.

One weekend, Mom and I went up to Louisiana, where I
held an AFMX clinic at Dirt Slinger’s MX track. I’ve
taught a couple of classes there in the past, and once
participated in a charity event. The track owner, Josh, is
a great guy and I really enjoy going there. Mom helped
interpret for me, and I had a great group of students!

One girl, Savannah, cracked me up. She was so outgoing and funny. She and her stepdad, Charlie Brown—
yep that was his name—were so friendly, and by the end
of the session she was really catching on, and her riding
skills improved a lot.

I also did a
couple of
one-off
classes in
Florida
with a few
girls. It’s
fun to
come home
and have
the chance
to work with some of the same people. It’s great to
watch them growing and build on their skills. I know
some of them well enough to dare them to do jumps or
try different stunts, and I tell them that I’ll post a video
of their accomplishments, which gives them an incentive to aim higher!
8
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After spending Thanksgiving and Christmas with my
family, I flew to Denver to meet up with my friend
Lindsey to do some snowboarding. Colorado is beautiful this time of year. I’d only been there to race
motocross during summertime, and had never had a
chance to see the snow! Wow, there is a lot of it, and it’s
breathtaking!
We went to two different mountains: Keystone and
Breckenridge. In the past, the only place I’d gone to
shred was Big Bear in California.

As soon as I got home, it was time to pack up again, as
some of my friends and I prepared to head up to Mammoth, hang out at a cabin, and get in some good snowboarding! Thank you, El Niño for bringing the powder;
the snow this year is on track to be fantastic!

ashleyfiolekmxcoach@gmail.com
afmxschool.com
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t is 3:30 am, and I am still wide awake. I went to bed
around 11, but my mind won’t turn off. I’ve thought of
everything from my deadline for this column, which I
have yet to finish, to my ex-husband, who popped up
in my dream last night.

I

Did I remember everyone in my prayers? Is there
enough water in my kitties’ drinking fountain, and if so,
did I remember to change its charcoal filter? Did I make
all the right Scrabble moves?
After three and a half hours of racing thoughts, I’ve
decided to write my column on the very thing that
would not let me sleep: insomnia. I did briefly go on
Facebook to see if any of my friends are awake, but
there’s no evidence of anyone being online. Besides,
even if one of them were up at this hour, what would I
say: “So, you’re awake too?”

About 30 percent of Americans suffer from insomnia, a
condition marked by difficulty falling asleep, staying
asleep, or an inability to go back to sleep if one is
awakened too early.

Although no one has ever died of insomnia, it does affect
one’s quality of life. After a night of “Occupying Sleeplessness” one can be tired all the following day, and
unable to be as productive as we could be. And we all
know how dangerous driving can be when we’re overtired.

Although we don’t always know the cause of insomnia,
we anxiously seek solutions. We take hot baths, drink
herbal teas, and try to “veg” out to white noise. We wear
sleep masks, count sheep (although I prefer to count
penguins), and sip wine. Sometimes we even feel a need
to bring in the big guns: prescription sleeping pills.

I’ve always had difficulty sleeping. When I was a little
girl, my mom used to get so frustrated because she’d put
me to bed at 8 pm, and I’d still be wide awake at 11. I
think it was because my sleep in the womb was rudely
disrupted by my traumatic and premature birth. So I
might actually have post-traumatic sleep disorder—my
own self-diagnosis, as I am not a doctor. Whatever it is,
10
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it all boils down to the same thing: difficulty sleeping.

I envy that my cats can curl up in a ball right next to me,
and are sound asleep in minutes. Can I learn something
from them? Probably so. They are not concerned with
what is on Netflix, who will be the next President, or
how much money they have in savings. They don’t
obsess about what their Twitter password is, or if they
have adequate health insurance.
All they’re concerned about is that they are loved, that
they have food and water, and that I know how much
they love me. Their basic needs are met, and therefore
they can easily drift off to sleep.

It really can be as simple as having gratitude, and not
overthinking everything. But many of us become impatient with ourselves, and sometimes make things worse
by harboring fears that tonight it will happen again:
We’ll be unable to sleep.

Perhaps, subconsciously, we tell ourselves that we need
to stay awake in order to maintain control over a situation, or to keep working ceaselessly on whatever problem
is keeping us up.
In the movie White Christmas, Bing Crosby sings, “If
you’re worried and you can’t sleep, count your blessings instead of sheep. And you’ll fall asleep.” Again,
there is power in expressing gratitude.

As I type the last few lines of this column, I am thoroughly grateful that I’m about to check this obligation
off my list, and I shall celebrate that with a catnap right
next to the kitties.

But before I nod out, I want to acknowledge a few more
things that I’m grateful for: family, friends, and the
good fortune to live my life my life to the fullest.

Awake, I can make a positive difference by doing for
others, and asleep I can dream of infinite ways to better
the world in which we live.
by Geri Jewell
gerijewell.com
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ou would think meeting racing legends and
top corporate executives in the motorcycle
industry would warrant a good story, but,
unfortunately, this adventure is about surviving a lodging experience at what will herein
be referred to as “The Resort.”

Y

The AIMExpo is an international trade show, held once
a year in Orlando, Florida, for all that is motorcycle.
Manufacturers unveil their new models and concept
bikes, while aftermarket companies bring their A game
and try to lure new retailers and customers.

For me, AIMExpo was an opportunity to share my story
with companies and manufacturers from across the
globe, meet potential sponsors and chase leads on
speaking opportunities.

Captain Kirk helped me book a few nights at a motel
close to the convention center. I wasn’t going for
ambiance, as I just needed a cheap place to sleep. I
rode the 1400 miles to Orlando and checked in. I was
beyond exhausted and barely noticed the squad cars
partially blocking the parking lot or the people hanging
out in the shadows. While walking around the building
looking for my room, a sheet of water cascaded over
the balcony above barely missing my head. It wasn’t
raining, so I stepped out a bit to witness a guy
squeegeeing the carpet from a room on the second
12
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floor. “Thank you,” I waved.

I strong-armed my way into my room; evidence of multiple forced entries lined the door jam. The room was
very basic but appeared neat. I took a shower and
attempted to use the phone to call the front desk. The
remote did nothing, and the TV didn’t seem to have any
cable wires going to it. Unfortunately, the phone was
missing a few parts, such as buttons with numbers. I
tried to look up the hotel on the Internet, only to find
that the free Wi-Fi advertised online was only free after
paying a one-time fee of $14.95 per night. I switched
on my phone’s cellular data and began to read the
reviews posted about this “Resort.” I quickly decided to
return to the parking lot and strip my bike of everything
valuable or shiny.
I convinced myself angry prima donnas and rival establishments had written the reviews; no motel could have
so many horrible reviews and still be in business, right?
The bad reviews shared a common theme of identity
theft, missing electronics and diminishing bath towels.
The last review I read was, “RUN AWAY, NOW.”
Completely exhausted, I turned off my phone, closed
my eyes and fell instantly to sleep.

At half past midnight, a pounding on my door and a
peek out the window brought my first encounter with
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the Orlando Police Department. I unlocked the deadbolt
and creaked out, “Yes?”
“Are you Longhaulpaul?”

Now, to be fair, I had just ridden 18 hours straight, and
my cognitive deficiencies from multiple sclerosis (MS)
have been well documented, so was I wrong to think the
paparazzi had found me?
“Isn’t it a little late for an autograph?”

The officer chuckled and held up a set of keys.

“Are these yours?”

While patrolling the surrounding parking lots he had
spotted my Yamaha and was a bit worried to see the
saddlebags open and the keys dangling from the lock!

“I looked over your bike, I don’t think anything was
stolen, so I locked your bags up for you. I took one of
your brochures. I can’t wait to read more about your
adventures. Be careful my friend, you do know this is
one of the worst motels in Orlando, right?”
14
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After staying at over 100 motels this year, I left my keys
and luggage wide open in the only one that had police
patrolling the parking lots with assault rifles.

I woke up early with plenty of time to get ready and have
breakfast before riding over to the convention center. I
went to the front desk and told them I did not want room
service. Many of the reviews I’d read the night before
said room service removed the used towels each day, but
never replaced them with clean ones.
I asked about the TV and the remote not working, and
the woman laughed out loud, “You don’t know how
lucky you are to even have a remote.”

My important question was about coffee. The clerk
directed me to the Resort’s breakfast suite where I could
enjoy coffee and a free breakfast.

In the light, I finally got a good look at the advertised
newly landscaped grounds and relaxing outdoor pool. If
it weren’t the yellow police tape that kept me from the
pool area, it would be the fear of leaving my socks and
shoes unattended at the lounge chairs.
As I entered the breakfast suite, my eyes were first
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drawn to the security guard sitting on a stool in the back
of the room, protecting the intercontinental smorgasbord. I nodded hello and pumped out a cup of something labeled “house blend”. There were three tubs of
food against a wall, a bucket of unidentified cereal and a
jar labeled TIPS, pre-populated with a crumpled dollar
bill. The three tubs contained white sliced bread, offwhite sliced bread, and one cinnamon roll. I wasn’t sure
if I should take the only pastry. I looked to the guard for
some sign of approval or guidance. Her right hand was
hovering over her weapon. I decided I was entitled to
the one pastry; after all, I was the early bird. With
sleight of hand, I palmed the rare pastry and disappeared
into the dining area.

My surroundings came slowly into focus. The breakfast
suite was actually composed of two adjacent motel
rooms melded together with a circulating saw and a
sledgehammer. One room had the elaborate buffet and
the other was the dining area with tables covered in red
plastic. A makeshift curtain had partitioned off the
room’s toilet and shower area. Blocking the door was a
small table with a lonely toaster chained to the wall. A
flower vase attempted to conceal the wall-mounted
HVAC system. While taking the first and last bite of
pastry, I could not help but notice how the faded paint

on the scarred wall had a stenciled shape remarkably
similar to that of a queen-sized headboard.

I shuttered at the thought of hundreds, if not thousands,
of theme park visitors who had celebrated their vacation
by pounding a headboard into the stucco wall that was
now just inches from my breakfast. I quietly regurgitated
the partially petrified confection into my napkin. Being
a moto-journalist can be very dangerous, but I knew
documenting this adventure was important—without
pictures, who would ever believe me? I covertly
snapped photos as I made my daring escape from the
breakfast suite.

At the convention, Yamaha introduced a concept dirt
tracker bike and new models to the press. They were
also kind enough to mention me and the number of
miles I’d rode on my Super Tenere. I spent the day visiting with potential sponsors before heading back to my
room late in the evening.
I thought I had made it clear that I did not want room
service, but someone had entered and removed the
towel I had hung over the rusty curtain rod to dry. Of
course, they did not leave a clean one to replace it, just
like the reviews said. I counted three remaining towels.

ABILITY 15

Paul_1-8_PF_MM__QuarkTemplate.qxd 1/27/16 12:07 PM Page 16

The following morning I again neatly hung the towel to
reuse, and again told the front desk that I did not want
anyone to clean my room.

On the second day of the AIMExpo, I was able to get
my bike into a sponsor’s booth and spend the day handing out brochures and explaining my goal to ride a million miles as an advocate for MS. I went out for dinner
and drinks with friends, walked back to my room late
and was quite exhausted.

I slept in the third morning, and when I went to use the
bathroom, something was leaking onto my head as soon
as I sat on the toilet. Liquid was dripping out of a vent
and for the first time, I noticed mold on the ceiling. I
grabbed one of the two towels (only two towels?) and
wrapped it on my head until I was done. I could hear the
occupant in the room above me was clearly using the
shower. I prayed it was a leaky water pipe and not the
tub drain. Grossed out, I tried to take a shower myself
but had no hot water. I had to wait for my neighbor to
finish before I could shower. I dried myself off with the
last remaining clean towel.

The fourth day at the convention was mostly spent
telling this “resort-from-hell” story. Worried about my
safety, my friends at Twisted Throttle offered to share
one of their hotel rooms. I was on the fence; after all,
the resort adventure was not over yet, and I was no quitter! We each went back to our own hotels to clean up
16
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and agreed to meet later for dinner. After making my
way past a group arguing on the walkway and kicking
open my room’s door, reality and the heebe geebees hit
me hard. An army of bugs scurried under the bed. My
underwear looked like it had been rifled through and on
the rack in the bathroom I noticed what looked like
dried blood. I hadn’t noticed it before because now the
towel rack (are you kidding me?) HAD NO TOWELS
ON IT! With only one night to go, I quit, cried “Uncle”
and couldn’t leave the nasty room fast enough.

I packed all my clothes and phoned my friends to make
sure the offer to crash with them was still available; otherwise, I’d be heading for a park bench. After packing
up the bike, I went to the front desk and waited patiently
in the complaint line. I didn’t expect much, but I felt the
need to voice my opinion of their so-called resort. Well,
that was until I overheard the following exchange:
“Can I help you?”

“Yeah, I was just bitten by a rat.”

