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Parkinson’s disease (PD) is a slowly
progressive neurodegenerative disease
historically defined by motor symptoms.
The most common motor symptoms are
tremors, rigidity (stiffness), slow or small
movements and difficulty with gait and
balance. 1The motor symptoms of
Parkinson's disease are fundamentally
caused by the loss of brain cells (neurons)
that produce dopamine and begin when
approximately thirty to forty percent of
the dopaminergic neurons are lost. 2PD
patients also experience nonmotor
symptoms such as olfactory dysfunction,
constipation,
anxiety
and
sleep
disturbances to name a few. 3 While there
is not yet a United States Food and Drug
Administration (FDA) approved therapy to
slow or halt disease progression, there are
multiple effective symptomatic therapies
that address both the motor and
nonmotor symptoms.

concludes,
patients begin to
develop motor
fluctuations and
levodopa induced dyskinesias. Motor
fluctuations occur when the duration of
benefit (therapeutic window) shortens
requiring more frequent dosing and “ON/
OFF” periods become more apparent. The
“ON” state is the period when motor
symptoms are well controlled due to the
medication and the “OFF” state is the
period when motor symptoms reemerge
and the medication effect has ceased.
3,4
Dyskinesias are involuntary, twisting,
turning movements that most often occur
when the levodopa levels peak.

Carbidopa/levodopa, otherwise known as
Sinemet, is the gold standard for treating
the motor symptoms of Parkinson’s
disease. After oral ingestion, carbidopa/
levodopa is absorbed in the small
intestine and ultimately converted to
dopamine in the brain. Carbidopa is an
enzyme inhibitor that allows the levodopa
to successfully make its way to the brain
without being broken down in the
periphery, which minimizes adverse
effects like nausea.

These changes make the pursuit of a
smooth, effective motor response more
challenging. The motor fluctuations and
dyskinesias that occur after sustained
levodopa use are primarily due to the non
physiologic, pulsatile administration of
levodopa and the slowing of gastric
emptying. The search for a continuous
delivery system that bypasses the
stomach has led to the development of
the recent FDA approved delivery system,
Duopa. 5Duopa is a gel formulation of
carbdiopa/levodopa infused directly into
the proximal small intestine by an
external programmable pump. This
treatment was approved in Europe under
the name Duodopa in 2004.

After initiating levodopa therapy, patients
experience a significant improvement in
their motor symptoms with predictable
motor control; 5this is referred to as the
“honeymoon period.” However, as
Chaucer wrote in his poem Troilus and
Criseyde, “all good things must come to
an end”; after the “honeymoon period”

In the 12 week, randomized, double—
blind, double—dummy, active controlled
pivotal trial, 71 patients with advanced PD
participated. 37 patients received Duopa
while 34 patients received immediate
release oral carbidopa/levodopa. The
average patient age was 64 years, average
duration of disease was 11 years, mean
Continued on page 2

daily “OFF” time during a 16 hour period was 6.3 hours in the
Duopa group and 6.9 hours in the oral carbidopa/levodopa
group, and the mean daily “ON” time without troublesome
dyskinesias during a 16 hour period was 8.7 hours in the
Duopa group and 8 hours in the oral carbidopa/levodopa
group. At week 12, a statistically significant improvement in
mean daily “OFF” time by 1.9 hours was seen between the
Duopa (- 4.0 hours) and oral carbidopa/levodopa group ( - 2.1
hours). An improvement in daily “ON” time without
troublesome dyskinesias was greater in the Duopa group (4.1
hours) compared to the oral carbidopa/levodopa group (2.2.
hours). The most common adverse events (>7% and greater
than carbidopa and levodopa immediate release) were
complication of device insertion, nausea, constipation,
redness around the incision site, dyskinesias, depression, post
procedural discharge, peripheral edema (swelling),
hypertension, and upper respiratory tract infection.

