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For those of you who have heard the
words, “You have Parkinson’s,” it is likely
that you experienced feelings of
disbelief, numbness, bewilderment or,
possibly, relief. The first time you shared
this information with someone else, it is
probable that they felt the same way.
You are doing your best to stay on top of
this disease by educating yourself,
taking your medications, partnering with
your physician, exercising regularly and
coping with a positive attitude, but you
may feel like you could still be doing
more. It is often the case that families
and friends feel the same way. They can
offer help and support, yet,
many times they feel powerless
and want to do something that
feels more meaningful.
Recently, there has been a
great push and focus on fasttracking Parkinson’s disease
(PD) research while giving
members of the Parkinson’s
community many
important
opportunities to get involved.
Any of us can take part in these
research
initiatives
dedicated
to
accelerating available treatments and,
ultimately, finding a cure for PD.
So, what can you do? How can you get
connected, take part and affect
meaningful change? There are the
traditional methods of getting involved
such as funding research. But if you are
looking for something beyond writing a
check—here are some specific ways to
roll up your sleeves and get started.
You can join the over 32,000 other
clinical trial volunteers from around the

world who have stepped up and
registered with Fox Trial Finder.
Created by The Michael J. Fox
Foundation, Fox Trial Finder helps
increase the flow of willing participants—
both people diagnosed with Parkinson’s
disease and control participants without
Parkinson’s—into the clinical trials that
need them.
Clinical trials are a final and crucial step
on the path to developing better
treatments for Parkinson’s patients
today. Around the world, between 40%
and 70% of trials face delays and 30%
never get off the ground
because of a lack of volunteers.
Fox Trial Finder will not only list
ongoing PD clinical trials and
research studies, but will match
registrants to the trials that
need them and are best-suited
to their specific traits. This
Web-based solution makes it
easy for participants to go
online and register. The
program collects your confidential
information and matches you to currently
available trials based on the information
you provide. Even if there are no current
trial matches, your information will be
saved and you will receive email alerts
when new trials with matching
characteristics begin recruiting. For more
information, go to www.foxtrialfinder.org.
ClinicalTrials.gov, a service of the US
National Institutes of Health, is a
registry and results database of publicly
and privately supported clinical studies
of human participants conducted around
Continued on next page
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the world dedicated to increasing education and
awareness of clinical studies, including both
interventional (clinical trials) and observational studies.
ClinicalTrials.gov provides general information about
clinical research, such as a brief introduction to clinical
research, including types of studies and what happens
during a study. Information on eligibility to participate in a
study, risks and benefits of study participation, the
informed consent process and questions to ask when
considering whether to participate in a study can be
found as well. Go to www.clinicaltrials.gov to learn more.
If you would like to get involved in improving the process
that leads to new Parkinson’s therapies, you can make a
difference by becoming a research advocate through the
Parkinson’s
Disease
Foundation’s
Parkinson’s
Advocates in Research (PAIR). PAIR is dedicated to
bringing educated community voices to important issues
in PD research. Research Advocates participate in a
three-day training program called the Clinical Research
Learning Institute, where they are trained by leading
clinical research experts and former Learning Institute
graduates. The three-day training will help you become
more familiar with the science of Parkinson’s disease
and understand the clinical research process. You will
gain the leadership and advocacy skills to confidently
interact with the scientific community and influence
research decision-making. As a Research Advocate, you
can put your skills to work speaking at educational
conferences and support groups on the importance of
clinical research and study participation. You can serve
on scientific review committees and clinical research
advisory boards. In addition, you can review and
comment on clinical research study design and protocol,
the informed consent process, and enrollment strategies.
To find out more about Parkinson’s Advocates in
Research and the Clinical Research Learning Institute,
visit www.pdf.org/pair or call 1-800-457-6676.

