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	RESEARCH
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	CRF Awards $1,295,377 in Cystinosis Research Grants 
Following the spring call for proposals, CRF's Scientific Review Board recommended funding 6 cystinosis research grants in the United States and Canada.  View the complete list of grant awards on our website. http://www.natalieswish.org/Grants-Awarded 
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	CRF Announces the 2013 Fall Call for Research and Fellowship Proposals - Currently $1 million is available for cystinosis research and fellowship grants.  The application deadline is Friday, October 25, 2013.  Successful applicants will be notified by the end of January 2014.  To apply visit http://www.natalieswish.org/For-Researchers
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	RESEARCH UPDATES
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	Molecular Study of a Cystinosin Homologue and its Impact on Cystinosis and Cysteamine Therapy
Two-Year Study - Funded September 2012
Bruno Gasnier, PhD, Principal Investigator
Bruno André, PhD, Co-Principal Investigator
Université Paris Descartes, Paris, France 
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	PUBLISHED STUDIES
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	Is Genetic Rescue of Cystinosis an Achievable Treatment Goal? - Published July 16, 2013, Nephrology Dialysis Transplantation: Oxford University Journals by Dr. Stéphanie Cherqui, University of California, San Diego, La Jolla, California.
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	CRF FORE A CURE GOLF TOURNAMENT - Monday, October 28, 2013
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	We are grateful to our community business leaders for their dedication and support to help find a cure for cystinosis.  The tournament is sold-out of golf sponsorships but underwriting opportunities are still available and tickets can be purchased to attend the evening's festivities which include the cocktail reception, silent auction, awards dinner and special live auction.   Visit the website for details! 
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	JOIN CCIR TODAY AND BE PART OF THE CURE
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	CCIR is happy to announce its 2013 gift card campaign.  For a limited time only, CCIR will provide a $10 gift card or a $10 donation to a cystinosis charity (you may choose from organizations that are CCIR advocates) to those who create a new CCIR Account.  People who are already registered and have not updated their profile for more than one year are also eligible to receive the incentive if they bring their CCIR profile up to date.  Visit www.cystinosisregistry.org for details.
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	CYSTINOSIS FAMILIES UNITED FOR A CURE
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		Sunday, September 22, 2013
Port Elgin, Ontario, Canada - The First Annual Swing, Shoot & Live Golf Classic will be held at the Saugeen Golf Club in honor of Olivia Little and the Saugeen Shores Winterhawks.  The festivities include a day of golf, BBQ lunch, dinner and silent auction.  To participate contact Erin Little 519-832-5188 or Gord Lamont 519-832-2187.  Register at www.saugeengolf.com
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		Tuesday, October 1 - Thursday, October 10, 2013
Joshua's Journey of Hope On-Line Auction - The JJOH Foundation is hosting their third annual on-line auction fundraiser in honor of Joshua Clarke.  Last year items worth more than $35,000 were sold for less than 30% of the values.  What a deal!  Visit the bidding site and take advantage of a wide variety of activities and discounts and shop early for the holidays.
Log on at: www.biddingforgood.com/joshuasjourney
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		Saturday, November 2, 2013
The Third Annual Lots of Love for Landon Halloween Party hosted by Lauren and Jimmy Hartz, will be held at the Home Economics Building in South Park, Pennsylvania from 5:00 p.m. - 9:00 p.m.  The festivities include dinner, auction, door prizes, costume contest and entertainment.  For tickets or to make a donation visit http://www.cystinosisresearch.org/Donate-for-Landon
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		Saturday, November 9, 2013
Barstow/Stoddard Valley - The Second Annual Ride for a Cure, in honor of Bailey Dedio, will be held from 9:00 a.m. - 5:00 p.m. in the off-highway vehicle area of the Mojave Desert in Southern California.  Join in the fun-filled day of racing, entertainment, food and activities including a silent auction and opportunity drawings. Tickets for the ride are $40 to purchase or donate visit  www.cystinosisresearch.org/Donate-for-Bailey
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949-223-7610
cystinosisresearch.org
	The mission of the Cystinosis Research Foundation is to support bench and clinical research that is focused on developing better treatments and ultimately a cure for cystinosis.

Cystinosis is an "orphan" disease affecting approximately 500 people, mostly children, in the U.S. and 2,000 worldwide. 

Cystinosis is a metabolic disease that slowly and eventually destroys the organs in the body including the kidneys, liver, eyes, muscles and the brain. Although medication is available to control some of the symptoms, cystinosis remains incurable.
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