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This publication is not intended to provide
diagnosis or treatment. Always seek the
advice of your physician or pharmacist

with  questions regarding medical
conditions or drug interactions.

To request permission to reprint content
published in this newsletter, please
contact the HAPS office at 713-626-7114
or info@hapsonline.org.

Whatever Happened to Nina Brown?

Being diagnosed with Parkinson’s is similar to playing a game
of cards. You have no control over the hand you are dealt; you
just have to play it out to the best of your ability. When | cut
my deck of cards and Parkinson's showed up 28 years ago, it
changed my life. | think the quote | use for my email signature
says it all: "Circumstances determine our lives, but we shape
our lives by what we make of our circumstances."

When you become an advocate, you cease being a victim; therefore, fighting for a
cure and helping others living with the myriad of symptoms that accompany this
often debilitating disease became my passion. | figured | could have P.D. stand for
Parkinson’s Disease or Passion and Determination. So, after | was diagnosed, |
started writing the monthly newsletter for HAPS, which | continued to do, with
passion and determination, for over 15 years. | loved writing the newsletters as | felt
it gave me a personal way to reach out and touch thousands of others with
Parkinson’s—and in return, many reached back and touched me.

It's been said you can read a cookbook all day long and starve...you have to take
action. The action | chose to take when | was diagnosed with Parkinson’s in 1985 was
to volunteer and educate the public about the disease. Fortunately, | had my
husband, Joe, by my side every step of the way and we became full-time advocates
for Parkinson’s.

We supported HAPS by getting involved as members of its Board of Directors and
chairing fundraising events, garage sales, luncheons and galas. Joe supported me
when | gave talks and designed HAPS logos, flyers, and brochures. We chaired and
walked in the first of the Chevron Houston Marathons since HAPS was involved as a

Ve baert'rlcﬂbgti,nichéjri?yywhich it continues to be a part of today.

Before video editing was something so simple our grandchildren could easily do, Joe
and | put together a short educational video that demonstrated how HAPS helps
called, ¢ KS t F NJAYyazy
you believe in and work for it.

In that same vein, Joe and | became involved with the Parkinson Action Network
(PAN) as state coordinators making presentations to various groups around the
state. We became a well-known resource for senators and congressmen wanting
information about Parkinson’s. From there, our “labor of love” led us to co-found
two nonprofit organizations promoting stem cell research, Texans for Advancement
of Medical Research which was state-wide, and The Alliance for Medical Research
which dealt with education on a national level. Because Joe and | were so busy with
all these commitments, | felt | only had time to write about the therapeutic exercise
classes HAPS offered, but not time to actually participate in them.

Continued on page 2
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Nina continued from page 1

Meanwhile, my Parkinson’s progressed slowly until | virtually became bed-ridden
with dyskinesia, rigidity and various other symptoms. In 2009, | decided to have
deep brain stimulation (DBS) surgery. Although DBS doesn’t work for everyone,
after a year of physical therapy and trying different programs, it worked for me. |
was off my scooter and walking around, even though my balance was still affected
and | ended up in the hospital twice, with broken ribs from falls. It was at that
time, | was blessed by finding Rosetta, my caring, compassionate caregiver who is
still with me.

But, | wasn’t the only one who was having problems. Joe’s major ongoing heart issues which he has suffered with
throughout most of his life were getting worse. At the time, | was still writing the HAPS newsletter when he was
diagnosed with cancer, and my life became focused on taking care of him. Everything was put on hold...the newsletter,
and my Parkinson’s, which suffered from not getting enough exercise. After a courageous fight, Joe passed away
October 10, 2012. He was my soul mate; he made me laugh. We were a team. And | miss him. My loving, wonderful
children and grandchildren live nearby and continue to be a great source of support. Family and friends try to keep me
busy, but there are a lot of hours in the day.

