
 
 
 
 

 

  

 
  

 
 
 
 

Nina Brown 
 
 

On Thursday, June 9, I gave a talk on the stem cell issue from the perspective of 
a patient/advocate for the Institute of Religion and Health at the medical center.  It 
was so warmly received that I was asked for permission to include all 10 pages in the 
packet that went to scientists, ethicists and advocates attending the Stem Cell Policy 
and Advocacy Summit June 11-12, co-hosted by the Graduate School of Biomedical 
Sciences, Baylor College of Medicine and the Genetics Policy Institute.  The mission 
of the Summit was to determine what could be done to make sure American scientists have the 
freedom to develop the potential of embryonic stem cells.   

 

Dr. Michael DeBakey, a surgical icon of the 20th century, said that stem cell research, including 
embryonic forms, "is of great importance and will produce and provide the knowledge that will be 
useful to society and hopefully will cure a whole array of diseases for which we have no cures at 
the present time."  South Korean researcher Woo Suk Hwang, who succeeded in removing the 
genetic material from the nuclei of human eggs, replacing it with DNA from the skin cells of 
diseased patients, and producing stem cells that are genetic match for the patients, was another 
highlight of the wonderful speakers brought in from all over the world.  
 

My husband, Joe and I chair the Advocacy Committee for HAPS and are responsible for organizing 
Texas, as co-coordinators for PAN, the Parkinson Action Network (www.parkinsonsaction.orgwww.parkinsonsaction.org).  We 
are also co-founders and officers for Texans for the Advancement of Medical Research or TAMR 
(www.txamr.orgwww.txamr.org.)  Therefore, you can imagine that this conference was of particular interest.  Yet, in 
deciding which facts to share with you, more feelings than facts began to surface.   
 

There is no question that Parkinson’s is a terrible disease.  It can consume a person’s life and 
slowly destroy it, if you let it.  Those last four little words are the important ones.   
 

Parkinson’s has been a life-defining experience for me…presenting challenges I never dreamed 
of.  For example, I never dreamed I would be unintentionally “stuck” in a shopping mall, unable to 
move, or that my selection of a new car would depend on whether a scooter would fit in it.  And I 
certainly never anticipated writing or speaking publicly about it.   
 

Make no mistake, I would prefer not to have Parkinson’s; but because of it, I have experienced 
some of the most rewarding and fulfilling days of my life.  Parkinson’s has introduced me to people 
from all walks of life that I would have never otherwise met.  Because I consider you, my readers and 
my friends to be in that group, I want to share my enthusiasm for living a full life with Parkinson’s. 
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ACTION MAKES A DIFFERENCE 
 

At the first PAN forum Joe and I attended, Bob Martone, a past president of HAPS and his wife, 
Nancy, took us under their wing.  Nancy was in a wheel chair.  It was difficult for her to speak and 
hard to sit up straight, but she and her husband Bob told their story to legislators in Washington as 
well as those at home.   
 

The four of us were among those who worked with PAN for the passage of the Morris K. Udall 
Act of 1997.  After a few years, Nancy was unable to attend the PAN Forums.  Nancy has had 
multiple surgeries to help the devastation caused by Parkinson’s.  The latest paralyzed her from the 
waist down.   
 

Before the Udall Act, 25 million dollars per year was spent by the federal government on 
Parkinson's research through the National Institutes of Health and other agencies.  This amounted 
to $25 per person which was much less than the funding for other diseases.  The Udall Act 
increased funding to $100 million and established Udall Centers of Excellence for Parkinson’s 
Research. Today federal funding is $200 million.  The additional research has improved the lives of 
thousands of people with Parkinson’s with the discovery of new drugs, surgery and gene research.  
 

Now consider the fact that our government has spent only 25 million dollars on embryonic stem 
cell research over the past 4 years---the same amount that was being spent per year on 
Parkinson’s when advocates worked so hard to get the Udall Act passed and funded years ago!  
This research, not only has tremendous potential for discoveries to not only help Parkinson’s, but 
heart disease, diabetes, MS, ALS, cancer, spinal cord injuries, blindness, burns, and on and on.   

 

Will Nancy walk again?  She thinks she will…she still wants to play golf.  She still has the desire 
to make it happen.  I want it to happen for Nancy and Bob and you and me. 
 

