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Why is it that people with Parkinson’s
disease participate in clinical trials and
studies at a lower rate than people in other
disease areas?  The PD participation rate
hovers at about one percent, compared
with more than 60 percent of US children
with cancer who participate in clinical tri-
als.  Is this because of the passionate feel-
ings evoked by such diseases…or is it
something else, such as lack of information
among patients and failure
of doctors to provide
referrals to trials?

To get a better fix on
this crucial question —
after all, new and better
treatments for Parkin-
son’s will come only if
more people volunteer for trials — a con-
sortium of national Parkinson’s organiza-
tions, led by the Parkinson’s Disease
Foundation (PDF), launched the PDtrials
campaign in November 2004.  PDtrials is
a collaborative initiative dedicated to
increasing education and awareness about
clinical research by providing information
to help people with Parkinson’s learn and
make informed decisions about partici-
pating in clinical trials.  Central to this
campaign is www.PDtrials.org, a first-of-
its-kind online resource for people who
are interested in PD clinical studies. 

PDtrials: A history

PDtrials was initiated in response to
the growing concern within the Parkin-
son’s community about the low levels of
awareness and participation in clinical 
research.  The current number of people
with Parkinson’s who participate in clini-
cal trials and studies is far short of the
number of volunteers that researchers
anticipate will be needed over the next
two to three years for new trials. 

A prime example of
these new trials is the
Neuroprotection Explor-
atory Trials in Parkin-
son’s Disease (NET-PD),
the largest clinical trial of
potential Parkinson’s

treatments ever to be
undertaken.  Sponsored by the National
Institute of Neurological Disorders and
Stroke (NINDS) and due to begin this
spring, NET-PD will aim to find treat-
ments that will slow the progression of
Parkinson’s.  The enrollment goal is a
whopping 2,000 to 3,000 participants.
Failure to achieve this goal could mean a
delay in finding all-important neuropro-
tective treatments for Parkinson’s disease.
This is indicative of the situation that
could be faced across the board in Par-
kinson’s research if clinical trial participa-
tion does not increase.
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Stem-Cell Scientist Retracts Paper

In mid-December 2005, the presti-
gious journal Science complied with the
request of world-renowned South Kore-
an scientist Woo-Suk Hwang, D.V.M.,
Ph.D. to retract his June 2005 paper on
cloning human embryonic stem-cell
lines.  The scientific community has
accused Dr. Hwang of unethical and
fraudulent research, including submit-
ting falsified photographs of stem cells
and paying women to donate eggs used
in the research.  Since Dr. Hwang made
his request, he has resigned from Seoul
National University (SNU).  

In response to what appeared to
be breakthrough findings which he pub-
lished in Science last year, the research
community initially heralded Hwang as
the first scientist to successfully clone
human embryonic stem cells.  This dra-
matic achievement was expected to
have promise in treating diseases in
which certain cells are lost or damaged,
such as Parkinson’s.  In his retraction,
Hwang said that certain analytical tests
used to confirm his findings could not
be trusted.  Just before Hwang’s resig-
nation, he admitted that nine of the
stem-cell lines (11 were supposedly fea-

>> Read more on page 3
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How Does PDF’s
Work Pay Off?
As we begin another year of funding
some of the best Parkinson’s science and
providing top-notch educational materials

and services, we
know how impor-
tant it is for our
readers to under-
stand just how we
are working to win
the fight against this
disease.  In this let-
ter, I give a brief
account of what we
have done in the

past year, and our goals for the next.  

What we do with each dollar 

Our mission at PDF comprises three
main tasks, to each of which we allocate
a portion of the dollars that our donors
generously contribute. 

The first task is to advance the un-
derstanding of Parkinson’s by supporting
scientific research of the highest caliber.
Of each dollar given to PDF, this compo-
nent of our mission takes the largest
share — about 60 cents of each dollar we
receive in gifts.  A large portion of this
goes to support Parkinson’s and related
research at Columbia University, a pio-
neer in Parkinson’s research since the
1950s and to this day one of the premier
institutions in this field.  Another signifi-
cant portion of our research budget goes
to support the work of Rush University
Medical Center in Chicago, a leading cen-
ter of clinical research on Parkinson’s.
Yet another portion underwrites a group
of hugely talented young scientists who
compete for awards through our Interna-
tional Research Grants Program.  The 23
scientists to whom we granted funding in
2006 — from a pool of 133 applicants!
— were simply outstanding.  

Our second task, which takes an
additional 14 cents of the donor’s dollar,

is to provide education and support to
people with Parkinson’s and their fami-
lies, and to the professionals who serve
them.  Over the past year we have com-
pleted a renovation and updating of our
portfolio of educational materials, includ-
ing a widely-hailed video/print package
designed to support people who are
newly diagnosed with Parkinson’s.  Call
PDF today to get your free copy!

Our third task, which takes about six
cents of each dollar, we call “advocacy”
— that is, championing the interests of
the Parkinson’s community with various
external organizations and entities that
affect the lives of people with Parkinson’s.
These include the federal government (we
do this primarily through the financial
support we give each year to the Wash-
ington-based Parkinson’s Action Net-
work); the news media; and pharmaceuti-
cal and biotechnology companies. 

The balance of each donated dollar
— 20 cents — goes for management and
fundraising.  We try to keep these costs as
low as possible but as the saying goes,
you need to spend money to earn money;
accordingly, much of our expense in this
area, for better or worse, is unavoidable.    

How close are we to beating Parkinson’s?

A decade ago, Parkinson’s was virtu-
ally invisible in the wider community;
federal funding of research was pitifully
small; few doctors and other medical per-
sonnel really understood the condition;
and people who lived with it were pretty
much limited to one treatment, levodopa.  

In just a few years, the scene has
become transformed.  Public awareness of
Parkinson’s, fueled by the celebrity of
people like Muhammad Ali and Michael
J. Fox, shot up.  While this new-found
publicity was going on, research into the
causes and potential cures for Parkinson’s

became vastly increased, fed by a ten-fold
growth in federal funding.  Parallel devel-
opments in the investment by industry
yielded no fewer than four new medica-
tions in as many years.  In addition, a
new and much more effective surgical
technique (deep brain stimulation) for
Parkinson’s was introduced, offering a
much better quality of life for tens of
thousands of people who live with Par-
kinson’s disease.  

Yes, things are better, but they are
simply not good enough.  The reality is
that people can live with Parkinson’s
much better than they could before…but
they cannot yet enjoy the gift of living
without it.  This remains unacceptable.
For as long as this continues, the people
at PDF, along with scientists, healthcare
professionals and educators whose work
we support, will get up every morning
with determination to take one more step,
win one more battle, for our community.  

Resolving another new year of action 

We are proud to have contributed to
the advances of recent years but this is no
time to rest.  At PDF, our “to do” list for
this year is already overflowing.  Among
the highpoints are, of course, overseeing
our Center Grants that provide millions
of dollars to fund high-priority research.
We have also set a goal to double the
number of Parkinson’s patients who are
considering participation in clinical trials
through PDtrials, the community initia-
tive we describe on page 1.  Another of
our key initiatives is to dramatically
improve the ways in which we reach our
community through an expanded pro-
gram, the Parkinson’s Information Service
(PINS).  This program will include ex-
panding our line of educational materials
for patients, families and professionals;
and assuring quicker response time to
inquiries and requests. 

