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Many of you are familiar with the wide-ranging programs HAPS offers and you know
first-hand the enormous value of the dollars it spends. Recognized as a foremost
independent Parkinson’s organization in the US for the quality, breadth and scope of
its services—HAPS works hard to offer important programs that improve lives.
HAPS makes its programs available to an estimated 22,000 people with Parkinson’s
disease and their families within a 600 square-mile geographic region the size of NYC,
Boston, Washington DC, San Francisco, Seattle, Minneapolis and Miami combined.
Under the leadership of HAPS’ Board of Directors, Board of Advisors and Medical
Advisory Board—one part-time and four full-time employees along with 19 contract
group leaders provided 27,000 service hours of client-centered programs to families
living with Parkinson’s last year.
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These services, offered free of charge, do not come without costs, however. Operating
with a modest budget of around a half million dollars in 2011, HAPS spent:

Contributions and Tributes

7
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$148,640 for Social Services, including respite care, transportation, emergency
financial aid and consultations with HAPS social workers.



$168,415 for Therapeutic Services with each of the 1,700 exercise groups costing
around $100 a session, which includes the cost of the professional who facilitates
the group, equipment and staff time required to coordinate.



$56,386 for Education and Awareness covering the monthly cost of nearly $1,700
to print and mail 2,400 newsletters, and $14,600 to present the HAPS Annual
Educational Symposium and other educational efforts throughout the year.

SUMMER
LECTURE
SERIES
See page 2 for more information.

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.

The printing and distribution of this
newsletter was made possible in
part by a grant from

Add the expenses of doing business like rent, phones, supplies, computers,
equipment, insurance, fundraising, etc. and the total cost to operate was $515,718, or
an average of $43,000 a month. It’s a pretty good value when you consider how much
the organization is able to provide the thousands of people it serves on a relatively
small budget. Yet, raising at least that much each year from the community just to
maintain our current level of services can be a major task.
This summer your support will make twice the difference!
Contributions from those who support HAPS this June-August will
have double the impact due to the outstanding generosity of two
of HAPS’ steadfast supporters who will match each gift the
organization receives from individuals dollar for dollar up to
$10,000. Use the enclosed envelope to make a contribution now
and you’ll be giving twice as much to help HAPS continue to make
a difference in our community. Over the next three months you will
be able to see the success of your efforts as we include this goal
bar in future newsletters. We can reach our goal with your help!
We extend special thanks and deep gratitude to Rob Kerr/Kerrco
Inc. and Jim Thorp/Thorp Petroleum for making this challenge
grant possible.

Help us reach our goal!
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HAPS Happenings

Take a break from the heat and join HAPS for the 2012
Summer Lecture Series. Hear from experts on topics
addressing relevant issues related to improving everyday
living with Parkinson’s. If you are interested in attending any
of these programs please contact the HAPS office at 713-626-7114
or info@hapsonline.org to register.
Aging in Place, a process needed to live comfortably and safely in your own home
Friday, June 22
10:00—11:30 am
2700 SW Freeway, Houston, TX 77098
Speaker: Adele Cohen Segel, ASID
Therapeutic Arts
Friday, July 27
10:00—11:30 am
Speaker: Anne Thobae, MAAT

2700 SW Freeway, Houston, TX 77098

DBS Discussion Group
Wednesday, August 1
6:30—8:30 pm
2700 SW Freeway, Houston, TX 77098
Speakers: Albert Fenoy, MD and Mya Schiess, MD
Luminous Yoga: Breathing & Yogic Movement for people (and their care-partners!) who are living with PD
Friday, August 10 10:00—11:30 am
2700 SW Freeway, Houston, TX 77098
Speaker: Catherine Genzler, E-RYT
Living Well with PD--improving brain function through optimism and a healthy lifestyle
Friday, August 24 10:00—11:30 am
2700 SW Freeway, Houston, TX 77098
Speaker: Madhureeta Achari, MD

