
November 30, 2016 

Dear Family and Friends, 

A “holiday letter” is supposed to be cheerful, right? That’s going to be difficult to do here, and not just 
because of our bizarre election season.  A quick update on the family, then on to the hard stuff:  Amy’s still 
retired and Brian is still not. But he’s thinking about it, a lot. A milestone arrives in April 2017, when his WW1 
America exhibit opens at the History Center, and then we’ll see from there.  Brian was back in Houston a few 
weeks ago to help celebrate his mom’s 93rd birthday.  Colin got a new job a few months ago in downtown 
Minneapolis in “digital asset management.”  Delia, soon to be 29, is working and living in the DC suburbs of 
Virginia with her boyfriend, Chris. They are both visiting here in St. Paul for Thanksgiving, and all is well.  
Who knows? Maybe they’ll move back here.   

As you probably know if you’ve been getting these annual letters for a while, we are part of a worldwide 
family of families affected by a deadly genetic disease, Fanconi anemia (FA) which leads to bone-marrow 
failure, leukemia, and cancers of the head, neck, and other organs at an unusually young age.  We don’t use 
the word “family” casually:  we feel so strongly connected to so many people who are dealing with--and 
fighting--this disease.  We lose FA family members every year, many of them very young children.  But this 
past year, we lost two of our most powerful and long-time survivors, Amy Frohnmayer Winn (age 29) and 
Christopher Byrd (age 34).  Amy was the last surviving daughter of the founders of our Fanconi Anemia 
Research Fund (FARF), the organization that has, just since 1989, brought about quantum leaps in 
understanding and treating this disease.  She died in October of leukemia.  As for Chris, he was one of the 
great success stories: an early survivor of bone-marrow transplant who went on to college and law school, 
and a career in environmental law.  Chris died in September of head-and-neck cancer.  Both Amy and Chris 
were FARF board members (which Brian also serves on), as well as close friends of Delia, as she mentions on 
the back of this letter.  

When Delia was diagnosed at age 11, she was not expected to survive long enough to finish high school. But 
she did, and her survival owes a lot to the Fund.  She made it through bone marrow transplant in 2009, but 
like everyone else with FA who makes it to adulthood, she faces a staggeringly increased risk of developing 
cancer in the next few years.  Preventing and treating this complication is now the first priority of our Fund--
helped in part by an extraordinary gift of $10 million dollars over the next ten years from Phil Knight, 
founder of Nike, in honor of David Frohnmayer, co-founder of our Fund.  And it is our Fund, since we families 
raise almost all of the money—nearly $2 million this year alone.  In this past year, we’ve awarded more than 
$1.9 million in new research grants. Some truly astounding progress is being made--development of drugs to 
reduce DNA damage and tumor formation; drugs to stimulate the body’s immune response to cancer; and 
cutting-edge research in the elusive goal of gene therapy and gene editing.  FARF has been called “the single 
most effective rare-disease organization in the world today” (Dr. Alan D’Andrea, Dana Farber Cancer 
Institute).  Ironically, amidst all of the grief over the losses we’ve suffered this year, there is probably more 
hope and optimism about making real, substantive progress in the actual treatment of FA than there has 
ever been.   

Our Fund uses its resources responsibly.  We don’t spend your donations on pink ribbons or high salaries. 
More than 84 percent of the funds raised directly supports research and programs—a record that earns the 
Fund an “Exceptional” rating (★★★★) from Charity Navigator.  Please consider a donation of any amount. 
We promise you: every single dollar makes a huge difference. 

We hope all of you are enjoying this holiday season (in spite of everything), and that 2017 brings more peace 
to the world.   

Love to all,  
Amy Levine & Brian Horrigan 
1068 Lincoln Avenue, St. Paul MN 55105 
jbrianhorrigan@gmail.com 
amyklevinemn@gmail.com  
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Dear Friends:  
 

Every year is a hard one for our Fanconi Anemia family, this 
year even harder than the last.  Losing my closer FA friends 
Chris and Amy hit me especially hard.  

As tragic as the losses in our FAmily are, we try to stick with 
and support each other through it all. It’s one reason why we 
are so strong and have been together so long.  In addition to 
the deaths each year, there are other concerns I have, such as 
my many friends who are taking on and continuing new battles 
with FA. While I again attempt to move forward with life, 
attempting to stay strong for myself as well as others is hard. 
The reality of life with this disease is terrifying.   

Something on my mind every day is the growing population of 
FA adults (my friends) who are succumbing to these horrible cancers.  While nobody’s life is guaranteed for 
tomorrow, the FA population has to be much more careful and watch out for a multitude of problems like 
cancers and other life-threatening illnesses.    

Thank you to all our friends and family who have been so supportive. Your continued well wishes, thoughtful 
cards, and donations to the Fanconi Anemia Research Fund are appreciated more than you will ever know.   

Delia 

deliaclareLH@yahoo.com 

 

Checks payable to the Fanconi Anemia Research Fund may be sent in 
the enclosed envelope, or to 1801 Willamette Street, Suite 200, Eugene 
OR 97401. Online donations can be made at www.fanconi.org. Click on 
the red ‘Donate’ heart and designate Delia Levine-Horrigan. Some 
donors welcome the tax advantage of gifts of appreciated stock. If you 
wish to donate stock you have held for at least one year, please 
contact Tom Griffin, RBC Wealth Management, at 1-800-547-4006. 
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