(stoma) requires cleaning and dressing until it heals. Once the
stoma has healed, patients can bathe, shower or even swim
for a 2 hour period after detaching the pump from the PEG-J.
Duopa is specifically indicated for the treatment of motor
fluctuations in patients with advanced Parkinson’s disease.
Patients that are unable to tolerate levodopa or have a
history of significant intestinal problems will likely not be
appropriate candidates for this therapy.
There are advantages and disadvantages to all available
medical and surgical therapies for PD. Duopa is an additional
therapeutic option for our patients with PD. Current approved
therapies include, but are not limited to, longer acting oral
formulations of carbidopa/levodopa (Rytary), dopamine
agonists, MAO-B or COMT inhibitors and deep brain
stimulation (DBS). DBS is a neurosurgical procedure in which
electrodes are implanted in the brain and connected to a
neurostimulator in the chest. It is important that you work
closely with your physician to decide upon the most
appropriate therapy for you.
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Duopa is stored within a cassette connected to a
programmable pump and is delivered through a thin tube
known as a percutaneous endoscopic gastro-jejunostomy or
PEG-J tube. The tube requires implantation by a
gastroenterologist using endoscopy to visualize the stomach
through the skin. A small incision is made and the tube is
inserted into the stomach and terminates in the jejunum, the
initial portion of the small intestine and site of levodopa
absorption. The external programmable pump allows for the
continuous delivery of levodopa over a 16 hour period. There
are risks related to complications of the procedure such as
infection and displacement or blockage of the tube.
The Duopa cassettes must be kept refrigerated until 20
minutes prior to use and may be used for up to 16 hours per
day. The cassette is attached to the pump and connected to
the PEG-J tube and the infusion is initiated. In the evenings,
the cassette is removed; the tube is flushed using a syringe
filled with tap water and then capped. A carrying case is
provided with the system which allows the pump to be worn
around the neck or over the shoulder.
Duopa is an effective therapy to consider in PD patients who
have motor fluctuations despite optimized medical therapy
with or without deep brain stimulation (DBS). Duopa
essentially eliminates the need for oral levodopa; however,
requires that patients undergo a minor surgical procedure for
the placement of the PEG-J tube and wear an external
programmable pump that infuses an enteral suspension of
caribidopa/levodopoa. The site of the PEG-J tube entry
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Join PDF for PD ExpertBriefing—Anxiety in PD
Parkinson’s Disease Foundation hosts their latest PD ExpertBriefing which you can join online or by phone

Tuesday, January 5, 2016 12:00-1:00 CST
Presented by Joseph Friedman, MD, Director of Movement Disorders Program at Butler Hospital and Professor and
Chief, Division of Movement Disorders at the Warren Alpert Medical School of Brown University, RI
To register, contact PDF at pdf.org or 1-800-457-6676
This series has been made possible by an educational grant from AbbVie, Inc., Acadia Pharmaceuticals Inc. and Lundbeck LLC and
was designed in collaboration with HAPS, Michigan Parkinson Foundation, Parkinson Association of the Carolinas,
Parkinson Association of the Rockies, Parkinson’s Association and Parkinson Support Center of Kentuckiana.

HAPS is currently enrolling individuals for the first Parkinson’s Enrichment
Program (PEP) session which begins this month. This fun, five-week enrichment
program is offered quarterly to individuals with mild to moderate Parkinson’s
disease. The four-hour program is presented at Memorial Drive Lutheran Church
each Friday for five consecutive weeks and has components of exercise;
recreation; socialization; education; peer-led discussion; professionally
facilitated support; and lunchtime conversations. Previous sessions have
included virtual travel, art, dance, photography and educational lectures.
Space is limited; registration is required. Contact Celeste Harris, LMSW at 713-313-1706 or harris@hapsonline.org to register
or for information about the 2016 PEP schedule.

2015 HAPS Holiday Sing Along—
fun for everyone!
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Start the year off right by getting involved in the programs HAPS has to offer. 2016 is the 42nd year that
HAPS has been serving the Houston Parkinson’s community and we offer plenty to keep you busy each
week and throughout the year! HAPS strives to provide fun, innovative programs which are socially
engaging, therapeutic and educational, and that fulfill our mission to improve quality of life.
With so many options to choose from, you can stick with what you know or give something new a try—and there’s no limit to the
number of programs you can attend. Can’t get there on your own? In most cases HAPS can even provide transportation. Take a
look at what HAPS has to offer and get started now! Check the group listing insert for more information on these classes:




