


In 2023, we focused on the theme of “Thriving Together”. Thriving Together represents growth, progress, transformation, change, and
innovation. We will explore new ways in which we can reach out and help each other and other rare disease communities to not just survive,
but thrive. We increased data collaborations with investigators, enhancing our GIST patient registry and tissue bank, and creative awareness
& outreach strategies. We are committed to focusing on personalized contact with our patients through support groups, mentorship, and
education.
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A MESSAGE FROM OUR EXECUTIVE DIRECTOR  conventional use of placebos in clinical trials. This

. contribution is a testament to our commitment to
pushing the boundaries of advocacy for the benefit
of the GIST community. Already, its impact is evident,
with studies citing it as an example to reshape the
design of research study comparison arms.

This year, we focused

not just on survival but
on thriving. We engaged
with patients worldwide,
discussing self-advocacy,
fundraising for research,
and embracing life
despite the challenges
of a rare disease. We
witnessed the expansion of clinical trials in our
disease space and contributed input regarding
the patient perspective and trial locations. We
also pushed for better access to GIST treatments
globally.

Our conversations extended beyond medical
aspects to living life fully despite GIST challenges.
Patients shared stories of resilience, finding joy in
the journey. This spirit encourages others to navigate
life's obstacles with courage. As we look ahead, our
commitment to thriving, supporting one another,
and advancing research remains strong. For the first
time, we've committed funds to support a clinical
trial in GIST. We invite you to contribute to our cause,
helping us continue the journey towards a future
where GIST is conquered.

What unites us is the strength of this community, a
support system that spreads awareness and helps
us achieve our goals. This year, we expanded

our global mentor program, reaching more
patients and caregivers with our support services.
Additionally, we introduced more treatment

and gene- specific support groups, providing
avenues for subsets of patients to connect. At
major conferences like ASCO and CTOS, our
presence was impactful, ensuring the resounding S‘ |

voice of the GIST community in influential spaces. Lo A W

Furthering our advocacy efforts, we published a . .

pivotal article in Nature Medicine, challenging the Executive Director j

Together, as a community, we will collaborate to
advance progress in our understanding of the
disease. Here's to the year behind us and the
journey that lies ahead - sailing strong, united, and
determined.
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The Development & Involvement (D&I) team functions as the foundation for
building programs for patients and caregivers through facilitating global
support groups, a global mentoring program, and educational days of learning
throughout the US. D&l team also trains mentors, facilitates fundraising
initiatives that include events, GIST Do IT Walks, and peer to peer fundraising
campaigns.

In 2023, The Life Raft Group successfully executed various initiatives through
close collaboration with dedicated volunteers, and rare disease advocates.
Notably, the organization hosted impactful in-person events, demonstrating its
commitment to community engagement. The Annual Water of Life took place
at Keens Steakhouse in NYC, hosted by Dr. Matt Lurin. The 20th Annual Night
to Fight Cancer unfolded at Midtown Loft in NYC, guided by the leadership
of Board Member Jerry Cudzil. Adding a flavorful touch to fundraising efforts,
the first Cooking to Fight Cancer occurred at Uncorked Kitchen & Wine Bar in
Denver, CO, with Board Member and GIST Mentor John Abrams at the helm.
The collaboration extended beyond these events, as passionate community
members, including GIST Mentor David Wolfe and advocate David Perry,
organized impactful fundraisers such as Know the GIST/Fight the GIST and

an annual event at Vinyl Destination in Lowell, MA, contributing to the vital
programs of The Life Raft Group.

The steadfast support from our dedicated Give Every
Month (GEMs) members, numbering 35 strong, has
been instrumental in sustaining our ongoing initiatives.
Additionally, the organization has partnered with
several enthusiastic members who generously organize
birthday fundraisers throughout the year, further
contributing to the collective effort of fundraising for
the LRG.




Regular support group meetings, both in the U.S.
and globally, create valuable spaces for members
to connect, share experiences, and find solace in
the understanding of a community that truly cares.
The GIST Mentor Program stands as a dedicated
initiative committed to providing essential
support for individuals grappling with GIST

and their families as they navigate the intricate
landscape of diagnosis and treatment. Serving as
a guiding light, this program empowers patients
and caregivers with the necessary tools for self-
advocacy while extending a compassionate

hand of emotional support throughout their GIST
journey. Comprising survivors and caregivers, our

LRG GIST Mentors play a pivotal role in offering
understanding and empathy, ensuring that
patients and their support networks feel a sense
of unity on their GIST journey. Since its launch in
2019, the GIST Mentor Program has witnessed
remarkable growth. In 2023, we proudly featured
27 mentors and provided invaluable support

to 374 mentees in the United States. Facilitated
with skill by Santy DiSabatino, a devoted patient
advocate and LRG Board Member, alongside our
international program director, Piga Fernandez,
who serves as our Global Coordinator.