We have much to do.  All that we
accomplished last year was because of
people like you who have demonstrated
confidence in our work.  All that we ac-
complish in the coming year will be made
possible by that same power and passion.
Thank you, and be sure to write or call
us if you would like to discuss our 
work, or share your opinions.

We are proud to
have contributed to

the advances of
recent years but this

is no time to rest.

“

”

Robin Elliott

From the 
Desk of  PDF’s 

Executive Director
Robin A. Elliott
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tured in the 2005 Science paper) were not
clones.  SNU launched a panel investiga-
tion into his work and reported in mid-
January that there is no evidence that
Hwang’s team cloned human embryonic
stem cells.  The panel stated that the
results of this paper, along with those of
an earlier March 2004 paper published in
Science (claiming that Hwang had cloned

the first embryonic stem-cell line), were
fabricated.  Science retracted both of
Hwang’s papers in mid-January.  

Hwang had also been accused of pay-
ing women for their eggs and using his
employees’ eggs in the study.  The SNU
panel concluded that Hwang did know
about members of his research team
donating eggs, which is considered highly
immoral and unethical.  With regard to the
photographs, scientist Sun Jong Kim has

alleged that Hwang paid him to forge pho-
tographs that supported the authors’
claims.  Before the retraction, Hwang’s co-
author from the University of Pittsburgh,
Dr. Gerald Schatten, had requested that his
own name be removed from the paper.

"The reaction to this news in the US
may be that people will call for the Bush
Administration to relax its restrictive policy
on embryonic stem-cell research.  It may  

Profile of Robert Burke, M.D.

Professor of Neurology and Pathology

Director of the Morris K. Udall Center of

Excellence for Parkinson’s Disease Research

Columbia University

For almost 25 years, Dr. Bob Burke
has been a member of the faculty at Co-
lumbia University in New York City.  In

his time at Colum-
bia, he has enhanced
the impressive repu-
tation of the institu-
tion in neuroscience
research through a
combination of sci-
entific skills, intellec-
tual curiosity and a
thoughtful, respectful
management style.

Dr. Burke began his career at Colum-
bia under the guidance of Dr. Stanley
Fahn, Movement Disorders Division Chief,
and is now one of Dr. Fahn’s senior col-
leagues and co-author of many scientific
papers.  Since the mid-1990s, Dr. Burke
has helped lead Columbia’s Department of
Neurology both as Director of the Neuro-
science Research Core in the Division of
Movement Disorders and as Director of
Laboratory Research in Parkinson’s Dis-
ease and Related Disorders.  He has
worked with many of the future leaders in
the PD research community, serving as a

mentor to dozens of fellows and postdoc-
toral fellows who have passed through his
laboratory at Columbia.  

With his staff of fellows and research
assistants, Dr. Burke spends much of his
time these days studying Parkinson’s in the
rodent brain to better understand why and
how dopamine neurons are slowly de-
stroyed.  His team is currently studying the
effects of BDNF (a neurotrophic factor
which protects neurons and occurs natu-
rally in the brain) in the rodent brain on
dopamine neuron development.  

Through more than 100 peer-reviewed
journal articles and an equivalent number
of review articles and invited papers, Dr.
Burke has delineated a growing and im-
portant body of work on his central con-
tribution to Parkinson’s science: the proc-
ess of programmed cell death in both basic
and clinical sciences.  Some of his most
fascinating recent research has tested the
effect of another neurotrophic factor,
GDNF, on the development of the dopa-
mine system.  Several of his studies have
focused on how to use gene therapy to
stimulate, in dopamine neurons, the bio-
chemical pathways that are utilized by
trophic factors.  This approach may make
it possible to supply the neurorestoration
and protection provided by trophic factors
without the difficulties inherent in directly
infusing them into brain.

Dr. Burke’s leadership extends beyond
Columbia to the wider Parkinson’s re-
search community, and his work has been
funded by most major PD organizations
such as PDF, the National Institute of
Neurological Disorders and Stroke
(NINDS) and private foundations.  Dr.
Burke is a member of numerous profes-
sional organizations and societies, includ-

on Researchon Research
Supported by PDF

Dr. Bob Burke

ing the American Academy of Neurology,
the Society for Neuroscience, the American
Neurological Association and the Ameri-
can Association for the Advancement of
Sciences.  He has served in leadership posi-
tions with the Movement Disorder Society,
including Treasurer for 2001-2002 and a
member of both the Nominating Com-
mittee and the Awards Committee.  Dr.
Burke also participated in the NINDS con-
sortium to review the Parkinson’s Disease
Research Agenda, the plan that shapes fed-
eral funding of scientific research on
Parkinson’s disease.  

Building on his many years of basic
and clinical research, Dr. Burke gives lec-
tures and talks to scientists and laypeople
at academic institutions, Parkinson’s sym-
posia and patient gatherings, such as the
Parkinson’s Action Network’s Annual
Forum.  He also helps to shape the current
picture of Parkinson’s research by sitting
on the editorial board of the journal
Clinical Neuroscience Research and serv-
ing as an ad hoc reviewer for virtually
every major neuroscience publication.  In
addition, Dr. Burke works with grant-giv-
ing organizations to review proposals for
funding PD research.  For the last several
years he has provided guidance to PDF as
a member of the Scientific Grants Review
Committee, and he is currently a member
of the Scientific Program and Finance
Committee for the World Parkinson
Congress 2006.

Dr. Burke’s work is supported as part
of PDF’s Center Grant to Columbia
University.  For fiscal year 2006, PDF’s
grant of more than $2 million provides
important partial funding to one of the
world’s largest and most influential teams
of Parkinson’s scientists.

News In Brief 

Continued from page 1

>> Read more on page 7
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Medicare Part D:
Just the Facts

On January 1, Medicare officials
rolled out a new prescription drug plan,
known as Medicare Part D.  While the
various plans offered by each state can be
helpful in easing the financial burden of
prescription drugs, many people have
found the task of choosing among plans
to be very confusing.  Here we provide
information to guide you through the
process of selecting a plan that best ful-
fills your needs.  

What is Medicare Part D?

Medicare Part D is a voluntary feder-
al prescription drug plan designed to pro-
vide assistance with paying for prescrip-
tion drugs.  To qualify for Medicare Part
D, you must be currently eligible for
Medicare or become eligible at some
point in 2006.

Medicare recipients are given the
choice of several plans in each individual
state.  In many states, there are numerous
plans available.  You may have already
received advertisements in the mail or
been telephoned by the plan providers.
Pay attention to the details of the differ-
ent plans and gather the necessary infor-
mation discussed in this article to help
you make a decision.

