
May 17,  2021

To the Honorable Representatives supporting Childhood Brain Cancer Awareness as
Original Cosponsors of the DIPG Awareness Resolution in the 117th Congress:

DIPG Advocacy Group and its Affiliates would like to thank and congratulate you for supporting the DIPG Awareness 
Resolution in the 117th Congress, its 4th introduction.  We deeply appreciate your leadership on this issue as most do not 
realize in 2021 that brain tumors lead in childhood cancer incidence, and childhood cancer deaths, and that brain and CNS 
(central nervous system) tumors are the leading cause of disease-related death in children in the United States. 

DIPG, diffuse intrinsic pontine glioma, serves as a powerful ambassador for childhood brain cancer in this resolution. It is 
the second most common type of brain tumor in children and is the #1 cause of childhood brain cancer deaths annually. The 
deaths are as tragic as they are torturous; we maintain that our children and their families deserve better than to hear that 
there are no solutions for them because they don’t represent an adequate investment incentive for pharmaceutical interests.  
We hope to further spotlight this issue which is not exclusive to DIPG, reflecting this same difficulty for children with cancer
and other deadly disease.  Out of sight and out of mind, these children continue to suffer terribly with toxic, and sometimes
outdated modalities, or phase I experiments—if they are lucky.  We are here to be a voice for them, that we ought to 
prioritize our children, the vulnerable, and the dying for a more appropriate measure of research funding into cures with 
respect to the urgency of their need.

The May 17th Awareness Day is crucial with the power to attract a cure more quickly for those afflicted with DIPG, a literal 
death sentence, by alerting the greater public and the global powers-that-be.  There has been no change in standard DIPG 
treatment protocol or terminal prognosis since Neil Armstrong’s precious 2-year-old daughter died of it in 1962.  Equally
important is the fact that we could save lives today were more clinicians, care-givers and parents more aware of the subset of 
neurological symptoms which are typical of most childhood brain tumors.

After the 116th Congress closed with nearly half of the House Membership signed onto the resolution, our gratitude for your 
continued support for these children cannot be adequately expressed as House Leadership has not considered the magnitude 
of this tragedy in American life.  The rule restricting floor-time for commemorative resolutions was enacted in the 1990s due 
to excessive overuse at the time; there is indeed an exception protocol for matters of bereavement and urgency, but this 
resolution has never, to date, been given this consideration. We pray for your continued support as we attempt to set a 
precedent for these children during this session of Congress, that they might be afforded that consideration at the very least.

Recognition and awareness is crucial to accelerating cures for our children.  On behalf of the thousands of American families
who have witnessed the death of a beloved child afflicted with DIPG in all helplessness to save them, we thank you for this 
opportunity to raise awareness to the urgency of their need for help, and the preciousness of their lives.  
In gratitude we will remain,

Respectfully yours, 

Janet Demeter, Founder
Elizabeth Psar, Co-Founder
Paul Miller, Childhood Cancer Advocate
Katherine Bader, Director of Community Outreach
Contact:  admin@dipgadvocacy.org
818-400-2724 
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