
NAO MEMBER SPOTLIGHT

What does your organization do? Who does it serve?
Our organization envisions a future in which people with 
Fanconi anemia live long, healthy lives. Our mission is to find 
better treatments and a cure for Fanconi anemia and to provide 
support services to affected families worldwide. The Fanconi 
Anemia Research Fund (FARF) is the world leader in advancing 
research for better treatments and a cure for Fanconi anemia 
(FA). Founded in 1989 by parents Lynn and David Frohnmayer, 
we have funded over $23 million in research grants. Before FARF 
was founded, children with FA rarely made it past the age of 
10. Now, there are people with FA living into their 30s, 40s, and 
beyond. 

What’s your organization’s most recent accomplishment 
you’d like to share? 
In late 2018, we held our 30th Scientific Symposium, an annual 
conference where around 400 researchers, clinicians, people 
with Fanconi anemia, families, and partners from industry come 
together to share updates in research and treatment protocols 
and to form new collaborations. At this conference, our co-
founder, Lynn Frohnmayer, outlined three decades of progress 
in understanding the disease and also shared FARF’s current 
and future efforts in gene therapy and editing, plus in cancer 
prevention, detection, and treatment. We also hosted the 
first ever “FARF Tank”, a contest where 10 young investigators 
each gave a five minute pitch to win a $10,000 grant for their 
innovative research idea. Two winners were selected, one by the 
audience and one by the judges. 

For more: https://www.fanconi.org/news/article/farf-co-
founder-speaks-at-30th-symposium 

How has being an NAO member helped you succeed  
in furthering your organization’s mission?
NAO has allowed us to share opportunities to strengthen 
our team, and we have also benefitted from participating in 
networking events shared by NAO.

Anything else you'd like to share?
Keep up the fantastic work! 

Special thanks to Sherri Van Ravenhorst,  
Communications Director, Fanconi Anemia Research Fund
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