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Foreword

I have had the privilege of serving as Joel Havemann’s
neurologist since February 5, 1990. But his book has made me feel more
like an obstetrician. I have seen it mature from conception, through
early development, and, now, delivery. This book has two parents, both
found in Joel, and each has contributed something unique. The ﬁrst is a
professional journalist who has written an objective, detailed, lucid
account of Parkinson’s disease—in my view, the best by a non-physician. The reader looking for accurate information on Parkinson’s will
ﬁnd it here. The second parent is a middle-aged husband and father
who, just as he seemed to have the world by the tail, had his grip
loosened by Parkinson’s disease. Joel’s personally revealing account of
living day-to-day, and year-to-year, with Parkinson’s disease is the soul
of this book. It is a story told vividly and passionately with all the highs
and lows, fears, frustrations, insights, struggles, victories, and losses—
big and small—faced by those with Parkinson’s disease.
For Joel, as for all people with Parkinson’s disease, the news of the
diagnosis was tragic. He was truly shaken. And yet, while there is a
background of tragedy in the pages that follow, this story can and should
be viewed as a tale of heroism. When, as Joel relates, the simple act of
ﬂipping a pancake presents a challenge, it is easy to appreciate the
perseverance and courage needed just to get up every day determined to
live as normal a life as possible. Joel, like multitudes of others with
Parkinson’s, does so. And he, like others similarly a√ected, probably
doesn’t consider himself a hero. But doing the ordinary under extraordinary limitations is undeniably heroic.
Overly humble, Joel does not reveal in this book that he was one of
several recipients of the ﬁrst, and now annual, ‘‘Buddy Awards,’’ presented at a fundraising gala for Parkinson’s in 2000. This award, named
after Barton ‘‘Buddy’’ Levenson, another remarkable patient of mine,
embodies the determination, integrity, equanimity, and optimism he
demonstrated in a long battle with Parkinson’s disease.
Joel recounts the details from his ﬁrst visit to me on February 5, 1990.
I, too, despite seeing many patients, have a clear memory of that visit. Tall
and thin (read on for his gentle account of my own, rather opposite,
physiognomy), he impressed me with his background as a Harvard
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mathematics graduate and his current position as a senior editor with the
Los Angeles Times. I could also tell he was scared to death—that ‘‘deer in
the headlights’’ look that, after ﬁfteen years of practice, I have never
grown accustomed to and hope I never will. By the time a person with
Parkinson’s disease makes it to the trained eye of a Parkinson’s specialist, the diagnosis is usually obvious in the waiting room. That’s the easy
part. The hard part is delivering the diagnosis. In the back of every new
patient’s mind is the hope that maybe the problem is a ruptured disk or
nerves or benign essential tremor—anything but Parkinson’s.
The diagnosis of Parkinson’s disease, especially in young people like
Joel, usually sets o√ a spiral of worst-case scenarios. No amount of
reassurance on my part seems to help at this stage. But slowly, and
remarkably, people with Parkinson’s and their families learn that there is
life after the diagnosis. Fortunately, the disease progresses slowly, and at
least for the intermediate future, anti-parkinsonian medications do a
pretty good job of controlling the symptoms.
Successful management of Parkinson’s disease depends on more
than just taking medications. On a daily basis, I have the privilege of
observing people like Joel cope amazingly well. From them, I have
developed an acronym that I hope will help readers with Parkinson’s
and those who care for someone with the disease: HOPE for coping.
The H stands for honesty and humor. Honestly facing the diagnosis of
Parkinson’s and willingly sharing it with others are cornerstones of
e√ective coping. Just after being diagnosed, Joel went so far as to have
his situation posted on the computer bulletin board at work. This
prevented rumors and, by demonstrating that the subject was not taboo,
helped to avoid pity from co-workers. Not everyone is so forthcoming
so quickly. Every person has to ﬁnd the appropriate time to share the
diagnosis with family, friends, and colleagues. After doing so, many
patients have expressed their relief to me. Although there is nothing
funny about Parkinson’s, as you’ll see in Joel’s book, humor, the second
characteristic of successful coping, can be a potent antidote, particularly
when the alternative is crying—which is not a bad coping strategy,
either, from time to time.