Note that May 15, 2006 is the dead-
line to enroll in a plan without incurring
a penalty.  If you sign up after this date
(the next chance will be November 2006)
you will be charged a one percent penalty
for each month you delay, which means
that November enrollees will pay a mini-
mum penalty of six percent.  This penalty
will be computed and added to your
monthly premium for the duration of
your enrollment in the plan.  This means
that the longer you wait to sign up after
May 15, 2006, the higher your premium
will be — and that penalty will be added
to the premium as well.  If you are not
yet eligible for Medicare by May 15, this
penalty will not be applied.

Making the decision

Most plans have a basic structure
with stages of coverage, monthly premi-
ums, deductibles and co-payments.  The
average monthly premium is $32.  You

will probably see differences among pre-
miums and co-payments, drug prices, the
list of drugs that are covered and the list
of pharmacies that participate in the plan. 

When deciding on a plan, be sure to
have a list in front of you of all the med-
ications you are currently taking and all
the medications that are available to treat
Parkinson’s.  This will help you ensure
that your current medications — and
those you may be using in the future if
you and your doctor make a change in
your treatment regimen — are covered.
You can obtain a list of the most-often
used Parkinson’s medications from the
PDF website, www.pdf.org, or by calling
our Parkinson’s Information Service
(PINS) toll-free at (800) 457-6676.

Keep in mind that the sponsor of a
plan may change the formulary of drugs
it covers, even after you have signed up.
The sponsor is required to give 60 days
notice of such changes and there is an 
appeals process.  If you spend significant
time each year in more than one state,
ask the plan representative if the coverage
is “nationwide,” that is, if it is available
in all 50 states, before you enroll.

Where to find help

If you are having trouble understand-
ing the process, check out the resources
that are available to assist you.  Most of
the information can be easily obtained on
the Internet.  At www.medicare.gov, use
the Medicare Prescription Drug Plan
Finder to compare the pros and cons of
each plan.  Additionally, you can go
online to www.shiptalk.org, the website
of the State Health Insurance Assistance

Program, or SHIP, a national program
that offers one-on-one counseling and
assistance to people with Medicare and
their families.  Here you will find answers
to frequently-asked questions and listings,
by state, of offices that can assist you.  If
you are not comfortable with the Inter-
net, ask web-savvy family members or
friends to aid you in your research.  

For more personal attention, there
are organizations that understand the
plans for your state and can help you
make your decision.  One is the National
Association of Area Agencies on Aging,
which has offices in several locations in
each state.  These professionals will meet
with you and run plan comparisons for
your specific situation so that you can
make a financially wise decision.  To find
an office, call (800) 677-1116 and ask for
the nearest Area Agency on Aging Office
for your city and state.  Most local senior
centers, township offices or community
centers can also help.  To find their num-
bers, look in the local phone book or call
your township office.  You can also call
the Medicare hotline at (800) 633-4227
for assistance.

The last word

It is important to note that Medicare
Plan D may not the best option for every-
one.  For example, those who receive
state assistance may be better off remain-
ing with their existing programs.  The
same could apply to those who are in the
military or who are veterans and federal
employees.  To determine this, call the
following numbers: for veterans (877)
222-8387; military retirees (888) 363-
5433; and federal employee retirees (888)
767-6738.  And in all cases, talk with
your doctor and pharmacist before mak-
ing any decisions to be certain that you
are choosing the most appropriate course
of action.

Whichever plan you choose, remem-
ber that benefits of Medicare Part D in
any one year are limited to the first
$2,250; expenses above this will be out of
your pocket until they reach $5,100.
Beyond that point, Medicare will pay 95
percent of your expenses.  This is espe-
cially important for the PD community,
as the average person with Parkinson’s
annual drug costs fall in the gap between
$2,250 and $5,100.

Call Medicare 
at (800) 633-4227.  

Visit the Medicare website 
at www.medicare.gov. 

Contact the plan’s sponsor 
by phone, mail or 
visit the sponsor’s 

website.

H

ow to Enroll
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To address this looming problem,
PDtrials focuses on increasing awareness
of Parkinson’s trials among patients and
families.  By increasing awareness in this
community — through the website and
supporting educational activities among
Parkinson’s organizations — PDtrials will
create more opportunities for the aston-
ishing 80 percent of people who reported
in a recent study that they would be like-
ly to participate in a clinical trial if one
were available in their area.*   

Another key element of this cam-
paign is reaching out to the physicians
who treat PD patients — most of whom
told our pollsters that they have never
referred a patient to a clinical trial.  In
the upcoming year, PDtrials will forge
ahead with our efforts to address this
problem by providing physicians with
information and materials on clinical tri-
als.  We hope to make physicians more
aware of the primary role that they can
play in helping people with Parkinson’s
learn about and participate in studies.  It
is important that they do this, especially
early on in treatment, before the patient
is using medications that could disqualify
him or her from participating in a clinical
trial.  By targeting both patients and
physicians, PDtrials hopes to reduce some
of the barriers to participation of people
with Parkinson’s in clinical trials. 

What we have accomplished

PDtrials is off to a very good start.
The website — www.PDtrials.org —
already boasts a listing of 50 clinical stud-
ies seeking participants and attracts over
26,000 visits each month.  Close to 2,500
members of the Parkinson’s community
have signed up to receive monthly email
updates about new trials and related news
of interest.  In addition to these impressive
numbers, PDtrials has received praise
from people with Parkinson’s, caregivers
and family members.  One caregiver
wrote, “My mother has been involved in a
study that I found using your website…I
am receiving your emails and I looked up
all the studies and found her somewhere
she would not have to stop taking the
medication she is already on.  I just
thought you should know someone out

there not only reads your newsletters but
actually follows through and gets involved
in the research.” 

In addition to managing and promot-
ing www.PDtrials.org, the PDtrials cam-
paign continues to engage in “offline”
clinical trial education and awareness
efforts.  These include the widespread dis-
tribution of free educational print materi-
als, conference exhibits, speaking engage-
ments, outreach through support groups,
collaboration with independent Parkin-
son’s groups and national and local
media promotion.  

Current and future projects

In early 2006, PDtrials began pilot
projects in five areas around the country
(Boston, Chicago, the Baltimore/Wash-
ington, DC area, San Francisco and New
York City).  These pilot projects will
implement collaborative partnerships
with local communities to further in-
crease awareness about clinical research.
They will test alternative approaches to
the dissemination of information among
people with Parkinson’s and profession-
als.  To date, meetings in the Chicago
area have resulted in the decision to hire
a part-time education manager who will
focus on increasing physician awareness
about clinical trials.  In Boston, PDtrials
will partner with the Center for Informa-
tion and Study on Clinical Research Par-
ticipation (CISCRP) to create a special
educational track for the Parkinson’s
community revolving around CISCRP’s
Clinical Trial Awareness Day.  Stay tuned
for information on these initiatives!