DBS4PD.org, an affiliate of The Parkinson Alliance, is
dedicated to helping improve the quality of life in the
Parkinson’s community. Through patient and caregiver
surveys, they tackle topics such as sleep; gait and
balance; fatigue; depression; exercise; and speech with
the goal of creating tools that can be used to help people
with PD make informed decisions about Deep Brain
Stimulation therapy. DBS4PD.org conducts two surveys
a year and results are formally published after the data is
recorded and analyzed. Participating is easy and is done
through mail-in surveys which are sent to your home.
Call 1-800-579-8440 to find out how you can get started.
Grassroots advocacy is an important tool in raising
awareness of the needs of individuals and families living
with Parkinson’s disease and can directly influence
Parkinson’s disease related research. Parkinson’s
Action Network (PAN) is the unified voice of the
Parkinson’s community advocating for better treatments
and a cure. Based in Washington, DC, PAN partners
with their powerful grassroots network throughout the
country and other Parkinson’s organizations to educate
the public and government leaders on better policies for
research and an improved quality of life for people living
with the disease. PAN’s progress and impact has had
tremendous effect on the increasing amount of money
budgeted by the federal government to be used
specifically for Parkinson’s research. From a few minutes
a week to a few minutes a day, you can get involved as
an advocate. Contact PAN at www.parkinsonaction.org
or 1-800-805-4726 to explore the opportunities available.
Do not discount the role that individuals living with PD,
friends and family members can play in Parkinson’s
research. You have the power to make things happen.
You can help move Parkinson’s research forward and
make a significant difference in the treatment of PD, and
help science get closer to finding a cure.

HAPS is currently enrolling individuals for this year’s two
remaining PEP sessions which take place in August and
October. Each five-week session is limited to twelve participants
with mild to moderate Parkinson’s disease, so get registered
now! The program is presented at Memorial Drive Lutheran
Church for four hours each Friday over five consecutive weeks
and include components of exercise, recreation, socialization,
education and peer support with input from participants on content. Past sessions
have included educational lectures and discussions on Creativity and Cognition, Mindfulness Based
Stress Reduction and Meditation, depression, and infectious disease; exercise sessions with dance,
singing, yoga, tango, tai chi and laughter therapy; recreational activities like brain games, watercolor
lessons and Wii; and socialization/support with peer-led discussion, professionally led support group
sessions, ice breakers and lunchtime community building conversations. Registration is required.
Contact Celeste Harris, LMSW at 713-898-7586 or harris@hapsonline.org.
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Kerr/Thorp Challenge Honors Fathers
As we look back on our forty years of serving the community, we
recognize that leadership, commitment and vision have guided those
who have nurtured and supported Houston Area Parkinson Society,
making it the organization it is today. HAPS Board members Rob Kerr
and Jim Thorp are outstanding examples of those who, through their
kind generosity and entrepreneurial vision, continue this legacy and
help further our mission to improve the quality of life for Houston
residents diagnosed with Parkinson’s disease.
HAPS Board members Rob Kerr and
Jim Thorp remember their fathers’
achievements and courage.

Inspired by their fathers who lived with diagnoses of Parkinson’s, and
in Jim father’s case also included a diagnosis of Lewy Body disease and
Alzheimer’s—Rob and Jim, for the third consecutive year, have very
generously pledged to match individual gifts HAPS receives during the
summer through the Kerr/Thorp Challenge. Last year’s extraordinary response to this program
brought in contributions totaling over $23,000, which with the $15,000 challenge provided by
Rob and Jim, raised almost $40,000 to support HAPS programs. That success motivated them
to increase their commitment matching donations up to $20,000 this year!
Rob speaks with great pride when he talks about his father, Baine Perkins Kerr, Sr., “My father
lived with Parkinson's from his mid-70s until his death at age 88. While he resisted believing
the diagnosis at first, once he accepted it, I never saw him complain or feel sorry for himself. I
attribute this to his experience as a Marine in WWII. After being wounded on the island of
Guadalcanal in the Pacific and participating in the battles of Tarawa and Saipan, he was well
suited to deal with any problems he faced later in life.”

Marine Corps Lieutenant Baine P. Kerr,
wounded in February 1943 during the
Battle at Guadalcanal in the Solomon
Islands, shown on the stretcher in this
famous photograph.

