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brain research.   

2700 SW Freeway #296   •   Houston, TX  77098   •   ph 713-626-7114   •    fax 713-521-3964   •    www.hapsonline.org   •   info@hapsonline.org 

The Parkinson's Puzzle: 

piecing it all together
 
 

Saturday, April 27, 2013 

9:00 am—3:15 pm 
 

 

United Way 
50 Waugh Drive 

Houston, TX 77007 

 
Registration opens April 1st   

2013 HAPS ANNUAL EDUCATIONAL SYMPOSIUM 

Join us Saturday, April 27th as we wrap up Parkinson's Awareness Month with the 

2013 HAPS Annual Educational Symposium. This year’s full-day program will 

feature local and national speakers and will include educational information on 

non-motor symptoms and “prodromal” Parkinson's, and will promote an 

understanding of the process and importance of translational research and what it 

means for the future of Parkinson's and the role individuals can play in moving 

research forward. The symposium will also provide information on steps members 

of the Parkinson's community can take to impact legislation, policy and regulations 

on diagnosis, access to treatments and patient care and more! Stay tuned for more 

information—see you in April.  

HAPS GOES TO WASHINGTON 
On Monday, February 25, 2013, HAPS Social Worker and Advocacy 

Outreach Coordinator, Leann Randolph, LMSW, and HAPS graduate 

social work intern, Emily Draving, joined approximately 300 other 

people from across the United States in Washington, D.C. for the 

three-day Parkinson's Action Network (PAN) Forum.  

During the first two days, participants were immersed in the latest 

scientific research and policy issues related to Parkinson's disease. 

On the third and most important day—those who attended visited Capitol Hill to meet 

with Congressional representatives to educate them about Parkinson's and the roles 

they could play in helping find better treatment and a cure for this disease.  

PAN Forum speakers presented information on new biomedical research; clinical 

Continued on page 4 
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The 2013 Chevron Houston Marathon has finally come to a close. 

We really can’t say it enough—so we will say it again. Thank you! 

We had the best group of runners, walkers, fundraisers, sponsors 

and supporters ever and we thank everyone for their determination 

and dedication. Team HAPS shattered the previous Marathon record 

by raising nearly $80,000—$79,500 to be exact—that will directly 

fund the vital services, education and advocacy HAPS provides to 

improve the quality of life for thousands affected by Parkinson’s 

disease in the Houston area. This year marks our most successful Marathon event to date. We 

could not have done it without co-chairs, Debby Hurlbert and Kathy Smith; Sidewalk Sponsors 

Wärtsilä and Teva; our in-kind donors; over 130 runners, walkers and fundraisers; and the nearly 

700 donors (listed below) who contributed to this great cause.  

2013’s TOP 13 TEAM HAPS  

FUNDRAISERS 

1. Fred Stephens $6,710 

2. Diana Rutherford $5,405 

3. Debby Hurlbert $3,450 

4. Leon Keeble $3,210 

5. Kathleen Crist $2,700 

6. Michael Hendryx $2,600 

7. Michael Fry $2,365 

8. HAPS Blue Ribbon Crew $2,340 

9. Aggie Angels $2,312 

10. Daniel Junek $1,900 

11. Cecilia Buice $1,870 

12. Kathy Smith $1,870 

13. Gabriel Zamora $1,625 

Top fundraiser Fred 

Stephens wins a new 

iPad! 

Team D & D captains 

and our 2nd and 3rd place 

top fundraisers, Diana 

Rutherford and Debby 

Hurlbert. 
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Parkinson’s disease (PD) itself does not increase the risk of impulse control disorders (ICDs) such as compulsive 
gambling or eating, according to new research published in the January 8 issue of Neurology. The study suggests that 

certain medications are responsible for increased risk of ICDs in people living with PD. 

Previous studies have shown that people with PD who take certain medications, called dopamine agonists, have a 
higher incidence of ICDs than the general public. This class of drugs includes bromocriptine (Parlodel®); pramipexole 
(Mirapex®); ropinirole (Requip®); and rotigotine transdermal system (Neupro®). However, doctors have not been sure 

whether medications are to blame, or whether the disease itself might cause ICDs. 