PDF’s own initiatives 

In addition to the work being done
through the PDtrials coalition, PDF is

taking steps to improve the way that
Parkinson’s clinical research is conducted.
One project will promote dialog among
people with Parkinson’s, researchers, trial
sponsors, government and clinicians
through an issues-summit series where we
will explore the development of a more
patient-centered clinical research model.
These discussions will examine the rights
and responsibilities of everyone who has a
stake in clinical research and explore the
creation of a Research Participants’ Bill of
Rights.  Another goal of this program is
to encourage greater clinical trial partici-
pation among those who are traditionally
under-represented in research, such as
women and people of color, by funding
programs like “POEMS,” a research ini-
tiative that looks at ways to increase
female participation in clinical trials.

PDF also provides funding to the
Parkinson Study Group (PSG), a non-
profit, cooperative group of Parkinson's
disease experts from medical centers in
the United States and Canada who are
dedicated to improving treatment for
people with Parkinson’s disease.  The
grant will help improve PSG’s research
databases and support the long-term fol-
low-up of research participants. 

PDF recognizes the need to think cre-
atively and work collaboratively with all
stakeholders in the Parkinson’s communi-
ty.  We are encouraged by the success of
PDtrials and believe in the power of this
inter-organizational program to acceler-
ate treatments and to bring us closer to
our ultimate goal of finding a cure for
Parkinson’s disease.

Veronica Todaro is Director of the
PDtrials campaign.  This initiative is led
by PDF in collaboration with the Ameri-
can Parkinson Disease Association, The
Michael J. Fox Foundation for Parkin-
son’s Research, the National Parkinson
Foundation, the Parkinson’s Action Net-
work, The Parkinson Alliance and WE
MOVE.  The campaign is advised by the
National Institute of Neurological Dis-
orders and Stroke (National Institutes of
Health), the Parkinson Study Group, the
Parkinson Pipeline Project and the
Parkinson’s Institute.

*Harris Interactive® survey, June 2005, com-
missioned by The Michael J. Fox Foundation for
Parkinson's Research on behalf of the PDtrials
campaign.

Another key 
element of this 

campaign is 
reaching out to the

physicians who treat
PD patients

“

”

Parkinson’s Trials

Continued from page 1
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Let PDF Answer
Your Questions!

Through our newly-named and ex-
panded Parkinson’s Information Service
(PINS), the Parkinson’s Disease Foun-
dation (PDF) provides multiple avenues
to help you find answers to your impor-
tant questions about PD.  

One of our most popular resources is
the Ask the Expert feature on our web-
site, www.pdf.org.  This tool allows visi-
tors to submit a question about any
aspect of Parkinson’s, from how to find a
movement disorder specialist to under-
standing the side-effects of a medication.
Questions are answered by our team of
physicians and Parkinson’s information
specialists in eight to 10 working days.
We archive the more common queries and
highlight the most frequently-asked ques-
tions, with their answers, on the home
page of our site.  In this article, we share
some recent questions that may involve
issues you are currently facing.

Q: Should a person newly diagnosed
with PD but not yet seriously affected by
the illness take medications as soon as
possible, or delay taking anything until
the condition becomes truly troubling?

A: None of the medications currently
available in the treatment of PD symp-
toms has been proven to slow or stop the
progression of Parkinson’s disease.  For
this reason, many doctors will recom-
mend delaying pharmacologic therapy
until the symptoms begin to significantly
interfere with daily activities.

An exception to this approach may
be considered when a newly-diagnosed
patient wishes to participate in a clinical
trial on neuroprotection.  In these studies,
scientists are trying to determine if a cer-
tain compound might offer protection to
dopamine-producing cells and thus help
to slow or stop the progression of the dis-
ease.  Participation is usually limited to
“de novo” patients, i.e., those not yet on
drug therapy for their Parkinson’s disease.
To learn more about clinical trials, visit
www.PDtrials.org.  

Q: Does stress make the symptoms of
Parkinson’s worse?

A: It is well known that stress can
temporarily worsen most neurological

symptoms.  Once the stress is eased and
the person returns to a more “routine”
life, the symptoms usually revert back to
where they were before the stress oc-
curred.  This is why we frequently recom-
mend that people find some sort of stress-
management technique — such as medi-
tating, yoga, deep breathing exercises or
“visualization” — to help them through
these temporary stressful periods.

If the stressful situation is likely to
continue for any length of time, the treat-
ing neurologist may want to make changes
in the PD medications that are prescribed.

Q: Since being diagnosed with PD at
age 60, I seem to experience muscle stiff-
ness in my legs, back and neck, as well as
overall weakness.  Is this caused by the
disease?  Is the best therapy to lift
weights and walk frequently?

A: Muscle weakness is not usually
part of Parkinson’s but can be brought on
by the decreased activity resulting from
symptoms of the disease.  Muscle stiff-
ness, on the other hand, is a primary sign
of PD.  You may wish to speak with your
neurologist about adjusting your anti-
parkinson medication regimen to address
this concern.

Generalized stiffness can also be due
to a lack of exercise.  Regular exercises
that target all the muscles of the body are
essential to help keep these muscles
healthy and mobile.  While weight lifting
is good exercise if you enjoy it (and will
do it on a regular basis — several times
per week), full range-of-motion exercises

are usually more important in reducing
stiffness in Parkinson’s disease.

Q: If someone has been diagnosed as
having both Parkinson’s disease and dia-
betes, will these interact in any negative
way?  For example, if a person with
Parkinson’s is not controlling his dia-
betes, will this have a detrimental effect
in terms of the PD symptoms?

A: Both PD and diabetes are com-
mon health issues in the elderly popula-
tion.  Fortunately, there are no negative
“interactions” between the treatments
used for PD and those suggested for dia-
betes.  However, some of the long-term
problems that can accompany diabetes
could create difficulty for PD.  For exam-
ple, if vision is impaired by diabetes, and
gait and balance are affected by Parkin-
son’s disease, then walking might be even
more difficult than if vision or gait alone
were impaired.  

Q: My mom has Parkinson’s and is
having trouble paying for her medica-
tions.  Is there any way to get discounts
for them?

A: One way to save is to buy generic
formulations of the drugs through a dis-
count-club store such as Costco. Such
stores have the lowest percentage markup
on generic drugs so the savings are more
substantial than when generic drugs are
purchased elsewhere.

There are also “by-mail” and Inter-
net pharmacy services that, because of
their larger client base and freedom from
local overhead costs, typically sell med-
ications at lower prices than a neighbor-
hood pharmacy.

In addition, most pharmaceutical
companies have in-house programs to
provide their drugs to low-income pa-
tients either free or at a reduced price.
They offer only their own preparations,
so if your mother is taking multiple drugs
(for PD or for other health concerns), 
she would have to contact each drug
company. Her local pharmacist can 
provide company names and numbers for
each medication your mother is taking.

A final suggestion is to ask your
mother’s neurologist for a referral to a
social worker.  Such professionals are
trained to know the various financial aid
programs for which your mom might
qualify, as well as how to apply and what
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the various requirements are for eligibility.
If your mother qualifies for Medi-

care, turn to the article on page 4 for
more information on Medicare Part D
and prescription drug coverage.

Q: Can a person with PD drink alco-
holic beverages?

