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Governor Doyle Proclaims October as
Niemann-Pick Disease Awareness Month

Nationwide Online Auction Raising Funds for Research into Rare Disease
Fort Atkinson, WI (October 13, 2009) – Governor Jim Doyle has signed a proclamation declaring October 2009 as Niemann-Pick Disease Awareness Month in the State of Wisconsin.  

The proclamation was made at the request of Barb and Gary Vorpahl of Fort Atkinson, together with Senator Scott Fitzgerald.  The Vorpahl’s daughter, Stacey, died of Niemann-Pick Disease Type C in October of 2004, at the age of 19. 
Niemann-Pick Disease (NPD) is a rare, genetic, terminal illness.    NPD is a lysosomal storage disease, causing accumulation of fats in the cells of the liver, spleen and brain.  When cell function is blocked, physical and neurological deterioration occurs, including the loss of the ability to walk, speak and swallow. 

The NNPDF was established in 1992 to raise money for family support services and research.  Since then, the Foundation’s membership has grown to over 350 families, and over $4.3 million has been applied toward research.  As a result of this research, the gene responsible for Niemann-Pick Disease has been identified, and research continues, seeking treatments and a cure for Niemann-Pick Disease.  
The Vorpahls were among the group of parents who founded the NNPDF seventeen years ago, and Barb Vorpahl currently serves as the Board Chair.  The NNPDF’s Central Offices are located in Fort Atkinson.  The NNPDF is a recipient of funds raised by Tomorrow’s Hope, the Jefferson-based non-profit organization that works to strengthen and enhance health care through research, education and support, particularly for those with life-limiting illnesses.

In addition to its work within the United States, the NNPDF provides support to the Canadian Chapter of the NNPDF, and collaborates with international Niemann-Pick Disease organizations.

The NNPDF also provides education, referrals and advocacy to a broad international audience via its Web site at www.nnpdf.org .  
In conjunction with October NPD Awareness Month, the NNPDF is conducting its first nationwide online auction fundraiser.  A variety of auction items, including trips, jewelry, sports memorabilia and more are available for bidding at www.nnpdf.cmarket.com.   

For more information about the National Niemann-Pick Disease Foundation, visit www.nnpdf.org or contact the NNPDF by telephone at 920-563-0930 or by email at nnpdf@nnpdf.org .
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