Researchers led by Daniel Weintraub, M.D., at the University of Pennsylvania School of Medicine and the Philadelphia 
Veterans Affairs Medical Center compared ICD symptoms in two groups: 168 people newly diagnosed with PD who were 

not yet taking medications, and 143 people of similar ages without Parkinson’s. 

All participants completed a questionnaire that asked how often they experienced ICD symptoms such as compulsive 
gambling, buying, sexual behavior and eating. They were also asked about some related behaviors that are not 
considered ICDs: aimless wandering, punding (the excessive repetition of trivial tasks, such as handling or sorting 

objects), and hobbyism (the compulsive pursuit of a hobby such as collecting or Internet usage). 

Results  

About 20 percent of each group experienced at least one ICD symptom or related behavior. 

People living with PD were no more likely to experience ICD symptoms or related behaviors than people without the 

disease. 

People who experienced cognitive issues were no more likely to experience ICDs than those without cognitive issues. 

In both groups, people who were depressed were more likely to experience ICD symptoms. 

Parkinson’s Disease Itself Does Not Increase Risk of Compulsive Behaviors 

Continued on page 7 

premotor symptoms of the disease; emerging and accepted use of telemedicine; and the 

drug development pipeline.  

On the third day of the Forum, advocates prepared to take their message to the Hill. 

Leann and Emily were members of a five-person team from Texas led by State Director, 

Israel Robledo. This year’s goal included four requests. The first three requests focused on 

asking Congressional representatives to protect funding for the National Institutes of 

Health (NIH), Food and Drug Administration (FDA) and the Department of Defense 

Neurotoxin Exposure Treatment Parkinson's Research (NETPR) program during 

negotiations on sequestration and the current budget. More specifically, these requests were: 1) to maintain funding that 

supports job creation at major universities, research institutions and small businesses as they focus time and efforts on 

Parkinson's research; 2) to ensure ongoing funding is used to find new ways of treating PD, including development of new 

drugs that can be used to slow or stop the progression of the disease and improve day-to-day quality of life; 3) to defend 

funding that supports research on protecting soldiers from toxic substances, head injuries and other possible contributors to 

Parkinson's. Finally, Senators and Representatives were asked to join the Congressional Caucus on Parkinson's Disease, an 

initiative established for policymakers and PAN to work together in introducing Parkinson's specific legislation that supports 

federal research funding and other policy priorities important to the Parkinson's community.  

Advocates from Texas met with both Senators and many Representatives. Some visits were 

more well received than others, but all were successful. Each meeting included education 

about Parkinson's, awareness of the challenges people living with the disease face daily, 

and the importance of protecting and increasing funding to find better ways to treat and 

potentially cure this neurological disorder.  

With so much new and exciting research taking place 

in the field of Parkinson's, we must work together to 

preserve it. A reduction in funding means the cure for this disease may be dramatically 

delayed. We have to continue to advocate for the Parkinson's community, but this can’t 

be done without you. We need your voice! To find out how you can get involved in 

Parkinson's advocacy efforts, contact Leann Randolph, LMSW at 713-313-5305 or 

randolph@hapsonline.org.  

Texas advocates meet with Senator Ted Cruz 

Leann Randolph, Rep. Gene Green & Emily Daving 

Advocates from Texas meet at PAN Forum 

PAN Forum continued from page 1 
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COMING TO THE WOODLANDS! 

PD DISCUSSION GROUPɂMANAGEMENT 

AND TREATMENT OPTIONS 
 

Join the discussion about the latest treatment  

options for Parkinson's disease. 

 

Speakers: Dr. Mya Schiess and Dr. Al Fenoy 

 

Registration required.  

Contact the HAPS office for more information  

at 713-626-7114 or crist@hapsonline.org. 

