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Insurance and Financial Support

• Information on insurance basics, financial 
support, help paying bills, coverage for 
whole body MRI, and insurance appeals

• Downloadable PDF of Insurance Guide:
• https://www.lfsassociation.org/wp-

content/uploads/2024/01/LFSA-Insurance-
Info-Sheet.pdf

• Downloadable wbMRI coverage worksheet 
(to help determine coverage with insurance 
company):
• https://www.lfsassociation.org/wp-

content/uploads/2024/01/LFSA-wbMRI-
Worksheet.pdf

• Health insurance appeals templates for 
peer-to-peer appeals for adults and peds
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Provider Resources
• LFS Fact Sheet for Medical Providers

• https://www.lfsassociation.org/wp-
content/uploads/2026/05/LFS-Fact-Sheet-for-
Medical-Providers-2026.pdf 

• LFS Fact Sheet for Mental Health Providers
• https://www.lfsassociation.org/wp-

content/uploads/2024/01/Quick-Reference-
Resource-for-Mental-Health-Providers.pdf

• LFS Fact Sheet
• https://www.lfsassociation.org/wp-

content/uploads/2026/05/LFSA-2-Page-Fact-
Sheet-2026.pdf

• Genetic Testing Fact Sheet
• https://www.lfsassociation.org/wp-

content/uploads/2026/05/LFSA-Genetic-
Testing-Fact-Sheet-2026.pdf

• “LFS and Living my Best” Childrens’ Book
• https://www.lfsassociation.org/wp-

content/uploads/2024/01/LFS-
Living_My_Best_cs.pdf

• Brochures for your clinics, AYA flyers, FAQ 
documents, and more!
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My Story…



November 2010: First Li-Fraumeni 
Syndrome Conference at the 
National Institute of Health in 
Washington DC. 

December 2010: Officially formed 
the LFS Association and selected 
inaugural Board of Directors.

Frederick Li & Joseph Fraumeni, 1991

Hotel registration to 
begin sometime this 
month and then event  
registration soon after!



Medical Scientific Advisory Board
Genetic Counseling Advisory Group
Project driven with key prioritized goals
Team oriented 

PsychoSocial Advisory Group – coming soon! 



International Chapters…
Critical that we connect our entire community across the 
globe – we are in different areas in the world, but we are one 
family with shared goals.

We will reach our goal faster the more effectively we can work 
together!  All of our patients around the world need to know 
they are not alone and get the education and support they 
need.
Power in numbers!

Our newest chapter just formed 2 weeks ago – China!
We now have 14 chapters.



Youth Program…the next generation

We have hosted 5 Youth Workshops:
2017 – Salt Lake City, Utah, Huntsman Cancer Institute 

2019 – Boston, Massachusetts, Daner Farber Cancer Institute
2020 – Virtual

2023 – New York City, New York, Memorial Sloan Kettering
2025 – Boston, Massachusetts, Dana Farber Cancer Institute

August 2027 – Location to be announced by the end of the year!  

Elijah poster.jpg



Research… It is critical we support 
research!  
We fundraise for 
research and have a 
research grant program 
that awards research 
grants to priorities that 
are identified by our 
MSAB. 





Your voice matters..



San Diego, CA







Fundraising… Education & awareness…



Coming this fall – register now!



Marathon 
Team
Jake heading up an 
incredible run at the 2026 
Boston Marathon…the first 
of many to come with 
hopefully more to join the 
team!



Family meetings!
We support centers who care and treat 
our LFS community.

It is critical to educate and support 
both he professionals and patients.
If you would like to host a family 
meeting, please email me at:

Jperry@LFSAssociation.org

We can guide, help and cheer you on!

mailto:Jperry@LFSAssociation.org


Social Media…
Instagram: https://www.instagram.com/lfsassociation/
LinkedIn: https://www.linkedin.com/company/lfsa-li-fraumeni-syndrome-association/
Facebook: https://www.facebook.com/lfsassociation
X:  https://twitter.com/lfsassociation
FB voices: https://www.facebook.com/groups/573233369849062
Jenn’s blog: https://www.lfsassociation.org/hope-in-action/lfsa-at-the-su2c-summit/
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Silver linings and hope…

Please sign up today as a member!  
This is very critical so you can see 
updates, research, events, and so 
much more!



Thank you!

Jperry@LFSAssociation.org
What’s App & 413-537-3141

mailto:Jperry@LFSAssociation.org
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