Indies Leadership Summit
In May, Houston Area Parkinson Society
attended a 2-day meeting hosted by Parkinson
Disease Foundation in New York and continued
its association as a member of a leadership
consortium of six independent Parkinson’s
organizations from regions across the U.S. This
consortium, representing patient groups which
are not local chapters of national organizations,
originally met in 2009. The 2012 Indies
Leadership Summit once again provided a
valuable forum to share perspectives, discuss common issues and collaborate on special projects. This year, the summit
included executive directors as well as presidents and chairs of their boards.
All of the entities involved share a common mission to improve life for those with Parkinson’s disease. Each serves its
respective Parkinson’s community in various ways based on the demographic and geographic character of their service areas.
HAPS joined the Parkinson Association of the Rockies, Northwest Parkinson’s Foundation, Michigan Parkinson Foundation,
Parkinson Association of Alabama and Parkinson Association of the Carolinas at this event. Special thanks to PDF for making
this meeting possible!
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NIH's Translational Science Institute Creates New Program To "Teach Old Drugs New Tricks"
-- The initiative, Discovering New Therapeutic Uses for Existing Molecules, matches researchers with a selection of pharmaceutical
industry compounds to help scientists explore new treatments for patients --

U.S. Secretary of Health and Human Services Secretary Kathleen Sebelius announced, on May 3, a new $20 million
grant program at the National Institutes of Health (NIH) to investigate whether existing drug compounds can be used
to treat diseases and illnesses other than those they were originally developed to treat. At the May 3 press
conference, Sebelius said the program is designed to "see if we can teach old drugs new tricks."
The pilot phase of this new public-private partnership is a collaboration between NIH's newest institute – the
National Center for Advancing Translational Sciences (NCATS) – and pharmaceutical companies AstraZeneca, Eli
Lilly, and Pfizer. These three companies are offering access to dozens of drug compounds (and related data) that
have cleared regulatory and toxicity hurdles but may not have proven effective for the specific use for which they
were developed.
The program is intended to provide $20 million in grants in Fiscal Year (FY) 2013, with the hopes of more than $20
million in both FY 2014 and FY 2015. NIH expects to award its first round of grants for pre-clinical and clinical
feasibility studies in the spring of 2013.
National Institutes of Health (NIH) Director Francis Collins expressed excitement about NIH's role as matchmaker
between investigators and the private sector. He explained that the $20 million in FY 2013 funding is intended to be
catalytic – meaning if and when an investigator is able to validate his or her work and reach clearly defined
milestones, other NIH institutes will have the opportunity to kick in funding to further the work.
As an example of what this program is intended to accomplish, patient advocate Michael Manganiello, diagnosed in
1987 with HIV, spoke about azidothymidine (AZT), which was shown to be an ineffective cancer treatment but later
proved to be the first medicine effective against HIV. Another example given by NIH leadership was thalidomide,
developed to treat morning sickness, but now being used to treat multiple myeloma.
"The idea here is, let's not depend on serendipity [in finding new uses for existing compounds]; let's do this in a
more systematic, comprehensive way by going from individual ideas to the crowd-source model," Collins said.
Parkinson’s Action Network’s (PAN) Government Relations Director, Becca O'Connor, thinks this is exciting news
for the Parkinson's community.
“Parkinson’s is still generally being treated with the same symptomatic drug treatment that was discovered 40 years
ago,” said O'Connor. "Creating public-private partnerships shows great initiative and innovation on the part of NIH,
and we are excited for the promise these potential new discoveries might yield. We're also encouraged to hear that
NIH is open to other pharmaceutical companies joining the program."
O'Connor added, "Now more than ever it is important to fight for robust FY 2013 funding for NIH to ensure
innovative programs like this one get the dollars they need. For years, PAN has been at the forefront of
championing the importance of translational research, and the fact that NCATS can announce something like this
only four months into the Institute's existence is remarkable and, hopefully, a sign of more great things to come."
How will potential new findings be managed? According to NIH, "The pilot program incorporates innovative
template agreements designed to streamline the legal and administrative process for participation by multiple
organizations. These template agreements reduce time, cost, and effort, as well as allow greater participation than
traditional partnerships. The templates also provide a roadmap for handling intellectual property used in or
developed through the program. Participating industry partners will retain the ownership of their compounds, while
academic research partners will own any intellectual property they discover through the research project with the
right to publish the results of their work."
Reprinted with permission from the Parkinson’s Action Network www.parkinsonsaction.org
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Stormy Weather Ahead
The Hurricane
season is upon
us and this
year it came
early
with
Tropical Storm
Alberto developing 13 days before the official start
of the season and Tropical Storm Beryl hitting the
East Coast in the days following. Experts are
predicting 10-13 named storms in the Atlantic basin
with four to eight developing into hurricanes and at
least two of those becoming major hurricanes of
Category 3 strength or higher. Take time now,
before the chaos of a storm in the Gulf to make
your plans and get prepared. Whether you shelter in
place or evacuate, experts advise that you should
include the following in your preparedness plan: a
well equipped supply kit, a well thought out
evacuation strategy and a post-storm plan.
We all know the importance of having a well
stocked disaster supply kit. Your kit should
include cash, credit cards, extra medications, an
extra pair of glasses, battery operated radio,
flashlights, extra keys to the house and car, basic
tools, first aid supplies, personal hygiene items
and extra batteries. You need one gallon of water
per person per day and non-perishable food enough
to last 3-7 days. Remember to have extra clothing,
pillows and blankets/sleeping bags easily
accessible. If you have pets make sure that you
have ample supply of food and water for them,
proper identification and vaccination information.
In addition to all of your “supplies” you should
gather all important documents and records and
make sure they are in a waterproof container. You
may want to think about including items such as
photo IDs, driver license, proof of residence,
account numbers, insurance information for cars
and home, social security card, medical power of
attorney, model numbers or serial numbers of
medical devices/equipment and medical records.
Medical equipment and assistive devices should all
be labeled with your name and correct contact
information (and bring extra chargers and
batteries).