The Udall Act passed because Parkinsonian advocates from across the United States 
organized letter writing campaigns and contacted the local offices of their representatives and 
Senators.  This proves WE CAN MAKE THINGS HAPPEN.   
 

NOW IS THE TIME TO TAKE ACTION   
 

As co-chairs of the Advocacy Committee it is our responsibility to communicate the prevailing 
views of the Parkinson community.  If stem cell research is still a mystery to you, let us know and 
Joe and I will set up a time to discuss the science, the ethics, the politics and the mysteries with 
you.  This may clarify why all mainstream medical and health organizations, like the American 
Medical Association (the largest physicians organization in the US) the National Academy of 
Sciences, the National Institutes for Health, scientists from the leading medical schools, medical 
centers, research institutions, 40 Nobel Laureates, 73% of the American public, and 56% of 
conservatives support all forms of stem cell research. 

If you are reading this and have Parkinson’s, I encourage you to take advantage of the good 
you can glean from it.  If you don’t have Parkinson’s, take advantage of your good fortune and get 
involved in making sure you never get it.  The rewards are great!  
 

Join us and others from the Parkinson's community at the Parkinson’s Action Network’s 12th 
Annual Forum, February 12-14, 2006 in Washington, D.C.  This is the time to start planning to go.    
Mark your calendar and make plans to join us.  There is financial aid for those who qualify.    

 

If you would like to become an advocate, we would welcome you on the Advocacy Committee.  
Simply call 713-218-8888 or email (nina@ninajoe.comnina@ninajoe.com).   
 

 As Michael J. Fox said, “The fight against Parkinson’s is winnable—and you can play a 
part in the victory.” 
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It is not uncommon to those with Parkinson’s to have 
difficulty vocalizing thoughts when speaking.  If you feeling 
stressed because someone is waiting for your next word, try 
closing your eyes so you aren’t distracted.   
However, if you are able to maintain eye contact, you will find 
it will help keep your head erect as well as help your posture. 

 
Because of tremor, people with Parkinson’s often use hands 
free telephone amplifiers, but the amplifiers tend to give a 
"boomy" sound and can be difficult to understand.   

Check out the newer portable phones.  Most are set up so you 
have the ability to plug in a headset which gives you a good 
clear telephone voice.  It is also better for those with soft 
voices, since the mike is close to your mouth.  Also get a 
phone that has an automatic dialer. 

 
 
 

 

Baylor College of Medicine, in conjunction with the Houston VA Medical Center is 
seeking men and women with moderate Parkinson's disease to participate in a 
research study. 
 

This study will compare the effectiveness of medical management to surgery for 
Parkinson's disease and to compare the safety and effectiveness of two surgical 
treatments: deep brain stimulation at two different locations of the brain. 
 

To be eligible, participants must have disabling symptoms of Parkinson's disease 
despite medical therapy and experience at least 3 hours or more "off" state daily. 
Additional eligibility and screening requirements must be met. For more 
information, please call Farah Atassi at (713)-798-4773. 
 

 
 

 
 
 
 

  

If you would like to reach out to others  
with Parkinson's disease by phone, join the new Chat Line. 
  For additional information or to add your name to the list, 

 please call Kathleen Crist, LMSW at 713-626-7114. 
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Help HAPS when you go grocery shopping!  Ask customer 
service to tie your Randall's card to their Good Neighbor 
Program, number 3905.  
 
 

If you grocery shop at Kroger’s, we will send you a Kroger’s 
Share Card that can be scanned when checking out.   Call the 
office  (713-626-7114.)  

 
 

  
 

MATCHING GIFTS 
Just a reminder: many industrial corporations and companies will match contributions given by 
their personnel to not-for-profit charitable, educational, or cultural organizations. If you plan to 
make a donation to HAPS and are an employee or annuitant of a major company, check with their 
personnel department to see if they make matching gifts 
 
 

                                          Keep that spark alive! 
HAPS helps you get a bang out of life and maintain your independence! 

Marathon:  
Get off to a running start! 

 
HAPS is asking for you, your friends and family to 
put on your running (or walking) shoes and raise 
some $$$ to help HAPS provide the important and 
necessary services we offer. 
 