E.W. Thorp running the Houston
Tenneco Marathon.

Jim talks fondly about his father, Edward Wilson Thorp, who was a geologist who moved to
West Texas after graduating from Louisiana State University which he attended on a track
scholarship. Jim states, “While on his first job outside of McCamey, my dad met my mother’s
father who had an oilfield supply company and had come by the rig where he was working. My
grandfather suggested he meet his daughter and take her out for a ‘Coke’ as soon as he got
some time off. He did, they got married and my father and grandfather started Brown and
Thorp Oil Company where they drilled hundreds of wells together in the Permian Basin. Brown
and Thorp sold all of their interest in the 60s and the Thorps moved to Beaumont. There, my
father regained his interest in running and besides running 17 consecutive Houston Marathons,
participated in many Senior Olympic track events throughout the country. He was a great man
who always thought of others before himself. He possessed an unmatchable sense of humor
and a deep spiritual belief which gave him the courage to meet the challenges of his illness.”
Just as Rob and Jim’s relationships with their fathers have been strengthened by the grace with
which they faced their progressive conditions—the programs and services HAPS provides are
fortified and strengthened by the gracious individuals who contribute invaluable support. Rob,
Jim and all of you are making a significant impact on Houston’s Parkinson community. With
nearly $8,000 raised toward our $20,000 goal, and an enduring determined spirit, we can meet
the challenge together!

Newly Diagnosed Education Program
For those who have been diagnosed with Parkinson’s disease within the last three years

Saturday, August 16th
8:30 am - 1 2:30 pm
Presented by Dr. Mya Schiess
Contact the HAPS office for more information at 713-626-7114 or crist@hapsonline.org
JULY 2014 HAPS HAPPENINGS | 3

Levodopa Shows Slight Edge as Initial Treatment for Parkinson’s
People who took levodopa (which is
usually prescribed as Sinemet®) as
their
initial
therapy
after
a
Parkinson’s disease (PD) diagnosis
reported, over the long term, slightly better mobility and
quality of life than those who began treatment with other
classes of PD drugs. The results from the
largest clinical trial comparing these treatments, which
appear in the June 11 online edition of The
Lancet, indicate that those who started PD treatment
with levodopa reported slightly better results than those
who began treatment with either dopamine agonists,
such as ropinirole (Requip®) or pramipexole (Mirapex®),
or monoamine oxidase type B (MAO-B) inhibitors,
including selegiline (Eldepryl®) or rasagiline (Azilect®).
There has been disagreement about which treatment for
Parkinson’s is most beneficial as an initial therapy. Some
people with Parkinson’s and their doctor opt for
levodopa, which has long been the gold standard
therapy and which provides the best relief for movement
symptoms as the disease progresses. But after taking
this drug for five or more years, about a quarter of people
develop involuntary movements, called dyskinesias.
Furthermore, there had been some concern (which has
since been refuted in the Parkinson’s Disease
Foundation-funded study, ELLDOPA) that the drug might
be toxic to brain cells. Some people with PD and their
doctors, in an attempt to avoid negative long-term impact
and potentially delay dyskinesias, have opted to first take
alternatives to levodopa — drugs known as dopamine
agonists and MAO-B inhibitors. But dopamine agonists
can lead to side effects including nausea, hallucinations,
swelling of the legs, sleep difficulties, and impulse control
disorders. And MAO-B inhibitors have only a modest
impact on motor symptoms.
Dozens of researchers, working together as the United
Kingdom PD MED Collaborative Group, set out to
discover which of the three classes of drug leads to the
best outcomes for people with PD, both in the short term
and over the course of several years. The study authors
recruited 1,620 people with early stage PD to participate
in a clinical trial. They randomly assigned roughly onethird of the study participants to receive only one of the
three therapy types – levodopa, dopamine agonists or
MAO-B inhibitors – as their first PD medication. The
study was open-label; meaning that the medical
personnel and the people being treated all knew which
therapy was being given. At baseline, and at regular
intervals up to seven years after starting treatment, study
participants filled out standard evaluations of mobility,
quality of life, and cognition.
Results


People taking levodopa consistently reported a very
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small, but statistically significant better quality of life
and milder motor symptoms than people taking other
treatments, both soon after beginning therapy and in
the long term, up to seven years.


