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STAY CONNECTED...

In 1817, Dr. James Parkinson published
PARKINSON’S DISEASE
his Essay on the Shaking Palsy capturing
the clinical picture of the disease in
his description of six patients with the
condition. This publication was just
the beginning of what we now know
years later
about the disease 200 years later. Major
advancements in science and research over time have provided a great deal of
understanding about Parkinson’s disease (PD), represented in these historic
milestones:
1 81 7 - 2 0 1 7
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1861 Dr. Charcot refined the description of the disease and renamed the 		
condition “maladie de Parkinson” or Parkinson’s disease
1919 Substantia nigra is determined to be the main structure affected in PD
1958 Discovery that levodopa reverses parkinsonism led to 2000 Nobel Prize
1960 Observed marked loss of dopamine in the brains of those with PD
1961 Intravenous L-dopa is used to relieve symptoms of the disease
1968 Oral L-dopa is established as a symptomatic treatment for Parkinson’s
1987 Discovery led to development of Deep Brain Stimulation for treatment
1997 First gene responsible for PD is discovered: alpha-synuclein gene SNCA
1998 PARK2 and UCHL1 are described as genetic causes of the disease
2003 Findings that alpha-synuclein accumulates in the olfactory bulb and
lower brain stem before it causes damage in the substantia nigra
2004 PINK1, LRRK2 and GBA are described as genetic causes of Parkinson’s
2011 Large-scale genome-wide association study identifies novel putative 		
genes with unknown proteins and functions associated with the disease
Today, it is estimated that over a million Americans and nearly ten million people
worldwide live with Parkinson’s and the prevalence of the disease is projected to
double by 2040. Yet, despite all we have learned since Dr. Parkinson published his
essay, there is still much more we need to do to develop better treatments, find a
cure and support those currently living with the disease. Raising awareness is one
way we can accomplish this.
Each year, millions of people recognize April as Parkinson’s Awareness Month. This
global initiative unites patients, caregivers, researchers, physicians and others with
the common goal of creating a more comprehensive understanding of the disease
that has such a profound impact on the lives of so many in our communities. By
coming together to promote PD knowledge and needs, we advance our mission.
Throughout this newsletter you will find examples of events, educational programs
and helpful resources offered, not just by HAPS, but by the global Parkinson’s
community. In this historic year, let’s make this month and every month Parkinson’s
Awareness Month and make a difference in the lives of those with the disease!

New Houston-Based Research Harnesses the Intestinal Microbiome to Arrest
the Progression of Parkinson’s Disease
by Herbert DuPont, MD and Terry K. Satterwhite, MD
The Berthelsen Program for Restoration of Intestinal
Microbiota, established in 2014 and centered at the Kelsey
Research Foundation in collaboration with the UTHealth
Houston and other Texas Medical Center Institutions,
focuses on the use of fecal microbiota transplantation
(FMT) to restore the intestinal microbiome. The intestinal
microbiome is defined as the totality of intestinal microbes
in the gastrointestinal tract of people with conditions
associated with a loss of gut diversity, or dysbiosis, from
a variety of disorders from recurrent Clostridium difficile
infection (CDI) to Parkinson’s disease. A novel orally
administered FMT capsule product has been developed
extensively evaluated in patients with CDI and abnormal
microbiome resulting in normalization of intestinal
microbiota diversity.
Microbiome and Health in Parkinson’s
The 100 trillion bacteria in the human intestinal
microbiome produce metabolites that control
brain function, mood, appetite and anxiety in
the so called gut-brain axis. Recent research
indicates an important aspect of Parkinson’s
disease is the lack of intestinal microbiota diversity leading
to constipation and production of the microbial product
alpha-synuclein, which migrates to the brain during the
years of active disease, producing the characteristic Lewy
bodies of Parkinson’s.
The Kelsey Research Foundation is currently developing
a pilot study to test the theory that FMT can serve as
a means of controlling gastrointestinal symptoms and
neurologic progression in individuals with Parkinson’s
disease. This study will focus on the use of the already
developed oral capsule product initially in 12 subjects
with Parkinson’s, 8 treatment and 4 placebo, aged 45-70.
Subjects will be identified by neurologists at the KelseySeybold Clinic and the UTHealth Neurology clinic.
Fecal microbiota diversity and abnormal flora obtained
from the subject stool samples will be measured and
characterized at the Alkek Microbiome Center at Baylor

