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The RUNX1 Research Program Quarterly Newsletter 

Dear Friends,


We are in the midst of our third annual joint grant program with Alex’s Lemonade Stand for 
Childhood Cancer (ALSF), and are grateful that our partnership with ALSF continues.  Final 
applications are in and being reviewed by our grant-advisory board, and we hope to announce the 

winners later this fall.  September is Childhood Cancer Awareness Month, 
and ALSF hosts the annual Million Mile, the largest childhood cancer 
awareness project to raise funds for childhood cancer research.  Follow this 
link to learn more about our partner’s effort, and please consider 
participating:  www.alexslemonade.org/campaign/the-million-mile-2018.  


This newsletter will highlight the progress of the RUNX1 FPD/AML Mutation 
Database Grant, talk a bit about our upcoming conference, and congratulate 
Dr. Nancy Speck, RUNX1 Research Program Scientific Advisor, on her receipt 
of a prestigious hematology award.  We will also mention some social media 
updates and close with what’s on the horizon. 


FPD/AML RUNX1 Mutation Database Progress 

In early 2018, we funded a one-year grant to Dr. Anna Brown and 
Professor Hamish Scott of the Centre for Cancer Biology at the 
University of South Australia and SA Pathology for the creation of an 
‘FPD/AML RUNX1 Mutation Database’.  The Database Project will 
aggregate existing RUNX1 patient mutation data, and employ 
genomics-analysis software developed at the Centre for Cancer 
Biology to create a custom-designed, data-sharing web portal for 
RUNX1 genomics data that will continue to grow with ongoing efforts.  
We are very excited about this project and the progress that has been 
made to-date.  Investigators around the world have been contributing 
data into the Database, and a number of the largest repositories of 
RUNX1 patient mutation information have already shared their raw 
data with the team in Australia.  


As the Nobel-prize winning physicist John Bardeen said:   

Science is a collaborative effort.  The combined results of several 
people working together is often much more effective than could be 
that of an individual scientist working alone. 

If you are an investigator with RUNX1 patient mutation data, and you have 
yet to contribute to the Database, we would really appreciate your participation.  The more patient 
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mutation examples included, the more meaningful the information will be for research purposes.  We 
hope to have the first summary of results presented at our November Conference.


Second Annual RUNX1 Research Program Scientific Meeting  

The RUNX1 Santa Barbara 2018 Meeting will take place in our own 
neighborhood, at the historic Four Seasons Biltmore estate in Santa Barbara.  
The Program and conference information can be found by visiting 
www.runx1.com/2018-conference.  World-class investigators from over all 
over the world will be presenting on a range of topics.  This year will feature a 
special session on clonal hematopoiesis.  Our Scientific Director, Dr. Nancy 
Speck, says of this session, ‘Clonal hematopoiesis is caused by a preferential 
expansion of a hematopoietic stem cell (HSC), which results in the HSC and 
its progeny contributing to a larger proportion of the bone marrow and blood 
than normal.  Clonal hematopoiesis is caused by the acquisition of mutations 
in HSCs that cause them to outcompete neighboring HSCs. The presence of 
clonal hematopoiesis in otherwise normal individuals elevates the risk of a 
subsequent leukemia.  Clonal hematopoiesis generally occurs in the elderly, 
but the process is accelerated, occurring at a much an earlier age, in FPD/
AML.  This is likely to be be an important mechanism underlying the 
increased risk of leukemia.’  


The conference will feature talks by several 
leaders in the field of clonal hematopoiesis, including Benjamin 
Ebert, an RRP-funded investigator and one of the scientists who 
first described the phenomenon in the normal population.  Other 
speakers, including James DeGregori and Grover Bagby, will 
discuss the role of inflammation in driving clonal hematopoiesis. 


The Donald Metcalf Lecture Award 

This past August, our own Dr. Nancy Speck received the prestigious 
Donald Metcalf Lecture Award at the 47th Annual Scientific Meeting 
of the International Society for Experimental Hematology (ISEH), 
held at UCLA.  The award was established in 1999 in honor of 
Professor Donald Metcalf, ‘the father of hematopoietic cytokines’, in 
recognition of his pioneering work on the control of blood cell 
formation.  It was evident to us that afternoon how respected and 
appreciated Dr. Speck is in the world of hematology, so thank you 
Dr. Speck for the commitment and contribution you make to our 
Foundation, never mind for the larger RUNX1 field.


Patients and Social Media 

We wanted to thank all of the patients who have reached out to us either via RareConnect, 
Facebook, or directly by email.  We really appreciate speaking with RUNX1 families and hearing 
your stories.  Although our stated objective is to find a pre-leukemic cure for those who carry a 
germline RUNX1 mutation, we are always striving to learn more about the disorder and how it 
affects patients to see how we can help advocate and find solutions to the problems you may face, 
either in daily life or clinical care management.  We encourage patients to engage with us over 
social media, or directly by email (tbabich@runx1.com and mbabich@runx1.com), and note that 
over the course of the next six months, we will be adding research article summaries and other 
helpful user content to our Facebook and RareConnect pages. 
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What’s Next 

We are eagerly awaiting the formal start-date to the NIH RUNX1 FPD Study in the fall, at which point 
we will begin spreading the word to patients and clinicians and sharing more specifics.  Over the 
past couple of months we have spoken to patients of different rare diseases taking part in their 
respective clinical trials and natural history studies, and we are heartened to hear of the progress 
their participation has meant for not only their disease fields, but also their personal medical 
journeys.  


With thanks,


Tim and Monica Babich
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