“That’s terrible, would you prefer a room on the
second floor?”
“Nah, but can I get two free Cokes?”
longhaulpaul.com
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unted in East Africa for their body parts and
portrayed as scoundrels by Hollywood, people with albinism are often deeply misunderstood around the world. A rare genetic disorder, albinism is the absence of pigment in the
skin, hair and iris of the eyes. And with it comes a host
of physical hurdles—low vision, rapid eye movement,
highly sensitive skin, and depth perception issues. Add
to this equation the psychological challenges of looking
so markedly different, and you have a complicated existence. In China, for example, the disorder is considered
bad luck, leaving people with albinism ostracized and
excluded from mainstream society. There’s no schooling, no job prospects, and rarely marriage or family. It’s
a lonely, isolated way of life, to say the least. Here, six
stories open the door to the trials, tribulations and sometimes joys of their determination to lead a normal life.
Chen Guang, the 35-year-old director of the Chinese

H
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Organization for Albinism (COA), doesn’t mince
words: “Most people like us are considered inferior in
China. Even if we meet our true love, we may sit tight
and do nothing, because we are afraid of being refused.”

He once met a healthy girl he liked very much. “We
lived very near each other and we often hung out together. But I never had the courage to tell her that I liked
her. In the end, she married someone else.”
At her wedding, Chen cried. He regretted not speaking out.
—

In fact, the biggest obstacle to an individual with
albinism finding partners is parental opposition. Gong
Zeyi is a famous singer among albinos.
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He met Huang Jin, a non-albino, when he competed in
the finals of a talent show in 2010. They fell instantly in
love. Huang Jin sacrificed a lot to be with Gong Zeyi.
She gave up her dream to sing with the Peking Opera in
order to help him. “Gong Zeyi is not sociable,” she says.
“He does not have a family to support him, so I need to
accompany him and give him a hand when needed.”
However, their relationship did not receive the blessings
of Huang Jin’s family. Her father did not approve of her
marrying Gong because albinism is a genetic disorder,
which he felt would harm any children they might have.
Although the couple tried all sorts of ways to persuade
her father, their efforts were in vain. They began to fight
and quarrel over the issue.
Months later, they broke up.
—

Wen Jinsheng is also a singer from Guang Xi Province.
Unlike other albinos, he firmly believes he will marry a
girl one day. “I am not any different from others except
for my hair and complexion. That’s all.”

Wen Jinsheng moved to Beijing because he could not
find a job in Shenzhen, where he met his girlfriend Shen
Wenjing, who had met the special looking stranger three
times. The first time was outside of Beijing’s National
20
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Bo Nailun and his wife at their clinic in Xi’an city

Stadium. The second time was at a crossroads when
Wen Jinsheng was lost in his singing and she gave him
20 yuan. The third time was in a subway food court.
After a few words, Wenjing asked him: “Do you have a
girlfriend?”
“No,” he replied.

“How about me?” she asked.

Wen Jinsheng rose to his feet and looked the girl up and
down, then said: “Okay.”
They began to date and gradually fell in love.

But Shen Wenjing’s friends and parents didn’t care for
Wen Jinsheng. Her parents especially didn’t like him
and often turn their back on him. But Wen Jinsheng
refused to give up. He did a lot to make her parents
happy. As he told them: “I will marry no one but your
daughter!”

Eventually, his efforts paid off. Her family accepted him
and they married. Their first child is due soon.
—

There is another story of a man with albinism who loved
a healthy girl and wanted to marry her. But the girl’s
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18 year old singer, Jinsheng

parents didn’t agree, so they decided to have a baby first
and force her parents to accept their relationship. The
couple eloped, but later the girl’s parents found her and
coaxed her to have an abortion. Since then, the couple
parted ways.
What a tragedy. “In the Korean TV series, parents don’t
listen to their children. Even they don’t agree, as long as
the lovers are determined to stay together, no one can
tear them apart. It is the business of the children, not the
parents,” says Guan Lu, a founder of COA.

Guan Lu’s wife is a former colleague whom he worked
with when he was employed by a public service organization. “She was pretty and kind to albinos when I met
her.” After several months of dating, they married.
“Since a long delay may cause trouble... I never went to
her home before we got married.”

His wife comes from a small village. Her father is a
doctor who happens to be very open-minded. He did not
oppose them, and he was the only man in his wife’s
family who attended their wedding.

When it came to societal pressures, Guan Lu said: “At
that time, people were very scared of the disorder. When
people saw us, they tended to scream and run away.
Nobody wanted to sit with us on the bus.”
22
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Guan Lu and his beautiful daughter

His wife, however, was quite determined to have a baby.
“No matter whether the baby is typical or not, I will love
the child.” A doctor told him that albinos could have
healthy babies. Soon after, they had their first child, a
healthy baby.
—

Bo Nailun, 58 years old, runs a clinic in Xi’an city. He
lives with his wife in a small house.

Although he’d always been a good student, he was not
permitted to take the school entrance exams because
of his albinism. So he had to drop out and join the
work force when he was still young. He worked as a
buyer, a salesman, as well as did hard manual labor.
But now he is too old for such work, so he opened a
small clinic.
His father once told him to marry a tan girl from a
remote place. His home was in a small village where
many people, including his parents, intermarried. Thus,
he was born with the disorder.

His wife came from Henan, a province next to Shanxi.
Her brother was in the army and had a car accident, so
the family was in need of money. Her parents arranged a
blind date for her with Bo Nailun, because as long as
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she married, tradition dictated that her husband’s family
would give her family money.
Soon they married. But several days later, his wife
asked for a divorce. After all kinds of persuasion, his
wife finally came back. A year later, they had a baby.

Now they live a happy life in this small place with two
lovely children. His wife is also his assistant in the clinic. Mr. Bo looked at his wife and smiled, “Now she is
too old to run away from me.”
—

Some with albinism find their soul mates within the
albino family. As Chen Guang says, “Maybe because
they have the same genetic condition they therefore
have less pressure. “

In 2014, a number of albinos found love at an albinism
forum in Xi’an. “It seemed that they came to have a
blind date with one another. The forum became a group
blind date,” explained Cici, a participant in the forum.

“In fact, we don’t encourage albinos to marry albinos,”
explained Guan Lu. “On one hand, they both have the
problem of poor eyesight, and they cannot help

each other in life. On the other hand, their babies are

very likely to be albinos. So we usually advise them not
to have children.”
Sometimes this kind of combination produces more
problems. A 24-year-old girl from Inner Mongolia
loved a boy who was also an albino. “In the beginning,
I was very excited,” she said, “We had so much to talk
about, and he was very considerate.” But her mother
did not allow them to marry, so they eloped in Beijing.

They tried to find a job, but no one wanted to hire people like them. They had no choice but to open an e-shop
on the Internet. Their life was hard. They began to fight
over trivial things. Finally, they tired of each other and
ended their five-year relationship.
Eventually, the girl began to understand her mother’s
point of view, saying, “She didn’t discriminate against
albinos. She just wanted a healthy man to take good care
of me. She didn’t want me to have such a hard life.”

She is hopeful for her future. “I believe I will find my Mr.
Right someday,” she said. “But one thing is important. I
will never marry a man whose family wouldn’t allow us
to stay together. Otherwise, life will be very hard.”
This story is part of a series of articles published as an
exclusive editorial exchange between China Press for People with
Disabilities & Spring Breeze and ABILITY Magazine.
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BILITY caught up with Hans Looijen, who
heads up Het Dolhuys, the museum of the
mind in Haarlem, Netherlands, when he was
attending an Integrated Art Exhibition in
Wuhan, China. His museum explores the
boundaries between what they consider to be normal,
abnormal, as well as deviant behavior. Looijen is also
chairman of the International Madness & Arts Foundation.

A

Chet Cooper: How’d you get started at Het Dolhuys?

Hans Looijen: I met with the board of the museum,
when it was called the National Museum of Psychiatry.
I’d spent 12 years as an independent contractor developing museums and exhibitions throughout the Netherlands. The museum had been in existence for two and a
half years and needed a director. I talked to the chairman, who was a psychiatrist, and he asked, “What’s
your personal affinity with psychiatry?” I talked about a
friend who was on a crisis-intervention team, and another friend who was a psychiatrist, and so he said, “Oh,
okay. Let’s set up another meeting, and I’ll introduce
you to the other board members…”
I came home, and my wife asked, “How did the interview go?” I said, “Great, they asked about my affinity
with psychiatry.” And she said, “You didn’t tell them
about your mother?” I said, “No, I did not.” My mother
was bipolar, and that was a big secret in our family. We
couldn’t talk about it.
Cooper: Do you think the memory was suppressed, or
did you not mention it because it was just your life, and
it didn’t occur to you?

Looijen: That’s a good point. For a long time I hesitated
in sharing it. I didn’t want people to think I’m here for
only that reason. I tend to think of myself as someone
who likes to get involved socially. This is a social cause. I
think it’s important to strive towards inclusive societies,
whether it’s in terms of mental health, ability/disability,
human rights or gender issues.
Cooper: Did you go back and say anything? Did you
get the job?

Looijen: I didn’t say anything, and I got the job. But
when the chairman introduced me to his Rotary Club,
he said, “Please address the crowd and tell something
about the museum and your plans.” Afterwards he said,
“I think it’s very strange for you to be the director of
the museum and not mention your mother.” He had
found out about my mother through a mutual friend,
and I said, “Yeah, you’re absolutely right. It’s one thing
to go and not mention my mother’s history, which is of
course a private thing, but it’s another not to show I’m
acquainted with this subject… and know first hand how
hard it can be to break the stigma.”

So I said, “You’re right. I will correct this.” Then
someone whose mother was bipolar approached us.
Cooper: Same mother?

Looijen: No! (laughs) It could have been. He’s a caterer
whose mother had this idea she would marry the former
king of Belgium. He would come for her, and they
would live in a castle. She started painting huge pieces
to decorate the castle. This fantasy progressed or worsened, it depends on which perspective you choose. Ultimately she broke off contact with her family, and after
weeks of not answering the door or telephone, the son
climbed the walls to knock on the windows. When she
didn’t answer, he broke in. His mother had died.

She had bought this huge dining table, had food catered,
and decked it as if it were a state banquet. Her paintings
were all around, and she died in one of the chairs, waiting for her prince to come. He showed her paintings at
parties, but felt there was something more to it.
Cooper: Sounds like it.

Looijen: So I said, “Okay, we’ll do this project about the
family and surroundings of people with mental illness to
show what it means to have a loved one who’s affected.” We’ll call it The Bride of Leopold, because Leopold
was a prince and his mother was a bride—at least in her
own mind. We showed her paintings and her dolls and
her world. I invited a group of children with a parent
with mental illness, or addiction. It translates to Children with a Parent in Psychiatry. Some of them were 12
and 13 and still sleeping with their mothers because
they were anxious or a hoarder who used the bedroom
to store the treasures brought home.
I spoke out openly about my mother and where I am now
in my life. That’s how I corrected that wrong. From then
on everybody knew. But I’m still a little bit anxious people will draw me on their side. “This is the barricade.
Stand with me on the barricade, and we can all fight this
thing together.” But that’s not why I’m doing this job.
Cooper: More for awareness building.

Looijen: Absolutely. And also, I think it’s important not
to make the same mistake I did, to be quiet about it
because my mother said so. I think it’s important to share
it in the open. And I compare it with cancer: in the ‘50s,
you couldn’t even say the word. And now of course you
can. It’s not your fault, unless you smoke maybe, but
then it’s maybe also bad luck. I don’t know. Anyway, of
course, lifestyle has to do with it in the case of cancer.
But people talk about it. They inform each other, they
support each other, even develop a whole language
around cancer. You see an obituary for someone and it
says, “He or she fought and didn’t win the battle,” all
this language that shows bravery is not the case with
mental illness. It’s like: “Come out of that. Pull yourself
ABILITY 25

Hans_1-16-16__QuarkTemplate.qxd 1/27/16 12:47 PM Page 26

together. Go to your job. Chin up.” It’s degrading.
Our mother tried hard to get up in the morning and prepare us something to eat and do the chores around the
house. She was a very intellectual woman as well, so
that was hard for her. But she gave it everything she
could to support us, and I think while we were small
that certainly helped. But later on, she didn’t change
her attitude when we entered puberty or became
grownups. Our relationship was always, “I’m the
mother, and you’re the child.” You would be under her
thumb, and she would let you know that she wasn’t
agreeing with you.
Cooper: When she was in a manic state, what was she
doing?

Looijen: She didn’t go about spending all our father’s
money or our education money. She did spend more
than we could afford, but we didn’t end up in huge debt,
or my father worked a bit harder and would scold her,
and she would cry. But she wouldn’t return the clothes
she bought. (laughs) And then she came up with ways
of budgeting. Food was on ration. Everything was on
ration. We could pick out shoes but not above a certain
price. Over time, the debts would melt away.