HAPS will be participating in the Houston 
Marathon, Houston Half Marathon and 5K again 
this year.  You are able to register online at 
http://www.houstonmarathon.comhttp://www.houstonmarathon.com. By registering 
early, you will be guaranteed entry into the 2006 
race which will be limited this year due to the 
tremendous growth in participants. You will also 
enjoy a discounted entry fee and have your name 
printed on your race bib. 
 

If pounding the pavement is not your idea of fun for 
a Sunday morning, you can still help HAPS.    
 

Simply go to www.active.com/donate/HAPSwww.active.com/donate/HAPS  and 
make a donation online on behalf of those who will 
be participating by collecting sponsors for HAPS. 
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your donation is much appreciated.  your thoughtfulness helps haps continue 
to provide much needed services to people with Parkinson’s and their families. 

Gifts 

John and Sally Rascoe  
Gerry and Jay J. Karkowsky 

 

In Honor Of: 
 

In Honor of the 50th Anniversary of  
    Glenn & Esther Bermann 

Diane & Chuck Newman 
Barbara & Bill Sadof 

Edie & Bill Orlin 
Selma & Jay Leiber 

 

In Honor of Nina & Joe Brown 
Beverly Swope 

 

 

In Honor of George A. Bourgeois, III 
George & Sherry Bourgeois 

 

In Honor of Louise Robbins 
Margaret Haverfield 

 

In Honor of the 50th Anniversary of  
   Joan & Larry Katz 

Carol Lee Seliger 

In Memory Of: 
 

In Memory of Stan Brown 
Linda & Herb Lesser 

 

In Memory of Julius Martin Pechal 
Elsie Linthicum 

 

In Memory of H. G. “Baldy” Harrison 
Elsie Braunig 
Kelly Barnett 

Randy & Kim Rinn 
 

In Memory of Alyce Burnett 
Ed & Gloria Mauney 

 

In Memory of Curtis Dale Frazel 
Paul & Annona Hamrick 

 

In Memory of Pat Ridge 
Erma Ridge 

 

In Memory of Nina Shannon Tuttle 
Laura F. Bellows 

Charles Davis 
Mr. & Mrs. Donald Johnson 

 

In Memory of Ethel Hughes 
Bachmeier, Hein & Woodward Families 

 
 

In Memory of Raymond Smith Parratt 

Mr. & Mrs. James P. Darby 
Beau & Laura Van Dyck & Family 

Lynne & Art Green 
Martha Bohacek 

Larry Butler 
Mary Ellen Hancock 
Hugh & Gayle Kindel 

Gordon McIntyre 
John & Doris Rusciano 

Rudy & Ellen Roof 
Jim Seckel 

Bill & Faye Pennington 
Bill & Diane Templeman 

Bridget Williams 
Linda Williams 

Dan Bellow/The Staubach Co. 
Dan & Beth Bellow 

W. J. Wooten 
Ann Wood 

 

In Memory of Mac Bee B. Cooper 
Gayden Cooper 

 

 
"You must be the change you wish to see in the world." 

                                                                      …Mahatma Gandhi 
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The mission of the 
Houston Area Parkinson 
Society is to improve the 
quality of life for those 
affected by Parkinson's 
disease through services, 
education and advocacy.  

 
 

 
 
 
 
 

YOU ARE MORE SPECIAL  

THAN YOU KNOW 

An elderly Chinese woman had two large pots, 
each hung on the ends of a pole which she carried 
across her neck.  One of the pots had a crack in it 
while the other pot was perfect and always delivered 
a full portion of water.  At the end of the long walk 
from the stream to the house, the cracked pot 
arrived only half full. For a full two years this went on 
daily, with the woman bringing home only one and a 
half pots of water.  
 
 

Of course, the perfect pot was proud of its 
accomplishments.  But the poor cracked pot was 
ashamed of its own imperfection, and miserable that 
it could only do half of what it had been made to do.  
After 2 years of what it perceived to be bitter failure, 
it spoke to the woman one day by the stream.  "I am 
ashamed of myself, because this crack in my side 
causes water to leak out all the way back to your 
house."  
 

The old woman smiled, "Did you notice that there 
are flowers on your side of the path, but not on the 
other pot's side?  That's because I have always 
known about your flaw, so I planted flower seeds on 
your side of the path, and every day while we walk 
back, you water them."  For two years I have been 
able to pick these beautiful flowers to decorate the 
table.  Without you being just the way you are, there 
would not be this beauty to grace the house."  
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