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National Niemann-Pick Disease Foundation Co-Hosts 
First International Meeting of Non-Profit 
Niemann-Pick Disease Organizations

Meeting Marks Advance in Global Collaboration to Fight NPD
Fort Atkinson, WI (November 18, 2009) – The National Niemann-Pick Disease Foundation (NNPDF), based in Fort Atkinson, co-hosted the First International Meeting of Niemann-Pick Disease Non-Profit Organizations held in Scotland last month.  The meeting was jointly organized and sponsored by the NNPDF and the Niemann-Pick Disease Group (UK).  
Ten NPD advocacy groups from around the world were in attendance, with a focus on enhancing communication and collaboration among organizations supporting those with NPD around the world.  The meeting allowed participants to explore ways to share information and to speed up progress in care and the understanding of Niemann-Pick Disease. 

Such global collaboration helps maximize efforts and avoid duplication of work in good stewardship of hard-earned resources.  This International Meeting marked an important advance in worldwide cooperation in the fight against NPD. 

Representatives of the NNPDF in attendance included Barbara Vorpahl, Fort Atkinson, NNPDF Board Chair, and Nadine Hill, Jefferson, NNPDF Director of Family Services.  
Niemann-Pick Disease is a rare, genetic, terminal illness.  It 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.   Stacey Vorpahl, daughter of Vorpahl and her husband Gary, died of Niemann-Pick Disease Type C in October of 2004, at the age of 19. 

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.  
In addition to its work within the United States, the NNPDF provides support to the Canadian Chapter of the NNPDF.  The NNPDF also provides education, referrals and advocacy to a broad international audience via its Web site at www.nnpdf.org .  
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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