College of Medicine. A number of clinical and safety
endpoints will be examined during the trial related to
worsening of underlying disease and events common
in this population. These endpoints will include:
improvements in GI function, neurologic findings, number
and types of anti-Parkinson’s treatments, and patient
identified global improvements in disease and quality of
life. A committee of three faculty-level people will serve
as the Data Safety Monitoring Board, reviewing primary
and secondary parameters and data from the study.
This pilot will allow the Houston team to gather and study
data on the fecal microbiota diversity and abnormal flora
of Parkinson’s patients prior to and after treatment with
the capsule product in conjunction with the
clinical endpoints noted above. If improvements
in patient function, disease and quality of life
are observed, the data will support further use
of capsule product as a low-cost, high-science
treatment for Parkinson’s disease patients.
Conclusions
Abnormal intestinal microbial products such as
alpha-synuclein can lead to organic brain dysfunction such
as Parkinson’s disease. The Houston microbiome program
has received partial funding for the Parkinson’s project
from the M.D. Anderson Foundation and is looking for
funding from private foundations and individuals needed
to start the pilot study. If the pilot study in Parkinson’s is
successful, an application for a larger grant to expand the
clinical trial will be submitted to the National Institutes
of Health (NIH), and a partner to develop an advanced
probiotic to augment current therapy for Parkinson’s will
be secured. This technique represents a low tech, low
cost, but high-science approach to reversing or stabilizing
a number of disorders that has great applicability to the
general public. If you are interested in learning more
about this program or receiving publications on the role
of the gut microbiome in health and disease, please
contact Paula Stapelton at 713-442-1214.

Friends and Funds Raised
On Saturday, March 25th, HAPS joined Team Fox for the 6th annual Pancakes for
Parkinson’s at Rice University to increase visibility in our community and raise money
for The Michael J. Fox Foundation for Parkinson’s Research. Led by student volunteers,
this well-attended event featured speakers and great entertainment, including a rap
rendition of a song by photographer and retired Rice professor Robert Flatt about his
battle with Parkinson’s. HAPS appreciates the opportunity to join Rice and Team Fox
each year in their efforts to raise awareness and funds to help find a cure for Parkinson’s!
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2017 Policy Forum in Review
On Sunday, February 26th HAPS social workers Kathleen Crist and Celeste Harris, along
with several HAPS members, traveled to Washington, DC to participate in the three-day
Michael J. Fox Foundation (MJFF) 2017 Parkinson’s Policy Forum, alongside more than 200
volunteer advocates from around the country.
As volunteer advocates, participants spent two days being educated on the needs of the
Parkinson’s community at the federal level, including discussions about the Congressional
landscape and the impact of policy on research. The Policy Forum was moderated by
broadcast journalist David Iverson, Co-Chair of the MJFF Patient Council, and presenters
included key figures at The Michael J. Fox Foundation, Carol Walton of The Parkinson
Alliance, members of Congress, and patients and caregivers. Advocates were also trained
for the final day of the Forum, informally called “Hill Day,” wherein the attendees
representing 43 states had nearly 200 meetings with their Members of Congress in both
the Senate and House of Representatives on Capitol Hill to ask for support on legislation which will impact Parkinson’s
disease treatment, care and research.
A highlight of the Policy Forum was a panel discussion led by co-founders of The Michael J. Fox Foundation: Debi Brooks
and Michael J. Fox along with MJFF Policy Vice President Ted Thompson. An inspiration to those living with Parkinson’s for
the nearly three decades since his diagnosis, Mr. Fox’s words and comments energized the room before Hill Day began.
Hill Day requests this year reflected many of the priorities of those living with and affected by Parkinson’s disease:
• Supporting robust funding in both Fiscal Year 2017 and Fiscal Year 2018 through the Department of Defense, the
National Institutes of Health, and the Food and Drug Administration; and allocating the funds needed to implement the
National Neurological Conditions Surveillance System at the Center for Disease Control which is a part of the 21st
Century Cures Act signed into law in 2016
•

