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Advocate In-District Meetings Continue 
  

 

We are so grateful to all of our Head to the Hill 2020 participants who signed up to 
attend virtual in-district meetings with their members of Congress this fall. To date, we 
have held 30 meetings, with approximately 48 in the process of being scheduled. In 
total, we expect advocates to participate in more than 78 meetings in 28 states. You are 
truly making a difference! 
 

It’s been an honor to participate in and/or get your feedback from these meetings, hear 
your stories, and see the impact your advocacy has on your elected officials and their 
staff. If you have already participated in a meeting, please share your experience 
through our feedback form. Your feedback is important to help us understand how your 
member of Congress feels about medical research funding so that we can follow up 
appropriately.  
 

http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHOcZ9E2wnURFqGa-2BZwK-2BJVW-2Bna49GorRgwZjf3idEjJ6MKMLhkWmvX-2Bz533BOek8pQ-3D-3DEPGZ_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLoGY2Y-2BLnJLoFZTRPClU46aaBPltw5jRmb33JDgf64lL4DRnb17Kb8JiT6eOBG4wTMUmKpWbUUj-2FkjI7A5vikVIITopMTih0Q-2FMTxEW6Ewd1t-2BJrcrGTK1pBrmFndxJ50cg8PVS7qw9GK3Y9Qe6j8J9g-3D-3D


Our advocates are building relationships with Congressional staff which will help them 
to advocate more effectively in the future. We look forward to more successful meetings 
in the coming weeks!  

 

 

Creating Hope Reauthorization Act  
  

Last month, we asked you to take action to ask Congress to extend the 

pediatric rare disease priority voucher review program created under the 
Creating Hope Act. Priority review vouchers are an incentive for 
biopharmaceutical companies to develop drugs for rare pediatric diseases, 

including brain tumors. The goal of these vouchers is to develop new 
treatment options specifically for rare diseases in children. 
  

The program has already been extremely successful. Since 2014, when the 
first voucher was issued, 22 new drugs for rare diseases in kids have been 

approved, including two drugs for childhood cancers. 
  

We are pleased to report the program was reauthorized before the original 
sunset date of September 30, 2020. The House of Representatives passed 
the Creating Hope Reauthorization Act and extended the pediatric voucher 

program for four years, while the Senate passed a continuing resolution to 
fund the US government, which included a short term reauthorization of the 
pediatric voucher program.  

http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHIAj3b57TuOhavc5jISt-2FRtoP5vTo7EtKGtq0tKP0RgwC-2FrIOOPjRVj3aYr2fsKi4cWz9EHeMolYOlYo-2BAcWLvHrozY0Wc2o1Uc1w1-2BN-2FBsuVXoEDc0LfRTroHzXnL5U33Iv21At83i-2Fe3FBM3Q8ZjRt7HzEUb3RXgFgu8T-2FqQxmg8cXmw9mV8YpbxGKh-2FFMUmL0kopsF6-2Fu8-2Fhvdsz9LaMrRa-2BwytdjVfIrUojJLNIdVsD-2BBQXpqnU6ZlUFuVkmOA-3D-3DzStq_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLov8SO9abC73lNZk57TI9kV-2FusStL-2F4WvB1VdHy-2BsSrceX0-2FLe7etRxlFYB7OYy7Fe8L56FcXRkky3vQNWluVjE9ZzXzOVgN0W3AqTcbe49oCnor57P7Uc75c5LWSA3Fr03yoEm4ZgNs-2FteoZgkwHV7w-3D-3D
http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHHzF-2FrH1QvMfkOhm974KZ4gBjhozGgYY6SQkACc61TJ-2F-2BlrPwZ-2FY9qsliML-2F1KmPmVbcMon2xYT6XG7YCiRZo0CPX-2F9A-2Br8h-2B21QDC7gtOrwmWLRFDXr-2BHt12Mf-2Fqj7d1VeWWEw-2BgT-2FSok-2FRu75Z4AX04JjvVx2BkqqCfSDiSuN8J_Yz_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLo0mT3rSeOk3k4kcUuA1qulgIABnzG9Od-2F-2Bbnn6tlC0Sjl3u-2BNhBdrbvf-2F7pejqeSw16uCRebS5SRzXm4DAlx-2BZxrWbYOPrxGbo6nIRUmpa-2B-2B9v7qPVSz4Fs4XwsoK8M7jK0NiJJcdUcT25-2FkFtONlag-3D-3D
http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHHzF-2FrH1QvMfkOhm974KZ4gBjhozGgYY6SQkACc61TJ-2F-2BlrPwZ-2FY9qsliML-2F1KmPmVbcMon2xYT6XG7YCiRZo0CPX-2F9A-2Br8h-2B21QDC7gtOrwmWLRFDXr-2BHt12Mf-2Fqj7d1VeWWEw-2BgT-2FSok-2FRu75Z4AX04JjvVx2BkqqCfSDiSuN8J_Yz_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLo0mT3rSeOk3k4kcUuA1qulgIABnzG9Od-2F-2Bbnn6tlC0Sjl3u-2BNhBdrbvf-2F7pejqeSw16uCRebS5SRzXm4DAlx-2BZxrWbYOPrxGbo6nIRUmpa-2B-2B9v7qPVSz4Fs4XwsoK8M7jK0NiJJcdUcT25-2FkFtONlag-3D-3D