Land Exercise
Water
Tai Chi





Yoga
Speech Therapy
Music Therapy





Dance
Tango
Singing

While exercise and vocal training are critical to the daily management of Parkinson’s disease, you don’t have to stop there.
HAPS also provides ongoing activities that focus on support; socialization and enrichment; and education. Not sure what works
best for you? Contact the HAPS office for guidance…
Support Groups—HAPS provides 12 monthly support groups under the supervision of licensed Master's level Social Workers
designed to help individuals and their caregivers find peer support in dealing with the daily challenges of living with the
disease. Check the group insert for the list of the HAPS support groups in your area.
Parkinson’s Enrichment Program—PEP is a quarterly program that aims to provide a unique social setting that encourages
those with mild to moderate Parkinson’s to join a small group of their peers in various therapeutic programs and informational
and educational sessions. See page 3 for more details.
Young Onset Breakfast Club—This quarterly gathering is a fun, social event for those under age 50 with the goal of introducing
young people with Parkinson’s to other young people with Parkinson’s.
Parkinson’s Awareness Month Event—Stay tuned for more information on fun events during the month of April!
HAPS Annual Educational Symposium—Each year, HAPS offers a full day annual symposium bringing in experts familiar with
the latest in Parkinson's research and options for managing the disease. Mark your calendar and join us on Saturday, May 21st
for Parkinson’s Roadmap: your guide to understanding PD
Summer Lecture Series—It’s like summer school all over again, but without the homework! June, July and August host expertled presentations on topics relevant to improving everyday life with Parkinson's disease with a summer-fun twist!
Caregiver Conference—Save the date and join us Saturday, November 19th for this educational conference designed
exclusively for caregivers.
Holiday Sing Along—Join us each December for a jolly, fun-filled, morning as we celebrate the holidays with cookies and hot
cocoa and sing your favorite Christmas and Hanukkah songs to live piano music!

2015 PAN Forum—come and make your voice heard!
Join HAPS social workers as they travel to Washington, DC February 29—March 2, 2016 to
participate in the Parkinson’s Action Network’s PAN Forum. This three-day event brings
Parkinson’s disease advocates—patients, family members, caregivers, patient support
organizations and health care professionals—from regions throughout the country together to
make a national impact. Advocates gather to learn the latest public policy and research related
to Parkinson’s disease, network with others in their states and communities, and receive training
to advance policy work on Capitol Hill and at home.
Learn more about the PAN Forum and register today by visiting Parkinson’s Action Network at www.parkinsonaction.org or by
calling the HAPS office at 713-626-7114.
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Collaborative Alliance Enriches Programs for Parkinson’s Community
By Anne Thobae

As my term as Chair of the Alliance of Independent Regional Parkinson
Organizations (AIRPO) comes to an end, I look back on the past six years with
awe, pride and gratitude. I am keenly aware that the value of this association for
Houston Area Parkinson Society has been immeasurable.
Born out of a series of meetings which began in 2009, the
consortium took form guided by the vision and inspiration of Robin
Elliott, President of the Parkinson’s Disease Foundation based in
New York. A network of five Parkinson’s organizations from
regions across the U.S. that are not local chapters of national
organizations, including HAPS, formed with the shared goals of
finding a cure for Parkinson’s and supporting the individuals and
families who live with the disease. The forum has afforded a rare
opportunity for AIRPO member organizations to have the strength
of alliance and be supported by peers, and to be closely associated
with a national organization which has a leading presence in
Parkinson's disease research, education and public advocacy—while
maintaining their freedom and independence.
AIRPO has provided opportunities that enrich our programs exponentially by arranging informational presentations by leaders in
the third sector, encouraging collaboration and leveraging organizational strengths, thus maximizing effectiveness among its
member organizations and resulting in greater community impact. Attending in-person meetings hosted by PDF in New York City
regularly, meeting at the World Parkinson Congress every three years, teleconferencing quarterly and staying in touch with
ongoing communication provides a structure that is instrumental in allowing organization leaders to share ideas and resources;
exchange information on national and international trends in Parkinson’s disease; partake in opportunities for education; and carry
on dialogue about how to develop better internal processes and management practices.
AIRPO receives administrative support from the Parkinson’s Disease Foundation, which stands firmly behind the Alliance and
supports the independence of AIRPO and its constituent organizations. All of the organizations involved share a common mission
to improve life for those with Parkinson’s disease. AIRPO’s founding members include Houston Area Parkinson Society, Michigan
Parkinson Foundation, Northwest Parkinson’s Foundation, Parkinson Association of the Carolinas and Parkinson Association of the
Rockies. It has grown to include nine regional organizations currently with Dallas Area Parkinsonism Society, Neuro Challenge
Foundation for Parkinson’s (in Sarasota, Florida), Parkinson’s Association (serving Southern California) and Parkinson Resource
Center of Kentuckiana (serving Kentucky and Indiana) joining since AIRPO officially formed in January 2014.
Each member organization is tasked with addressing the diverse challenges facing the Parkinson’s disease community and AIRPO
allows us to develop solutions to these challenges together. Having the opportunity to learn from each other, and in some cases to
work together, has enhanced our collective ability to serve people with Parkinson’s disease. We are deeply indebted to the
Parkinson’s Disease Foundation for the role it has played in AIRPO’s evolution.
As Steve Wright, Executive Director of Northwest Parkinson’s Foundation, takes the position as Chair of AIRPO this month—he
will, no doubt, harness the strengths of this invaluable alliance as he leads the way while we carry the mission forward boldly.
The mission of the Alliance of Independent Regional Parkinson Organizations (AIRPO) is to benefit the greater Parkinson’s community by
providing a forum for sharing information, educating members and facilitating collaboration and support among professional staff.
The Marathon has announced that Chevron will donate $50,000 to one lucky Run for a Reason
charity! That’s right, $50,000, and all we have to do is vote for our favorite charity—HAPS.
The contest will be hosted on the Houston Marathon Committee blog and the winning charity
will be selected based on the most votes. The contest is open until January 12th so make
your choice known! To help HAPS win $50,000, go to hapsonline.org and click the link (look
for the vote now button as seen on the right) to vote! Tell your friends to vote and tell your
friends to tell their friends to vote. Post it on Facebook. Tweet it on Twitter. Shout it from the
roof tops. Tell the world—VOTE HAPS!
JANUARY 2016 HAPS HAPPENINGS | 5