Strengthen America’s health care systems by protecting critical components of the current Affordable Care Act,
such as the protections against discrimination due to pre-existing conditions and the elimination of caps on annual and
lifetime coverage, strengthening Medicare part D, eliminating therapy caps, and supporting a comprehensive Medicaid
program

•

Support the Recognize, Assist, Include, Support and Engage Family Caregivers Act (RAISE), which will
direct the US Department of Health and Human Services to establish a National Family Caregiving Project to develop
and sustain a strategy to support family caregivers, promote workplace policies that support caregivers and allow
them to remain in the workplace, and create a policy council comprised of relevant agencies, providers, officials and
advocates to support caregiver needs

The Texas team, comprised of advocates from across the state, had productive meetings with staffers from Senators
Cornyn’s and Cruz’s offices. The team split into two groups in order to meet with Representatives from the state of Texas,
including with Representative Sheila Jackson Lee, who took time from a House committee meeting to personally thank the
Houston advocates and the Parkinson’s community at large for their ongoing efforts related to healthcare and research.
The meetings were all positive and hopeful and the Texas team is proud to report that our legislators will continue to have
our best interests at heart.
HAPS encourages those in the Houston area and throughout Texas to make their voices heard at state and federal policy
levels. At this year’s Parkinson’s Policy Forum, the Texas team doubled in size to ten advocates, including HAPS’ own
members Arlene and Felipe Pontigo and Dave Stone. While HAPS social workers can carry the message of the Parkinson’s
community, it is far more meaningful for lawmakers to hear from constituents whose lives are directly impacted by this
disease. They cannot know how important items like research funding, health care reform and caregiver needs are to the
Parkinson’s population without your voice. HAPS hopes to see even more individuals from the great state of Texas join us
in advocating and communicating the bipartisan, urgent and continued needs of the Parkinson’s community. If you would
like to participate in Parkinson’s advocacy efforts and initiatives go to www.advocate.michaeljfox.org and sign up for policy
alerts, learn more about current legislation that impacts the Parkinson’s community and inquire about ways you can get
involved.
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It’s Official....
In efforts to raise awareness of the
disease, Mayor of Houston, Sylvester
Turner, and Governor of Texas, Greg
Abbott, both issued proclamations
declaring April 2017 Parkinson’s
Awareness Month.
These important documents
highlight the ongoing commitment
to improving, understanding and
emphasizing the impact this disease
has on the community.
Many thanks to Mayor Turner and
Governor Abbott for their support
and dedication in promoting public
awareness of Parkinson’s disease.
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worldwide effort to raise awareness of Parkinson’s disease.

Don’t forget to send us your pictures—we will share them in th
Don’t forget to send us your pictures—we will share them in the next newsletter,
newsletter, online and on Facebook!
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online and on Facebook!

FDA Approves Drug to Treat Parkinson’s Disease
On March 21st the US Food and Drug Administration approved Xadago (safinamide) tablets as
an add-on treatment for patients with Parkinson’s disease who are currently taking levodopa/
carbidopa and experiencing “off” episodes. Off episodes are characterized as a time when
a patient’s medications are not working well, causing a return of Parkinson’s symptoms such as
tremor and difficulty walking prior to the next dose. These episodes are often quite disabling for
those who experience them.
Two clinical trials were conducted to look at the potential of this medication. The efficacy of Xadago in treating Parkinson’s
disease was shown in a clinical trial of 645 participants who were also taking levodopa and were experiencing off time.
Those receiving Xadago experienced more beneficial “on” time, a time when Parkinson’s symptoms are reduced without
troublesome uncontrolled involuntary movement (dyskinesia), compared to those receiving a placebo. The increase in on time
was accompanied by a reduction in off time. It also resulted in better scores on a measure of motor function assessed during
on time, than was indicated before treatment.
In another clinical trial of 549 participants, the participants adding Xadago to their levodopa treatment had more on time
without troublesome uncontrolled involuntary movement compared to those taking a placebo. They also had better scores on
a measure of motor function assessed during on time than before treatment.
This medication belongs to a class of drugs known as MAO-B inhibitors and carries some restrictions for certain patients.
Individuals who want to know more about this medication should talk to their physicians to determine if this medication is an
appropriate option for them. Also, the FDA has identified several medications that can interact with Xadago as well as lists side
effects such as: exacerbated high blood pressure (hypertension); serotonin syndrome when used with MAOIs, antidepressants,
or opioid drugs; falling asleep during activities of daily living; hallucinations and psychotic behavior; problems with impulse
control/compulsive behaviors; withdrawal-emergent hyperpyrexia (fever) and confusion; and retinal pathology.
The FDA granted approval of Xadago to Newron Pharmaceuticals.