 

While we will need to work with the Senate to make sure they pass the 
Creating Hope Reauthorization Act by the new expiration date, December 
11, 2020, to reauthorize the pediatric voucher program for a longer period, 

we are pleased with the progress that’s been made and are grateful for your 
advocacy. Stay tuned for more chances to take action in the coming 
months.  

 

Fiscal Year 2021 Appropriations Update 

A stopgap spending bill was passed by Congress and signed by the President 
at the end of September which extends current government funding levels 
until December 11, 2020. Called a continuing resolution, or CR, this bill 

allows the government to continue operating, even though a new budget 
was not put in place by the beginning of the new fiscal year on October 1.  
  

Congress will now have about two months to either finalize a Fiscal Year 
2021 appropriations package, or pass another continuing resolution to 

continue current spending levels into 2021, potentially until after the new 
Congress begins. As you know, we advocate annually for an increase in 
medical research funding, and therefore support a full Fiscal Year 2021 

budget passing as soon as possible. We will continue to advocate with 
Congress. 
 

 
 
 

 



 

Project HOPE: A CCAM Webinar 

  

Project HOPE (High-Grade Glioma-Omics in Pediatric and Adolescent and 
Young Adult Cancer), is a transformative research project optimizing single-
cell sequencing to learn more about tumor growth and progression. The 

project is funded by the National Cancer Institute (NCI), following the direct 
advocacy from NBTS and coalition partners like the Pediatric Brain Tumor 
Foundation.  
  

During Childhood Cancer Awareness Month (CCAM), NBTS sponsored a 

webinar to update the community on this exciting project. During this 
webinar, Dr. Mariella Filbin, Co-Director, Pediatric Neuro-Oncology 
Program,  Dana-Farber Boston Children's Cancer and Blood Disorder Center; 

Dr. W.K. Alfred Yung, Professor, Department of Neuro-Oncology, UT MD 
Anderson Cancer Center; and David Arons, CEO of NBTS, shared key details 
about this initiative and how it impacts the brain tumor community. 

WATCH NOW  

 

2020 Childhood Cancer Summit 
  

 

http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHJbYLZxHpD-2BnC4vpv-2B8PMohzlgXblgYModCRIi7MXmdE_Xkh_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLo5tEAXmb5hjJfiBKaRSFpsYD-2FN1AEqnosdxYHYAxhATyJWoyDBzi2avfp9R0-2FG725ByxtYg6NNE-2BJJModcid0w8HXoJx2e4z7rGZTo1zdSbJb5ozUPwthieA5wLnDOIEBjfmhYPvOlYCQpX8gv5nHRw-3D-3D
http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHJbYLZxHpD-2BnC4vpv-2B8PMohzlgXblgYModCRIi7MXmdE_Xkh_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLo5tEAXmb5hjJfiBKaRSFpsYD-2FN1AEqnosdxYHYAxhATyJWoyDBzi2avfp9R0-2FG725ByxtYg6NNE-2BJJModcid0w8HXoJx2e4z7rGZTo1zdSbJb5ozUPwthieA5wLnDOIEBjfmhYPvOlYCQpX8gv5nHRw-3D-3D
http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHJbYLZxHpD-2BnC4vpv-2B8PMohzlgXblgYModCRIi7MXmdEUlML_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLoCbXLNlViFVfLxKy43J6TDwMPioXm6A-2FBdxkmiF6kxkOZKus4-2B0LHPhgT4HfspCkRAhYTlp0d-2FrV-2FyFBJfsABPdOGyhiQ8UCH3NW8PfozkIRlbYyPkgD9sa-2FR2rgBZ48if7yk34hWj28c-2BBCXqLxexw-3D-3D


Each September during Childhood Cancer Awareness Month (CCAM), the 
Congressional Childhood Cancer Caucus hosts a summit to raise awareness 

about pediatric cancer and reflect on the progress made each year, including 
live-saving new research and treatments. Normally held on Capitol Hill, the 
Summit was virtual in 2020, allowing advocates across the country to 

participate and learn more.  
  