People initiating treatment with MAO-B inhibitors
reported slightly more improvement in mobility than
those who started with dopamine agonists.



Side effects led some participants to drop out of the
study, including 28 percent of participants taking
dopamine agonists, 23 percent of those taking MAOB inhibitors, and two percent of those taking
levodopa.



The researchers did not observe any decline in
levodopa’s benefit. There was no evidence for
cumulative adverse effects the group treated with
levodopa when compared with those treated with
dopamine agonists or MAO-B inhibitors.



Over time, nearly all those who were only taking
MAO-B inhibitors or dopamine agonists were also
taking levodopa as part of their PD medications.

What Does It Mean?
The current study aimed to answer an unresolved
question in the treatment of PD, which is: what class of
drug is most effective for people with Parkinson’s just
beginning treatment? The researchers compared three
widely-used classes of treatments – levodopa, dopamine
agonists and MAO-B inhibitors – to see which one is the
best option.
The study found that levodopa works slightly better than
MAO-B inhibitors or dopamine agonists as an initial
therapy for people with PD. Participants treated with
levodopa reported milder motor symptoms and slightly
better quality of life than people taking other treatments.
However, it should be noted that the differences were so
mild that regardless of which therapy a person took first,
the effects were very similar long-term. No medically
significant short- or long-term benefit was found for
initiating therapy with levodopa or one of the alternatives
to dopamine.
When the overall benefits and risks are considered, the
study authors nevertheless suggest that levodopa may
be the best initial and long-term therapy for people with
PD.
What are the take-home messages from this study?
First, the fear that people have surrounding levodopa
continues to be unfounded. People who took levodopa
as an initial therapy in this study developed dyskinesias
at nearly the same rate as those who started with the
other PD medications. Second, for the seven-year

duration of this study, levodopa did not appear to lose its
effectiveness nor did it appear to speed disease
progression. Third, because MAO-B inhibitors and
dopamine agonists are typically more expensive than
levodopa, people can confidently make choices based
upon cost as well as effectiveness. It is also important to
note that all study participants were eventually treated
with levodopa regardless of initial therapy assignment.
The major strengths of the current study are its large
number of participants and the long duration of follow up.
Its major limitations are that people with PD and
practitioners were not blinded to the treatment arm.
Additionally, since the majority of people in this study

were 60 years or older, one unanswered question is
which therapy is best for treating people who live with
young-onset PD.
All in all, the end result of this study should lay to rest the
concerns about levodopa. These results should allow
people with Parkinson’s and their physicians to choose
therapies that make sense clinically as well as
financially.
This article was originally published as part of "Parkinson's
Science News: What Does it Mean?" on the Parkinson’s Disease
Foundation (PDF) website on June 10, 2014. It is reprinted, in
its entirety, with permission from PDF. For other science news,

DBS DISCUSSION GROUP
Summer is well underway and so is the 4th Annual
HAPS Summer Lecture Series. Hear from experts on
topics addressing relevant issues related to
improving everyday life with Parkinson’s. Step into
the air conditioning and join the fun during these
Fridays in July and August.

Friday, July 25th
Cognitive Benefits of Art and Creativity
Presented by Michele York, PhD

Join us and learn about the Parkinson’s diagnosis
process, new diagnostic information, commonly
prescribed medications and the neurosurgical
option DBS. Also, participate in a Q&A session with
physicians and a former patient who has
benefitted from this neurosurgical procedure.
Presenters
Dr. Richard Simpson and Dr. Olga Waln
Saturday, September 6th
10:00 am-12:00 pm

Friday, August 8th
Ten Commandments for Living with
Parkinson’s Disease
Presented by Susan Imke, FNP, GNP-C

Both sessions will be held from 10:00-11:30 am at
2700 SW Freeway, Houston, TX 77098
To register for these sessions contact the HAPS
office at 713-626-7114 or info@hapsonline.org.

