
Speaker of the House of Representatives 

Congressman John Boehner 

Rayburn House Office Building 2242 

Washington DC, 20515 

 

September 21, 2015 

 

To the Honorable Speaker of the House John Boehner, 

 

I am writing to you as an advocate for children with cancer, specifically brain cancer—the leading cause of cancer-

related death in children.  I’m President of Jack’s Angels Foundation (Santa Clarita, CA) for awareness, support, and 

research for DIPG, aka diffuse intrinsic pontine glioma, a brainstem tumor responsible for roughly 80% of annual 

pediatric brain tumor deaths in the US.  This tumor is not a newcomer to the cancer/medical communities.  It is the 

“great embarrassment” in that there has been no progress in its 0% survival rate in decades of clinical record, regular 

frequency of incidence—about 12% of pediatric brain tumors, and 10% central nervous system tumors—and is 

considered one of the more common varieties.  However, as with almost every childhood cancer, it is marginalized as 

rare and thus receives inadequate research funding and attention.   

Most of the high-profile cases of terminal pediatric cancer on the news this year have been DIPG, but you would never 

know it; it is not said.  Progress with research funding will not change without awareness and public demand.  We are 

promoting the idea of a National Day for DIPG, both to honor the incredibly brave and heroic young children (such as 

Lauren Hill, AJ Peterson and Gabriella Miller) who face death and sacrifice themselves to research for future cases, and 

to raise awareness for the urgent need for research for our most vulnerable citizens:  our children.  The public is 

expressing outrage at the mere 4% of our National Budget (NCI) being targeted for pediatric cancer as a whole, and the 

bleak and devastating experience of DIPG exemplifies this inequity:  parents are told there are no available therapies for 

their child, after decades, because the “numbers” aren’t great enough for research investors—meaning DIPG’s 200-300 

per year frequency of incidence. 

Please read the attached letter to the President that is being circulated among other congressional leaders regarding a 

National Day for DIPG, and please consider supporting the Congressional Caucus for Childhood Cancer and the STAR Act.  

Our children with cancer, specifically brain cancer, need our immediate attention as a National Priority. 

Thank you so much for your time and consideration.  Congressman Steve Knight and his assistant Adam Brooks would be 

pleased to assist you in learning more about the STAR Act if you are not familiar with it, the National Day for DIPG, and 

how you can help.     

Respectfully yours, 

 
Janet Demeter 
Jack’s Angels Foundation 
32520 Wagon Wheel Rd. 
Santa Clarita, CA 91390 
818-400-2724 (mobile) 
Jacksangels1@gmail.com 
www.jacksangels.org 
@JacksAngels1 
 
Contact:  Representative Steve Knight (R-CA-25), 1023 Longworth HOB, 202-225-1956, adam.brooks@mail.house.gov . 
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