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NET-PD Newsletter

This newsletter is especially for NET-PD LS1 participants and their families

NET-PD

NET-PD...Exploring Options to Slow the Progression of Parkinson disease.

Welcome New Participants and Hello to

Our Old Friends

It seems this last year has flown by
with the many milestones of life
marking its path. We would like to
welcome the over 400 new partici-
pants who have joined us since the
last newsletter. We hope you join
us in making this a community.

We would also like to welcome
back and thank our old friends who
have stuck with us another year.
Without your dedication research
like this would not be possible.

Similar to the previous editions of
this newsletter we will again update
you on the progress of the study,
introduce you to two of the people
on the Steering Committee and
share insight from other people

Study Updates

You have done it—
Our biggest
announcement for this
issue of the Participant
Newsletter is that
enrollment is
complete!

Thanks to everyone
for participating in this
study to make that
happen.

Please remember that
the goal of this study is
to test whether
creatine can slow the
progression of
Parkinson Disease.
We know that
remembering to take
the study medication
twice a day can be
cumbersome but
your role in the study

“With a little help from my friends”

participating in the study. We
would like to remind everyone that
if you have a question you would
like answered in this newsletter or
you would like to make a submis-
sion yourself, please let your Study
Coordinator or Nurse know. All
submissions will be anonymous.

success of this
clinical trial. Your
compliance
strengthens the study.

Please let your Study
Coordinator or Nurse
know if there is
something more we
can do. We recognize
this study is a long one
and we ask a lot of
each individual.

is crucial to the
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Meet the Investigators: Web Ross, MD

Web Ross, MD is a VA
researcher at the Pacific Health
Research & Education Institute
in Honolulu. He is the
Associate Chief of Staff for
Research and Development for
the VA Pacific Islands Health
Care System, Spark M.
Matsunaga Medical Center,
where he also practices clinical
neurology. Since 1991, he has
been the Project Neurologist for
the Honolulu-Asia Aging Study,
a longitudinal study of
cardiovascular disease and
neurodegenerative diseases of

aging in a cohort of
Japanese-
American men
living in Hawaii. In
addition to being a
NET-PD site
investigator and
serving on the
steering
committee, his
research interests include
examining rates and risk factors
for Parkinson’s disease and
dementia, and correlating motor
and non-motor clinical features
of Parkinson’s disease with

Web Ross, MD from the Pacific
Health Research & Education Insti-
tute and VAPIHCS in Honolulu,

neuropathology.
He is a Parkinson
Study Group
investigator and is
the co-chair of the
Scientific Review
Committee. Web
has lived in Hawaii
for 19 years and for
recreation, he
enjoys sailing the bays and
oceans of Oahu as well as
hiking in the mountains and
going to the beach with his
family.

Meet the Investigators: Oksana Suchowersky, MD

Oksana Suchowersky, MD is
currently Professor and Head of
the Department of Medical
Genetics in the Faculty of
Medicine at the University of
Calgary. She is also the Co-
Director of the Movement
Disorder Program in the
Department of Clinical
Neurosciences.

In 1984, Dr.
Suchowersky was
hired by the
University of
Calgary Faculty of
Medicine to
develop the
Movement
Disorders
Program following

Oksana Suchowersky MD, FRCPC,
FCCMG from the University of

residency and fellowship at
UBC. Under her leadership the
program has grown to an
internationally recognized
center for care of patients with
Parkinson’s disease,
Huntington disease, dystonia
and spinocerebellar ataxias.
Her research interests include
understanding the genetic
factors related to
the development of
neurodegenerative
disorders, and
developing new
treatments for
these disorders.

She has published
over 150 peer
reviewed

Calgary

publications and is on the
Editorial Board of Canadian
Journal of Neurological
Sciences and Nature Reviews
Neurology, and is the Past
President of the Canadian
Neurological Society. Dr.
Suchowersky has just been
involved in the publication of a
book on Parkinson’s disease,
and is working on a second
book on Hyperkinetic Movement
Disorders. She is a member of
the Parkinson Study Group,
Huntington Study Group, and is
currently on the Steering
Committee of NET-PD. When
not working, her current passion
is golf. She hopes to break a
100 before too long.
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Just Between Us—
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an original piece written by a fellow research participant

Quite frankly, exercise has
everything to do with being as
healthy as possible during your
trip down the path of PD. ltis
truly a journey, one that |
suspected for several years
because | discovered a hand
tremor which was “brushed off”
by my internist as an “essential
tremor.” Told not to worry, a lot
of older people get those and
there’s nothing to be done
about it.

| was already exercising at the
health club, doing aqua
aerobics with some of my
friends. It was as much a
social event as it was a
workout. About the time |
sensed a weakness in the arm
with the tremor, | read an article
about the benefit of Tai Chi for

