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...finding the cause, discovering a cure, 

     supporting  individuals with this rare genetic disorder 

  NEWSLETTER    
  www.proteus-syndrome.org  

PSF Patron, Actor John Hurt  
The actor who portrayed  the 

ñElephant Manò in the award 

winning film of the same 
name.  APRIL 2010  

 
Our Mission Statement: The Proteus Syndrome Foundation is a voluntary not-for-profit organization dedicated to 
providing family support in the form of education and networking individuals living with Proteus syndrome with other 
families and medical professionals. We are also dedicated to raising money to provide far reaching professional health 
education with our ultimate goal of finding cause, treatments, and the cure for Proteus syndrome. 
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Foundation Yearly Membership  
 

$25.00 annual family membership 

$35.00 annual professional 

membership 
Mail to:  

PSF 
c/o Barbara King, PSF Treasurer 

8485 Dulwich 

Cordova, TN 38016 USA 
These dues are to help support the cost of running 

the Proteus Syndrome Foundation. We ask you to 

contribute these dues once a year.  

These dues are voluntary & not intended to cause  

any hardship to families. 

Proteus Syndrome Foundations USA & UK unite  

to gift the Biesecker Lab at the National Institutes of Health $50,000.  
 

This is the PSFôs first major gift to support research into the cause of Proteus syndrome. 

 Inside on page 5 you will find more information about the use of this gift in a letter from Dr. Biesecker. 

. 
 

The Proteus Foundations USA and UK would like to thank those of you who donate to the PSF, who donate 

their  time and energy hosting fundraisers for the PSF, those of you who attend and support the fundraisers put 

on to support the PSF and spreading the word about this syndrome for your dedication.  
 

Without you this gift would not be possible.   
 

 

 

It is extremely difficult for a rare disorder like Proteus, to receive funding on a national level. Although Dr. 

Bieseckerôs lab is funded by NIH, with Proteus included in that funding it will take this foundationôs co-support 

to move things along at a quicker pace.  
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Medical Advisory Board 
 
 
 

M.Michael Cohen, Jr., DMD, Ph.D., FCCMG 
Professor of Oral & Maxillofacial Pathology 

Professor of Pediatrics 

Dalhousie University 

Halifax, Nova Scotia  

 

 

Leslie Biesecker, M.D. 
Genetic Disease Research Branch, 

National Human Genome Research Institute, 

National Institutes of Health, 

Bethesda, MD  

 

 

Debra L. Collins, M.S. 
Division of Genetics 

University of Kansas Medical Center 

Kansas City, KS.  

 

Julie Chevalier Sapp, M.S.  
Genetic Counselor 

National Human Genome Research Institute 

National Institutes of Health 

Bethesda, MD 20892-1253 

 

 

R. Neil Schimke, M.D. 
Dir. Of Endocrinology, Metabolism & Genetics 

University of Kansas Medical Center 

Kansas City, KS. 

 

 

Joyce Turner, M.S. 
Genetic Counselor 

National Human Genome Research Institute 

National Institutes of Health 

Bethesda, MD 20892-1253 

 

 

R. Sid Wilroy, Jr., M.D.  
Professor of Pediatrics 

University Of Tennessee, Memphis, TN 

 

 

KIMôS CORNER 
 

Hello Proteus Families and Supporters;  

 

 I would like to start out by sending my 

sympathies to the Lanoo family for the loss of their 

beloved son Sammy. I have been in touch with this 

family off and on over the years and my heart truly 

hurts for this lovely family. Please keep them in your 

prayers as they go through this extremely difficult time. 

 

 This is a very exciting time for the PSF USA & 

UK to be able to give the gift of $50,000 to Dr. 

Bieseckers Research project at the NIH.  Some of you 

may wonder why we have not done this in the past. 

Quite honestly, when this foundation started out we 

saved and saved and saved our money to give a 

research grant. The fact is we were losing our children 

and not able to raise the kind of money that would 

make a significant difference for research. But we did 

have enough money to significantly help our children 

and adults with PS. We have purchased wheel chairs, 

medications, helped with utilities so families can be 

together during difficult surgeries, paid for travel to and 

from the PSF conference and, of course, host the 

conference. I truly feel that our money has been well 

spent in taking care of these things. By teaming up with 

PSF UK we are in a position to continue to help our 

families and give this very important gift to Dr. 

Biesecker. It is our hope to be able to continue to gift 

money to his projects concerning Proteus syndrome. 

His dedication to this syndrome is beyond amazing to 

so many of us who have been lucky enough to know 

not only Dr. Biesecker but the many wonderful doctors 

at the National Institutes of Health.  

  

 I wish each and everyone of you a very 

wonderful summer. If you find yourself in Colorado in 

July, I would love to have you at the Alex Run!  

 

Take care,  

 

 

  

  
Love Kim
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This is the contact information for the maker 
of Kierraôs shoes: 

  
Steve Fletcher, Certified Pedorthist 

Richey & Co. Shoes 
5335 Wisconsin Ave., NW 

Washington, DC 20015 
  
  

To find a certified pedorthoist in your area go to 
this link and enter your zip code: 

  
www.cpeds.org 

SHOE NEWS!  WWW.KEEPINGPACE.COM  
FOR YOUR  

EXTRA WIDE SHOE NEEDS!  

The 2010 PSF Family Conference  

will be postponed this year.   
 

The Proteus Syndrome Foundation is not canceling the conference but postponing it. We feel that this is 

a positive move to wait until the economy comes around a bit and when there is more information about 

how our $50,000 gift has been used to help forward the science into PS.  

 

We will be announcing a new date for the conference in the upcoming months.  

http://www.cpeds.org