Click here to watch the 11th Annual Childhood Cancer Summit and hear 

from the leaders of the Congressional Childhood Cancer Caucus, which 
includes Representatives Michael McCaul (TX-10), G.K. Butterfield (NC-01), 
Jackie Speier (CA-14), and Mike Kelly (PA-16). 

WATCH NOW  

 

Medical Grade Masks Available 

 

Thanks to a donation from Karyopharm Therapeutics, free medical grade 
masks are available for our brain tumor community. If you would like to 
receive a shipment of masks, please contact Rachael Kittleson 

at patientnavigator@braintumor.org.  

REQUEST MASKS  

 

Meditation Mondays and  

Brain Tumor Support Conversations 

  
 

Mental health and well-being has never been more important for our 
patients and their caregivers. NBTS is pleased to offer Meditation 

Mondaysand Brain Tumor Support Conversations to provide support and an 
opportunity to connect with members of our community. Meditation Mondays 
are held the second Monday of each month. Our next session is November 

9th at 7pm/EST. You can also view previous sessions that were recorded 

http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHFzahNHiS53Qf2WZi5zthrn9CY20QbB4Fd5Fyb6gq-2BSpoS4-_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLoAHAorXL0LbPB0IyOX5TYDbWkDMLoCCAuZsX7FFoc0-2FnamkSqY6LWQSeE7fWH5BgP-2BFuJVtLsGpkOkrjN89XpMBuAkeTx2-2Fyqw2k90zvGbBORc2wkE3BMEdvKJghPdlFDd8cmZ-2BcbjWy9g5EefV5S-2FQ-3D-3D
http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHFzahNHiS53Qf2WZi5zthrn9CY20QbB4Fd5Fyb6gq-2BSpiURt_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLokTtRATQoOd-2BIl0-2FPjlKCCVprWJFcGMsdUcWZeeVorB7TVhaEmhR2ZcTtmoAeDv6Yk-2FdAWlBUbOxH7pEmeXOacOHs78HT588wQt4GPKoNu3O6-2F3GGza0FSm4FUEUVDkAByPHNhG0mfvzZwW7emaFP7w-3D-3D
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http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHAWwgbAcP5JG4QO9JFYesoe5Dj8QOrl1oS5xLCFNI-2F1yV4a0FXoePTEK4GRL8sq11KmWdXfLhdnkKQJNseISBOs-3D6GHN_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLoBLHYQnBfok8BjsleH2-2FLiAOmpdJB1jFfB2nkaPs7ff6I2fZY81-2B-2Ba3QwnP0JWVejbsK8NwAWAwJOJKnEAf10IECTg83bRihs-2FT2AS3HlKcy5Stfjp4JO8x3Y6dvkNSCD1Ox36LesLigGRwRyiH9y1A-3D-3D
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http://braintumor.linksto.net/ls/click?upn=UWz0cL3rF6-2BHtDSXkTFSHAWwgbAcP5JG4QO9JFYesoe5Dj8QOrl1oS5xLCFNI-2F1yV4a0FXoePTEK4GRL8sq11KmWdXfLhdnkKQJNseISBOs-3DBX0f_MmnslsuPlEAzDiHpV3Q2RnG8CwK0ug-2Bm-2FEDLVprfmWjqHuBUZ4N6N-2FX-2BsZFmia3vbsV8x6hEMqAJSSWu7vRaO7HAlBB-2Fp-2BnnpGVSvl6AWkAirMSFC08X0AQ0DT9MU6lz-2Fb6AjbPx2hK7-2FmFZU-2BN2EyRhoAGg9Ft1aOKOyTvUC0r8yV-2F46I-2FFiB72x8cbZlLoGkZy6KFfqsO673Ov0t7UqzFMJozhNrGZ-2Fj1ApZlz1jZiAK-2FthMtH8mOBlSqmSvwCYG334HjCcVMFmRUYFzwgamkVey5oRrqKo8J7t8whh1trwczA0HoajFbCSZnU-2FLDwWReaBiM9EZsZ2T34kUvXJA-3D-3D


anytime throughout the month. Brain Tumor Support Conversations are 
offered on the third Sunday of each month. Our next session is October 19th 

at 7pm/EST. We hope you will join us! 
 

QUESTIONS?  

CONTACT US  

National Brain Tumor Society unrelentingly invests in, mobilizes, and unites our community to 

discover a cure, deliver effective treatments, and advocate for patients and care partners. Our 

vision is to conquer and cure brain tumors - once and for all. 

Was this e-mail forwarded to you? Subscribe today. 

55 Chapel Street, Suite 200, Newton, MA 02458 

617.924.9997 | Contact Us | www.braintumor.org | Donate 

© National Brain Tumor Society - All Rights Reserved. Unsubscribe 
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