In 2023, we hosted five GIST Days of Learnings
(GDOLs), showcasing the organization’s
commitment to education and collaboration.
Two in-person GDOLs were conducted in
Denver, CO, in partnership with the University of
Colorado Anschutz Health, and in San Francisco,
CA, in collaboration with Stanford University.
Additionally, virtual GDOLs were organized

in collaboration with Tennessee’s Vanderbilt
University, Michigan’s Rogel Cancer Center, and
a smaller day of learning involving our Mentors
and Dr. Gina D’Amato of Miami's Sylvester
Comprehensive Cancer Center.

DAY OF LEARNING
vl CALIFORNIA

HOSTED BY:
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These events, whether in person or virtual, brought together a total of over 300
members within our community. The diverse collaborations and educational forums
underscore The Life Raft Group's dedication to providing valuable insights, fostering
connections, and advancing knowledge within the GIST community.
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In 2023, the LRG continued to prioritize effective educational

programs for patients and caregivers to empower them to advocate

for themselves and take a larger role in their care. When patients are

armed with the latest information from global experts in GIST/sarcoma

research, they are more likely to ask questions, research different options, and navigate themselves towards the best possible treatment path.

We experienced an an uptick in patients from other countries wanting our information in their language. In response, the LRG partners with
GIST Advocates to provide Spanish, French, and German translations to educational materials, with our ultimate goal of being a multi-lingual
resource for patients all over the world. Patients drive our work forward. Every webinar, educational outreach, and campaign is based on
conversations we have daily with patients about what is most important to them. We are proud to provide information that patients need in
a format that is accessible to them, as we know how important this information is for patients to survive and thrive with GIST.

The Life Raft Group partnered with experts in the field and GIST Patient Advocates to host twelve webinars in 2023. All webinars are available
for patients to refer to on our website and YouTube channel. Topics and speakers of 2023 webinars were:

La Senda Verde Tour How to Manage Side Effects of GIST Therapies
Speakers: Caregiver Vicky Ossio and Marcelo Levy, Bolivia Speaker: Dr. Emmeline Academia, Harvard University

Nutrition Management and Multi-disciplinary Approaches in GIST GIST Awareness Day: GIST Research Updates

Speaker: Berenice Carbajal-Lépez, Fundacion GIST México Speakers: Dr. Jason Sicklick, University of California San Diego, Dr. John
Glod, NIH Center for Cancer Research, and Dr. Ramesh Bulusu, Cambridge
Fueling GIST Research: Our Community in Action University Hospitals
Speakers: Diana Nieves with three patient advocates
Updates from CTOS
Managing Mental Health After Cancer Diagnosis Speaker: Dr. Herbert Loong, The Chinese University of Hong Kong

Speaker: Sarah Paul, Cancer Care
Understanding GIST and Desmoids

Clinical Trials 101 Speakers: Dr. Jonathan Trent, Sylvester Comprehensive Cancer Center and
Speaker: Dr. Ciara Kelly, Memorial Sloan Cancer Center Dr. Steven Bialick, Sylvester Comprehensive Cancer Center

Updates from ASCO Matching Biomarker to Biology and Therapy

Speaker: Dr. Herbert Loong, The Chinese University of Hong Kong Speaker: Dr. Jason Sicklick, Moores Cancer Center, US San Diego Health

How to Advocate for Yourself/Loved One with GIST
Speakers: Santy DiSabatino with three patient advocates
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DATA MANAGEMENT

This year has been marked by significant achievements
and milestones, underscoring our commitment to excellence
in data management, research, and collaboration.

Abstracts and Peer Review Publications

This year, we achieved remarkable success in academic publications
and presentations. We proudly announce the submission and
acceptance of six abstracts, posters, and research publications in
reputable journals and conferences. Notably, we are honored to

have been published in Nature Medicine, one of the most prestigious
scientific journals, alongside key GIST leaders. These contributions
cover a diverse range of topics, reflecting our dedication to advancing
knowledge and research in GIST.