Saturday, March 30, 2013 

9:30 am check-in       
10:00-11:30 am presentation 

 
Memorial Hermann Hospital The Woodlands 

9250 Pinecroft  
Conference Center A & B 

The Woodlands, Texas  77380 

Parkinson's disease is a chronic, progressive neurological disease for which there is no treatment or therapy to slow or 
stop the progression of the disease.  Medications and devices address only the symptoms.  Parkinson’s is the second 
most common neurological condition after Alzheimer’s disease. 
 

The two studies addressed in this statement are "The Current and Projected Economic Burden of Parkinson's Disease in 
the United States" and "!ƴ 9ŎƻƴƻƳƛŎ aƻŘŜƭ ƻŦ tŀǊƪƛƴǎƻƴΩǎ 5ƛǎŜŀǎŜΥ  Implications for Slowing Progression in the United 
States," both of which were recently published in the journal Movement Disorders and show huge economic burden on 
families living with Parkinson’s disease. 
 

Key Findings:  

The economic burden of Parkinson's disease is at least $14.4 billion a year in the United States, and the prevalence 
of Parkinson's will more than double by the year 2040. ["The Current and Projected Economic Burden of Parkinson's 
Disease in the United States"]   

Those with Parkinson's disease incurred Parkinson's-related medical expenses of $22,800 per patient -- $12,800 
higher than someone without Parkinson's.  Approximately 57% of excess medical cost is associated with higher use of 
nursing home services. ["The Current and Projected Economic Burden of Parkinson's Disease in the United States"]    

The study also calculates an additional $6.3 billion in indirect costs such as missed work or loss of a job for the 
patient or family member who is helping with care, long-distance travel to see a neurologist or movement disorder 
specialist, as well as costs for home modifications, adult day care, and personal care aides. ["The Current and Projected 
Economic Burden of Parkinson's Disease in the United States"]   

Among the population evaluated, one would expect 8,000 residents of nursing homes.  The estimated number in 
nursing homes is more than 103,000, representing $5 billion in excess costs attributed to Parkinson's disease. ["The 
Current and Projected Economic Burden of Parkinson's Disease in the United States"]    

 

 

Young Onset Support Group 
 

If you have Parkinson's and are under the age of 55, 

HAPS has a support group for you. Meet others living 

with Young Onset Parkinson's and share similar 

experiences in a supportive environment in a group 

ÆÁÃÉÌÉÔÁÔÅÄ ÂÙ Á ÌÉÃÅÎÓÅÄ -ÁÓÔÅÒȭÓ ÌÅÖÅÌ ÓÏÃÉÁÌ ×ÏÒËÅÒȢ  

For more information call 713-626-7114. 

NOW MEETS 

MONTHLY! 

 

Thank you! 
Many thanks to HAPS Medical Advisory Board 

member Dr. Joohi Jimenez -Shahed who led the 

presentation of the Newly Diagnosed Education 

Program on Saturday, February 16
th

.  

 

We appreciate your time and expertise.  

Continued on page 6 

http://capwiz.com/pan/utr/1/NOZDSSRHZR/DGFKSSRJXD/9283897611
http://capwiz.com/pan/utr/1/NOZDSSRHZR/DGFKSSRJXD/9283897611
http://capwiz.com/pan/utr/1/NOZDSSRHZR/MVXBSSRJXE/9283897611
http://capwiz.com/pan/utr/1/NOZDSSRHZR/MVXBSSRJXE/9283897611
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The Parkinson’s population incurred approximately 1.9 million hospital inpatient days in 2010, 73% more than 
would be expected for a similar population without Parkinson’s disease. Excess health-care use attributed to 
Parkinson's disease in 2010 includes 1.26 million physician office visits, 57,000 outpatient visits, 31,000 emergency 
visits, 24,000 home health days, and 26,000 hospice days. ["The Current and Projected Economic Burden of Parkinson's 
Disease in the United States"]     

If Parkinson's progression were slowed by 50%, there would be a 35% reduction in excess costs, representing a 
dramatic reduction in cost of care spread over a longer expected survival. ["An Economic Model of Parkinson's 
Disease:  Implications for Slowing Progression in the United States"]   
 