A: Having a diagnosis of Parkinson’s
does not automatically mean that a per-
son should never again enjoy a glass of
wine or a cocktail. Much depends on
how the alcohol, combined with the PD
symptoms, affects the person’s ability to
function safely. For example, if even a
small amount of alcohol causes the per-
son to be unsteady, this condition, when
combined with the balance instability of
Parkinson’s disease, could increase the
risk of a fall.  

Q: I have had Parkinson’s for about
17 years, and lately I have been having
bouts of “freezing.” Can you suggest
anything to ease or stop this problem?

A: The key question about freezing
of gait (a phenomenon in which the feet
suddenly stop for a few seconds while in
the middle of walking) is whether it
responds to antiparkinson medications.
If it tends to occur when the effectiveness
of medications wears off, as evidenced by
the return of other symptoms such as
stiffness, slowness or tremor, then it may
respond to adjustments in Parkinson’s
medications.  In this case, a common
approach is to adjust the timing and dose
of medications to prevent “wearing-off”
freezing periods.

Things are different when the type of
freezing is one that does not respond to
medications, and occurs even when other
PD symptoms are well-controlled.  When
freezing happens in the medicated “on”
state, there is no reliable remedy.  Some
people use “tricks” and external cues to
temporarily overcome it, such as imagin-
ing that one is taking a big step over an
obstacle when they start walking.  Others
use a laser pointer to shine a light on the
ground in front of them and attempt to
step onto the light, or over it.  Unfortu-
nately, the effectiveness of such tricks
often fades over time.

Q: How can I find a place for appro-
priate physical therapy for my husband
who has Parkinson’s?  The local hospitals
do not use Parkinson’s as an identifier in

their list of rehab services.  Is there
another term I should be looking for?

A: A physical therapist who routinely
works with older people should be able to
properly evaluate the abilities and limita-
tions of a person with Parkinson’s, and to
design an exercise routine based on these
observations.  Specialty training in PD is
not as necessary for physical therapists as
it is for other types of health profession-
als, such as neurologists.  What is impor-
tant is to find a place that is convenient,
and to develop a good relationship with
the therapist to obtain the greatest possi-
ble benefit from the sessions.

help strengthen our conviction that the US
should not be trying to outsource this kind
of science, that we need to ensure the par-
ticipation of what is by far the world's most
prolific scientific engine," said Robin Elliott,
PDF’s Executive Director.  "We do have to
go back some steps and start over on this
particular avenue that Hwang was explor-
ing.  Why should this not be done here?" 

While the news of Hwang’s retraction
is a big disappointment to scientific and
advocacy communities alike, the story may
carry implications for the ways that scientific
journals go about their work.  The editorial
staff at Science has noted that in the future
it will do additional checks on files prepared
in the Photoshop program and will investi-
gate the review process that was followed
in accepting Hwang’s papers for publication.

Gene Therapy Trials Begin in Humans

A long-awaited human trial to test the
potential of gene therapy in treating Parkin-
son’s disease has begun.  After research-
ers saw promising results in monkeys,
they began to enroll several dozen patients
in three trials to test the method of inject-
ing a gene carried by a virus deep into the

brain where Parkinson’s occurs.  Scientists
will use the information from these studies
only to determine the safety of gene thera-
py, and not to test whether it works.  If
results are positive, researchers will then
continue to assess the potential of the
mechanism for treating Parkinson’s.

Current PD treatments suppress
symptoms by mimicking dopamine or reg-
ulating the brain’s up-take of it.  Interven-
tions that truly slow the course of the dis-
ease by protecting remaining neurons and
preventing cells from dying have proved
harder to develop.  Gene therapy could
offer that potential.

One of the most closely-watched ap-
proaches is being worked on at the Uni-
versity of California, San Diego and at Rush
University Medical Center in Chicago (a
recipient of one of PDF’s Center Grants).
The scientists are testing a nerve growth
factor called neurturin, a protective sub-
stance that occurs naturally in the brain.  
In this study, the brains of 12 people with
Parkinson’s are injected with a harmless
virus that carries the gene for neurturin.  This
method of delivery avoids some of the prob-
lems that were encountered with the infu-
sion technique used in past trials of another,
better-known, nerve growth factor called
GDNF.  Some scientists think that the infu-
sion technique used in the GDNF trials lacks
the capacity to deliver the required quantity
of growth factor far enough into the brain.
Amgen, Inc., the manufacturer, abruptly halt-
ed trials of GDNF in 2004 because of con-
cerns about safety and efficacy.  

Jeffrey Kordower, M.D., one of the
leaders of the new human trial at Rush
University, conducted earlier primate stud-
ies of neurturin and found that monkeys
with Parkinson’s-like damage improved
within three months of receiving growth
factor gene therapy.  Dr. Kordower is a co-
founder of Ceregene Inc., the company that
is developing this method of gene therapy.

Scientists caution the PD community
that while they are enthusiastic about gene
therapy, the treatment remains highly
experimental and has not yet been deter-
mined to be safe or useful in humans.
Gene therapy also carries the risks that
accompany any major brain surgery, includ-
ing bleeding, infection and barriers to easy
termination of the treatment if side-effects
should occur.

News In Brief 

Continued from page 3

To view more questions about
Parkinson’s disease, visit www.pdf.org
and click on the Ask the Expert sec-
tion.  You can also use PINS to find
answers to your questions by calling
PDF, toll-free, at (800) 457-6676 or
emailing info@pdf.org.  PDF does not
provide diagnoses or recommend spe-
cific treatments through this service.
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Playing Your 
Role as a PAN
Advocate
Monica Billger

A regular feature of PDF’s News &
Review is The Voice from Washington,
written by the staff at the Parkinson’s

Action Network
(PAN).  We at PAN
would like to take
this column to in-
troduce ourselves,
or re-introduce our-
selves, to those of
you who may not be
familiar with what
we do and why.

It all started in
1991, when a lawyer from California
named Joan Samuelson, who was living
with Parkinson’s, recognized that her con-
dition was not receiving enough funding
or attention from the federal government.
She decided that an organization was
needed to represent people with Parkin-
son’s throughout the country.  Since then,
PAN has created a national network of
dedicated advocates who have made
extraordinary progress for the Parkin-
son’s community.  PAN advocates have
greatly increased both our presence on
Capitol Hill and federal investments in
Parkinson’s research, but fully realize that
— as the cure remains elusive and the
need for better treatments continues —
there is much left to be done.  

As the unified advocacy voice for the
Parkinson’s community, PAN is dedicated
to maintaining and growing its strong
national grassroots advocacy program.
The primary responsibility of a Parkin-
son’s advocate is to educate his or her
elected officials and community leaders
on legislative issues that affect people
with Parkinson’s disease and their fami-
lies.  With each contact, advocates build
critical support for the Parkinson’s com-
munity as well as for the PAN mission.
PAN’s approach to grassroots advocacy is
three-tiered.  For the first two tiers, PAN
appoints dedicated volunteer advocates
with the requisite skills to serve in the
roles of State Advocacy Coordinator and

Congressional Advocacy Coordinator.
The third tier comprises individuals who
actively volunteer in varying degrees of
advocacy for the Parkinson’s community.
These grassroots efforts are supported by
PAN’s professional staff in Washington,
DC, all of whom have significant govern-
ment experience.  