Medical alert tags or bracelets and a written
description of Parkinson’s disease or other health
conditions is recommended. Additionally, you
should have your medications and copies of all
prescriptions, including a list of the prescription
name, dosage, frequency, doctor and pharmacist
with you in a water tight container. Don’t forget to
include phone numbers and names of your
physicians or other health care providers, health
insurance information and emergency contact
information.
Since Parkinson’s disease creates ongoing
challenges which can change without notice,
consider what tools or activities you use in your
daily routine to meet your needs. Give thought to
how you will meet your needs in the event of an
emergency, possibly without power or water.
If you receive regular services such as home health
care or transportation, learn about their disaster
plans and how to contact them in an
emergency. Work with them to identify back-up
service providers. If these services are critical in
meeting your daily needs and the service
agency does not have back-up providers you
may want to consider evacuating.
If you are caring for someone with dementia,
remain calm; your loved one will take cues from
you and sense if you are panicked. Continue to
reassure them and be aware that they may not
understand what is going on. Make sure that both
you and your loved one is wearing some type of
identification bracelet. If you evacuate to a shelter,
keep in mind safety precautions such as limiting
access to exits from the building or access to sharp
objects. Your loved one may be easily agitated by
strangers and the unfamiliar environment so it may
be important to limit their interaction with others by
choosing a quiet corner. If you stay at home try to
find people to help you prepare or who can stay
with you. Keep rooms well lit since shadows and
darkness add to confusion, and minimize outside
noises which can be scary. (Tips provided by
Alzheimer’s Community Care of Palm Beach, FL.)
If you decide to evacuate there are several things
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to keep in mind: Those with special health care
needs (including those who are disabled or
medically fragile) who live in evacuation zones and
do not have friends or family to help in an
evacuation should register for a ride in advance by
dialing 2-1-1. The registry must be completed IN
ADVANCE. Do not wait until a storm is in the Gulf to
register for assistance. Please note, if you
registered for this service last year you must
register again this year; they will not carry over
names from 2011. If evacuating on your own,
make sure your gas tank is full, get a head start by
leaving early and include a map in your supply kit.
If you are living in an Assisted Living facility or
personal care home, ask about their evacuation
procedure and what you will be responsible for
should they decide to evacuate.
If your plan is to evacuate make sure you have
shared your plans with others. Create a support
network or phone tree. Choose at least three
people in your support network to make contact
with before, during and after the storm. Include
people both in and out of your immediate
community, such as someone who lives in an
area outside of the storm’s projected path. Learn
how to send and receive text messages from
your cell phone—if calls cannot get through many
times text messages will.
Make sure that your home is secured before you
leave by tying down or removing large objects
outside and moving valuables and furniture to
higher ground and turning off the electricity at the
main breaker. Bring your disaster supply kit,
including the food and water, with you when you hit
the road and have a destination in mind. If
evacuating with a pet, make sure they are current
on all of their vaccinations. Along with their records
and supplies, you will need a collar with tags, a
leash, a muzzle and an appropriately sized pet
carrier. It is helpful to bring a current photo of your
pet in case you get separated from him or her. For
those of you with Parkinson’s service dogs, you will
want to bring their certification paperwork with you
as well.
Consider how Parkinson’s disease affects your
daily activities which can fluctuate moment to
moment. A hurricane evacuation will affect your
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daily activities and daily health care needs. Make a
list of your specific needs before, during and after
a hurricane evacuation. Remember that stress
exacerbates Parkinson’s symptoms and may alter
the effectiveness of the medications.
The American Red Cross and other disaster
experts suggest that every person have a poststorm plan as well. Once the storm is over, many
people are eager to return to their homes, but it is
important to know what you are coming home to
prior to making that trip. Have a plan that includes
securing a place to stay for an extended period of
time if your area has suffered extreme damage.
Make sure that electricity has been restored if you
have any medical equipment that requires
electricity to function, such as a scooter that will
need to be recharged. Refill prescriptions and
purchase groceries before returning if you are
uncertain about supplies in your area. If you
depend on t ra nsp or ta tio n or home
health/caregiver services, make sure you contact
those agencies prior to returning home to discuss
their ability to resume services once you get
back.
The most important thing you can do is to stay
informed and be prepared. Taking precautions
and following instructions from officials can help
protect you and your family during and after a
storm. If you need any assistance with your
hurricane preparedness plans, contact the HAPS
office and the social workers will be happy to help
you. Additionally, you can check the following
resources for information and guidance as you
make your plans to stay safe this hurricane
season:


