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July 13th was GIST Awareness Day and thousands of patients, caregivers, and medical professionals
shared posts that honored the day and brought awareness to this rare disease. You can read more
about GIST Awareness Day and how you can be involved in raising GIST awareness all year long.

https://liferaftgroup.org/about-gist-awareness-day/




(@®9) Kenyan Network of Cancer Organizations - KENCO

Blueprint Medicines o @0lusprinthleds - 3

Join us kouay Lo honor Gaslruin lesting Stromal Tumars (SIST) Awaraness July 131 a day to spread awareness about Gastrointestinal Stromal Tumors (GIST). GIST is a
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eduatin uf Whis disease and advocale for limely diadnoses, muLativnal stomach, but they can also be found in other parts of the digestive system. They are very

lesling and onyoing research. § GISTAwarenessDay2023 rarely found in the rectum.
AWAREN HSS #gistawarenessday2023
DAYzh 23 #ThrivingTogether

July 13 is GIST Awareness Day. To mark the occasion, my story in taday's Rare Disease

Advisor focuses on gastrointestinal stromal tumor, or #GST—a very rare disease in urgent
need of a cure. The Life Raft Group #GISTAwareness

#sarcoma
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Life Raft Group Marks GIST Awareness Day With a Webinar on a Recent Rash of i
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Cogent Biosciences @CogentBio - 26m ver

{cogent
L Cogent was honored to have Dr. David Josephy, PhD, President, GIST

Sarcoma Life Raft Group join us to recognize #GISTAwarenessDay2023!
We are proud to sport our GIST Busters T-shirts and help raise awareness
of this rare cancer. #ThrivingTogether #sarcoma @Liferaftgroup
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LIVE: #Avanzamos Juntas Why is it important to work together? July 13 at 7:30 pm on Today on the 13th JULY is GIST awareness day!

Instagram @gst_chile Spread awareness about GIST - Tell someone about Gastrointestinal Stromatumors today. =
YESTERDAY
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About 5,000 people a year are diagnosed with this rare disease and some subgroups i mosj u ntos

£ Sen NI - A0 I 177 receive no treatment after surgery.

Mutation tests after a GIST diagnosis are crucial in choosing an effective treatment
pathway. All GIST patients should be subjected to a mutation test as soon as possible after

[ diagnosis.... See more
1 3 (( 3 )) L IVE 1 9:30 o Senoranal Rt e valeton i Stupid Strong Charitable Foundation + Follow ===

"

s'n!(ﬂ'-'ﬁ 124 followers

d li h
s vgist_chile i GIST 1im - ®
» . . . AWAREN ESS Today, we come together to recognize and support GIST Awareness Day, an
POI’ ue es |mp0ta"te trﬂ ba]ar ]u"tos ? DAY 2('\ 2 essential initiative by the @LifeRaftGroup to raise awareness about
2

CONVERSATORIO: Gastrointestinal Stromal Tumors (GIST). This rare cancer affects t ...see more
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Fernando Valencia

Approximately

PO people

diaghosed with a

Les comparto a 2 fuentes de-
bendicion y fortaleza que me han
permitido  enfrentar y  saliv
adelante en este desafio que

“Avanzar junto
a mi familia,

curso: me hace el
4.'M| Fe,' Esperanza y anﬁanza en camino mas
Dios, quien es Bueno, Fiel y para s

facil”.

siempre es su Misericordia.
2. Mi familia, cuyo acompafiamiento
Y Amor han sido invaluables para mi
Y por supuesto un reconocimiento
especial para su Fundacién que se
ocupa de nosotros. jjjGracias!iit

Gloria Yudis Pareja.
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En el marco de la C i6n del #GIST) Day2023 el lanzamiento

del curso "Manejo Multidisciplinario de Tumores del Estroma Gastrointestinal”, el cual fue d - h a
desarrollado en colaboracién con el Sistema de Educacién para el Bienestar en Salud eC lp era
(SIESABI).

Agradecemos a las autoridades del SIESABI y a los mas de 500 participantes que se enlazaron
via zoom/Facebook a la inauguracién de este curso. #AvanzandoJuntos

No se pierdan de las préximas actividades que tenemos para ustedes, no se olviden de

participar August 1%, 2023

Sara Rothschild

Executive Director, The Life Raft Group
155 US Highway 46, Suite 202
Wayne NJ, 07470

Dear Sara,

Every year, in solidarity with the patient advocacy community Deciphera looks for new, fun ways to engage our
employees in raising awareness and support for GIST awareness Day and Sarcoma Awareness month. This year
we had an internal virtual bingo game/fundraiser where employees purchased bingo cards and collected
personal donations to help support the incredible work you do to support GIST patients.