When she was manic, she would organize things for
poor people who didn’t have anybody. She would put on
huge Christmas parties and invite everybody. Later on
she went on to arrange with the church a hall to show,
because our house was too small to accommodate all
these people. So there was a huge hall, and there was
26
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Hans Looijen chatting with ABILITY outside an art museum in Wuhan, China.

the Christmas Inn, it was called. It was the ‘70s. It was
very hip, for people who were alone. My mother was
doing good. She’d talk one-on-one with this homeless
guy who reeked while we were playing at the table and
asking: “Can we go home?” She’d say, “No!” She was
really living the moment. Most of all, she was doing
good when she was manic.
Cooper: The other mother, her paintings were good?

Looijen: Not exceptional. It was mostly floral decorations, bright colors, and big formats... And she collected
these ancient dolls with porcelain hats. She dressed them,
and then she would lay them together in the scenery and
paint them and say, “These are my children.”
Cooper: Interesting.

Looijen: Her depression was more impactful for us as
children, and later on, my mother wouldn’t come down
for dinner, wouldn’t get out of bed, and didn’t answer
you if you spoke to her. Whatever you did, you couldn’t
make the whole world whole again through her. Until
you understand that it has nothing to do with you; it’s to
do with her and her illness.
Cooper: When you go to work, as it were, do you think
more about your mother now because of the different
artists that might be bipolar?

Looijen: Yes. She died three years ago, and I think a lot
about her. I asked my wife, “Was it really that bad?” Of
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personnel were not interfering because it was all part of
the illness. You don’t see that any more. It’s also a cultural thing. During the first week, the psychiatrist told
me I had to bow when I opened the door otherwise a
plate of food would hit me in the face. I said to the
nurse, “What’s going on?” She said people couldn’t
help it because they are ill. And then I said, “Every
plate that breaks costs you a quarter.” Besides, we all
need rules. We need some way to interact with each
other, and it’s not by throwing your food around and
smashing plates.
Cooper: They needed consequences.

Looijen: Yes. And I think by laying certain boundaries,
it raised the bar. I went to a homeless center once as
part of my introduction to work. Institutions support
us. We are an NGO (non-governmental organization),
and basically we don’t get any allowance from the
government. Twenty-one hospitals and care organizations support it. There were six when I started out, and
I built it to 21. I wanted to get to know the institutions
that supported us.

course memory tends to heal things, as well. I’m working on a book. I know someone who’s a literary agent,
and he turned out to be a quite important guy in publishing, and he read some of what I’d written and said,
“We should publish this.” What I care about is that a
boy my age, eight to 10, or even a bit older, might read
it, and think, “Okay, maybe some of it applies to my
situation.” He could avoid the mistakes I made and
make his own mistakes.
Cooper: So you’re writing it as a children’s book?

Looijen: Right now I’m doing research. Some of it is
quite funny. We were quite ashamed when my mother
was in the supermarket in France trying to explain in
sign language that she wanted eggs. She was like a
queen, and people started bringing her things. She’d be
like, “No, no, no.” Frozen chicken, fried chicken, whatever, until she started pretending to lay an egg, and then
everybody understood what she meant. But we were
like, “Oh, no, not again like this!” I write down these
memories, these funny stories, and then I write about
what I now understand: she thought all these French
people were not speaking French properly enough to
understand.

So then I write what it could have been then, and what
my insight is now, and what might have been different
if we’d spoken about it. Like the night my mother went
to a psychiatric ward in the early ‘70s. This was psychiatry at its worst. People were acting out in the institution, throwing around their food, screaming, and the

So I recently went to this homeless shelter in the south
of the Netherlands. I thought it was strange, because
here I am, pretty well fed, walking around with my
blazer on and seeing all these people coming in for
shelter. They pay one Euro and get food and whatever.
They were waiting, and there was this very idealistic,
60ish guy with a long beard walking around in his
knitted vest. I said, “What’s the hardest part of your
job?” And I thought he would talk about how they
were cutting budgets. He said, “The biggest challenge
for me is to make these people understand that this is
not their life. Some of them think they’re really successful because they’ve got a place for the night,
they’ve got food, and they’ve got a little cart they push
around with their belongings in it. And they’re successful at being homeless. This is not enough. They
can and should do more. The hardest part of my job is
to get between the ears of each and every one of them
that they can do better.”
Cooper: That’s powerful.

Looijen: That resonated very strongly with me, and it
could have applied to my mother’s situation. She was
kind of stuck in a house, a life with my father, and four
children, in a suburb. She could have done more, but the
illness got in the way.
She needed more support. Setting goals and getting
support from the people around you are important…
That’s also something I take on here. I had not thought
of integration at that level.
Cooper: Integration opens up the doors to a lot, and
then just bringing in your life experience, you think,
“Oh, that’s right. My mother had that problem.” Most
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people are affected by disability in their lives in some
way, but we don’t think of it.

Looijen: No. In the Netherlands, one in five persons is
affected by a mental health condition in his or her lifetime. It can be just a phase, or it can be for your entire
life, if you have psychosis maybe, or depression. But if I
say that in the museum to an audience or outside the
museum, people will say, “One in five?” But it used to
be one in four, so we’re improving.
Cooper: Or the definition sometimes changes.

Looijen: Yes. And people criticize this. There are a lot
of other countries in the European Union as well where
you find the same number.

Cooper: In the US, they say one out of five people has a
disability. Which is not right, because when you start
breaking it down, they start talking about people who
are deaf or hard of hearing, and that loss of hearing sky
rockets as people get older. So the numbers are skewed.
And World Health Organization (WHO) numbers are
pretty low, which makes no sense, because developing
countries have a lot of people with disabilities who are
not being identified.

Looijen: People run away if you say, “Look at the skills
of people who have a disability.” They’re like, “Why
should I look at them?” I think at least what I’ve tried to
28

ABILITY

convey with the museum is the message that inclusion
is: Look at this kid down at the mental-health station,
doesn’t he deserve the best? He’s a human being.

Cooper: It’s a fine line. Do you know the term “supercrip”? “Crip” is from the word “cripple,” which is not
used any more, but there’s a phrase which is used... like
“Oh, my gosh, you’re blind, and you did that? How
wonderful is that?” It’s making a superhero out of
somebody. We’re trying not to go there. But it also
brings people in to read when something interesting
happens. So it’s a delicate balance.

I’ve always said our magazine shouldn’t exist. But we’re
living in a place and time where it’s still needed. I was
watching other people stare at individuals simply using
wheelchairs. There’s a lot of awareness that has yet to
be developed.

Looijen: Yesterday a man without arms stepped on the
bus, and a boy next to us gaped. In a lot of cultures, people with disabilities have been kept indoors. In the
Netherlands we have a great public transport system,
but it’s not easily accessible for people who use chairs.
Cooper: I would have thought the Netherlands would’ve
been ahead of the game on that.
Looijen: They say that it’s too costly. It’s always about
money. It’s horrible.
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which is good. But the rights perspective is important as
well. If it’s in the law...
Cooper: In the U.S., there are still stores that have steps
you have to climb before entering—25 years after the
Americans with Disabilities Act (ADA), they’re still not
complying.
Looijen: There’s a long way to go. I realize that. How is
mental illness treated in the US?

Cooper: Not well. It’s one of the last frontiers of the disability area. But psychiatry has come a long way. I mean,
early on, frontal lobotomies were not uncommon. But
police still don’t know what to do with people. There’s
training going on, but there’s not enough money to train
all the police or those working in the prisons. They have
these people with mental health problems acting up, and
the police look at it as a violent act. Instead of subduing
the person with non-lethal force, too often it’s lethal.

My ex is a psychiatrist, and she would sometimes work
with a lockdown facility. She would always be fighting
the police, because the police were often doing something wrong with the patients. But the patients also
needed to know that you can’t beat up another patient in
lockdown. It’s very, very difficult.
Cooper: Japan is the best. They have a fast aging population, so they had to do something.

Looijen: The Netherlands is one of the few countries
that has not ratified the UN Convention on the Rights of
Persons with Disabilities (CRPD).
Cooper: I didn’t know that.

Looijen: Yes! We should create a scandal; we have to
force our government to do it. They said, “Yes, but first
we have to adapt the public transit system, and then we
can ratify it.” But if it’s only four countries in the world
that haven’t ratified it, and the Netherlands is one of
them, come on!

Cooper: Even the countries that’ve signed it, many just
wanted to look good, but never completed what they
were supposed to do. Maybe your country is serious that
if they sign it, they’ve got to do the work.

Looijen: They’re serious about it, but that should not
withhold us from signing. We should sign and then do
it. Walk your talk. I went to a 30th-anniversary jubilee
of an organization that supports people with disabilities
in developing countries, and they also supported our
jubilee exhibition and attended our conference. And I
thought: The CRPD is a corner piece for our museum as
well. You don’t just look at mental health, which is a
small part of it. There’s a whole integrated approach,

Looijen: Are there NGOs for mental illness patients?

Cooper: There are two big ones. National Association
for the Mentally Ill (NAMI), and that’s the most recognized because it was formed by patients. And there’s
another national organization on mental health, which
is more based on the medical model. They do good
work, but people within the mental-health arena seem to
gravitate towards NAMI.
Where do you think your museum’s going from here?

Looijen: We are going to buy the building, restore it and
make it a place of remembrance and education, with
exhibitions on psychiatry and its history. We’ll do an art
venue, hopefully in Amsterdam. We want to do in-depth
programs and outreach to different parts of the country.
We’re doing a traveling exhibition on development of
the adolescent mind, because your brain grows.

So we’re looking at an exhibition going throughout the
Netherlands. It’s not very easy to move: large prints by
patients, staff and directors. We also have an exhibition of
our historic collection, photography from around 1916 in
Amsterdam, where there was an international congress of
psychiatrists from all over the world. We’ve done an exhibition in London. We established contact with Switzerland
for a show, and we’re talking to other countries.
hetdolhuys.nl/english-info
nami.org
nimh.nih.gov/health/publications/bipolar-disorder-in-adults/index.shtml
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he majesty of Yosemite Valley beckons me
every summer. My husband and I make the
long winding drive from Marin County,
across the Central Valley and up into the hills
and down again, to hang out with friends by
the lazy Tuolomne River, surrounded by trees, and gaze
at the astounding glacier-cut granite. I’m a polio survivor, have some paralysis, walk with forearm crutches
or a cane, and have found that it’s a very accommodating National Park. There are accessible places away
from the crowds, though most of the trails adapted for
wheelchairs or scooters are in the more populated areas.
You can reach many meadow and wooded sites and picnic grounds, the museum, the ancient graveyard, the
Ansel Adams Gallery and gift shop, other shops and
restaurants and more—including the Village Store for
an ice cream!

T

Along the road to Mirror Lake (a summer-dry lake
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overgrown by a meadow), you can drive a car in for a
mile or two if you have a disabled person (DP) placard
or license plates. I like to park and walk in 30 feet to sit
by the Tuolumne River and read, paint, chat or just
contemplate. If you have a motorized chair or sit scooter, you may want to scooter in a couple of miles, until
the paved path at the end of Mirror Lake Road crosses
the river. There are also stables near that end of the Valley where you can arrange to ride horses out into the
woods with a guide. From almost anywhere, you will
enjoy spectacular views of Half Dome.
A more populated jaunt for a scooter is the one-mile
paved trail up to Lower Yosemite Falls (across from
Yosemite Lodge), an awe-inspiring view even if there’s
less water falling in the summer. The trail is interesting
on its own for anyone who likes geology or finds beauty in intimacy with rocks and trees. There is a partially
hidden spot off the main path (there’s a sign) with a
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perfect distant view of the falls where I like to go and
sit for a while.

I’ve made it up to the foot of Bridal Veil Falls, which is
nearly always still running in the summer, but it is a
pretty steep trail. My husband pushed me in a wheelchair for the first portion, and I walked using my crutches the rest of the way. It’s a pretty challenging walk, and
the park service warns of this to those with ambulatory
or breathing difficulty, but there’s a nice spot to sit once
you’re up there. Another thing we like to do is park
across from the bottom of the mammoth cliff, El Capitan, and spot rock climbers with our binoculars. Careful
you don’t get a stiff neck; it sometimes takes a while to
sight climbers who look the size of toy soldiers hanging
on the rock face.

About an hour northeast of the valley, Tuolumne Meadows awaits those who want a little more peace and quiet

in wide-open spaces. My husband and friends generally
go hiking for a few hours, while I park myself somewhere near the river and paint a watercolor. There are a
lot of places not far from the dirt and gravel access roads
where you can feel somewhat isolated but still safe, if you
don’t mind using wilderness style bathroom practices,
and are able to walk about 100 feet from the road. Right
by Tioga Road (Highway 120, which was originally a
Native American footpath, later a Sierra Wagon road and
then a mining road), especially near the little general
store, you’ll probably see people every few minutes. But
if you sit with your earbuds and tunes, you won’t notice
their conversations. There are also lovely places to park
sit near the rushing Tuolumne River. When I have gone a
quarter mile or more away from the highway (assuming I
can find a parking space!), near Lembert Dome,
Tuolumne Meadows Campground or Tuolomne Meadows Lodge (a tent cabin site where you may be able to
purchase refreshments), I have seen hikers approximately
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every thirty minutes. A ranger may lead a walk every
hour or two, which has given me the feeling of someone
responsible for knowing where I am. At the same time,
I’ve had a bit of the isolation in nature that I crave and
cannot achieve in the same way as those who can hike far
into the hills.