¢ƘŜ ŦƻƭƭƻǿƛƴƎ ǎǘŀǘŜƳŜƴǘ Ƴŀȅ ōŜ ŀǘǘǊƛōǳǘŜŘ ǘƻ !Ƴȅ /ƻƳǎǘƻŎƪ wƛŎƪΣ /9hΣ tŀǊƪƛƴǎƻƴΩǎ !Ŏǘƛƻƴ bŜǘǿƻǊƪΥ 

"Both studies highlight the enormous economic implications of this devastating disease, and make it abundantly clear 
that increased research funding is a wise investment on the front end to help significantly lower or eliminate costs on 
the back end.  National Institutes of Health (NIH) Parkinson’s disease research funding for FY 2011 was just $151 
million – that’s only 1.05% of $14.4 billion, and is clearly an investment that needs to grow. 
 

“Because nearly half (48%) of medical expenses evaluated in 'The Current and Projected Economic Burden of 
Parkinson's Disease in the United States' are Medicare and Medicaid-related, smart investment in medical research 
could significantly lower reliance on Medicare and Medicaid as a safety net for people with Parkinson's.  Even slowing 
the progression of Parkinson's is shown in one of the studies to have potentially a significant impact on families living 
with this devastating disease. 
 

"By investing in biomedical research both at the federal level and in the private sector, and creating results-driven 
public-private partnerships, the scientific community can develop more innovative therapies toward better treatments 
and, one day, a cure for Parkinson's.  In addition to research funding and strategic incentives to promote collaboration 
and knowledge sharing among academic and industry research groups, we need strong federal, state, and local policies 
and programs in place that improve the quality of life for people living with Parkinson's and the impact the disease has 
on their families. 
 

"The authors of Ψ¢ƘŜ /ǳǊǊŜƴǘ ŀƴŘ tǊƻƧŜŎǘŜŘ 9ŎƻƴƻƳƛŎ .ǳǊŘŜƴ ƻŦ tŀǊƪƛƴǎƻƴϥǎ 5ƛǎŜŀǎŜ ƛƴ ǘƘŜ ¦ƴƛǘŜŘ {ǘŀǘŜǎϥ acknowledge 
their findings are conservative estimates due to limits in available data, and we agree that, in reality, the prevalence 
and economic burden numbers are even higher and will grow exponentially over the next few decades.  The silver 
tsunami of aging baby boomers will bring not just a dramatic increase in Parkinson's diagnoses, but also significantly 
higher cost burdens to families that are already stretched too thin. 
 

"Funding for Parkinson’s disease and all biomedical research must be considered a priority in ongoing federal budget 
discussions, and cannot be cut in any way, shape, or form." 
 

This statement is prepared on behalf of the American Parkinson Disease Association, the Davis Phinney Foundation for ParkinsoƴΩǎ, The Michael J. 
CƻȄ CƻǳƴŘŀǘƛƻƴ ŦƻǊ tŀǊƪƛƴǎƻƴΩǎ wŜǎŜŀǊŎƘΣ ǘƘŜ bŀǘƛƻƴŀƭ tŀǊƪƛƴǎƻƴ CƻǳƴŘŀǘƛƻƴΣ ǘƘŜ tŀǊƪƛƴǎƻƴ !ƭƭƛŀƴŎŜΣ ǘƘŜ tŀǊƪƛƴǎƻƴΩǎ !Ŏǘƛƻƴ bŜtwork, and the 
tŀǊƪƛƴǎƻƴΩǎ 5ƛǎŜŀǎŜ CƻǳƴŘŀǘƛƻƴΦ  ¢ƻƎŜǘƘŜǊΣ ǘƘŜǎŜ ƻǊƎŀƴƛȊŀǘƛƻƴǎ ǊŜǇǊŜǎŜƴǘ ǘƘŜ ƴŀǘƛƻƴŀƭ tŀǊƪƛƴǎƻƴΩǎ ŘƛǎŜŀǎŜ ŎƻƳƳǳƴƛǘȅ ƛƴ ǘƘŜ ¦ƴƛǘŜd States. 