We’ve got PEP!
		
How about you?
For the last four years, HAPS has been pleased to
offer the fun and unique Parkinson’s Enrichment
Program (PEP) and we are now enrolling for the 2017
Spring, Summer and Fall sessions. PEP is a four-hour,
small group program that meets quarterly on five
consecutive Fridays; all sessions include those with
mild Parkinson’s disease. Each day, these 12 to 15
individuals take part in a variety of activities in order
to meet the four objectives of exercise, recreation,
socialization and education. These goals are achieved
through professionally facilitated support, peer-led
discussion, guest lecturers, and visiting HAPS therapists
and instructors. This free program also includes social
lunches with stimulating conversation, fun games and
brainteasers.
PEP is designed to encourage peer relationships and
supplement the existing support and enrichment you receive from friends, family and HAPS groups. In convening
weekly, PEP provides the opportunity for lasting engagement and increased immersion in the Parkinson’s community.
Space is limited and registration is required. For more information, contact Celeste Harris, LMSW at 713-313-1706
or harris@hapsonline.org to register.
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Pasta for Parkinson’s

This special is only available at
The Original Carrabba’s locations:
3115 Kirby Drive
Houston, TX

It’s back for the 3rd year—“Ciao” down for a cause
and celebrate Parkinson’s Awareness Month!

1399 South Voss
Houston, TX

The Original Carrabba’s will donate $2 to
Houston Area Parkinson Society for every
Ken Beckett’s Meat Ravioli dish sold
April 3rd through the end of the month.
Buon Appetito!

Join PDF for PD ExpertBriefing
Is It Related to PD? Runny Noses, Skin Changes and Overlooked PD Symptoms
Parkinson’s Disease Foundation hosts their latest PD ExpertBriefing which you can join online or by phone

Tuesday, April 18, 2017 12:00-1:00 pm CST
Presented by W. Lawrence Severt, M.D., Ph.D., Attending Neurologist, Mount Sinai Beth Israel Medical Center
To register, contact PDF at pdf.org or 1-800-457-6676
This series has been made possible by educational grants from AbbVie, Inc., ACADIA Pharmaceuticals Inc. and Lundbeck LLC.
It is designed in collaboration with Dallas Area Parkinsonism Society (DAPS); Houston Area Parkinson Society (HAPS); Michigan
Parkinson Foundation (MPF); the Neuro Challenge Foundation (NCF); Parkinson Association of the Carolinas (PAC);
Parkinson Association of the Rockies (PAR); and Parkinson Support Center of Kentuckiana (PSCKY).

DBS Education Program
Learn more about Deep Brain Stimulation as a treatment option for Parkinson’s.
This session will explore the surgical procedure; how DBS works; which Parkinson’s
symptoms benefit the most and for how long; who is a good candidate for DBS;
what to expect before and after surgery; and what defines success.

Presenters:
Mya Schiess, MD
Al Fenoy, MD

Monday, April 17th
5:00-6:00 pm

Kingwood Branch Library
4400 Bens View Lane
Kingwood, TX 77339

This event is free of charge • Parking and refreshments will be provided
To register contact Todd Hewgley at 281-782-2937 or todd.hewgley@medtronic.com
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CONTRIBUTIONS
DEEP BRAIN STIMULATION PROGRAM at
BAYLOR COLLEGE OF MEDICINEIN HONOR
IN MEMORY

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.

