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In 2006, Kacy Wyman, a six-year old little girl from Bloomfield Hills, was diagnosed with the life threatening disease, cystinosis.  Cystinosis is a very rare metabolic disease that only affects approximately 500 individuals in the United States.  Without specific medical treatment all patients experience renal failure and ultimately early death.  Kacy is on an around the clock-24 hour challenging regime of medications that help her live a normal life with a bright future!   She will ultimately need a kidney transplant---- what she really needs is a cure for this abominable disease.  We are writing today asking for your help in finding a cure.





As you might imagine, rare orphan diseases like cystinosis do not receive big funding as more common diseases.  Rather, it is community organized fundraising events that provide the hope and funds for a cure. Fortunately the funding cystinosis does receive goes directly to research, not to the overhead of running a large non-profit organization. The Cystinosis Research Network is a volunteer 501©3 non-profit organization dedicated to supporting and advocating research, providing family assistance, and educating the public and medical communities about cystinosis. 


 


The neighborhood group, in which the Wyman family resides, is hosting its 2nd fund-raising event to support the Cystinosis Research Network.  The Summer Solstice Party will take place the evening of Friday June 19th at Wing Lake in Bloomfield Hills, Michigan.   The group is seeking donations in many areas:  silent auction items, goods to defer party costs and cash donations toward the ultimate fundraising goal.  We hope you can help them match or beat their 1st event’s fundraising amount of $57,000.00!!





Please feel free to contact Jen Wyman at 248-737-5134 � HYPERLINK "mailto:jwyman@comcast.net" ��jwyman@comcast.net� or Kelley Samberg at 248-865-9666  � HYPERLINK "mailto:kellsam@comcast.net" ��kellsam@comcast.net� should you have any questions or would like to contribute to this community event.





Thank you for your kind heart and generosity.
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