Until three years ago, we “car camped” for 25 years at
Housekeeping Camp in Yosemite Valley right on the
riverbank with our large group of friends. There, each
unit has a tent with three concrete walls, beds with
acceptable mattresses, a modestly furnished patio with
privacy fence, and minimal lighting and electricity.
There’s a pit campfire for each unit and you can bring
your own Coleman stove and/or hot plate. Some of the
units are accessible by wheelchair, but some have soft
dirt that has to be traversed from the camp road, so if
needed, ask for either a DP/ADA unit or a unit close to
the road when you reserve. The shared restrooms
throughout the camp have toilets and sinks (and are
generally wheelchair accessible). It became too hard for
me as I got into my 60s to pack all the gear needed,
plus do the actual housekeeping required with camping.
There’s a reason it’s called Housekeeping Camp. But
it’s the most accommodating and comfortable place to
camp in the Valley.
There is one DP bathroom in Housekeeping equipped
for wheelchair showers, with one accessible unit nearby
which you can reserve. I can’t recommend the shower
(unless they’ve fixed it), and the main Housekeeping
Camp showers are not roll-in accessible. However, at
Curry Village, a reasonable scooter ride or quick car
trip from Housekeeping, you can use the new, spacious,
and pleasant accessible showers, even if you are staying in Housekeeping. Curry has a few accessible lodge
rooms and cabins, and a lot of tent cabins, all with no
cooking. Curry includes a cafeteria and a few modest
but acceptable cafes and food stands.

We began staying at Yosemite Lodge at the Falls in the
Valley in 2012. It costs twice as much per night as
Housekeeping Camp (about $200 vs. about $90), but it’s
great to have a bathroom in the room, a lot of electrical
outlets and a somewhat better mattress. I don’t miss
traipsing to the communal toilets in the dark, though we
do miss waking up in a tent unit near our friends and
sharing a quiet cuppa in the mornings. Each room in the
Lodge has a private patio and also a mini fridge, so we
bring small coolers of dairy foods and fruit, and prepare
breakfast and often lunch in our room. Sometimes we
walk across the street to the food court and eat with the
tour group masses if we want a cooked breakfast, where
the food is… well, meh, for the most part. There is also
a pool at the lodge, which is often nearly empty in the
mornings. The lifeguards are generous about letting me
use float devices to do my water therapy, even though
there is a rule against using them in the deep end. When
I explain to them that I am a polio patient, they kindly
let me bend the rules.
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It’s nice to go to the Ahwahnee Hotel at least once to
view the outstanding early 20th century Julia Morgan
architecture—the Great Room and the dining room are
lit by two story windows and surrounded by tall graceful trees—and have lunch or a drink on the patio. The
breakfast buffet is pretty good though expensive, but for
a special dinner we prefer the Mountain Room at the
Lodge, which does not require a jacket or tie, and will
usually have at least one dish to satisfy a foodie.

I recently started renting a sit scooter to use in the Valley, so that I can feel close to nature like all my friends
on bikes. Now, I can smell the pines and really see the
butterflies and wildflowers. An especially great benefit
has been that my husband and I are able to go a few
places together without the car, with him either walking
or riding his bike. We have a hybrid, but the park does
its best to discourage car use in the valley. The Valley
shuttle is a helpful asset, with a wheelchair lift and bike
rack, and it goes nearly everywhere, but since I am not
in a wheelchair, for me there is still too much walking
required from the shuttle stops to my destinations. (The
shuttle lift may handle up to 750 pounds, maximum size
24” x 46,” and there are tie downs inside the bus. Most
scooters range from 200-400 pounds with the rider, so
it’s possible the lift may take a smaller scooter.) A walk
from the shuttle stop to, say, the interior of Housekeeping Camp can be the equivalent of between a couple of
blocks to a quarter mile, which is a long trek on crutches. However, many of the stops are right in front of the
places you’ll want to be. Clear, specificmaps of the
shuttle route and stops are available. They also show the
safest routes for wheelchairs and scooters (essentially
the paved bike paths).
I take the scooter from Yosemite Lodge over to Housekeeping Camp each day (20 minutes by scooter and five
by car). We take the car for campfires in the evening
and cook with the group. If you don’t know someone
who is camping, there are sometimes evening ranger
campfires in the Valley, with entertaining historical presentations. There are also tours of the Valley floor so
that you can see it all at once fairly quickly, and perhaps
determine which sites you’d like to revisit.

During our 2014 trip, on my scootering back from
Housekeeping Camp to the lodge, I was on the paved
path when it was nearing dusk, with hikers and bikers
passing me occasionally. One Asian tourist couple was
walking right on the curb, dangerously close to the road,
and I was tempted to caution them but kept my own
counsel. While casually enjoying the woodsy scenery, I
saw off to my left in a little clearing a huge bear statue,
which hadn’t been there the prior year. I thought it was a
little odd that they’d put one in that particular location.
Then the statue turned its head and looked at me! The
live dark brown bear was about six-feet long, nose to
tail, and three-or-four feet tall on all fours. Its head was
a foot wide, including ears—the size of a Grizzly, but
there have only been brown bear species in this area for
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decades (and they can be either brown or black in
color). He was a mere 20 feet off the path, watching me
motoring by. He or she was wearing a green collar
placed by the park service. So he was known in these
parts; his territory, overwhelmingly not mine.

We stared at each other, our heads slowly moving in
tandem as I scooted past, and suddenly it seemed the
scooter was not nearly fast enough. He took a step
toward me, when I realized that ocular contact was
absolutely the worst possible thing to share at that
moment, so I tore my eyes away from him (or her). I
adjusted the scooter to top speed—maybe six mph, a bit
risky on the curvy and bumpy inclined path—and
began to think of what I was going to do if the bear followed me. Hmmm…. start beeping the horn, since all
wild animals hate and are intimidated by noise (but the
horn was not loud enough to be optimally scary). Then
maybe throw my backpack toward him, even though it
had my laptop in it. Bears know backpacks sometimes
contain food and that would have been the most interesting aspect about me from a bear’s perspective. After
sunset is about the time when animals are thinking of
checking out campsites for unattended food. I was
thinking, “Please, oh please, not my laptop; just turn
around, Big Bear!”
I kept looking over my shoulder every few seconds till I
was sure he was not following me. Now I understood
why that couple had been walking so close to the road!
When I was about a quarter mile down the path, I was
sure he was not in pursuit. A lumbering bear is easily
heard from a distance; we’d heard them often enough in
the middle of the night when we camped in Housekeeping. My heart rate had gone up, but it all happened too
quickly for me to be very alarmed or upset, or even
decide if I’d been courageous.

A few of my friends at Yosemite have had even more
close and direct encounters with bears, and no one’s ever
been attacked. The bear would win, so it’s important to
know how to behave with them. Normally, you back
away from these beasts, especially if it’s a mama with
cubs, but I hadn’t had that option. The next afternoon, I
nabbed a Mammoth Beer coaster at the Mountain Room
Lounge at the Lodge, picturing the giant head of a bear
that looked just like my new pal. I have it displayed in
my kitchen to remind me of my good fortune, both in
seeing the bear and in his disinterest in following a small
human on an unfamiliar little vehicle.

This year, I was watchful about getting back to the
Lodge before dusk. I found, though, that I was a little
wistful at that bear spot, and scanned more deeply into
the woods in that area each day, slightly hopeful I’d see
him again. Even if you don’t engage with a bear, there’s
probably a deer, squirrel or marmot waiting to meet you
at Yosemite, so make your reservation!

by Francine Falk-Allen

If you camp in Housekeeping (where you can cook) or, Curry
Village, or stay at the Yosemite Lodge in the Valley, or in the
expensive but lovely Ahwahnee Hotel (none of which allow
cooking), and want to stay for up to a week, you will need to
reserve a year and a day in advance. You can also try your
luck on getting a unit for a couple of nights on short notice, but
you may need to call or go online every day for a month to
obtain a reservation. For most lodging, visit
www.YosemitePark.com/lodging.aspx or call (801) 559-4892;
TTY (559) 439-3002
If you stay at Yosemite Lodge in the Valley, be sure to call
there about a week before to make sure you are in a downstairs room, if necessary. There are very nice ADA rooms, but
we found that they are so specifically for wheelchairs that we
did not have enough room for our gear. We always ask for a
room in the Alder building as it is perfect for scooter access,
slightly quieter, more private with patios offering views looking
out into the trees, and is where we often awaken to deer peering into our window. The Maple building is OK as well.

Both Tenaya Lodge and the Wawona Hotel are an hour of
winding roads south of Yosemite Valley. If you want to be in
the Valley daily, these will not be your best options unless you
love mountain driving. But the Wawona area is nice, and
Tenaya Lodge is the largest four-star accommodation near but
outside the Valley.
There’s bring-your-own-tent camping in several places in the
Valley and outside of it, where you can also cook over a
campfire or your Coleman. Some of these also accommodate
RV’s, and the Yosemite website has info on what size RV’s
can make the trip down the winding roads. For own-tent or RV
camping, go to the Yosemite page of the National Park
Service at www.nps.gov/yose/planyourvisit/camping.htm; TTY
(877) 833-6777.
For any type of reservation, I advise accessing the website
and phone at the same time tilluntil you connect with one or
the other and are able to get the reservation you want.
Yosemite Accessibility Guide is downloadable at
www.nps.gov/yose/planyourvisit/upload/access.pdf

Rent a scooter at the Yosemite Lodge bike stand for a day or
a week. There are only a few available, so call ahead to
reserve. Direct line: (209) 372-8319 or (209) 372-1208.
A newspaper you’ll receive at any of the park gates will
describe the many activities and services offered. Shuttle
maps are also available at various locations.

There is no gasoline service in the Valley. The last gas stations
are at Crane Flat on Hwy. 120 and El Portal on Hwy. 140.
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n a recent visit to Sofia, Bulgaria as an
occupational therapist I participated in several parent group meetings where parents
with children with disabilities shared their
ideas and needs in focus group settings.
Several areas of need were identified and parents
expressed needs that were especially important to them
in parenting specially abled children.

O

Parents particularly expressed a need for more professionals and educators who could provide support and
education to the parents outside of formal treatment sessions. Parents also expressed a need to have a more
physically accessible society; sidewalks, roads, public
transportation, and physical barriers at school still form
obstacles to the inclusion of children at school and in
the community.

Another concern, which I have heard universally
expressed both in the United States and in Bulgaria, is
the need for public understanding. Parents long for
more compassion, patience and understanding when
going into public with their children with disabilities.
Specially abled children often have conditions that
include behavioral differences such as in autism and
cerebral palsy. The social burden of facing public opinion is often overwhelming for parents who long to be
embraced in the community. This sentiment was
34
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reflected in parent focus groups in Bulgaria.

Parents often related that the help of other parents was a
great relief for emotional stress. The development of
parent support groups is a new and growing trend in
Bulgaria. Through the instrument of parent support
groups the children with special needs are gaining new
opportunities and the parents are feeling more optimism
about the future.

One challenge that parent groups face is sustainability,
as the material and emotional requirements of parenting a child with special needs is often so great that
adding a parent group commitment is difficult for
many parents. In one focus group in Sofia, parents
described their parent group experience as very positive and self-sustaining. When asked why they were
able to maintain individual commitment to the group
meetings, which occurred almost weekly, they
expressed that there were two main motivating factors.
One was the ability to use a secure, regular, and beautiful location; the large treed yard of a member family
who lived near the mountains in a house outside of the
city. The second motivational factor was that every
meeting they came to they included their children and
engaged in fun and different play activities.
Parent groups report having held local conferences on
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various topics such as topics of interest to special conditions including autism, low vision, and Down’s syndrome. Parent groups have found mutual support to
approach agencies and professionals to request additional information and training, invite foreign specialists,
and elicit support from local government.
On March 21, 2015 a one-day conference on Down’s
syndrome was held in Sofia. Parents were the planners
and facilitators of the conference. Several specialists,
including speech pathologists and an occupational
therapist from the United States spoke. The following
day a clinic was held and parents received personalized evaluations from the specialists including home
program suggestions.

Home program suggestions are particularly important to
parents in Bulgaria because there are a limited number
of specialists in children’s therapy in the country and
most of these are found in the few urban areas. Parents
and children with disabilities residing in rural areas may
have much less access to the benefits of specialists or
organized parent group support.

Currently there exist several speech therapy and physiotherapy training programs, a strong special education
resource teacher-training program at the University of
Sofia, and one occupational therapy training program in
the country at the University of Ruse, which is certified
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by the World Federation of Occupational Therapy. There
are many daily centers in the country that are used to
treat children with identified disabilities, but a universal
early intervention system is still to be developed.
Social inclusion of children and families with disabilities is a critical issue in Bulgaria. Improvements in the
social inclusion of children with disabilities in community and school settings have occurred at a quickening
pace in Bulgaria over the past 5 years and are greatly
improved from the communist period prior to 1989,
when institutionalization was the most common form of
care. But many obstacles remain.