David McGinn
Jan Blevins
Maxine Hillman
William Prins

Joan McNeely

Margaret Romeo

Ruth Spielberger
Henry Spielberger

Linda and Martin Debrovner

Joyce
McNeely
Michael
Romeo
Come join
us
for an informational
session
and
Donna and T.J. McNeely
Louise Henckel
meet ourThomas
DBSTaclexperts:
Diana E. James

Peggy Ann Epps
Anita Cooper
Joy and Charles Fender
Ann Henderson
Jim Howard
Judy and David Comstock
Linda and Leonard Bench

Mr. and Mrs. James Clark
Thursday, May 4, 2017
Jim Cartwright
6pm – Conference
Room B (1st floor)
Anne Fleischmann
Louise Ratz
Mr. and Mrs. James Clark
7200 Cambridge
St., Houston, TX 77030
Celina Fein
P. Brown
Linda and Robert Ligon
Please sign Nina
up in
clinic or email
Mr. and Mrs. James Clark
Henry H. Harrison, Jr.pdcmdc@bcm.edu,
Virginia DevinAttn: Dr. Shahed/DBS101
Marilyn Hilty

Gail and Mike Hendryx

www.laskerfoundation.org

Cinda and Bill Matthews
Mr. and Mrs. James Clark

GIFTS

Susan and Dick Stasney
Mr. and Mrs. James Clark

Anna Dell and Bruce Williamson
Jonathan Shear
Raymond Kaskel

Peggy Roe
Mr. and Mrs. James Clark

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

DEEP BRAIN STIMULATION PROGRAM at
BAYLOR COLLEGE OF MEDICINE
Come join us for an informational session and
meet our DBS experts:
Thursday, May 4, 2017
6pm – Conference Room B (1st floor)
7200 Cambridge St., Houston, TX 77030
Please sign up in clinic or email
pdcmdc@bcm.edu, Attn: Dr. Shahed/DBS101
www.laskerfoundation.org
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Board of Directors

Board of Advisors

Pamela Skaufel - President
Chris Brewster - Vice President/Treasurer
Jo Furr - Vice President/Secretary

Chris Bell
Ron Bernell
Nina P. Brown
Aubrey Calvin
Joiner Cartwright, Jr., PhD
Bob Casey, Jr.
Rich Clifford
Robert Cruikshank
Meredith Cullen

Joe Ahmad
Denise Bishop
Frank Donnelly, Jr.
William Finnorn
Philip Francis
Tom Ganucheau
Joyce Gilbreath
Daphne Haskin
Jeff Hurlbert
Joshua Huss
Leon Keeble
Todd Kissner
Renju Jose Kuruvila
Dawn McCarthy
Jim Nicklos
Jose M. Oti
Mimi Prioleau
Gerald Rideaux
Erick Sandlin
Terry K. Satterwhite, MD
Jim Thorp

Greg Groogan
Ellin Grossman, EdD
Harriet Hart
Mike Hendryx
Kamden Kanaly
Rob Kerr
Liz Lary
Harriet Latimer
Dan Lauck

Medical Advisory Board
Joohi Jimenez-Shahed, MD - Chair
Madhureeta Achari, MD
Joseph Jankovic, MD
Leanne Burnett, MD
Eugene C. Lai, MD, PhD
Steve Croft, MD
Laura Marsh, MD
Albert Fenoy, MD
Greg McLauchlin, MD
Erin Furr Stimming, MD
Kimberly Monday, MD
Robert G. Grossman, MD William Ondo, MD
Cindy Ivanhoe, MD
Terry K. Satterwhite, MD

Robert A. Martone
Quin McWhirter
W.O. Neuhuas III
Malcolm Pettigrew
George Puig
Jeff Rosenberg
Arthur Schechter
Joyce Proler Schechter
Leslye Weaver
Gabriel Zamora

Mya Schiess, MD
Richard K. Simpson, Jr., MD, PhD
Desiree B. Thomas, MD
Gage Van Horn III, MD
Ashwin Viswanathan, MD
Toby Yaltho, MD
Michele York, PhD, ABPP-CN

Staff
Anne Thobae - Executive Director
Kathleen Crist, LMSW - Director of Social Services & Program Development
Celeste Harris, LMSW - Social Worker & Special Programs Coordinator
Emily Tolbert - Manager of Special Events & Annual Giving
Angelica Rodriguez - Coordinator of Therapeutic Programs
Ebonee Edmunds - Administrative Assistant

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.

