
House Leadership Blocks Awareness Resolution for Dying Children 
Re: The National DIPG Awareness Resolution, H. Res. 114 
Dipg advocacy group’s most recent press release:  bit.ly/114-fin20pr 
 
To Members of the Press, Local and National: 
 
I’m using this currently for Liam Salmon and his family at Ronald McDonald House in 
Sacramento; they are about to go back up home to Anderson on Satruday Dec. 19, hoping to 
get some members to visit us to learn more on Friday the 18th in the afternoon. The family is 
pictured below, and also is Arianna, another California child who just died last Saturday of 
DIPG.  This story may be used for any local across the US. 
 
The National DIPG Awareness Resolution has been introduced three times [Press Summary: 
bit.ly/summ-114] in an attempt to draw attention to an urgent, unmet need in our society today. 
Most do not realize the prevalence or deadly nature of brain tumors in children, nor the fact that 
childhood cancer research is horrifically under-funded, even by our own federal government. 
DIPG is the 2nd most common brain tumor in children and is responsible for the majority of 
pediatric brain tumor deaths annually; so, relatively speaking, it is responsible on its own for a 
significant portion of the annual childhood cancer death toll. It’s one of the most prolific killers of 
our children yet it is largely unknown--out of sight, out of mind.  There has been no change in 
standard treatment or outcomes since Neil Armstrong’s daughter Karen died of it in 1962, yet 
we put men on the moon in 1969--a strong testament to national resolve. 
 
Hence the resolution has been our childhood cancer community’s “moonshot4kids”; our 
toughest issue has not been getting the information to the Members of Congress through staff, 
though that has had its challenges due to our small group of advocates fighting for the bill, 
taking stories from our bereaved community and parents fighting for their children’s lives to 
Capitol Hill.  No, it’s been the new House Leadership.  Despite staff’s allusions to having more 
power to help as majority when they were in the minority, now in the majority they will not 
consider this resolution with respect to the current legislative protocol for exceptions. 
“Commemorative’ resolutions were restricted in the 1990s in the House of Representatives due 
to excessive overuse in the 1990s. The only other exception made was for Patriots’ Day in 
2016, and the same protocol used for that exception exists today.  But House Leadership 
doesn’t want to consider these children facing a horrifically cruel death as exceptional.  There is 
nowhere on earth you can take your child to save them from DIPG.  We discover that our 
children’s lives do not matter to the system in place; they don’t represent a “significant 
investment incentive,” although  now, unlike the 1960s, we have the technology to save them if 
only there were sufficient awareness to the urgency of their need for help.  The current protocol 
states that:  “A resolution of bereavement, or condemnation, or which calls on others to take a 
particular action, is eligible to be scheduled for consideration.”  They won’t even give it 
consideration--which is all we’re asking. 
 
We are imploring you, Members of the Press, to witness the fact that our fledgling group of 
bereaved parents has finally gotten, after 5 years and nearly 2000 more children gone to DIPG 

http://bit.ly/114-fin20pr
https://www.majorityleader.gov/content/116th-congress-legislative-protocols


in our country alone, a near House Majority signed onto the bill, but because the lead sponsor, 
as we recently discovered, has never intended to fight for these children as a worthy case for 
needing an awareness day to attract urgently needed resources attention, and to speed a cure, 
we are literally being blocked at the last moment.  Over the summer we tried to get a support 
letter going--agreed to by many members of congress but it had to be championed by the lead 
sponsor who would not do it.  The original author, Steve Knight of CA 25, of course felt that kids 
with the deadliest cancer known to mankind were worthy of the attention.  But Jackie Speier 
re-introduced it when he did not return.  We were grateful to her for the introduction-- but did not 
realize she had no intention for the bill to succeed.  In fact, new signatures have been 
suppressed for the past several months by her staff, if you can imagine such a thing. 
 
California was the first state to have a DIPG awareness Resolution in 2014.  Because of the 
partnership of other foundations across the country, the National bill H. Res. 114, along with 
language which reveals important facts about dipg, pediatric brain cancer, and the lack of 
adequate funding for childhood cancer in general, it designates May 17--a day that now 34 
states recognize--as a National Awareness Day to attract resources and educate on pediatric 
brain cancer--many types of which do have solutions but are often discovered too late or at 
autopsy because of insufficient public awareness as to the prevalence of childhood brain tumors 
and signs and symptoms. 
 
We only have two more weeks before this bill goes away and we are praying to get a majority of 
signatures before the end of the Session.  We just need 8 more, and for the suspension of rules 
process, this bill absolutely should qualify for consideration at the very least even being close to 
218.  But Nancy Pelosi, the so-called voice of the voiceless and champion for children--could 
never be so described considering these children facing a cruel and horrific death.  She would 
let them just die before thinking they were worthy of this bill’s passing--despite the enormous 
support from Members of Congress.  We need more public awareness of this struggle for 
bereaved parents, and for those who are desperate to keep their children alive, right now.  We 
are hopeful for your coverage of this story to help us achieve our goal of getting this “little bill 
that could” to pass.  Thank you. 
 
Janet Demeter, DIPG Advocacy Group, Jack’s Angels Foundation 
661-977-3125 office, 818-400-2724  mobile 
jacksangels1@gmail.com 
www.dipgadvocacy.org 
 
Whoever sends you this message is a vital resource as well--most all of us are parents who 
have lost children to DIPG.  You may call on me but you absolutely may trust the referring party 
with local and national news. 
DIPG Advocacy Group Letter to House Leadership may be accessed here:  http://bit.ly/hl-114 
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