Office of the governor
www.governor.state.tx.us/hurricane



The Texas Department of Transportation
www.txdot.gov/travel/hurricane.htm



The Texas Department of State Health Services
www.texasprepares.org



Harris County Homeland Security & Emergency
Management
www.hcoem.org



National Hurricane Center
http://www.nhc.noaa.gov/prepare/ready.php
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Two Events—One Great Cause!
For the 17th consecutive year, HAPS has been chosen as an
official Run for a Reason charity in the 2013 Chevron Houston
Marathon. This year the 5K Fun Run will take place on Saturday,
January 12th followed by the Marathon on Sunday, January 13th.

We want you to be a part of TEAM HAPS!
You can join us by walking, running, fundraising or raising
awareness. This extraordinary event offers HAPS the opportunity
to raise funds for much needed programs and services and
spread the word about Parkinson’s disease.
We need your help…
Contact the HAPS office for more information. Elizabeth Suman, 713-313-1621 or suman@hapsonline.org

www.hapsonline.org
The HAPS website is getting a new look. You will soon see the results of a major upgrade to the HAPS website.
You can still find all the same great information and more. In the meantime you can “Like” us on Facebook, follow
up on Twitter and watch us on YouTube! Search “Houston Area Parkinson Society” on Facebook and hapsonline on
Twitter and YouTube.

Turn an everyday chore into a fundraising activity
KROGER NEIGHBOR TO NEIGHBOR PROGRAM

RANDALLS GOOD NEIGHBOR PROGRAM

1% of your grocery purchases can be donated to HAPS
every time you shop. Each July, you must re-enroll in
the program. To enroll for the current year, take this
barcode along with your Kroger Plus Card to your
Kroger store cashier to scan. Or present the barcode
and the phone number associated with your Kroger
Plus Card to the cashier and you will be enrolled for
the next 12 months.