State Advocacy Coordinators serve as
PAN’s primary contact in each state and
are responsible for directing Parkinson’s
advocacy efforts statewide.  Congress-
ional Advocacy Coordinators are respon-
sible for managing PD advocacy within

their Congressional district as well as
working and communicating directly with
State Advocacy Coordinators.  The job of
both sets of “officials” is to educate their
elected representatives on Parkinson’s-
related issues.

State and Congressional Coordinators
raise awareness by speaking to Parkin-
son’s support groups, medical schools,
hospitals and any other forums that have
relevance to community education and
awareness.  In addition to encouraging
others to become involved in advocacy,
Coordinators often serve as a resource for
Parkinson’s legislation within their own

communities.  Recent examples include
advocating for a local Parkinson’s
Awareness Day (Bob Tauchen, North
Carolina), reinstating a statewide registry
for people with PD (Monnie Lindsay,
Nebraska) and developing local events to
raise awareness (Kay Jenkins, Georgia,
with Parkinson’s in the Park).

To help the grassroots effort, PAN dis-
tributes Action Alerts, which are federal
and legislative updates via email.  These
Action Alerts encourage people to re-
spond to a timely legislative issue that
affects upcoming public policy decisions.
One may ask supporters to contact their
Member of Congress with regard to pro-
posed legislation; another may urge them
to write a “letter to the editor” about a
specific topic facing Congress.  To keep
Coordinators and advocates continuously
well-informed, PAN also provides educa-
tional materials including advocacy hand-
books, sample letters, fact sheets and the
PAN newsletter.

Remember, when you become an
advocate, you become a community
leader.  Being an advocate means estab-
lishing a working relationship with your
elected officials by telephone, email and/
or personal visits.  It is your elected offi-
cials’ job to listen to you, but they will
only listen if you speak up, speak straight
and know your facts.  

Another thing to remember is that ad-
vocacy starts at home.  One of the best
ways to use your voice for change is to
encourage people in your community to
support you.  Motivate your family,
friends and support group in your advoca-
cy efforts.  Taken individually, each action
may not seem like much, but over time
you will discover that your efforts add up
to a unified voice calling for change.

All PAN advocates are volunteers.  If
you would like to learn more about what
you can do as an advocate, contact Mon-
ica Billger, PAN Director of Outreach, at
mbillger@parkinsonsaction.org, or visit
www.parkinsonsaction.org.

Monica Billger is the Director of Out-
reach at PAN.  Founded in 1991 and
based in Washington, DC, PAN is the uni-
fied education and advocacy voice of the
Parkinson’s community.  PDF uses part of
your contributions to support PAN —
$150,000 in the current year.
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Monica Billger

Taken individually,
each action may not
seem like much, but
over time you will
discover that your
efforts add up to a

unified voice calling
for change.

“

”
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Parkinson’s: It’s 
a Family Affair

Being diagnosed with Parkinson’s dis-
ease (PD) can be a huge shock to the sys-
tem, both for a person who has PD and

for his or her family and
friends.  At PDF, we
recently developed a free
video/print package for
the newly-diagnosed per-
son, called Diagnosis
Parkinson’s disease: You
are not alone.  These
materials are designed to

provide some comfort and encourage-
ment after hearing the unwelcome news.
To complement this resource and to help
loved ones learn about the disease and
accept the diagnosis, take a look at
“Parkinson’s Disease and the Family: A
New Guide,” a book written by Nutan
Sharma, M.D. and Elaine Richman, Ph.D.

This quick read promotes a healthy
family approach to living with Parkinson’s
disease.  It reminds us that few things help
us manage a difficult life challenge better
than a strong support system of family and
friends.  The book starts with an overview
of Parkinson’s and moves gradually into
the discussion of more advanced issues
such as dementia and the challenge of
planning for the long term.  These late
sections may raise the anxiety of some
readers.  Remember that Parkinson’s
affects people differently, and by no
means will all people experience all the
potential symptoms of Parkinson’s. 

Some of the book’s best features are
the personal stories that detail the real-
life experiences of a person who lives
with Parkinson’s disease.  From these per-
sonal stories the authors have compiled
tactics and tips to prepare the reader and
show them how to handle certain situa-
tions, such as freezing, depression and
challenges with treatment if and when
they occur.

If you are a family member or loved
one of a person who has Parkinson’s dis-
ease, pick up this book, read it and hold
on to it.  To purchase “Parkinson’s Dis-
ease and the Family,” visit any major
bookstore or buy it on www.Amazon.com
for $10.85.

PDF Spring Gala to Honor Premier 
Parkinson’s Scientist and Physician

On Wednesday, May 17, hundreds of friends and supporters will gather at
The Pierre in New York City for PDF’s annual black tie gala, Bal du Printemps.
The event serves as both a fundraiser to support PDF research programs and an

opportunity to honor outstanding members of the community for
their work in the fight against Parkinson’s.  The evening will
include cocktails, dinner, dancing and a silent auction.  

This year, guests will arrive at The Pierre on Manhattan’s Up-
per East Side to join PDF in honoring Stanley Fahn, M.D., premier
Parkinson’s scientist, with the Page and William Black Humanitari-
an Award.  Dr. Fahn has served the Parkinson’s community for
more than three decades as Chief of Movement Disorders at Co-

lumbia University Medical Center (CUMC).  Dr. Fahn is the H. Houston Merritt
Professor of Neurology and Director of CUMC’s Center for Parkinson’s Disease
and Other Movement Disorders.  In addition to publishing ground-breaking PD
research (such as a recent landmark study showing that levodopa does not hasten
the clinical progression of Parkinson’s and may actually slow it down), he sees a
full schedule of patients, runs conferences, participates in dozens of scientific pan-
els and supervises a group of talented post-doctoral fellows, the future leaders of
his field.  Dr. Fahn also serves as PDF’s Scientific Director, playing an integral role
in shaping PDF’s research and education programs.  

PDF is delighted to announce that the event will also honor Lukas Foss,
world-renowned composer, conductor, pianist and educator.  Mr. Foss is Music
Director of the Brooklyn Philharmonic, the Buffalo Philharmonic and the Mil-
waukee Symphony.  He is highly regarded as an educator, having taught at the
most prestigious music schools in the country.  

Join PDF for this exciting night of philanthropy and science.  For additional
information on Bal du Printemps, or to make a reservation to attend, call event
organizer Carla Capone at (212) 213-1166 or email PDFGala@carlacapone.com.

Just a Few Dollars Can Make Such a Difference!

Perhaps you have always wanted to make a contribution to PDF’s research,
education and advocacy programs but did not think a small donation could
make a difference.  PDF’s Monthly Giving Leaders Program is a cost-effective
and convenient way to make your donation. Whatever size of monthly gift you
choose, you will find Monthly Giving an easy way to show your support — and
provide more funds for the fight against Parkinson’s.