Parents with children with disabilities in Bulgaria are
growing stronger and making their needs known at
many levels. The situation for these families is slowly
improving and efforts to serve their needs are being
made at the policy level, in the schools, and through the
development of special professions such as occupational therapy. Perhaps the most important asset parents
with children with disabilities in Bulgaria have is each
other. Together parents are raising their voices and
beginning to be heard throughout the country, and
indeed throughout the world!

by Elaine Jean Struthers, Ph.D., OTR/L
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ay Romano looks a lot different these days. Gone is the clean-cut image
from his hit TV show, Everybody Loves Raymond. On this day, his hair
and beard are grown out for his latest role on Vinyl, a new HBO series
about the skeevy record industry in the 70s. ABILITY caught up with
Romano in Tarzana, CA, where he was playing a celebrity golf
fundraiser for cancer, which has touched his life personally.

R
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Ray and Lia obviously thrilled for a post rain and hat hair photo’op

Lia Martirosyan: Were you having fun out there?
Ray Romano: I was. I’m a golfer.

Martirosyan: So you play regularly?

Romano: As much as I can with a family, a job, and a
wife whom I don’t want to yell at me.
(laughter)

Romano: I’ve been a golfer for a long time, but that
doesn’t mean I’m good at it.
Martirosyan: How’d you do today?

Romano: Well, today’s a team thing, so the team did
well. I had some good shots. And then when I hit a bad
shot and if my teammate hit a good shot, we were still
okay. I don’t think we won, though. I’ve been playing
these things for about 20 years, five or six a year, so
that’s somewhere between 100 and 120 of these charity
events, and I’ve never won. Given the law of averages,
I should’ve won by now.
(laughter)

But I don’t cheat. I’m not saying that other people cheat,
but let’s say they can be pretty lenient with the rules.
40
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Not me, I’m anal. I make everybody around me play by
the rules. That’s the problem. I don’t think I can win by
doing that. But it’s great fun.
Martirosyan: What’s your connection to today’s event?

Romano: Well, my wife had breast cancer five-and-ahalf years ago, and she knows a lot of the doctors who
are involved with this event. Also one of her friends just
went through it; she was the one who talked to us about
coming today.
I get asked to do a lot of these, and I can’t do ‘em all,
but I do as many as I can, and especially the ones where
there’s a personal connection. And with this one, my
wife is doing fine because of a lot of the people who are
here today.
Martirosyan: Wonderful, congratulations.

Romano: So any time I can give back by playing golf,
it’s a win-win.
Cooper: How long has it’s been since she’s been—
Martirosyan: —in remission?

Romano: Over five years. I think the five-year anniversary
from when she was diagnosed was March 2015. She’s
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Ray taking a swing during the Tower Cancer Research Foundation’s Golf Tournament
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Ray with the cast of CBS’s Everybody Loves
Raymond, all striking a very natural pose

doing fine now.

Cooper: It’s nice that you feel a connection. I talked to
somebody who was playing—I won’t say who it is—but
he didn’t even know what the event was.
Romano: Was it one of the celebrity players?
Cooper: Ixnay on the—
Martirosyan: Yes.
(laughter)

Romano: What I’m saying is, I get asked to do two to
three of these a week. But I can only do six or seven a
year. There’s business, there’s work; I can’t make ‘em
all—And they kind of blend into each other. So sometimes you can get mixed up about which one you’re
at. But the ones that I have a personal connection to
I remember.

I used to throw one of these events myself at this club,
about 10 years ago. Do you know Kevin James?
Martirosyan: Mall Cop Kev?

Romano: Yeah. We would host it together for whatever
charity we wanted to help out that year, like for
42
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Alzheimer’s. Also his sister has a degenerative eye
disease, so we did one for her for about five or six years.
Cooper: It’s nice when somebody has a connection.

Romano: It is. But really everybody has a connection.

Cooper: Whatever happened to the event that you used
to host here?

Romano: Kevin moved out of town, and it just wasn’t
the same without him. Then we started doing comedy
shows and raising money that way. We both do stand-up.
It also got harder and harder to do a charity event back
then. The economy was very bad; it was around 9/11.
So we found other ways to raise money.
Cooper: Can you share them with us?
(laughter)

We have a nonprofit and need to do more fundraising.

Romano: Like I say, I perform. I also make appearances, or I donate items that charities can auction off. I
perform in Vegas, so I can donate tickets for people to
come see me and meet me, and a charity will auction
them off.

Photo by: Niko Tavernise/HBO

Romano_1-16-16__QuarkTemplate.qxd 1/27/16 12:21 PM Page 43

Ray as Zak Yankovich and Bobby Cannavale as Richie Finestra.

Cooper: Like your kidney?

Martirosyan: What’s your latest project?

Martirosyan: They are fan favorites.

Martirosyan: Let the good times roll.

Romano: (laughs) To come see me, not take my kidney.
See me in Vegas, come backstage, meet ‘n’greets, stuff
like that. Those are pretty popular.
Romano: Sometimes you can auction off an opportunity
to come onto the set. We did that on Everybody Loves
Raymond a couple of times, where a charity auctioned
off a set visit that included lunch.
Cooper: Even though it’s not being filmed.
(laughter)

Romano: Right. Or sometimes Brad Garrett, he played
the brother on my show—
Martirosyan: He was good.

Romano: Yes, he was very good, and he has a poker
game every other month or so. Occasionally, he’ll auction off the chance to come play in our poker game.
Some high rollers will throw a lot of money at the
charity, and then they fly in and play with us in Brad’s
house and eat pie. His girlfriend makes pie. So we do
whatever we can.

Romano: I just finished filming a new HBO series
called Vinyl. It’s about the music industry in the ‘70s.
That’s why I had to grow all this hair.
Romano: It’s cool. Mick Jagger is one of the executive
producers.
Martirosyan: Well that’s special!

Romano: And Martin Scorsese directed the pilot. I was
in New York last summer filming it. It’s a little crazy, a
little different. There’s a trailer out there online. It’s a lot
of stuff I’ve never done before.
(laughter)

It’s all about that sex, drugs and rock ‘n roll world, which
is a different role than people are used to seeing me in.
Bobby Cannavale is the star, and I play his partner—a
record-label owner. It’s fun. It’s like time travel.

Cooper: Did you know much about the industry going in,
or pay much attention to it when you were growing up?

Romano: I grew up with that music as a fan of the Stones,
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the Beatles, Jimi Hendrix, Led Zeppelin and all that. But I
was just a teenager back then, so I didn’t really know
about the industry. Scorsese gave us a book to read called
Hit Men, which was about the guys who ran the business.
It was pretty shady, pretty underhanded, pretty out there. I
snorted a lot of fake coke for the role—

Martirosyan: I’m looking forward to the show.

(laughter)

Cooper: It’s cool that you’re playing a role that’s a lot
different than what you’ve done before.

Cooper: Fake coke? Come on, you can tell us.
Martirosyan: What was it? Flour?

Romano: It was some kind of lactose powder. But believe
me, there were some nights I’d go home and something
would fall out [of my nose] and I’d say, “Oh, geez!”
Cooper: Can you imagine—
Romano: —if it were real?

Cooper: Driving home or to your hotel—

Romano: —and a cop stopped me? And I tell him it’s
just powdered milk?
(laughter)

Cooper: I grew up roughly around the same time you
did, and we had no idea how crazy the industry was. We
just loved the music.
Romano: Yeah, we didn’t know how dirty it was. Who
knows how it is today.
Cooper: Lia is an opera singer, so she knows.

Romano: Are there cutthroats in the opera business, too?
Martirosyan: It’s not just lactose anymore.
(laughter)

Romano: You can’t be snortin’ as much coke as they did
back then.
Martirosyan: But my whiskey bill...
(laughter)

Romano: It’s crazy. I did scenes with—now I’m talking
about the actors playing these roles—with Elvis, David
Bowie, Robert Goulet, Alice Cooper.
Cooper: Goulet’s in a different category.

Romano: But in the show it’s a record company, so we
have our hands in a lot of different things. It wasn’t just
rock ‘n roll, it was whatever made money.
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Romano: And if you watch and don’t want to see me
naked, avoid episode seven.

Martirosyan: I hope I’ll still be able to look you in the eye.
(laughter)

Romano: Yeah, the character’s a decent guy in an indecent
business, and there’s a lot of stuff goin’ on, although not
so much for me. But in episode seven, we go to Vegas and
things get a little crazy. My wife wasn’t happy about it.
Cooper: It’s a closed set, though.

Martirosyan: Of about 30 people.

Romano: And there was a Teamster guy who, after
every take, put a sheet over half my ass. (laughs) He
had to place it just so.

Cooper: Before you go, Ray, can we take a few pictures?
Romano: I’ve got hat hair.

Cooper: We’ll fix your hair.

Romano: Yeah, CGI me some nice hair.
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f you’re looking for Ray Charles on an evening where
he plays two 55 minute shows, you can probably find
him in one of two places: seated in front of a piano or
chessboard, In fact, the trim, 5’9” legendary “Genius
of Soul” feels at home in front of either board, regardless of how many people are watching. Most people can
picture Ray with his black sunglasses and captivating
smile sitting in front of a piano, yet the image of this
musician who is blind looking with his hands at a chess
board may raise a few questions. Like, how?

I

In a game where skill and determination weed out the
more proficient players, chess can be easily adapted to
the needs of the blind. For instance, Ray plays on a
board where each square is the same color but the depth
of the squares are altered—the “black” squares are raised
while the “white” squares are lowered. In addition, the
black pieces may have sharper tops, whereas the white
ones are flat, and all pieces include a peg on the bottom
that fit into any hole drilled into the squares on the
board. In order to make the game a bit more user-friendly, you will probably hear Ray Charles and his partner
calling out moves as the game progresses, making this
type of chess a louder, more interactive experience.
Ray has managed to recruit a few of his band members,
friends, and even interviewers to play a chess game in
between gigs on tour. As he sips warm coffee with Bols
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gin, he is comfortably removed from long months on the
road promoting his latest album.
Brother Ray, as he is affectionately called, has certainly
put his time in on the road. In his musical career of over
47 years, Ray has successfully mastered the blues, jazz,
gospel, rock, pop, and country music continually airing
his soulful heart. He has teamed up with the best of the
best in each stylistic genre, including BB King, Aretha
Franklin, Lou Rawls, Hank Williams, Willie Nelson,
Stevie Wonder, and, most recently, Eric Clapton. Ray
prefers not to describe himself as a specific kind of
singer, just a musician. “I’m not a country singer. I’m a
singer who sings country songs. I’m not a blues singer,
but I can sing the blues. I’m not really a crooner, but I
can sing love songs. I’m not a specialist, but I’m a pretty good utility man. I can play first base, second base,
shortstop. I can catch and maybe even pitch a little.”

Whether it be the blues king or the granddaddy of soul,
you get the distinct feeling that Ray is singing what he
knows. “His style of singing is born out of his style of
talking,” explains David Ritz, coauthor of Ray’s autobiography, Brother Ray. “There are two moods which he
exibits: extreme highs and extreme lows... When he is
excited, he is an obsessive and poetic talker; he will
chew your ear off until you are exhausted and beat.
When he is down, he becomes non-verbal—his
responses are monosyllabic... Both moods are strong,
and his sullen look will grip him as suddenly as his
smile.” But his wry sense of humor is enduring—and
endearing. Once, when booked into a glamorous Las
Vegas hotel suite with a bed two steps up, he said: “You
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know, I think these people are trying to kill me.” On the
ceiling, above the bed, was a mirror. “Oh great!” he
shot back when informed of the extra.
Ray Charles Robinsons’ autobiography, Brother Ray,
details Ray’s life, which began on September 23, 1930,
in Albany, Georgia. He recounts his days as a country
boy in Greenville, Florida (about 30 miles from the
Georgia boarder) as the older of two boys cared for by
his biological mother, Aretha, whom he called “Mama.”
Aretha and the boys treated one of his father’s first
wives, Mary Jane, like family, and Ray was known to
refer to her as “Mother.” Mary Jane lived nearby and
occasionally cared for the boys as if they were her own.
His father, Bailey Robinson, was rarely seen by Ray or
his brother George. Bailey worked driving spikes on the
railroad crossities in Florida and Georgia, hardly ever
coming around to see the family. It was Aretha who
brought home whatever pennies she could, doing chores
for the local people in the neighborhood.