Randalls will donate 1% of your grocery purchases
to HAPS every time you shop. Take this card along
with your Remarkable Card to the customer service
desk at Randalls. They will link your card to the
HAPS Good Neighbor number—it’s that easy!

HOUSTON AREA PARKINSON SOCIETY
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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

GIFTS
Jonathan Shear
Michael F. Kingman
Susan and Ellis Freitag

Sheila Vachris
Diana Cooper

James C. Holland
Holland Family Founda on

Richard “Dick” Richards
Tommy Thomas

Johnnie White
Leah Dorman

Sneed Lary
Josie and Michael Jones
Weldon and Dawn Rigby
Margo Isaacks
Debbie and Frank Jones

Harold C. Burright, Jr.
Gillman Gillman
Daniel Benitez

George A. Bourgeois III
Mr. and Mrs. George A. Bourgeois, Jr.

Elizabeth Bell
Anne and Larry Mar n

Margaret Romeo
Michael Romeo

Paul H. Pieri
Marilyn R. Kerr

Camp Blessing Texas
Marcia E. Pumpelly

SK Wagner
Be y Bernell
James Parker
N.A.R.F.E. Chapter 828
Mr. Fred W. Shaﬀert, Jr.
Baker & O’Brien

IN HONOR

Bill Wilkinson
Ruth Bridges

Joe Brown
Mar n and Dr. Kelli Cohn Fein
Rebecca Louis Robbins
Margaret T. Haverﬁeld

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.

Local Celebrity Visits HAPS Dance Class!
On Monday, May 14th, the HAPS Dance for
Parkinson’s class was visited by Texas’ very
own Miss Katy 2012, Whitney Wylie. The class
warmly greeted Whitney, who participated in
the hour long session along with HAPS
students, and shared her goals by promoting
her platform “Progress for Parkinson’s.” This
cause is near and dear to her heart after
watching her grandmother battle the disease.
She hopes to use her experience to raise
awareness of Parkinson’s and advocate for
finding a cure.
Best of luck to Whitney who will compete in
the Miss Texas pageant in July!

Houston AreA PArkinson society
Board of Directors

Board of Advisors

Medical Advisory Board

Frank Donnelly, Jr.- President
Ellin Grossman, EdD - Chairman
Binky Stephenson Strom - Vice President/Secretary
Ron Bernell - Vice President/Treasurer

Chris Bell
Aubrey Calvin
Rich Clifford
Robert Cruikshank
Roy H. Cullen
Matthew Easterly
Ted Gilbreath
John E. Hankey
Harriet Hart
Kamden Kanaly
Harriet Latimer
Anne Martin
Robert A. Martone
W.O. Neuhuas III
Malcolm Pettigrew
Jeff Rosenberg
Arthur Schechter
Joyce Proler Schechter

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
William R. Leighton, Jr., MD
Anita Madan, MD
Laura Marsh, MD
Greg McLauchlin, MD
Kimberly Monday, MD
William Ondo, MD
Terry Satterwhite, MD
Mya Schiess, MD
Richard K. Simpson, Jr., MD, PhD
Desiree B. Thomas, MD
Gage Van Horn III, MD
Ashwin Viswanathan, MD
Michele York, PhD

Joe A. Brown
Nina Brown
Robert Casey, Jr.
Meredith Cullen
Jo Furr
Michael Hendryx
Joshua Huss
Rob Kerr
Eugene C. Lai, MD
Liz Lary

Dan Lauck
Marti McWhirter
Quin McWhirter
George Puig
Richard K. Simpson, Jr., MD
Pamela Skaufel
John Strom
Leslye Weaver
Gabriel Zamora
Courtney Zavala

Staff
Anne Thobae - Executive Director
Kathleen Crist, LMSW - Director of Social Services & Program Development
Alfonso Hernandez - Director of Therapeutic Programs & Community Outreach
Elizabeth Suman - Coordinator of Marketing & Development
Celeste Harris, LMSW - Social Worker
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