Potential Links of

http://www.pdf.org/en/
community — Parkinson
Disease Foundation

www.ninds.nih.gov — National
Institute of Neurological
Disorders and Stroke

www.aan.com — American
Academy of Neurology

www.apdaparkinson.org —
American Parkinson's Disease
Association

PD from some
wellness center

Additionally, you
have to recall the

in California. i\\\ 2 patterns, so it uses
How coulditbe !~ ¢~ \ your brain. Can you
harmful to try it, «/(\ S\ tell I'm addicted to
even though it g\;;\’ this ancient form of
sounded / -~ Chinese “exercise”?
strange? e \ Try it, you may just
AN y It, you may ju
To facilitate this / f & \ find it beneficial, too.
decision, | had - \/‘ It has changed my
to change J life for the better and
health clubs, it may make your

where they offered Tai Chi. Did
it prove to be beneficial?
Definitely, YES. (I also need to
give credit for the neurologist at
the Medical Center who
prescribed my medication plan
for me, after confirming my
diagnosis.) It gives you
stretching, proper rhythmic
breathing, and a quiet
meditative atmosphere.

Interest

www.parkinson.org — National
Parkinson Foundation

www.michaeljfox.org —
Michael J. Fox Foundation for
Parkinson's Research

www.wemove.org — Worldwide
Education and Awareness for
Movement Disorders

www.parkinsonsaction.org —
Parkinson's Action Network

journey with PD more
enjoyable.

If you're into social games, |
could suggest you try Mah
Jongg....incidentally, another
ancient Chinese practice. This
game also tests your brain, and
it is a great deal of fun.

More and more it seems people are
connecting with the internet. Please
let us know if there are other websites
that you find useful.
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http://www.pdf.org/en
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My Story- as told

It's been 10 months since |
heard the shocking words, “You
have Parkinson’s Disease.” |
remember feeling as if | was in
a bad dream and then suddenly
feeling a flash of anger. |
thought to myself how in the
world could a healthy 47 year
old woman have a brain
disease? | went from thinking
the weakness in my right hand
and arm were all part of a

bad case of carpal tunnel to
suddenly hearing | have an
incurable, degenerative brain
disease. My husband and |
looked at each other and |
could see the fear and shock
on his face. This scared me
slightly more, since my

darling husband has
somewhat of a poker face
normally. | knew | needed a
second opinion, maybe even

3, 4, or 5! Thankfully | ended
up at a center, where |

receive excellent care, am
treated with respect and
kindness, and most importantly
given a sense of hope. My new
doctor agreed with the original
diagnosis, and my journey as
an official PD patient began.

The first 2 to 3 months was
almost overwhelming. If my life
were split into pieces of a pie,
the PD took up 90% of the pie.
Every morning | would wake up
with a sense of dread. | cried a
lot and felt tremendous fear
about my future. | had
thoughts like “Will my husband

Page 4

by a fellow participant

be up to dealing with whatever
lies ahead?” “Will | be able to
dance at my daughter’s
wedding?” (Mind you, she was
only 12 at the time.) “Will | have
to eventually use a walker?” |
somehow felt | was losing my
identity. My turning point was
finding a local PD support
group. | was very hesitant to
attend, the thought of seeing

someone with severe
symptoms scared the daylights
out of me. | did finally attend a
meeting and | was surprised to
see so many lively, loving
people. | now have a
wonderful circle of fellow
PDer’s who have freely shared
their insight, empathy and
incredible wisdom with me.

| am now beginning to see my
Parkinson’s as a strange
backwards gift. The world is
colored differently now. | was

racing up the driveway with my
daughter the other day, and felt
so blessed to be able to share
that with her. Sunsets look
more golden, raindrops feel
more refreshing, and one of the
best things that has happened,
is | have discovered I'm an
artist! | feel compelled to paint,
photograph, bead, garden and
create beautiful things. Art has
brought me peace and has
also quieted my racing mind.
My relationships are richer
than they have ever been,
and | can now cut to the
chase a lot quicker so | can
get to the good stuff. | laugh
deeper, listen better, and
have a kinder heart. I've
always believed that we add a
new color to our imaginary
‘rainbow” when we weather
stormy seas. Tough life
lessons are the ones that
make us grow the most.
Turns out all of my favorite
people are the ones that
possess big colorful rainbows.
My Parkinson’s diagnosis has
definitely been my greatest
challenge so far... but | can
now say | am a person with a
large, multi-colored rainbow. In
short, it’s been an unexpected
journey, and like most journeys
there have been a lot of bumps
along the way. | continue to
remind myself that | must take
one day at a time and most
importantly enjoy the scenery
along the way.




NET-PD...Exploring Options
to Slow the Progression of
Parkinson disease.

A Final Thought:

"The nice thing about team-
work is that you always
have others on your side."

~Margaret Carty
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