Ray speaks highly of his mama. To this day, he can clearly describe her looks and continues to praise her wisdom,
love, and discipline. His experiences as a child were of
complete love and acceptance, mixed with periods of loss
and suffering. Early childhood memories include adventures in the colorful country with his brother George,
and Sundays at the local Baptist Church—Ray’s first
introduction to religion and music. And then he’ll recall
watching his four-year-old brother George accidentally
drown in a washtub as he desperately tried to pull him
out. Ray was only five then, and the most he could
manage to do was scream for his mama to help.
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Up until he was about six, Ray’s vision was normal. Over a period of time,
images began to blur and he would spend five or ten minutes each morning
wiping the mucas from his eyes as they adjusted to the light. During that
year, Aretha had taken him to numerous doctors in the area, all of which
concluded that Ray would be blind and there was nothing to be done about
it. By the age of seven, with his mama’s insistence, he reluctantly left home
for a state-supported boarding school—the nearest one being St. Augustine’s for the blind and deaf, 160 miles away from home.

“Mama was a country woman with a whole lot of common sense. She understood what most of our neighbor’s didn’t—that I shouldn’t grow dependent
on anyone except myself,” Ray explains. “One of these days, I ain’t gonna be
here,’ she kept hammering inside my head. Meanwhile, she had me scrub
floors, chop wood, wash clothes, and play outside like all the other kids...
And her discipline didn’t stop just because I was blind. She wasn’t about to
let me get away with any foolishness.”
Ray’s new school separated the deaf from the blind, the black from the
white, and the boys from the girls from ages six through eighteen. “It’s
awfully strange thinking about separating small children—black from
white—when most of them can’t even make out the difference between
the two colors,” Ray said.

It was a tough move for him to be so far from home at the time and he openly admits his crying. “I suppose I’ve always done my share of crying, especially when there’s no other way to contain my feelings. I know that men
ain’t supposed to cry, but I think that’s wrong. Crying’s always been a way
for me to get things out which are buried deep, deep down. When I sing, I
often cry. Crying is feeling and feeling is being human. Oh yes, I cry.”

He learned Braille and eventually sign language so the deaf kids could
“speak” to him in the palms of his hands as he read their lips. It wasn’t long
before he was able to read books and work with his hands weaving and
carving. The second part of the school year, Ray was taken to the hospital
to have his right eye removed. It had been aching him badly, throbbing
from morning to night. To this day, doctors can only speculate as to what
the problem was, some saying perhaps glaucoma.

Brother Ray was always into music, whether it was pounding on Mr. Wylie
Pittman’s piano in the neighborhood store or simply listening to the jukebox. It was no surprise that his favorite subject in school was music
instruction, which he started at the age of eight. The formal instruction
began with exercises and classical pieces on the piano and, two years later,
on the clarinet.

Being constantly attracted, and distracted, by music of all sorts, Ray discovered a variety of role models and musical styles. His keen sense of hearing
and rhythm enabled him to pick up not only the instruments and melodies,
but the arrangements how the horns, the reeds, and the rhythm were
arranged in different sections. During the early forties, Ray was listening to
the big bands with the rest of America, along with the middy Mississippi
blues that were only avaiable on “race records.” Determined and strongwilled, Ray would always find some way to sneak into the practice rooms
at school after hours to practce.

Ray Charles’ mama warned him over and over again that one day, she
wouldn’t be around, but nothing prepared Ray for the time when she passed
away. He was only fifteen when he had to return home from school for his
mother’s funeral.
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“When a boy has just one parent a mama he’ll cling to
her like she’s life itself,” expresses Charles in Brother
Ray. “And he’ll never even start thinking about what
life would be like without her. The thought’s too terrible... I was unable to deal with the facts of death; I was
unable to accept the reality of death.”

After his brother George had died, there was just mama.
Now he was alone. “I had to make up my own mind, my
own way, in my own time,” explained Ray. “Never really
had to do that before, and in many ways, I found the situation frightening. But that week of silence and suffering
also made me harder, and that hardness has stayed with
me the rest of my life.”

Shortly thereafter, Ray dropped out of high school and
moved to Jacksonville, Florida. His intention in scuffling
through Jacksonville was to get some live musical experience in the big city. Ray responded to his new surroundings by seeking out any piano he could find. “it
was music which drove me; it was my greatest pleasure
and my greatest release. It was how I expressed myself.”

Ray’s acute hearing proved to be quite an asset to his
career as well. Though the ability to sing, play, write
music and network his way around the clubs barely put
food on the table at first, nothing could contain Ray’s
passion for music. After Jacksonville, it was Orlando,
then Seattle, and by 1948, his first album was released.
At the time, Ray Charles was most influenced by his
idols, Nat Cole and Charles Brown. Ray recalls, “But as
I was shaving one morning, I thought, “Who knows
your name?’” Gradually, his own style developed.

Ray was always pretty courageous. When he was ten or
eleven, he rode a bicycle on practucally every dirt road

And so began the “Genius of Soul,” a hybrid sound that
introduces God’s voice to man’s feelings, which certain-

It was about this time Ray Charles Robinson ended up
shortening his name, so he wouldn’t be confused with
“Sugar Ray” Robinson, the popular boxer of the time.
Staying downtown with some friends of Mary Jane,
Ray would jam at any gig he could get. He would manage to memorize his way around town, paying little
attention to things like drainage pipes, sewers, or
cracks in the sidewalk.
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and path in Greenville. During a summer in Tallahassee,
the fifteeen-year-old daredevil learned how to ride a
motorcycle. He loved the feeling of motion and just like
getting around Jacksonvile or any other town, “being
blind wasn’t gonna stop me... somewhere in the back of
my mind, I knew I wasn’t going to hurt myself I always
had a lot of faith in my ability not to break my neck.”
Ray’s hearing is exceptional, and his instincts are sharp.
“I suppose that one proof of the rightness of my attitude
is that as a kid, I was never seriously hurt and there
were only a few close calls,” he comments.
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It wasn’t long before Ray Charles was forging the
gospel with the blues. His earliest tangible result of that
was “I Got a Woman” for Ahmet Ertegun and Atlantic
Records in 1954. Record producer Jerry Wexler
described Brother Ray’s voice then: “The emerging
sound was unmistakable, brand-new, yet ancient as the
woods, the country church of Ray’s childhood. The
breakthrough was close at hand.”
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ly raised a few eyebrows for a while. Ray continued to
experiment with his new style. Big bands, small bands,
solo, and a variety of backup choruses have spotted his
long career. He has also been fortunate enough to work
without interference from record companies through the
years and be able to choose his own songs.
“I am very into lyrics,” Ray explains. “I start with what
the words are saying, what the storyline is saying, like a
good script. It should really capture me, do something
for me. If I don’t get it, it’s not going to move people,
and if it’s not going to move people, it’s not going to
happen. I don’t think I’m good because I’m blind, I
think I’m good because I’m good.”

At one point, stage manager Carl Hunter explained that
“he’d [Charles] know it if the band missed a note, a single note. He’d know it if the drummer’s left shoelace was
flapping. You be with us long enough, you’ll swear the
man can see.” In a performance, Ray’s body moves to a
different part of the music, but his feet provide the most
deft, airbone accompaniment. It’s his feet that give the
backbeat, the downbeat, the accents, and the tempo; it’s
the way Ray conducts. In fact, this way of conducting is
so powerful that “in rehearsal, if you walk between the
band and his feet, they all start cursing you,” said Carl.
Ray’s publicist, Bob Abrams, says, “You know you’re
getting a good show when Ray’s socks fall down... his
feet are going up over the piano. One sock falls halfmast. It’s because of all the energy he expands. That’s
his exercise.”

Brother Ray’s latest album, “My World,” is yet another
example of his timeless musical talent. His mix of
socially conscious songs with pop standards display a
very contemporary side of Ray. There are songs about
concern for families and children, as well as peace and
unity on the planet.

“Music is powerful,” Ray says. “As people listen to it,
they can be affected. They respond. But when I was doing
this album, I wasn’t trying to create an overall message. It
just turned out that we got some songs that had something
to say.” And Ray, along with his all-star cast for some of
his songs (like Billy Preston, Mavis Staples, and Eric
Clapton), continues his musical experiments this time
using synthesizers, sound samplers, and drum machines.

This open attitude keeps Ray current with his fans. During the 1980’s and 90’s, he caught the attention of a
whole new generation with his popular “California
Raisin” and Pepsi (“Uh huh”) commercials. In fact, the
first Diet Pepsi commercial in the fall of 1990 proved to
be so unexpectedly popular that Ray Charles is taking
home an estimated $3 million from Pepsi after renegotiating his original one-year contract. And for those that
missed it, photo “opportunities” were available with
life-size cutout figures of Ray Charles and the Raeletts
at selected supermarkets last year.

“I must say, I’m proud of that commercial,” explains
Ray, in his fifth year as spokesperson for Pepsi.

And what about those three sexy background singers
dubbed the Reaeletts? Well, Ray has never been one to
hold back with women. Next to music, women have
always been the major objects of his attention. In Brother
Ray, he tells us that no day is worth starting without a
love, and many of his songs have been regarded as a sort
of report of his fortunes and misfortunes with women.
Battling substance abuse for a number of years, Ray
finally enrolled in the rehabiltation program at St. Francis hospital near Los Angeles in 1965. His decision to
go cold turkey is an example of his committment to
himself, and after overcoming his physical and psychological addiction in his own way, he left the hospital. It
was at St. Francis that Ray learned how to play chess
and continued to play cards in Braille.

Ray’s most recent bout with pain was a serious maddening of inner-ear problems. “I was hearing sound within
sounds,” he says. For a man that relies so heavily on his
hearing, this proved to be quite a scare. Although his
problems have since been resolved, Ray felt motivated
enough to become involved with groups like Ear International, a Los Angeles-based nonprofit organization for
the hard of hearing. His personal donations and fund
raising have provided money for research in developing
electronic implants, among other devices.
In futhering his dedication to the hard of hearing, Ray
urged Congress to increase funding for research into
hearing loss in 1987. His visit to Washington, D.C.
included speaking before the subcommittees for Labor,
Health and Human Services, and Education, saying:
“Most people take their hearing for granted. I can’t. My
eyes are my handicap, but my ears are my opportunity.
My ears show me what my eyes can’t. My ears tell me
99 percent of what I need to know about my world.”

In addition to working with Ear International, Ray
Charles has shown a long and active concern and
involvement with sickle cell disease programs. In 1975,
the National Association for Sickle Cell Disease
(NASCD) presented their first “Man of Distinction”
Award to Ray, and he continues as the L.A. chapter’s
Honorary Chairman since 1962.

What’s next for this multi-talented entertainer? Well, as
Ray himself articulates, “music is nothing separate from
me. It is me. I can’t retire from music any more than I
can retire from my liver... I believe the Lord will retire
me when He’s ready. And then I’ll have plenty of time
for a long vacation.”

Mary Ann Ireland
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having one ‘good ear’ and life continued,
almost as normal. I had no idea then that I
was on a collision course with a ‘health
tsunami’ that would hit me twenty six
years later and wreck our lives.
The horror of being deaf was immediate.
I could barely hear my wife who had to
shout into my right ear for me to hear
anything. The impact on my business
and our finances was calamitous. I could
no longer use the telephone, attend business meetings, and conduct training sessions with clients or converse with anyone—including my staff. My customers,
staff and new business partner were all
left high and dry. My business came to a
grinding halt and so did its income. The
‘tsunami’ had arrived but in its wake was
worse to come.

ooner or later everyone faces an unexpected
challenge that tests the foundations on which
their lives are built. My test was sudden, overwhelming and catastrophic. I woke up one
morning to discover I was almost totally deaf.
Here’s my story.

S

I knew something was seriously wrong. I couldn’t hear
anything more than a few muffled sounds as Robyn my
wife tried to talk to me. The previous evening we had
been celebrating my fiftieth birthday with lobster thermidor and fine South African wine in a Johannesburg
restaurant. I was fit and healthy. Two weeks previously
Robyn and I had completed the 87Km Comrades
Marathon, a gruelling run between Durban and Pietermaritzburg that we ran annually. Was this just a bad cold
or something more sinister? We had plans to relocate to
the UK the country of my birth, to expand my already
successful training consultancy. I had training commitments to complete, staff to lead and a new business partner to bring up to speed. Everything was now at risk.