Economic Impact continued from page 5 

The Obama administration announced plans to unveil, possibly as early as March, a decade-long scientific effort to 

examine the workings of the entire human brain and build a complete map of its activity. This billion dollar project hopes 

to do for the brain what the Human Genome Project did for genetics. For every dollar that was spent on that project, 

$140 was returned to our economy. Federal agencies, private foundations and teams of neuroscientists and 

nanoscientists will work together to use the information gained from the research on the Brain Activity Map Project to 

develop the technology essential to understanding diseases like Parkinson's and Alzheimer’s.  

Brain Activity Map Project  
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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 

Jonathan Shear 

Joanne and William B. Beck 

Suzanne McReynolds 

James R. Vasquez 

Molly and Chuck Roe 

Cynthia Crellen 

IN HONOR 

GIFTS 

George A. Bourgeois III 

Sherry and George Bourgeois, Jr. 

 

Meg and Dan Lauck 

The Linkwood Ladies Club 

 

Margaret Romeo 

Michael Romeo 

 

Pamela Skaufel 

Hugh McAinsh 

 

Larry Eldridge 

Robert Dawson 

Lora and Bennie Belew 

Kay Holloway 

Cynthia Rogan 

 

Daniel Elsik 

Marilyn R. Kerr 

 

Ettore Gianola 

Nancy C. O'Quinn 

 

Elaine Greenberg 

Esther Bermann 

 

Norma Kerr 

Marilyn R. Kerr 

 

Munira T. Shipchandler 

Patsy Williams 

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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James Russell 

Virginia Ablan 

Kelley Killgore 

Tiffany Baban 

Board of Directors and Employees 

of Greylock Federal Credit Union 

and Greylock Insurance Agency 

Pawtucket Credit Union 

 

Ashley Rowell 

Bev Blackwood 

The John Cooper School 

 

Jesse Salinas 

Sally and Ed Dalglish 

A.C. Jones High School,  

Class of 1954 

 

B.W. Stripling 

Carol and James Beene 

Carole and Ken Langford 

What Does It Mean?  

This study indicates that PD itself does not increase the risk of ICD symptoms or related behaviors. Rather, it is likely that 

drugs used to treat PD are to blame. Recent studies have pointed the finger at a class of drugs called dopamine agonists. 

Dopamine agonists help to replace lost dopamine and are often prescribed early in the disease because they have fewer 
side effects than the standard treatment for PD, levodopa. They have an important role in the treatment of PD, but the risk 

for ICDs is a major concern, especially for those with risk factors. 

It is important to note that the researchers used a new questionnaire to screen for ICD symptoms, and understand how 
often they occurred, observing that 20 percent of each group experienced one. However, the questionnaire did not 
address the severity of symptoms or whether individuals would actually meet the diagnostic criteria for an ICD. Therefore, 

it is likely that the study overestimated the number of people experiencing true ICDs.  

In addition, this study reveals that people with depression, whether or not they have PD, are more likely to report ICD 
symptoms. Perhaps by screening for and treating depression in people with newly diagnosed PD, doctors could reduce 
the risk that people will develop an ICD when they begin taking dopamine agonist medication. However, further research 

is needed to confirm the link between depression and ICD symptoms in people with PD. 

Future studies need to try to identify who is at risk of developing ICD under dopamine agonist treatment. If so, doctors 
may someday be able to predict who is at risk for ICD based on questionnaires or genetic testing (as they do in other 
medical conditions such as epilepsy). Then they could avoid prescribing dopamine agonist medications to those at risk, or 

at least use them more cautiously, frequently assessing for this potential side effect. 

This article was originally published in the "Parkinson's Science News: What Does it Mean?" section of Parkinson’s Disease Foundation 

(PDF) website. It is reprinted, in its entirety, with permission from PDF. For other science news, please visit www.pdf.org/science_news.  

Compulsive Behaviors continued from page 4 
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