Throughout the years, | attended HAPS symposiums and lectures and always found them to be extremely valuable. In
recent months, | have experienced great physical and emotional benefits from the HAPS therapeutic exercise classes,

as well. Joe and | used to love to dance so | gravitated toward both the 5 Y OS T 2 NXldsslwih|livie yiusi@aydQ a
instructors from the Houston Ballet trained to help with stretching, flexibility and movement, and the Tango group
with its rhythm and pattern that help with balance and posture. | also attend one of the exercise groups that works all
parts of my body to keep my muscles conditioned, and a singing class that helps with my breathing and voice volume.
There are so many varied groups to choose from: speech, water exercise, tai chi, a new yoga class and a variety of
support groups led by HAPS social workers. | have found that keeping busy keeps me going—and | would take them all,
but | still need to leave time for my weekly afternoon of bridge and doctor visits.

While we all hope for the best, there are no answers to predict the future to know how this disease will progress. Early
on, | realized that living with a “progressive” disease was going to require continuing adjustments and accommodations
and that the word “cope” would hold a new importance in my vocabulary. | decided | would cope with hope. So, |
created the video, | h t, Which can be found on the HAPS website.

After recently attending a HAPS lecture on meditation, someone told me that | was an “inspiration” to them. The
people | see in the groups | attend are MY inspiration! Without Parkinson’s, | would have missed the opportunity to
meet some of the bravest, most inspiring and amazing people | know. And in spite of the challenges, | am aware that
there have been many blessings that have added depth and dimension to my life through my association with HAPS. |
realize how fortunate | am to live in a place that has an organization like HAPS with such wonderful people, vital
programs, critical resources and comprehensive services that help entire families live with this movement disorder.

If | shared how many ways HAPS touches the lives of those affected by Parkinson’s, | could write a book. It offers
nearly 150 therapeutic exercise and support groups each month, transportation to and from groups and doctor visits,
numerous education programs, a monthly newsletter and social services that include subsidized respite care and
emergency financial aid. HAPS does this for thousands of families throughout eight counties on a very modest budget.

Thanksgiving is a time for reflection when we are reminded of the things we have to be grateful for—the programs
HAPS provides to improve quality of life, the donors who support its efforts and the individuals the organization serves
who inspire us as they meet the challenges of living with Parkinson’s each and every day.

Join HAPS this Holiday Season as it reflects on the 39 years since it was founded by a group of people who knew what
was needed to manage the demands of Parkinson’s disease. In the coming weeks as we look ahead to 2014, HAPS will
reach a major milestone as an organization that has served Houston for 40 years. The enduring support and
contributions from people like you have made that possible.

Remember HAPS in your Holiday giving and help us continue to provide the tools to navigate life with Parkinson’s.
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Join Parkinson’s Disease Foundation’s PD ExpertBriefing

Caregiving and Parkinson's
Tuesday, November 19, 2013, 1:00 - 2:00 PM ET

Gwyn M. Vernon, M.S.N., R.N., C.R.NUiversity of Pennsylvania School of Nursing
Rhona Johnsonfounding member of People with Parkinson's Advisory Council
To register contact PDF at pdf.org or 1-800-457-6676

Newly Diagnosed Education Program

For those who have been diagnosed with Parkinjsono
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World Parkinson Congress i An Event of Community and Hope

By Pamel a Skauf el

On Octoberstll, along with over 3,300 other people
around the world including 20 associated with HAPS,
way to Canada to participate in 'the/oBld Parkinso
Congress (WPC). Nothing could have prepared me fo
to Montreal or for the i |nsp|r|ng events that took place during the four days of the WPC.

As a proud board member representing Houston Area Parkinson Society, my decision to travel to Montreal visssbésed on t
become more informed about the disease regarding clinical advances and holistic treatments, and to beconmuttire enligt
potential of the entire worldds resour ces c omnutelgvasttherg,et |
| was fulfilling these objectives.