As a young man of twenty four, I had already lost the
hearing in my left ear due to Ménière’s disease. It was
diagnosed during an overseas trip to London two years
earlier where I was told there was no cure and that total
deafness in that ear was expected. It was accompanied
by occasional bouts of vertigo, but I was able to adjust to
52
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After moving to England a few months
later in June 2005 I had a brief period of
respite and even some recovery of hearing in my right ear. But it wasn’t to last.
Two days before I was scheduled to
speak at a conference in Nottingham my
hearing disappeared again—this time for
good. I arrived at the conference and
kept to myself, terrified that anyone
might want to start a conversation with
me. I somehow managed to present my
talk and after apologising that I couldn’t answer questions because I couldn’t hear them, I slunk away early. It
was the worst day of my life to date but there were worse
days to come. The long term, progressive process of
Ménière’s disease had started. I had entered the world of
Ménière’s disease sufferers where less than 0.2% of the
population experience the condition and in one ear only.
I was to be part of the unlucky few, less than 0.1 % of
the population, who experience the condition in both
ears. I was alone, confused and scared without the
faintest idea of what to do.
Then the vertigo attacks (severe dizziness) started,
accompanied by nausea, roaring tinnitus and a feeling of
pressure in both ears that made me feel like my head
was being pumped full of air. The room would suddenly
start to spin due to the damage to the balance system of
the ears. These unpredictable attacks typically lasted 5
to 8 hours and could occur at any time day or night.
Sometimes a few weeks would pass between attacks but
sometimes they were daily. Each time this happened it
would take about a week for me to recover from the
exhaustion, while the tinnitus and sense of fullness
hardly abated. It was hell on earth and especially difficult when an attack happened in a High Street Bank full
of customers.
My health plummeted and I was reduced from a fit
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marathon runner to a person so ill that it was an effort to
walk 200 yards. By this stage I had acquired a basic
hearing aid that helped our communication at home, but
it was of little help in any normal ‘noisy’ environment
like shopping or socialising. I just couldn’t cope with
the amplified background noise that sounded like someone beating a metal bucket over my head. Socialising
and entertainment were just not possible. I clearly
remember the chilling words of the Consultant who was
treating me. “The good news is that Ménière’s disease
won’t kill you, but the bad news is that your life will
never be the same and you can give up any idea of ever
working again.” I was told there was no cure and that I
would eventually lose my hearing entirely, but there
were people who could help.
We were rescued by Hearing Link, a leading British
hearing loss organisation and charity who invited my
wife and I to a week-long intensive rehabilitation programme. It was here that we received intensive instruction and help, not only on how to live with Ménière’s
and deafness, but to also how build a new life around it.
This was my kind of language and the turning point for
both Robyn and I. My fighting spirit was stirred. We
had joined a community of people who had the knowledge and experience to offer the care and support that
we so needed. I decided to embrace Sir Edmund
Hillary’s words for myself: “It is not the mountain we
conquer but ourselves”. I started to run again and took
up cycling, eventually gaining strength and confidence.
It was a long and difficult haul to get fit again but I was
determined to do so.

I also decide to write a book containing the concepts of
my training programme that had been so successful. It
was the only thing I could think of where my knowledge
and experience could be shared and perhaps bring in
some income. Robyn was working but it was not going
to be enough for our long term needs and I needed to
contribute. The book that, under normal circumstances
would have taken 12 months to write, took 7 years to
complete. It was the hardest thing I have ever had to do.
The words of my Consultant were a constant reminder
to me as my brain would not function as it used to.
Progress on a good day was a short paragraph that took
me all morning to write and then the exhaustion set in
for the rest of the day. Sometimes no progress was made
for weeks and on a few occasions, months.

In 2014 I acquired a set of GN Resound Enzo hearing
aids designed for severely deaf people. This caused my
confidence to sour and my determination to complete
the book. I rewrote the book three times to get it right,
but my dream to work again and share my enthusiasm
for the unique difference people can bring to a business
did not fade. February 2016 will see it finally published.
I have learnt to manage my time and energy carefully. I
might not have the stamina that I used to have, but I
have a new dream and purpose, and value every day as
the God-given gift that it is. I’m back!

Build an Intense Desire to Succeed

In our journey towards personal impact we now explore
the next three Laws of Noble Enterprise, which will help
us achieve the focus and discipline necessary to:
1. Be fully engaged.
2. Be free to focus on impact.
3. Demonstrate personal leadership.

Fully Engaged

The most focused and disciplined people are those who
have not only found a purpose that they are enthusiastic
about, but have also developed the mental and emotional tools necessary to persevere in their pursuits. All of
us can relate to projects that we have started but not
completed because we have lost interest in them or
simply run out of steam. At a personal level these projects may include getting fit, losing weight or doing a
study course. In a business context they may include
campaigns to motivate staff, gain new customers or
drive new efficiencies. Why, then, do well- meaning
efforts to achieve something worthwhile so often dwindle and die? The answer might be twofold. Firstly, the
absence of goals that really engage us with our purpose,
ABILITY 53
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and secondly, the absence of defined actions needed to
achieve them.

I believe the majority of employee actions are only
vaguely directed by goals, if at all. Therefore much of
their time and effort is void of the vital ingredients of
what and why, that are so necessary in defining our personal impact and engaging us in delivering it. The
eighth Entrepreneurial Law, Set Goals, ensures that we
are clear in our own minds about what it is we want to
achieve and why. In a business context, this includes
the tangible impact we expect our goals to have on our
business. The spiritual law, Action unlocks Power to
Achieve, comes into play to unleash the motivation and
energy within us to achieve our goals—as we begin to
take action. Taking the specific actions required of our
goals is just as important as the goals. It is this focus on
our goals, together with the power of our actions, that
transforms the use of our time in a way that is not possible without specific goals. But it is vitally important
that our goals have personal importance. For it is this
ingredient that brings ‘life’ to our efforts and to the
challenge of staying focused and disciplined to see our
goals accomplished.
A business goal must have consequence for an individual at a personal level and team level for it to motivate
performance. To the degree that it does, it releases not
only enthusiasm and purpose, but also a strong and personal desire to succeed, thereby potentially becoming
the most potent force within an enterprise. Business
goals that employees and teams identify with and
embrace, because they have personal significance to
them, elevate belief and the desire and the discipline
required to achieve them.

The problem that many businesses have is that from an
employee point of view, the business goals they are
required to pursue are often merely arm’s length objectives to be achieved for the business. Without goals that
employees can identify with at a personal level, there can
be no real connection to the objectives of the business.
The effect of this on performance should be obvious.
Beyond Financial Goals

Although every company has a documented vision and
mission that is customer-centric, when it comes to actually setting objectives, these are often mainly financial
in nature and beyond the remit of ordinary employees.
This has the effect of further distancing them from fully
engaging in the business.

It is unusual for a company to give employees a platform to define how they will bring their personal impact
into play in executing the business plan, and then feed
back to them the effect that achieving their goals has
had on financial results. More importantly, there should
be constant communication between leaders and staff
around the strategy for the business, and opportunities
54
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for staff to see the gaps to engage entrepreneurially.
Leaders of companies desiring to significantly lift performance will make this a priority, giving every team
and individual the opportunity to make the achievement
of company financial objectives personal.
Goals and Personal Impact

It should now be clear why there is so much more that
can be achieved if we allow teams to include their own
specific goals on how they plan to impact the business
to raise the bar of company performance. The selfimposed limits that organisations place on themselves
are lifted when its employees set and achieve goals
that engage them in delivering the high standard of
personal impact.
Goals give us a wonderful sense of personal freedom
and purpose

In competitive sport, athletes and their teams need to
have a belief that is so sure, and a desire to win that is
so strong, that victory becomes highly likely if the plan
is followed through properly. Sometimes the only
thing that sets the winner apart from the loser is their
level of belief, desire and commitment to win the
prize. It is the same in an elite business team. Belief
and desire are captured, clarified, reinforced and sustained when goals are clear and they engage everyone.
The more clarity there is to the goal, and the more
challenging it is to achieve, the more believable and
desirable it becomes.
While the objectives of the business are set by its strategic planners, it is in the detail of how teams and individual members within teams bring their own unique impact
in executing the objectives that personalise it for them,
thereby defining their personal impact on the business. It
is the freedom given to people to define their own
impact, and then build this into their contribution and
link it directly to their earning power and career growth
that connects them strategically to the business’s mission. Each person should be able to say, “There is something unique about me and my contribution to implementing the business plan, clarified and documented in
my goals, which gives the business its strategic focus
and ability to succeed.”
Employees and teams on a mission to create personal
impact will:

• Never be fully satisfied with their current level of performance, because there are always new performance
boundaries to explore.
• Never be swayed from the focus necessary to achieve
important goals.

• Regularly set aside quality time to review mistakes, and
learn from them to continually improve performance,

Raath_1-12__QuarkTemplate.qxd 1/27/16 2:31 PM Page 55

while keeping alive an intense desire to succeed.

• Constantly set and review goals, and as a habit,
personalise them for every team member.

• Keep track of progress towards achieving goals, and
when they are achieved or hindered.

Free to Focus on Impact

Adopting the concept of personal impact into our daily
business practice requires a rethink of how we do many
things—including the way we view and value time.
While we have no control of how much time we are
given, we do have control over how we use it. To Harness Time, the ninth entrepreneurial law, we need to
view our time at work as our Gift of Opportunity, and a
personal business asset that must be harnessed and not
wasted. When we do, we will also be grateful for it,
using it to advance our team’s business mission and
therefore our own personal work mission.
Valuing Time

The majority of employees have the attitude that while
they are at work they are in ‘company time’, hired to
achieve company objectives. This outlook precludes them
from seeing their time at work as a personal asset and as a
result, devalues their appreciation of it. This inevitably
diminishes their contribution to their team and company’s
success, and ultimately their own career prospects.

The well-known concept of Time Management is
viewed primarily as a company issue and not a personal
one, and when applied to employees, becomes just
another company routine to be achieved for the sake of
the company. While employees do of course have a
sense of the value of time, it is not the same value they
would place on it if they were running their own business. But, we are using our own time to run our ‘own
business’. Our career is our business, and what we
dream of accomplishing and how we go about it, is
entirely up to us. When we see ourselves in ‘partnership’ with our employer and colleagues in achieving
common goals, then our time becomes one of our most
valuable assets.
Impact Management

Impact Management empowers us to see time as a
friend not an enemy

The secret to harnessing our time and using it to its full
potential is to elevate our thinking about its use by connecting it conceptually to what it is we are trying to
achieve. For example, time management by definition
places emphasis on ‘time’ and its best use, usually in the
context of achieving many things. In this regard, it is
often ‘how much’ we achieve that gives us our sense of
achievement, but this does not take into account the

‘value’ of what is achieved. It may be that some things
we have managed to squeeze into our day have little or
no effect on the important outcomes of our business.

Impact management, however, makes personal impact
its primary goal and arranges time accordingly, with a
shift in emphasis from ‘how much’ we achieve to the
‘value’ of what we achieve. The principle idea here, is
that whatever our role in our team, it is our personal
impact derived from our unique ability that is most
needed by it, and therefore this becomes our primary
focus. This method of harnessing our time as a personal
asset helps us to orchestrate our work life so that we are
able to define, apply and achieve what is most important to us and our team. This does not exclude the ordinary everyday tasks that must be accomplished, as we
will soon see. In fact these everyday tasks are now
viewed as important things to do in support of, and in
preparation for, our personal impact. Applying this idea
in a team context requires that we also elevate our
thinking about how teams work. We will cover this
subject in a later chapter.
I can imagine that many readers might be asking themselves, “How do we escape the ‘pressure cooker’ of
overwork and insufficient time that chokes our initiative
and prevents us doing the things described in this book?”
“How do we find the time to reset our goals and plan to
do things differently?” We will now look at a simple
technique to achieve this, but it does require some discipline to apply it. To achieve elite goals we must learn to
clear up the clutter of busyness that distracts us from
developing and delivering our impact.
To help in this process it is useful to consider the
demands made on us at work in terms of four well
defined segments into which all our activities can fit.
This can be applied to our individual role, our team, or
entire organisation. The four segments are defined by
impact or non-impact, and focus or non-focus activities.
Impact management creates a logical framework whereby employees can create and manage their value, which
will enable any enterprise to achieve its full potential.
Impact management enables current strategic goals to
be achieved, all the daily tasks that keep it functioning
to be accomplished, and the innovation that will keep it
in business tomorrow.
It does this by helping employees to:

1. Redefine their work value.
2. Delegate or ignore what is unimportant.
3. Focus on delivering impact.
Impact Zone

This segment is aimed at helping us maximise our effectiveness by making our impact priorities the centre of
our work. This must not be compromised by allowing
less important demands to distract us and rob us of our
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key opportunity. The Impact Zone covers any activity
that we have defined as having impact and that is a current focus for us and our team. Although this may occupy perhaps only twenty percent of our available time (or
less), it counts for probably eighty percent of our value.
This is why it is so important. For a sales person it will
be those face to face focused minutes with customers.
For a CEO it may be the inspiration they pass on to staff
during their direct contact time with them. For a person
serving coffee at a Starbucks outlet, it may be their genuine smile and greeting that leaves every customer feeling special. For administrative employees it may be the
speed, accuracy and efficiency of their work and ability
to anticipate, identify and solve problems.
Task and Preparation Zone

This segment enables us to approach the daily tasks in
our work with new appreciation. Although these tasks
are non-impact and may often be repetitive, utilising
the bulk of our available time, they are still part of our
focus because they play an important part in producing our unique value. By approaching these tasks as
either preparation for our Impact Zone, or creating
extra time for our Impact Zone through our efficiently,
we bring new life and creativity to what might have
been mundane work. For example, the sales person
gets the reporting and paperwork done accurately and
quickly to make room for planning a fresh approach
and a new presentation to sales prospects. The CEO
utilizes his executive assistant to master more of his
daily tasks (her Impact Zone) while he focuses on
growth strategies for the company. The Starbucks service manager arranges to have a colleague take care of
production so she can give customers more of her
‘extra touch’. The administrative team get so good at
processing and reporting, that they arrange their first
ever innovation conference.
The Development Zone

This segment describes the time we set aside to invest in
the development of our future impact. It is our personal
innovation segment, where we consider new opportunities and challenges that are on the horizon, but not yet
imminent and therefore non- focus. This segment is
vitally important because it is where we keep ourselves
economically fresh and relevant. Ideas that are generated and worked on in the Development Zone today are
the source of our Impact Zone tomorrow. Both should
enjoy equal importance in our thinking and planning.
For example, the sales person researches new sales presentation techniques and how to apply them to current
products. The CEO reads new literature on organisational effectiveness and considers how to adopt the principles to his business. The Starbucks service manager has
been working on ideas to share with her boss on how to
improve sales. The administrative team have identified
and been trained on new software that improves the
integration of their work with other departments.
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The Ignore Zone

The Ignore Zone defines any activity that is non-focus
and non- impact. These are typically tasks that come
our way that can either be completely ignored, or delegated to someone whose impact is defined by doing
them in their support for us. For example, the sales person ignores the temptation to take long lunches. The
CEO ignores most of the news journals that are sent to
him apart from three carefully selected magazines. The
Starbucks service manager ignores the temptation to
still get involved with production—something she is so
proficient in. The administrative team have identified
two reports they produce that are never read and are a
complete waste of their time.