Houston Methodist Hospital
Fondren Building - Fondren 100 Conference Room
6565 Fannin Street
Houston, Texas 77030
Refreshments, complimentary valet parking and
parking garage vouchers provided.
Register at 713-626-7114 or info@hapsonline.org
Presented in partnership with Medtronic
JULY 2014 HAPS HAPPENINGS | 5

House Committee Approves $16 Million for DoD Parkinson’s Research
During the month of June, the House Appropriations Committee advanced legislation by
recommending full funding for the Department of Defense (DoD) Parkinson’s Research
Program. With the support of outreach by those interested in Parkinson’s disease, the
Committee secured $16 million in funding for the program for Fiscal Year 2015. This national
research grant program was created by Congress in 1997 to identify and fund research
projects that address fundamental gaps in understanding how Parkinson’s disease develops
and to discover new ways to diagnose, prevent and treat the disease.
According to Parkinson’s Action Network, there are approximately 80,000 veterans currently living with Parkinson’s
disease. Troops are often exposed to a wide range of toxins and external stressors which may lead to the development
of Parkinson’s. This program aims to increase understanding of these incidents. Though this research mainly targets
military service connected issues, the outcome of the research has broader impact within the entire Parkinson’s
community. Among other things, this research program has supported:


Development of compounds to treat co-morbid conditions frequent in Parkinson’s disease, such as executive
function disorders, depression, anxiety and sleep disorders



Research efforts to find biomarkers of head injury and traumatic brain injury



Investigations into specific links between environmental exposures and risk factors for Parkinson’s



Research to understand the role of exercise to slow or delay progression of Parkinson’s disease

The bill is expected to go to the House floor soon for a vote and then the Senate will begin work on their version of the
Defense Bill offering the opportunity for the community to get involved by contacting their elected official and asking
for support of this important funding. Visit Parkinson’s Action Network at parkinsonaction.org for more information.

Bee Venom Acupuncture Shows Promise in Parkinson’s
A new small study, presented at the recent International Parkinson and Movement Disorder Society
(MDS) 18th International Congress of Parkinson’s Disease and Movement Disorders, stated that
both acupuncture and bee venom acupuncture showed promising results in improving symptoms of
Parkinson’s disease. The study suggests that acupuncture might be beneficial in Parkinson’s by
increasing the flow and turnover of dopamine levels and enhancing the benefits of L-dopa and
alleviating the adverse effects.
The trial enrolled 43 individuals with Parkinson’s who were randomly assigned to the acupuncture, the bee venom
acupuncture or the control group. Acupuncture involved insertion of needles into 10 acupuncture points at a depth of 1.0 to
1.5 cm. Needles were rotated at 2 Hz for 10 seconds and the position was maintained for 20 minutes. The treatment was
repeated twice a week for 8 weeks.
During the course of the trial, 14 participants were excluded. The following results were based on the analysis of the 35
participants who remained. Those in the bee venom acupuncture group showed significant improvement on the Unified
Parkinson’s Disease Rating Scale (UPDRS), the Berg Balance Scale and the 30 meter walking time. Participants in the
acupuncture group showed significant improvement in scores on both the UPDRS and the Beck Depression Inventory. The
control group resulted in no significant changes in any outcome after the 8 week study.
Lead researcher, Seing-Uk Park, MD, who is with the Stroke and Neurological Disorders Center at Kyung Hee University
Hospital in Gangdong, Seoul Korea, acknowledged that due to the small number of participants enrolled in the study, no
definite conclusions can be made. He believes strongly in the study’s results and has initiated a second trial which he expects
will be completed later this year.
References: Bee Venom Acupuncture Shows Promise in Parkinson’s. Medscape. Jun 16, 2014
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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
Helene Cruikshank
Robert J. Cruikshank

Leo Kissner
Klinka and John Lollar
Frances Bedford Sampson
Janita and Garney Griggs
Nan and Bill Brown