At the Opening Ceremony, Bob Kuhn, WPC Ambassador who lives with Parkinson's avowed in his welcoming address, "
about community and hope...reuniting everyone i msvaal v e
wellness is that illness starts with the word "I" and wellness starts with the word "we." dWe' arehthdufwae\What we are
doing today will be the future, and it is bright and positive." The feeling of unity in the room filleddeithfralivtfer ciakietie
world was utterly palpable and exhilarating.

There was a wealth of knowledge on display from poster sessions on research presented by the scientific ctassespity to €
boxing demonstrations, film premieres, singing, discussion groups and lectures. There was so much to seetamaslearn tt
difficult to decide what | would attend or noEetgnchoment was vibrant and the speakers were all passionatewaythasr ow
they participated in this gl obal di scussi on o nircitegiveksj n s
families and even service dogs who traveled the globe to join together and share their experiences with esditelother ar
professionals working on their behalf. | came to appreciate how so many people have dedicated their liveduttngfudying
research to find a cure for the disease, each knowing that they may only be working on a tiny piece of the puzzle.

Parkinson's disease (PD), as defined by MEramt e r , is a movement disor dericalc hari
disease chiefly of later life that is linked to decreased dopamine production in the substantia nigra ang g trearierdéspeci
resting muscles, rigidity, sl own &x mostpéoplar&now with RO ahdsemwitp a i |
Parkinsonds at the WPC, t hei rdefided Isor hvgae relieved tohedr at shesCtrgedet | y
definition of Parkinson's is being revised to more accurately describe the disease tofauatate e pmouttis peegleerience
rather than just a definition of poor motor function.

In fact, the spectrum of thesenotor symptoms is receiving increasing attention from the research and clinicghtfimantunity.
discussion was focused on the importance of treatment to address not only the motor symptoms but also anxiet
gastrointestinal issues, cognitive disorders, dementia and many otéetd|syimgt@hsare associated with the diseaser to

i mprove an individual éds quality of [|ife.

Exercise and social connectedness were also reoccurring themes in presentations, consistently recognéezimgt threestigeficant
and social engagement play in the treatment and daily management of the disease. The WPC was also fuh dfaéxciting
explored current, ongoing research into the identification of biomarkers and the roles they play in eadyatedegtiah npgventi
be potential disease halting possibilities.

And so the third triennial World Parkinson Congress accomplished all that it set out to achieve: promotinggscianuanity, ac
and inspiring hope. Academics and health professionals during this conference have inspired me to belesgETibatythere is prc
ago, we did not have the level and expanse of research we have today. Ten years ago, only one of these dgipd. iNotations w
over ten genetic mutations have been muthéesdociated with PD and clinical trials are agiviakbingf is important to continue
this momentum and recognize that everyone can play a part.

As advocates for PD, we need to remain focused on keeping a public face on Parkinson's. The trifecta af anttdoatibnal, n.
organizations is key to providing resources for research, clinical trials and qualitylc@rtheiodllezdies e¢ffer, t he A we
lead to wellngssve ALL contribute to solving the puzzle. As one of your board members, | remain committed tcs helping
ongoing mission to remain an informed and progressive resource for our community of people with PD, théasciogivers a

me in this support whenever you can.
PP y The next WPC will take place in Portland, Oregon in Fall 201
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holid 4y sing-along

‘BRING THE ‘WHOLE FAMILY AS ‘WE GATHER TO CELEBRATE THE HOLIDAYS!

Join us as we sing along to live piano accompaniment of fun holiday
music including your tavorite Christmas and Hanukkah classics.
Admission is free of charge - stay for cookies, coffee, hot cocoa and a
best holiday sweater or vest contest!

Salur'claz.i, (December’ 7 2013 _}’[ouslon Bal]el @nler‘ for CDamce
10:00 am - 12:00 pm 610 Preslon Sir‘eel
J’Ious{on, (TX 77009

Please consider
HAPS in your holiday

giving—through your

RSVP to 713-626-7114 or info@hapsonline.org

support you make a
valuable investment

in our community.