Personal Leadership

Delivering personal impact requires emotional
resilience and a solid platform of motivational beliefs to
overcome the many obstacles that must be faced while
doing so. Of all the characteristics of our humanity,
there is nothing more powerful than our ability to
believe. Belief is that unshakeable internal spiritual confidence that we can achieve what we have set out to do.
It removes the mental boundaries we have erected that
limit what we thought possible, and engages us to act in
ways that surprise us. Doubt however, does the exact
opposite. It kills our dreams, our desires and our will to
achieve. It makes us shrink back from challenge and
avoid difficulty. It makes us a coward. Doubt therefore,
must be faced and dealt with.
Building a belief system to support our goals takes a lot
of thinking and personal review, but it is necessary and
so worthwhile. Any negative beliefs we have must be
replaced by positive ones. This is how we do it.
Believe in Yourself

We all have a choice to make regarding our approach to
the future. We can either allow it to overwhelm us and
dictate our circumstances, or we can embrace the opportunities it offers, thereby putting us in control of our
future. Although the future holds many unknowns, each
of us does have what it takes to meet its challenges,
even if it means having to dig deep to access our personal reserves of confidence and will power. We must
all make the firm decision to believe that we are capable
of achieving much more than we imagine. This is a prerequisite to achieving more, distinguishing people who
are shaping their own future from those who are having
it shaped by others.
Believe in your Purpose

Personal confidence in our capability is followed by
the desire to connect this to achieving a meaningful
purpose. Sustained belief in our purpose must be real,
coming from deep within us. It can never be contrived
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and must be real enough to survive all kinds of setbacks
both business and personal without being diminished.
The test of whether we truly believe in our purpose or
not, is whether the flame of enthusiasm we have for it is
kept alive despite our setbacks. People who display
entrepreneurial drive are purpose driven and enthusiastic
about both their purpose for working and their specific
purpose at work.
Believe in your Value

To ensure that the confidence our company and customers have in us continues to grow, we must keep
shaping our unique value in the workplace, and apply it
to the changing needs of our company and customers.
To do this we must add to the belief we have in ourselves and our purpose, an unwavering belief in our
value. Each of these elements is an important building
block in our personal belief system.
Believe in your Opportunity

Being sure of our value means we become certain of our
opportunity and the results it will deliver for our customers and us. This belief in our opportunity is the entrepreneurial confidence that comes from truly knowing our
customers’ needs, and that what we do for them is important to them. It also means being vigilant about meeting
the smallest changes to their needs and therefore, in our
value to them.
Believe in Your Future

We have built a solid belief system for what we are
capable of, our purpose for work, the value we produce
and the opportunities we create. We can now also face
our economic future with confidence no matter how our
circumstances may change. This is the ongoing challenge that people with entrepreneurial drive thrive on,
and with confidence. It keeps them learning, relevant,
needed and successful.
Is our flame of enthusiasm for our purpose still alive
despite our setbacks?

But delivering personal impact also requires personal
discipline. This does not take brains, it takes ‘heart’—
the inner strength to keep going when others stop. Discipline is doing what we sometimes do not enjoy, in
order to accomplish what is important. It means persevering ‘against the odds’ to enlarge our vision and
capability so that we can take on new challenges and
achieve bigger goals. Discipline requires that we develop the right habits for achieving the level of success we
expect of ourselves. In so doing, we get stronger and
better at our work so that what might have seemed difficult to do six months ago now comes with ease. Discipline keeps this growing process alive.

People with entrepreneurial drive are ordinary people
who have learnt to do this. They defeat doubt and fear
with an internal belief system that is their armoury
against failure, and through personal discipline, they
stay on top of their game by seeing themselves as their
greatest competitor. No aspect of their thinking or
work performance is off limits. They are true professionals who keeping pushing the boundaries of their
own performance.

Because tomorrow will be more challenging than
today in virtually every respect, we need to embrace
the strengthening and growth opportunities that surround us every day, that can better equip us for the
futures we are creating. The tenth entrepreneurial law,
Demonstrate Personal Leadership, reminds us about
the discipline and motivation we need to sustain our
best levels of performance, and be counted on to deliver our unique ability and impact when necessary.
Although this is not always easy to do when conditions
get difficult, the spiritual law The Greater the Challenge, the Sweeter the Success not only promises us
success if we overcome our challenges, but entices us
to even greater heights so that we can enjoy even
greater success.
Taking up the Challenge

Having created a good enough reason to take up your
challenge, here are some strategies to ensure success.

1. Overcome any personal inertia that prevents you from
starting out by “Just Doing It” as Nike says. It works
every time.
2. Once you are working on your project, make discipline
a personal challenge rather than a necessity required by
the project.
3. When endurance is required, create a mind-game
where you are in a ‘race’ that you must win.
4. Be consciously aware of your progress.
Questions to consider

• Considering the three different mind-sets found in
businesses, what is the dominant work mind-set in
your organisation?

• What does the term ‘opportunity’ mean for employees
in your company?

• To what extent is employee performance linked to
financial reward and do they embrace it with enthusiasm?
• Do employees’ goals connect them personally to
company goals?
www.lovemondays.global
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alent Acquisition Professionals” (TAPs),
who place people with disabilities in jobs,
are charged with understanding and supporting the needs of not one customer, but two.
They’re responsible to those people with
disabilities, whom they aid in finding a career, and they
also answer to businesses that do the hiring.

“T

The ability of TAPs to partner effectively with business is an essential bridge to employment for people
with disabilities seeking competitive jobs. This means
TAPs should develop the skills and capacities to form
long-lasting, mutually beneficial relationships with
employers in their local communities.

For federal contractors, it’s important to remember that
Section 503 requirements mandate that businesses with
more than 100 employees hire people with disabilities in
all job categories. Recently passed regulations to the
Section 503 of the Rehabilitation Act, WIOA, also support students as they seek and/or sustain employment
during the transition process from school to adult life.
TAPs should learn to leverage these new policy initiatives as they create business relationships so that they
result in more jobs and better opportunities for people
with disabilities.

One of the most vital elements in forming such a partnership is to build trust between agency and an employer. It’s important that agencies ask about and respond to
employer needs. First, make sure your agency capitalizes on local labor market information, and then share it
within the organization.

Cornell University research suggests that developing
sector-specific expertise in a job market contributes to
strong business relationships, as employers feel you
understand and speak their language. For example, if
there are a large number of positions in healthcare,
agencies should assign a TAP familiar with that field,
so that they know the skills and abilities required to
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successfully place job applicants.

When building a trusting relationship with an employer,
start by trying to determine their needs. In initial conversations, talk more about what they may be looking for in a
prospective candidate than about the services your agency
provides. Focus on how their goals and challenges will
impact their workforce now and in the future.
Here are some possible questions to jump-start the
conversation:

• What is the goal and mission of your business?
• What talents do you most need to achieve these
goals?
• Where do you have the most challenges in your
workforce?
• Where do you have a hard time finding and keeping
talent?
• Where do you have the most turnover?
• What job areas or tasks do you have the hardest
time getting done?

Trust is the most important factor in building this initial
relationship. Do what you say you’re going to do, when
you say you are going to do it. If you can’t meet the
employer’s needs, let them know and help them find a
more appropriate resource.

When TAPs primary agenda is placement of an individual, they fail to capitalize on the benefits of creating a
sustainable relationship with an employer, which could
result in a pipeline of potential jobs over time.
One-off placements too often are low-skill positions
with low pay and few, if any, benefits. These jobs also
have little chance for advancement.

Going forward, the new employee is often not equipped
to pursue career development opportunities. Unfortunately, the latter has not been a priority for many TAP
organizations in the past, despite research that shows
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employers want to promote hires with disabilities. This
employer willingness may mean more opportunities for
employees with disabilities to advance.

Enduring TAP-business relationships require gaining
insight into an organization’s culture. TAPs must come
to understand how a company works, and what’s important to both the leadership and the rank-and-file employees. This allows them to make sure the workplace culture
is a good fit for the job seeker.

Understanding the culture of a workplace helps to make
a successful match between employer and job applicant,
whether or not the person has a disability. Workplace
culture is usually evident when you start to interact with
a business and its employees. When TAPs work with a
business, they should observe co-workers interaction:
• Is there a communal break room where people have
lunch or take breaks and touch base during the day?
• Do people eat at their desks and remain focused
only on work?
• How do people speak to one another? Do they joke
around or keep to themselves?
• Is there a dress code?
• When can workers make decisions on their own,
and when should they check with a colleague(s) or
supervisor?
• Is there room for flexibility in how the work is done?

The answers to these questions can give an indication
of what’s really important and how to be successful in
a particular workplace. You might also ask a supervisor about employee expectations, and her understanding and support needs around working with people
with disabilities.
Supervisors and managers are important gatekeepers.
They decide who gets hired, who gets fired, who gets
promoted and who gets support in the workplace. They
can be an employee’s best friend or worst enemy.

With the economy and labor market recovering, and
increasing pressures to diversify the workforce, employers are realizing the value of hiring and advancing people with disabilities. Increasingly they will look to TAPs
and community-based agencies as a trusted source to
provide a rich talent pool.

by Wendy Strobel Gower, Hannah Rudstam

Wendy Strobel Gower is extension faculty and the director of the
Northeast ADA Center and the Diversity Partners Project at the
Yang-Tan Employment and Disability Institute at
Cornell University in Ithaca, NY.

Hannah Rudstam, PhD, is senior extension faculty with the Northeast
ADA Center and Diversity Partners Project at the Yang-Tan Employment
and Disability Institute at Cornell University in Ithaca, NY.
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ACROSS

1. “All in the Family” producer who has released his memoir,
“Even this I get to experience,” 2 words
6. Anyone can have one, it’s free but you can’t see it
10. Symphony composed by Beethoven after he had become
completely deaf
11. “The Theory of Everything” was based on his life, _____
Hawking
12. Previous
13. Ending for patriot and magnet
15. They’re always advancing
16. Prepare like a Paralympian
17. “I’ll stay on the ___, forget about us” by Dawn
18. Either mate
19. Fashionable
20. Silent movies comic
22. Enthralled
26. Hawaiian wreath
27. Long-running PBS science series
29. Tin Man’s request
32. Floor vote
33. Cocktail loved by “The Dude” in “The Big Lebowski,”
White _____
34. Diarist __ Frank
35. Wee devil
36. Moisture on the lawn
38. New smart phone designed for the mobility impaired
39. Medical TV drama or its incorrigible leading character
42. First name of the actor who played “Ironside,” the detective in
a wheelchair
43. Complete the race
44. It may be lent or bent

DOWN

1. Overcoming breast cancer led to this Orange County artist
realizing her painting talents, 2 words
2. Legally blind athlete who represented the US in the 1500
meters at the 2000 Olympic Games, Marla _____
3. Best seller “Angela’s ___”
4. Rock’s Tex Mex band, ___Lonely Boys
5. Popular Schubert masterpiece, 2 words
7. 18 year old with autism who is an animation guru, 2 words
8. First occupant of the White House
9. Perform exceptionally or sparkle
14. 100% convinced
16. Drafts may be served on it
21. Disadvantages that may lead to exceptional performances
23. Moral obligation
24. Scientific genius who could not speak will he was three and
was severely autistic, Albert
25. Although he has no legs, this Chinese man climbed the Five
Sacred Mountains and now gives inspiring speeches
28. Founder of L’Arche, a global network of communities for the
developmentally disabled, Jean _____
30. Political and athletic contests
31. Song from Pharrell Williams that brought a smile to every
one’s face
36. “My man!”
37. Men’s 1500m Paralympic gold medal winner in the 2013
Paralypic Games, David _____
40. “Bring it __!”
41. Word before only
answers on page 62
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