Patty Amsler Cruikshank
Robert J. Cruikshank
Roy H. Cullen
Mary Angela and Carlos Broughton
Dee and Robert H. White
Frost Bank

John P. Martin
The Gonzales Family
Annette Shaw
Marcee and Charles Bortnick

Ellsworth Cutshall
Patricia Waughtal

Bill Shirk
Joyce and Wesley Adams
Mr. and Mrs. John P. O'Rourke
Pat and Mike Jankowiak
Jack Klesel

Gregory Danton
Patricia Williams
Alvin Lunn
Catherine and William H. Deily
Leo McLean
Mr. and Mrs. G. Vinbladh

Patricia "Pat" Temple
Drs. Ellin and Robert Grossman

Howard W. Derrickson
Anonymous

John Lee Whitmire
Carroll Suggs

K.B. Elgohary
Renate Elgohary

Larry Sikes
Nan and Bill Brown

Will Johnston
Mary Margaret Johnston

Ralph Warner
Julie Warner

Allen Kerr
Vendla Migl

Carolyn Lewis
Dotti and Michael Visosky

GIFTS
Jonathan Shear
Cynthia Crellen
Joan Kaplan
Patsy C. Van Stone
Kathy and Charles Blankenhorn
Sandy and Carl Arnold
Robert F. Geosits
Helen Kerlick

Suresh Divi
Clarita and Delbert Brown
Terry Ricci
Anne and Nicholas Papadakes
Susan and Ellis Freitag
Natalie and Clyde McWaters
Sherry and F. Charles LeBlanc
Leslye and David Weaver

Robert William Swartz
Joseph Rizzo
Peter Feaman
Kimberly Jorns
Cheryl Warren
Trudy and Mark Perry
Darla Jones
Arthur Evan Jones
Ann M. Duclos
Co-Trustees of The Bayou Fund,
Avon S. Duson and Frank C. Smith, Jr.

IN HONOR
Margaret Romeo
Michael Romeo
Joe Dryden
Judy Sullivan
HAPS Staff
Mr. and Mrs. L. Lazarofsky
Thomas "Tom" McCreary
Mrs. Bob McCreary
Helen Schmolke
Patricia Winkler
The Spurlock Family
Deedee Scobee
Roslyn Waechter's Birthday
Mr. and Mrs. Walt Rapp
Kathleen Crist, LMSW
Marilyn Mease
Marsha and Irl Bernstein

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

Thank
You!

Many thanks to HAPS Medical Advisory Board member Dr. Greg McLauchlin
who led the presentation of the Newly Diagnosed Education Program
on Saturday, June 14th. We appreciate your time and expertise!
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Chris Bell
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Robert Cruikshank
Meredith Cullen

Chris Brewster
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Jo Furr
Joyce Gilbreath
Tom Ganucheau
Joshua Huss
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John McClymonds
Jim Nicklos
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Richard K. Simpson, Jr., MD
Pamela Skaufel
Randi Smith
Jim Thorp
Michael Young
Courtney Zavala
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Kamden Kanaly
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Harriet Latimer
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Anne Martin
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Marti McWhirter
Quin McWhirter
W.O. Neuhuas III
Malcolm Pettigrew
George Puig
Jeff Rosenberg
Arthur Schechter
Joyce Proler Schechter
Binky Stephenson Strom
John Strom

Medical Advisory Board
Richard K. Simpson, Jr., MD, PhD - Chair
Madhureeta Achari, MD
Leanne Burnett, MD
Steve Croft, MD
Albert Fenoy, MD
Stanley Fisher, MD
Erin Furr-Stimming, MD
Robert G. 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
Desiree B. Thomas, MD
Gage Van Horn III, MD
Ashwin Viswanathan, MD
Michele York, PhD

Staff
Anne Thobae - Executive Director
Kathleen Crist, LMSW - Director of Social Services & Program Development
Midge Claiborne - Director of Development

Kelly Nicholls - Coordinator of Marketing & Communications
Leann Randolph, LMSW - Social Worker & Advocacy Outreach Coordinator
Celeste Harris, LMSW - Coordinator of Special Programs