U UP AND AWAY!

Grab your superhero shirt, tights (optional) and cape and join the others who are part of
our elite Superhero Squad. With less than three months until the Chevron Houston
Marathon weekend on January 18 -19, 2014, there is still time to get involved! HAPS
marathon co -chairs, Debby Hurlbert and Kathy Smith want you to join us, as a walker or e,
fundrai ser, in our fight against Parkinsonopg /e
and raise money and awareness of the disease. ol

Last vy e ar-bresaking &uedmisinl efforts are well on the way to being surpassed as

we are already halfway to our goal of $80,000 with help from our superhero Sidewalk Squad Sponsors Wartsila

and Teva, and an influx of support for our 5K wal kers and
turn -out of walkers for the ABB 5K Fun Run by registering over 100 people to walk. Each member of the squad will

receive a free HAPS superhero marathon t -shirt, cape, and other goodies, so that we can unite on race day to

rai se awareness of Parkinsonds and show that this movement
Contact Kelly Nicholls at 713 -313-1621 or nicholls@hapsonline.org for more information on how you can register

for this event.

If you are unable to participate, but would like a HAPS marathon superhero shirt and cape, you can pick one up at
a HAPS group beginning this month. A $10 donation will get you both the shirt and cape to wear and spread the
word about the HAPS superheroes. We thank you for your support and look forward to making this our biggest
marathon year yet!

201% MARATHON SPONSORS

d REVAN CNS

WARTSILA
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SCREENI NG FOROROBSBMOPTOMS MAXURIADOE PARKI NSONOGS DI
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Resul ts Diagnostic Findings in Subjects

1 Responses to the survey Phi*é¢at%d! 1eh\eprNagfeggahert -
wi t h early stage Par kinsh,goog,iidiii2eass® ordyfnaitly pub

healt hy participants h&diencer MewsdWHafte rbeand it Mean
experiences in terms of Dh%%arﬁﬁt?‘)r“_”%é\t_dr‘?g (&R website
repri , in its entirety, wi t h

sympt oms. science news, please visit www.p
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CONTRIBUTIONS

We are extremely grateful to the following individuals for their generous support of HAPS.
Without the continued support of our donors, none of our programs or services would be possible.

IN MEMORY

Ted Boyes
Sue Leibert

Shirley Chamblee
Roy H. Cullen

Jeff Champness
Nancy and Joe Champness
Michael Champness
Carole Smith

Howard W. Derrickson
Anonymous

George H. Ferguson llI
Judy and Jerry Sullivan

Nick Fleischmann
Rosemarie Van Wyen
Christina Reichlet
Jeré and Russ Simpkins
Jessie Birdseye
Nancy Kocsis
Marilyn E. and Robert W. Fleischmann,
April and Robert, Jerome and Emily,
Suzanne and Samantha
Jeanne and Bruce Garthwaite
Susan and Gordon Sterling
Honora Cartwright
Joanna W. Engelhardt
Jim Whetstone

Raymond E. Hankamer
Camille Hankamer

Dr. John Robert Massey
Lowell L. Beck

Salvatore Nizza
Nelle McLaughlin
Riki Weinstein and Dan Morrison

Valerie Parker

Law Office of Christina Lesher, PC

Alred Plaschke
Hannelore Plaschke

Ralford B. Riggle
Carol and James Parsley

Paul Saulnier
Kathy and Darryl Hurst

Terri Sharpe
Juaniece and Jim Hazelwood

H. Richard Siciliano
Skip and H.L. Britton

Harold Spangler
Barbara and Martin Savrick

Peter Stadler
Marilyn and Ward Schultz
Peter B. Loughman
Eleanor and Harry Loose

Betty Vaught Thaemar
Susan Goldston and John Price

Joe Brown
Roanne and Bill Stern

Marjorie Lande
Joan and Ron Suchart

Dr. Clifford S. Sato
Marcia E. Pumpelly

IN HONOR

Nina Brown
Dr. and Mrs. Barry H. Goodfriend

Lillian De La Cruz
R.C. De La Crugz, Jr.