Among our notable publications are studies focusing on innovative
data management techniques and their applications. Our research
publication emphasizes the importance of robust data management
practices in facilitating superior research outcomes, particularly

in optimizing survival and increasing the understanding of GIST
heterogeneity.

Furthermore, our abstracts submitted to prestigious conferences
such as the European Society of Medical Oncology (ESMO) and the
Connective Tissue Oncology Society (CTOS) explore various aspects
of GIST research, including longitudinal follow-up, recurrence-free
survival, and advanced sequencing techniques to characterize
tumor heterogeneity. We were honored to be selected for an oral
presentation at the CTOS conference, discussing recurrence-free
survival in GIST, in a highly competitive session.

Data Management & Patient Registry Enhancement

Aligned with our commitment to advancing research and improving
data management practices, we have successfully initiated a project to
enhance our existing patient registry database. This project involved
implementing updated software and developing innovative tools
aimed at streamlining data collection, management, and analysis.
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The enhanced data management system will provide patients,
caregivers, and researchers with a user-friendly platform to
access, follow, and analyze complex datasets. With features
such as intuitive data visualization interfaces and advanced
analytics capabilities, this project represents a significant step
toward optimizing research efficiency, empowering patients,
and enabling data-driven decision-making.

The LRG Patient Registry boasts a comprehensive database of
over 2700 patients from around the world. Our unwavering
dedication to offering support and guidance to all members

underscores our mission to ensure no patient faces GIST alone.

This commitment serves as the driving force behind all our
endeavors.

In the past year, we warmly welcomed 201 new members
from diverse corners of the globe such as Japan, Hong
Kong, Ireland, Sweden, New Zealand, Brazil and Costa Rica.
We continue to expand our reach and provide a sense of
community to patient and caregivers affected by GIST,
fostering connections and solidarity across borders.

Data Collaborations

Collaboration is at the heart of our research efforts, and this year

has witnessed the initiation of several promising partnerships with
academic institutions, industry partners, and government agencies.
These collaborations aim to leverage collective expertise and resources
to address key challenges in data management and research.
Noteworthy collaborations include initiatives to explore novel
biomarkers in GIST, understanding of SDH covariates, neoadjuvant and
adjuvant studies, and forming a consortium with key global leaders to
enhance the risk criteria in GIST. These partnerships hold the promise
of unlocking new insights and driving innovation in data management
and research practices.

In conclusion, the past

year has been marked by
significant progress and
achievements for the Data
Management & Research
Team. We remain committed
to excellence in data
management, research,

and collaboration, and we
look forward to continued
success in the years to come.
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Suchith Keats
James Kelly

Sean Kelsey
Abdurrehman Khan
Chhananc Khublal
Neil Kincade

Susan Kiudulas
Betty L & Richard B Klein
Ane Klomps

Laurie Knechtel
Jakob Knight

Joe Kobza

Kelly Koch

Tucker Kohnen
Chuck Korte

Akash Kovoor
Martin Kuchirka
Terron Kumarakulasingam
Megan Lafollette
John Lang

Luke Lapierre
Francois Laprade
Daelin Larrier
Warren Laughlin
Wendi Lax

Josette Lee

Taylor Leet
Jean-Philippe Lehenaff
Janice Lettick
Frankie Leung

Lightning Striker
Elisabet Lillywhite
Phil & Cathy Lindstrom
Dennis Liu

Sandy Lobelson
Chelsea Lovett
Joshua Lundy
Daniel Mach

Julie MacPherson
Aslami Malick
George Manase
Rebecca Manbahal
Peri Marando
Alexandrine Marfil
Jody & Mat Marks
Rebecca Marrow
William Martinez
Kyle Mascarenhas
Shayne Mascarenhas
May Matlock

Jill Matlow

Steve & Sara Mattheisen
Herb May

Mark Mayotte
Jacob Mbanda
Susan McDermott
Marie McDuff

Una McGuinness
Elizabeth McKune
Susana McLeod
Sean Mcnaughton
Brandon Medeiros
Justin Mercer
Eunice Merritt
Karla Mertens-Morse
Riccardo Mignano
Matteo Mimmi
Jennifer Mircheff
Teresa Miscio
Michael Misulich
Charlotte Mizzi
Andrei Moga
Barbara Montague
Jennifer Moore
Riley Morris