Spinal Fluid Test May Help Diagnose Parkinson’s and Predict Dementia Risk
According to a new study, the levels of three different
proteins found in cerebrospinal fluid, when analyzed
together, may be useful in diagnosing Parkinson’s
disease (PD). This panel of test results also may help
predict whether people with early-stage PD are likely to
develop dementia. The results appear in the August 10
online edition of JAMA Neurology.
Doctors diagnose PD by observing a person’s
symptoms. But early in the course of disease, it can be
difficult to distinguish PD from other related movement
disorders and to date there is no blood test, scan or
other measurement for making a definitive diagnosis.
The need for such biomarkers is urgent.
Cerebrospinal fluid is a clear fluid that bathes the brain
and spinal cord. A doctor can safely withdraw a tiny
amount of the fluid in a procedure called a lumbar
puncture or spinal tap. Earlier studies have suggested
that several substances found in cerebrospinal fluid
might be useful biomarkers both for diagnosing PD and
for understanding how dementia — a common nonmotor
symptom — develops over the course of the disease.
For the new study, researchers led by David C.
Bäckström, M.D., at Umeå University in Sweden, took
samples of cerebrospinal fluid from 128 people who
came to their clinic with newly diagnosed PD and PD-like
diseases, and who had normal cognitive abilities. They
measured levels of six potential biomarkers in the fluid,
and analyzed them both individually and in combination
to look for patterns associated with PD and with
dementia. They assessed study participants’ PD every
year for between five and nine years, and tested their
cognition in detail after one, three and eight years. For
comparison, the researchers also collected cerebrospinal
fluid from 30 healthy volunteers.
Results


Based on standard clinical tests, 104 people were
diagnosed with Parkinson’s; 11 with multiple system
atrophy, and 13 with progressive supranuclear palsy.
(These two diseases are considered Parkinson’s
plus syndromes).



The people with early PD had different levels of
particular proteins in their cerebrospinal fluid
compared with those who had progressive
supranuclear palsy and the control participants.



The researchers found a pattern of three proteins
(when participants entered the study) that were
associated with a later development of dementia in
PD. These protein biomarkers were high levels of
neurofilament light chain protein, heart fatty acid–
binding protein at baseline and low levels of the Aβ142 protein. Combined, these early biomarkers were
able to predict the future development of dementia,
retrospectively.

What Does It Mean?
The search for biomarkers for PD is an intense area of
research. Early accurate diagnosis of PD would help
ensure that people get the care they need early in the
course of disease. Future therapies to help cognition in
PD are likely to be most beneficial when given early, so
being able to identify people at risk for dementia is
important. In addition, a biomarker for predicting
dementia risk would help in the search for new therapies.
People with the marker would be most likely to benefit
from them and could be selected as participants
in clinical trials for potential neuroprotective therapies.
Before these tests can be used in the doctor’s offices for
example, for people with unclear diagnosis of PD or for
those with PD who would want to know their future risk of
cognitive impairment—additional research is needed to
replicate the findings in additional longitudinal cohorts.
That said, the results suggest that analyzing
cerebrospinal analysis can aid in diagnosing PD and
may one day alert physicians to a person’s risk of
developing dementia.
Reference: Bäckström DC, Domellöf ME, Linder J, et al. (2015).
Cerebrospinal fluid patterns and the risk of future dementia in early,
incident Parkinson disease. JAMA Neurology 2015, 72(10):1175-1182.
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 December 8, 2015. It is reprinted, in its entirety,
with permission from PDF. For other science news, please
visit www.pdf.org/science_news.