Margaret Romeo
Michael Romeo

80t Birthday of Dr. Gary Nimetz
Joanie and Ron Suchart

Recovery of Sam Proler
Roanne and Bill Stern

Birthday of Tommy Sannenberg
Roanne and Bill Stern

GIFTS

Jonathan Shear
Patricia Downing
Janet and Donald Beckmann
Joanne P. Austin
Ben L. Hearn
Grace McLaughlin
Carolyn Killean
Hu Yu Lin
John O'Neill
Jack Carper

Frances Lenora and Paul B. Terry, Jr.

Anne and Michael McKann
Joan and Maurice McNeely
Hilda Cardenas

While we make every effort to be accurate and thorough, it is possible to accidently omit or misspell a name. Please cottiadtdAPS office with corrections

Creativity and Parkinson’s Calendar

This free 12-month calendar from Parkinson's Disease Foundation (PDF) explores the
therapeutic value of creativity for people living with Parkinson’s. The calendar is now in its
eighth year and features works of art by thirteen people with Parkinson’s. Each piece
includes a personal statement from the artist about how the creative process has affected
their disease.

Call 1-800-457-6676, email info@pdf.org or
visit www.pdf.org to order your 2014 calendar today!

Published by the Parkinson's Disease Foundation
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Houston Area Parkinson Society

Board of Directors

Frank Donnelly, Jr.- President
Gabriel Zamora - Vice President/Treasurer
Leslye Weaver - Vice President/Secretary

Dan Lauck

Marti McWhirter

Robert Casey, Jr. Quin McWhirter

Meredith Cullen Jim Nicklos

Jo Furr George Puig

Joyce Gilbreath Terry K. Satterwhite, MD
Ellin Grossman, EdD Richard K. Simpson, Jr., MD
Michael Hendryx Pamela Skaufel

Ron Bernell
Nina Brown

Joshua Huss Randi Smith
Rob Kerr Michael Young
Eugene C. Lai, MD Courtney Zavala
Liz Lary
Staff

Anne Thobae - Executive Director

Kathleen Crist, LMSW - Director of Social Services & Program Development
Leann Randolph, LMSW - Social Worker & Advocacy Outreach Coordinator
Alfonso Hernandez - Director of Therapeutic Programs & Community Outreach
Kelly Nicholls - Coordinator of Marketing and Development

Board of Advisors

Chris Bell

Aubrey Calvin

Rich Clifford
Robert Cruikshank
Roy H. Cullen
Matthew Easterly
John E. Hankey
Harriet Hart
Kamden Kanaly
Harriet Latimer
Anne Martin
Robert A. Martone
W.0. Neuhuas Il
Malcolm Pettigrew
Jeff Rosenberg
Arthur Schechter

Joyce Proler Schechter
Binky Stephenson Strom

John Strom

Medical Advisory Board

Madhureeta Achari, MD
Leanne Burnett, MD
Steve Croft, MD

Albert Fenoy, MD

Stanley Fisher, MD

Erin Furr-Stimming, MD
Robert Grossman, MD
Cindy Ivanhoe, MD
Joseph Jankovic, MD
Joohi Jimenez-Shahed, MD
Eugene C. Lai, MD, PhD
Laura Marsh, MD

Greg McLauchlin, MD
Kimberly Monday, MD
William Ondo, MD

Terry K. Satterwhite, MD
Mya Schiess, MD
Richard K. Simpson, Jr., MD, PhD
Desiree B. Thomas, MD
Gage Van Horn lll, MD
Ashwin Viswanathan, MD
Michele York, PhD

HAPS Happenings is published monthly by Houston Area Parkinson Sockedijtor Emeritai Nina P. Brown