Here are just a few examples of what your gift can do:
• $3 per month will help distribute our comprehensive “Information Packet”

to people with Parkinson’s, caregivers and families.
• $7 per month will allow 10 patients to receive personalized email

responses from our team of information specialists through our website’s Ask
the Expert feature.

• $10 per month will help us support a medical student in the PDF Summer
Fellowship program, contributing to vital research under leading scientists.

How Monthly Giving Works

Visit the Monthly Giving section of our website (www.pdf.org/giving/month
ly.cfm) to learn more about the program.  If you do not have Internet access,
contact PDF at (800) 457-6676 for more information on joining the Monthly
Giving Leaders program.
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Accidents Can
Happen: How to
be Prepared

Living with Parkinson’s disease means
living unpredictably.  We can never be
quite sure when a freezing spell, loss of
balance or an “off” period may creep up
on us.  Our reality is that any of these
could send us to the hospital with an
injury.  Because of the complexity of
Parkinson’s and its treatment, a hospital
stay can be a traumatic and even danger-
ous experience.  Here I suggest tips that I
discovered during my own recent hospital
stay to make a hospital visit as trouble-
free as possible.

Being ready ahead of time

Since we cannot tell when and where
an accident may strike, it is important to
be prepared.  First, have an overnight bag
permanently packed with personal items
such as toiletries, comfortable sleepwear
and footwear and any other items that
you may need.  In addition, be sure to
have all of your insurance information
and cards — including Medicare, Med-
icaid, state assistance and supplemental
insurance — organized in your wallet or
purse, and in an easily-accessed place not
far from the door.  

Keep updated copies of your medical
records from all of the doctors that you
see.  Make sure a family member or close
friend has copies, and keep additional
copies in a safe place.  Most emergency

medical technicians are trained to check
the refrigerator door for important infor-
mation when responding to a call.  This is
also the ideal place to store your emergen-
cy contacts.  Think carefully when desig-
nating the people who will serve as your
emergency contacts and copy-keepers.
They should be reliable and have an up-
to-date knowledge of your medical histo-
ry.  They should also be able to serve as
an advocate for you when you check in to
a hospital; more on that later.  

Medication chart and diet

Another document that your advocate
should have access to (and which should
also be on the fridge) is a medication
chart.  People with Parkinson’s often have
complicated medication and dosing sched-
ules that must be followed, in or out of
the hospital.  

The chart can be very helpful to hos-
pital staff, providing them with the guid-
ance they need to help you keep to your
schedule.  Camilla Flintermann of Ohio
points out that your chart should show
the exact times and quantities of medica-
tion, for all doses needed over a 24-hour
period.  Add important notes such as the
request that was on Camilla’s husband’s
chart that asked that his medications be
firmly on schedule to avoid his becoming
“rigid and disoriented.”  Pauline Craw-
ford’s husband, David, has had Parkin-
son’s for 30 years, and has a chart to
which she has added notes about side-
effects of medications, allergies and a his-
tory of his hospitalizations.

Another good idea is to keep a list of

your dietary restrictions or eating habits.
Many of us tailor our eating schedule to
our medications to avoid “off” periods,
disciplining ourselves to avoid certain
foods that seem to interfere with the effec-
tiveness of our medications.  Keep a log of
dietary factors with the other important
documents, and make sure your emer-
gency contact has a copy.  Once at the
hospital, request that the dietary informa-
tion be shared with the hospital dietician
or ask your emergency contact to do so.   

Checking in

When you arrive at the hospital, first
provide the necessary people with all of
the materials that you carefully prepared
ahead of time.  Since you may not be in
the best shape to ensure that this happens,
you may want to designate your emergen-
cy contact to serve as an advocate during
your stay.  This can be especially benefi-
cial for those of us who are soft-voiced.
Gene Noland of Alabama is his mother’s
caregiver and advocate; he suggests taking
two copies of charts and important infor-
mation — one for the nurses’ station and
another to post near your bed.

Make sure to inform the hospital’s
doctors and nurses about any pattern of
ups and downs that are part of your usual
functioning due to “on-off” fluctuations.
Also, explain about freezing spells that
might make a short journey, like a trip to
the bathroom, precarious.  Ask for a
nurse’s aide to escort you, use a walker
and be sure to locate the emergency call
button upon entering the restroom.      

Going home

When you are being discharged from
the hospital, review your plans for return-
ing home with the hospital social worker.
My own recent hospital discharge allowed
me staffing at home, an aluminum walker
for easier mobility and a raised toilet seat
with handgrips for my safety and comfort.
Be sure to let your friends and family
know that you will be coming home, and
remember to ask for any assistance that
you may need, particularly for the first
week at home.

Ivan Suzman has lived with young-
onset Parkinson’s disease for 20 years.
He resides in Portland, Maine, and works
with PDF on various projects, including
writing his regular newsletter column, The
Parkinson’s Mailbag.

WINTER 2006

The Parkinson’s
MAILBAG

By Ivan Suzman
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A R O U N D  & A B O U T  T H E  C O M M U N I T Y

of rock-and-roll concerts that he con-
ceived, organizes and presents along with
The Light of Day Foundation, Inc. and
Concerts East.  Over the years, the con-
certs have raised a total of more than
$400,000 for PDF and other charities.  

This year, Bob, who lives with Par-
kinson’s, took the concerts global with
four shows in New Jersey, one in Rome,
Italy and a final show in Los Angeles.
The results were astounding — $150,000
was raised this year alone for PDF and
chapters of the ALS Association.  

The anchor event of the 2005 series
was the traditional three-day show that
kicked off on Friday, November 4, at the
Stone Pony in Asbury Park, New Jersey,
and continued on Saturday and Sunday at
the Starland Ballroom in Sayreville, New
Jersey.  The Friday concert stretched into
the late evening hours, featuring perform-
ances from local favorites Gary US Bonds,
Richie “La Bamba” Rosenberg and
Southside Johnny.  As the venue changed
on Saturday, attendees were treated to a
night of good old rock-and-roll led by Joe
Grushecky, a Light of Day regular and a
close friend of Bob.  Sunday’s “Writers in
the Raw” attraction was an added twist,
with acoustic performances by Grushecky,
Pete Yorn, Jeffrey Gaines, Jesse Malin and
more.  The audience was thrilled by the
intimate nature of the setting, with the
artists talking candidly about their per-
sonally-written songs and music.  

Bob’s European debut took place at
the Big Mama club in Rome, Italy on
November 22.  The show kept true to
Light of Day’s Jersey Shore roots, with
the introduction of a book on Bruce

Springsteen, and followed through with
rocking performances by Lorenzo
“Miami” Semprini; brothers Andrea and
Tony Montecalvo and their band The
Backstreets; and Antonio Zirilli with his
band Thundercrack.

To close out the year, Light of Day
headed where all stars end up: Holly-
wood.  Crowds packed the House of
Blues in West Hollywood on Monday,
December 12 to hear a stellar lineup of
artists including Dave Alvin, Jakob Dylan,
Shane Fontayne and Lucinda Williams.
The end result was a smash hit that even
Tinseltown will not soon forget!