Newly Diagnosed Education Program
For those who have been diagnosed with Parkinson’s disease within the last three years
Saturday, February 13th
8:30 am - 12:30 pm

Presented by Mya Schiess, M.D.
Registration is required. Contact the HAPS office for more information: 713-626-7114 or crist@hapsonline.org
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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

IN HONOR

GIFTS

D. Kent Anderson
Linda and Lou Caplan

Nina Brown’s Birthday
Ann Plantowsky

Earl Gorel
Mr. and Mrs. Taghi Hajizade

Joyce Proler Schechter’s Birthday
Ann Plantowsky

Leo A. Kissner
Alvina Kresbach

Nina Brown
Joyce Proler Schechter
G. and J. Nimetz
Stan Doctor

Jerry Brown
Dona K. Black
Judy Sullivan
Janet and George Hill
Juan Garza
Charles Rohr
Martha Smith
Anne and Jack Moriniere
Stanley Victor
Patricia Kelly
Elaine and David Hyatt
Richard Weirich
Leslye and David Weaver
Ronald Provost
Margaret and Robert Merchant
Janet and Robert Geosits
L.C. and Garland Cantrell
June and Alan Powell
Clarita and Delbert Brown
Albert Bartlett
Patricia Masanow
Cecile and Sam Keeper
Mary Jay and Gary Sizenbach
Beverly and Donald Johnson
Elizabeth French
Robert Cruikshank
Kenneth Schmidt
Penny and Berk Egenes
Penny and Jim Bryant
Charlie McBride
John Scheel
Barbara and Jack Spell
Connie Smith
Reina Taibo
Ewing Werlein, Jr.
Marguerite and Marcel Millioud
Beckett & Beckett, Inc.
Ms. Deborah E. May
Colleen Brown
Mr. and Mrs. Antje Gee
Jane and Dennis Hough
Mary Margaret Schulze
Judy and Henry Sauer
Ken F. Womack
Laura and Joseph Layman
Marcia and Charles Pumpelly
Ann W. Jones
Richard Woodfin
Elise Windland
Barbara and James Liner

Phillip Edwards
Meredith and Bradley Janusch and Family
Jack Ware
Robin and John Ware
Richard Harrison
Winnie Harrison
Doris Frondren Lummis
Punkin and Walter Hecht
Sam Morton
Virginia Morton
Wanda Nichols
Harold Nichols
Mr. and Mrs. J.B. Leftwich
Robert B. Leftwich
Gregory Catsinas
Helen Catsinas
Llewellyn Cooper
Ann and J. Hugh Roff, Jr.
Robert Shipley
Jane Shipley
Nancy L. Thobae
Anne Thobae and Mike McKann
Molly Thobae Pujol
Anne Thobae and Mike McKann
Charles P. Thobae
Anne Thobae and Mike McKann
Betty and Bob McKann
Anne Thobae and Mike McKann

Margaret Romeo
Michael Romeo
Marie Fay Evnochides
Carolyn Grant Fay
Heather Woltz
Betty Jo Weiser
Jo T. Felty
Kent K. Felty
Joan McNeeley
Maurice McNeely
Colin and Melissa Shackelford
Don Dowdey
Randi and Johnny Carrabba
Dee Davis
Caroline Cody
Anonymous
Berk Egenes
Berkley Egenes, Jr.
Mr. and Mrs. Stuart Coco
Ann W. Jones
Lisa Jones
Ann W. Jones
Mr. and Mrs. Phillip Mahoney & Carter
Ann W. Jones
Mr. and Mrs. Trevor Victor
Ann W. Jones

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.
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Leslye Weaver - Vice President/Secretary

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

Joe Ahmad
Denise Bishop
Chris Brewster
Randi Carrabba
Joan Cupic
Philip Francis
Jo Furr
Joyce Gilbreath
Tom Ganucheau
Daphne Haskin
Joshua Huss
Rob Kerr
Jim Nicklos
Jose M. Oti
Gerald Rideaux
Erick Sandlin
Terry K. Satterwhite, MD
Jim Thorp

Frank Donnelly, Jr.
Greg Groogan
Ellin Grossman, EdD
Harriet Hart
Kamden Kanaly
Liz Lary
Harriet Latimer
Dan Lauck
Anne Martin

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

Medical Advisory Board
Richard K. Simpson, Jr., MD, PhD - Chair
Madhureeta Achari, MD
Leanne Burnett, MD
Steve Croft, MD
Albert Fenoy, 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

Celeste Harris, LMSW - Social Worker & Special Programs Coordinator
Angelica Rodriguez - Coordinator of Therapeutic Programs

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.