Rich Morse

Camille Moses-Allen
Elaine Muir

Oscar Munoz

Victor Muntean



Ken Nagel
Aleksandr Nazarov
Florentina Negoita
Dave Neill
Mohammad Neisi
Tezeswari Nettimi
Yick Nam Ryan Ng
Giuseppe Nimpo
Judith Noack
Hailey Nolan
Sarah Novak
Gavin Oliveira
Lilia Olvera
Monica Orta

Julie Packard
Janelle Palma
Reuel Parmanand
Jordan Passfield
Cryston Pereira
Lisa Petricka
Jennifer P ierce
Nicole Pierce
Amy Pierce

Prea Pillay

Rossi Pina

Massimo Pirro Santoro

Alex Pirvulescu
Nicholas Pitter
Jean Place
Barbara Plous

Lisa Pope

Garland Price
Adam Prociw
Sean Procunier
Matt Rajevski
Joshua Ramdhan
Sophie Ramos
Susan Ranck

Meg Rand
Charlotte Randolph
Susan Reddington
Kathi Reed

Sina Rehma

Alan Reinas

Rhea Reyes

Aubrey & Virginia Richards

Nancy Riella

Lois & Bruce Ring
Tim Robb

Lesley Robinson
Alexander Rojas
Susan & Gary Rosenbaum
Karim Rostom

Noor Rostom
Stefanie Und Andreas Roux
Michael Royles

Beth Rubel

Jeanine Russell
Jackson Sales

Sheila Sangare
Joseph & Lynnette Saporetti
Charlotte Sarre

Arun Sasidharan Nair
Shakil Savji

Michele & Jordan Scharg
Matthew Schmidt
Mathieu Schmied
Nathan Schouls
Spencer Schouls
Kyle Senior
Valentina Serangeli
Teddy Setyadiputra
Carol Shea

Pranav Shete

Rheal Sicard

Francois Sincholle
Jaskirat Singh

Sajean Sivabalan
Sebastian Slavnic
William Smith

Brent Smith

Dow & Bonnie Smith
Milena Solak

Eshan Sonnadara
Todd Southren
Wayne Souza

Vance Splettstoesser
Elizabeth Stalnaker
Sharon Stein

Samuel Steinfeld
Andriene Sterlington

Amanda Stewart

Linda & Ben Story

Mary Jo Stout

Josh Strainic

Teresa Sullivan

Sunil Rajaen Suresh

Cullen Swartz

Catie Swendal

Timea Szegedi

Josh Tate

Faranak Tehrani

Susan & Richard Thomashow

Thrivent

Harold Tobes

Jackie Tracy

Dennis Tselichtchev

Katherine Tyndall

Carol Ungar

United Way-Plymouth
Community

Manvir Uppal

Beth Utz

John Van Hise Jr.

Joanne Vanden Houten

Nathan Vandenburg

Andrew Vanderzand

Sajan Varghese

Bharath Vellaboyana

Gary Vizzo

Gaibriella Wagner

Khawar Waheed

Brendan Wallace

Jessica Ward

Adam Wardzala

Amy Weil

Stacy Weinstein

Kevin Welsh

Sheri West

Matthew Wetzel
Chris Whelan
Rebecca White
Neil Wilson
Carly Wolfe
Melissa Wolfe
Cgarles Wong
Jimmy Woo
Daniel Wood
Zachary Wood
Chenghan Xie
Kevin Xue
Marc Yealland
Jeff Yoder

Rob Zalinger
Neal Zaman
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Board of Directors

Gary Glasser Steve Pontell Kay Stolzer Santy DiSabatino Jerry Cudzil
Board President Vice President Secretary Treasurer Past President
John Abrams Dr. Monica Anderson Patricia Bonda Swenson
Bill Borwegen Stan Bunn Jim Hughes
Teena Petersohn Rodrigo Salas

Medical Advisory Board

Michael C. Heinrich, MD Sameer Rastogi, MD Peter Reichardt, MD
Knight Cancer Institute All India Institute Helios Klinikum
OHSU of Medical Sciences Berlin-Buch
Gary Schwartz, MD César Serrano Garcia, MD Jason Sicklick, MD
Case Comprehensive Vall d’Hebron Institute Moores Cancer Center
Cancer Center of Oncology UCSD
Neeta Somaiah, MD Jonathan Trent, MD
MD Anderson Sylvester Comprehensive

Cancer Center
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