PDF thanks Bob and all of the won-
derful performers and people who
worked on this and past year’s events.
We are truly grateful to have a friend with
such a giving and determined spirit.

PDF Thanks Retiring Board Members  

On January 17, the Board of Direc-
tors of the Parkinson’s Disease Founda-
tion (PDF) said farewell to two valued
members: Cynthia Flood and Earl Ubell.  

Cynthia Flood has served on the
PDF Board, along with her husband,
Stephen B. Flood, for more than a dec-
ade.  The couple knows the disease all
too well, as Stephen was diagnosed with
Parkinson’s over 10 years ago.  Mrs.
Flood, who now resides in Florida with
her husband, became acquainted with
PDF when they lived in Westchester
County, New York.  Her contributions to
the Board included both generous per-
sonal support and substantial involve-
ment in the success of PDF’s annual gala,
Bal du Printemps.  Her husband Stephen
will continue to serve on the Board.

Earl Ubell, a PDF Board member
since 1996, is one of the most respected
science and health writers in America.
He began his career in various capacities
as a reporter and editor with the New
York Herald Tribune.  He continued
with a television career that included sev-
eral years with CBS and a post at NBC
News as Director of TV News.  Mr.
Ubell is also a past health editor of the
nationally-distributed Parade magazine.
As someone who has lived with Parkin-
son’s for more than 10 years, Mr. Ubell
brought to the Board a strong personal
conviction and determination to fund the
most promising PD research.  He has
also given valuable assistance in framing
and disseminating news of Parkinson’s
disease science and research develop-
ments — including helping PDF staff to
stage several science news seminars in the
late-1990s.  

PDF thanks these inspiring individu-
als for their gifts of time, expertise and
support.  It is with the commitment of
people like Cynthia Flood and Earl Ubell
that we will be successful in reaching our
goal of ending Parkinson’s.   

Light of Day Goes Global

For the past six years, music manager
and promoter Bob Benjamin has celebrat-
ed his birthday by bringing to his home
state of New Jersey Light of Day, a series

Caregiver Survey Launched

At the Parkinson’s Disease
Foundation (PDF), we take our
role as a source of information
and support seriously — not just
for those who have Parkinson’s
disease, but also the people who
live with it every day as care-
givers.  To help us understand
more about the PD caregiver pop-
ulation and to deliver needed
resources of high quality, we have
launched the PDF Caregiver
Initiative.  The first phase of the
PDF Caregiver Initiative began in
February with a comprehensive
survey posted on our website,
www.pdf.org.  If you are a care-
giver, visit www.pdf.org to fill out
a survey and help us discover
how we can best help you!

Stay tuned this summer to
hear about the results of this sur-
vey, and our next steps at PDF in
using this information to serve
caregivers.  This first phase of the
PDF Caregiver Initiative has been
supported through an educational
grant from EMD Pharmaceuticals. 

The rockers collaborate for a few songs at the

Starland Ballroom in Sayreville, New Jersey, to

round out the Light of Day concerts.

John C
avanaugh



A Symposium for Young People with

Parkinson's Disease

Date: Saturday, March 4, 2006
Time: 9 AM – 4 PM

Place: Doubletree Hotel, Lloyd Center, 
1000 NE Multnomah 

Portland, OR

Specialists at the Oregon Health and Sciences
University (OHSU) Parkinson’s Disease Center
will present the latest information on PD treat-

ment and research, legal and financial planning,
awareness and advocacy, the benefits of exer-

cise and maintaining healthy relationships.  
For more information on this day-long sympo-
sium, contact Julie Carter at (503) 949-7235.

Super Walk the Walk 

for Parkinson's

Date: Saturday, April 22, 2006
Time: 9 AM

Place: Highlands Rehabilitation Hospital
1395 George Dieter

El Paso, TX

Join the Parkinson's Support Group 
''HOPE" of El Paso, Texas for this city’s first-ever

Parkinson’s walk to bring awareness of the 
disease to the community.  The event will 

feature a two-and-a-half mile walk on an up-
and-down course and a health fair with 

doctors present to answer questions about PD.  
To join the walk, or for more information 

about sponsoring walkers, contact Aurelio
Hernandez at hernandeza915@aol.com.

PAC Annual Educa-

tional Fundraiser 

Date: Thursday, 
April 27, 2006

Time: 12 PM – 1 PM 
Place: Duke Mansion

Charlotte, NC

The Parkinson Association of the Carolinas 
holds this annual luncheon to raise awareness 

of Parkinson’s disease and funds for the
programs and services that the Association
offers to the Carolina PD community.  This 

year, Andy and Camille Salisbury, of Charlotte,
North Carolina, will receive the first annual 

Bill and Betty Ray Parkinson's Disease 
Award for their fundraising efforts 

to support PD research.  
For more information or to RSVP, call 

Debbie Huffman at (704) 248-3722.  

(800) 457-6676 

info@pdf.org

www.pdf.org

Main Office

1359 Broadway, Suite 1509
New York, NY 10018

P: (212) 923-4700
F: (212) 923-4778

Columbia University Office

710 West 168th Street
New York, NY 10032

Midwest Office

833 W. Washington Blvd. 
Chicago, IL 60607
P: (312) 733-1893 
F: (312) 733-1896

PDF BOARD OF DIRECTORS

Officers
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12th Parkinson's Unity Walk

Date: Saturday, April 29, 2006
Place: Central Park
New York, NY

Come and join thousands at the Parkinson's
Unity Walk in New York City’s Central Park.
Learn from medical experts, talk to friends 
and walk to raise awareness of Parkinson’s 
disease.  Bob Benjamin, a friend of PDF and
creator of the Light of Day concerts, will 
receive the Alan Bonander Humanitarian 
Award.  One hundred percent of all donations
go directly to Parkinson’s research.
For more information, call (866) PUW-WALK
(789-9255) or visit www.unitywalk.org.

Bal du Printemps

Date: Wednesday, May 17, 2006
Place: The Pierre 
New York, NY

Led by PDF Chairman Page
Morton Black, Bal du Printemps
is an elegant celebration of
philanthropy and science to raise funds for, and
awareness of, Parkinson’s disease.  
Guests are invited to join in honoring PDF
Scientific Director Stanley Fahn, M.D. with 
the prestigious Page and William Black Humani-
tarian Award.  Proceeds will support PDF’s
research programs.
For more information, contact event organizer
Carla Capone at (212) 213-1166 or 
PDFGala@carlacapone.com.

Calendar Events

Star Tips
from 

Readers

Star Tips
from 

Readers

In an upcoming issue, we will be
reviewing suggestions on managing
life with Parkinson’s disease.  Send

us your suggestions by mail or
email info@pdf.org.  The best tips

will be printed in a future issue and
one reader will receive a Six-Alarm

Vibrating Medication Reminder
Watch worth $99.95, generously
donated by e-pill, LLC, and avail-

able at www.MEDclock.com.
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