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Community = HOPE 
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Community is a powerful source of hope!

First LCI Summit (2014)
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Community is a powerful source of hope!

First LCI Summit (2014)
Second LCI Summit (2018)
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And our community has been increasing

This is the power of community – LCI Summit (2024)
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There is science backing this

Study included:
• 142 people with cancer
• Tested whether social support, 

optimism, and resilience 
impacted quality of life

From: PMID:35356348
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There is science backing this

Study included:
• 142 people with cancer
• Tested whether social support, 

optimism, and resilience 
impacted quality of life

People who are more satisfied with the 
information and support they get from friends 

tend to have better overall health

From: PMID:35356348



© 2O25 LUNGEVITY FOUNDATION | CONFIDENTIAL | LUNGEVITY.ORG

“Online” 
Community = ?
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It started with a meeting of like-minded people

From left to right: Stuart Grief, Lisa Goldman, Tori Tomalia, Janet Freeman-Daily, Lysa Buonanno

Picture courtesy: Janet Freeman-Daily’s personal blog, Gray Connections
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It started with a meeting of like-minded people

They had a lot in common: 
1. They were seeking out community
2. Their lung cancers shared an oncogenic fusion – ROS1
3. Their lung cancers were relatively rare

Picture courtesy: Janet Freeman-Daily’s personal blog, Gray Connections



© 2O25 LUNGEVITY FOUNDATION | CONFIDENTIAL | LUNGEVITY.ORG

They founded a patient & caregiver group

From: https://www.theros1ders.org/about-the-ros1ders
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What about the proof?

From: PMID:33458808



© 2O23 LUNGEVITY FOUNDATION | CONFIDENTIAL | LUNGEVITY.ORG

Some lung cancers have targetable biomarkers

From: PMID: 34273294
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And there are patients groups supporting the community

First targeted 
therapy 

approval

Group 
formed

2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021 2024
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Community = 
Driver of AWARENESS 
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Th White Ribbon Project – Driving change

From: https://www.thewhiteribbonproject.org/origin-story
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Th White Ribbon Project – Driving change

From: https://www.thewhiteribbonproject.org/origin-story
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TWRP is increasing awareness

CHEST, or the American College of Chest Physicians, is a professional organization focused on advancing the 
prevention, diagnosis, and treatment of lung and chest diseases through education, research, philanthropy, and 
advocacy for chest medicine and patient care
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Community = 
Agent of CHANGE 
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An example of ROS1+ cancers

ROS1+ non-small 
cell lung cancer
- 1%-2% of the pie 
(rare) 
Studying it can get 
difficult
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What is a cancer model?

• Cancer models allow us to study cancer outside the human body. 
• To make these types of models, researchers need live cancer cells donated by patients. 
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ROS1ders Cancer Model Project
Patients

Families

Doctors

Nurses

Laboratory 
Scientists

Advocacy 
groups
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ROS1ders Cancer Model Project
Patients

Families

Doctors

Nurses

Laboratory 
Scientists

Advocacy 
groups
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Collaboration  = 
One Voice
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Lung Cancer Action Network

All lung cancer advocacy groups in the United States
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Collaboration  = 
Foundation of HOPE
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The story of Small Cell Lung Cancer (SCLC)
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How collaboration changed SCLC research

• The Recalcitrant Cancer Research Congressional Act of 2012 (H.R.733) 
directs National Cancer Institute (NCI) to utilize resources for research and 
treatment of recalcitrant cancers having five-year relative survival rates of 
less than 20% 

• Initial focus on pancreatic carcinoma and SCLC - - > Because SCLC has 
five-year survival rate of less than 7%

Power of Policy Advocacy

Lessons from the Recalcitrant Cancer Research Act
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National Cancer Institute SCLC research consortium

 2D/3D indicates 2‐dimensional/3‐dimensional; CDX, cell line‐derived xenograft; GEMMs, genetically engineered mouse models; HSCs, hematopoietic stem 
cells; PBMCs, peripheral blood mononuclear cells; PDX, patient‐derived xenograft;

• $20 million in funding for SCLC research and more than 600 collaborative publications 
between US and international researchers

• Consortium has allowed for the development of publicly shareable tools to study SCLC

From:, PMID: 37551311 
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Collaboration  = 
HOPEFUL Present
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How collaboration has made new treatments possible

Drug 
manufacturers

Policy 
makers

Scientists

Patients 
and their 
families 
TODAY

Doctors/ 
Nurses

Patients and 
their families
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2025 lung cancer treatment landscape
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2025 lung cancer treatment landscape
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Collaboration = 
HOPEFUL future
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Lung Cancer Initiative – LUNGevity collaboration

Problem: The median age of diagnosis of lung cancer is 70 years. 
However, lung cancer is increasing in people younger than 45 years. Is 
there a genetic cause?

Impact: Increase our understanding of the contribution of genetics in 
young lung cancer development and help develop potential early 
detection strategies

Dr. Jaclyn LoPiccolo
DFCI
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Much more than just research

2024 event --- 2.5K views

2025 event --- 1.4K views500 participants enrolled 



Community = HOPE
Community = CHANGE

Collaboration = HOPEFUL Present and Future
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Community = HOPE
Community = CHANGE

Collaboration = HOPEFUL Present and Future

Community + Collaboration + Advocacy =



Community = HOPE
Community = CHANGE

Collaboration = HOPEFUL Present and Future

Community + Collaboration + Advocacy =
HOPE + CHANGE



1. Make 2 new friends at the Summit & keep 
in touch with them

2. Commit to 1 act of advocacy

“Alone we can do so little; together we can 
do so much” – Helen Keller
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Lung cancer detection and treatment is progressing…

Pre-Cancer

Diagnostic 
TestsEarly 

Detection, 
Screening

Diagnosis
Treatment

Long-term 
survivorship

And the need for community + 
collaboration + advocacy has never 

been more than before

Email: ubasuroy@lungevity.org

mailto:ubasuroy@lungevity.org