The O in HOPE stands for optimism. Viewing the glass as halfempty or half-full may be more innate than learned or cultivated, but
successful coping with Parkinson’s relies on emphasizing the small victories and de-emphasizing the defeats. For example, it would have been
easy for Joel to bypass an opportunity to spend three years in Brussels
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reporting on the European economy, but he took the chance and his
accomplishments overshadowed the tribulations of Parkinson’s.
Perseverance is the P in HOPE and another quality I see in those
who manage to cope well with the disease: they simply don’t give up.
When getting out of bed in the morning, putting toothpaste on the
toothbrush, and getting dressed take extra time and e√ort, it would be
much easier just to stay in bed. But successful copers persevere, determined to lead as normal a life as possible and view obstacles not as
insurmountable but as challenges.
For the E in HOPE, I’m preaching to the converted. Readers of this
book are already arming themselves with one of the most potent weapons in the battle against Parkinson’s: education. Understanding the
disease, the medications, and the latest research helps to provide a sense
of control. I ﬁnd it much easier and more productive to treat an educated patient; the doctor-patient relationship, so important for a chronic
disease like Parkinson’s, becomes one of teamwork rather than paternalism. You will ﬁnd in these pages an up-to-date account of Parkinson’s
disease which strikes a perfect balance between enough sophistication
to make it credible and meaningful and enough of the journalist’s touch
to make it readable and understandable.
Since 1989, when Joel ﬁrst developed Parkinson’s disease, tremendous advances have been made: no fewer than half a dozen new drugs; a
renaissance in surgical therapy; the discovery of several genes causing
Parkinson’s; considerably more public and private funds available to
ﬁght Parkinson’s; the growth and preeminence of the Parkinson’s Study
Group, a consortium of investigators in North America devoted to
experimental therapeutics; new discoveries in the laboratory on the
basic mechanisms underlying the death of dopamine nerve cells; and
exciting leads about what causes Parkinson’s. And this is just a partial
list. As Joel’s book poignantly demonstrates, and as other people struggling with Parkinson’s know equally well, there is still a long way to go.
But I am optimistic that it will not be long before this book, and others
on Parkinson’s, will be found in the history section of libraries and
bookstores.
Stephen G. Reich, M.D.
Associate Professor, Neurology
The Johns Hopkins University School of Medicine
Director, Parkinson’s Disease and Movement Disorders Center
The Johns Hopkins Medical Institutions
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Introduction: As I Lay Trembling
The disease, respecting which the present inquiry is made, is of a nature
highly a∆ictive. . . . The unhappy su√erer has considered it as an evil,
from the domination of which he had no prospect of escape.
—James Parkinson, An Essay on the Shaking Palsy

This day should be prime time for me. It’s the ﬁrst Monday in February 1997: President Bill Clinton is sending his annual
budget to a hostile Congress. As a senior editor in the Washington
bureau of the Los Angeles Times, I oversee the stories that our reporters
are writing about Clinton’s budget. At 6 p.m., three hours before the
deadline for punching the computer button that sends our stories to Los
Angeles, I should be coiled at my keyboard, honing the stories that will
appear in more than a million newspapers in southern California tomorrow under a bold headline extending across most of the top of the front
page.
Instead, I’m ﬂat on my back on a couch that’s too short in a windowless room in the bureau. I can’t even sit at a computer, much less make a
keyboard work. My arms and legs are shaking uncontrollably. Although
I am only 53 years old, I have already been struggling with Parkinson’s
disease for seven years. And right now the disease is winning.
I take one of the tablets that are supposed to suppress the symptoms,
hoping that this one will be more e√ective than the last. Then I stretch
out, my head awkwardly perched on one arm of the couch. To restrain
my shaking legs, I wedge my feet up against the opposite arm. Likewise,
I tuck my arms under my back. Neither strategy works. The muscles in
my legs and arms become rigid to the point of pain. I have to move them
to release the pressure. Then they go right on shaking. I attempt to
concentrate on something other than my body. It has to be something
complicated enough to capture my attention without making me worry.
I try counting by thirteens in French. Treize, I say to myself as I try to
take a deep breath. Vingt-six. Trente-neuf. After ﬁve or ten minutes, this
begins to help. At last, somewhere around 650 (13 added to itself 50
times), I begin to relax.
Then the switchboard operator announces on the o≈ce loudspeaker,
‘‘Telephone call for Joel Havemann. Joel, you have a phone call.’’ I have
no intention of taking the call. But just thinking about it upsets my
1