Everyone at Deciphera is committed to working together to support and improve the lives of GIST patient and
their families!

Sincerely, “ = iy s @V -9h
"% #GISTAwarenessDay @Liferaftgroup
LANZAMIENTO DEL CURSO; . We began the 2023 Campaign in Patan Hospital, Kathmandu where over
MANEJIO MULTIDISCIPLINARIC Ste":’ham_e E. Bryant.MPH 60 GISTers came together for a day long meeting with physicians, patient
DE LOS TUMORES DEL Senior Director, Patient Advocacy & leaders from #MaxKoSaathi & @themaxfndn i Sweta. Thank
ESTROMA GASTROINTESTINAY you Dr Gyan Kayasth & @DrArunShahit
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Lic, Andrea Gonzdlez Grimakda - Goordinadora de Inclusiin Médiea y Socil -

Together we can make a difference in the fight against GIST.... See more
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la ricerca.
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FU ELI NG Our spring fundraising campaign was

&IST RE i EAR%E : H focused on Fueling GIST Research
uﬁ/ Y l and we shared examples of all the
i ways The Life Raft Group is involved
in GIST research and accelerating
outcomes that affect patient survival and how our community is helping us move forward & raise
funds to do so. We committed to raising $25K for this campaign. We showed how partnerships with
other patient advocacy organizations advance GIST survival & empowers patients. Through advocacy,

collaborations, patient support, international networking, and research initiatives, The Life Raft Group
is a key player in actively addressing access challenges and making a positive impact on the lives of

GIST patients.
Cultivating partnerships was highlighted in our 529’1 00
&

feature on ASCO 2023, showing how relationships OUR COMMUNITY KEPT

with medical institutions and pharmaceutical companies RAISING THE TARGET,
advance research and drive clinical trials. We visited with RISING ABOVE
researcher Dr. César Serrano who shared about the THE ORIGINAL GOAL
importance of GIST research & collaboration among . WITH OVER $29K
institutions to build a vision of new treatments & a cure. & 10 FUNDRAISERS
The LRG's Data Management & Research team shared $25,000

on their curation and maintenance of the largest GIST GOAL MET

Patient Registry in the world, emphasizing the power
of your data to influence research.

On July 13th, we wrapped up the campaign on
GIST Awareness Day with a webinar by Drs.
Bulusu, Glod, and Sicklick who presented on
GIST treatment updates and took questions
from our community. Over 100 people
attended this informative webinar.

You can read all these highlights &
view the videos via this link:
bit.ly/FuelingGISTReca

We are grateful for our community's
involvement in this campaign and encourage
you to keep donating and keep creating
fundraisers because our work is not done yet
and won't be until a cure is found.

Help us support patients
across the globe! Click
button, use QR code or
use the URL to donate.

bit.ly/DONATE-LRG

-4-




I-IFE FEST is a unique event where hundreds of patients and caregivers come together for a

weekend to interact with each other and the medical and scientific communities
that serve them. Faced with a rare form of cancer, GIST patients have a great need for information
about this disease, particularly as the science evolves and our understanding reveals a complex set
of subtypes of GIST, each responding differently to available treatments. Each year brings a wealth
of new information, and patients are eager to learn about the latest treatments.

Life Fest workshops provide patients with emerging medical information, and they come away with
a deeper knowledge of the disease, treatments and side effect management. They find hope in
knowing the scientific community is working toward a cure and hope is such a vital asset for survival.
In addition to our traditional educational workshops, Life Fest features scientific presentations
highlighting the newest research and the latest treatments.

You can view previous Life Fest events here: https://liferaftgroup.org/life-fest/
Life Fest 2022 was held in New Orleans, and Life Fest 2024 will be held in San José, California.

Llfe Fest2024

REGISTER & BOOK
YOUR HOTEL EARLY!

bit.ly/LifeFest2024

California
JULY 19-21, 2024

UPCOMING WEBINARS

Getting the GIST of It:
How to Manage Side Effects of GIST Therapies

September 18th, 2023 « 12pm ET

Emmeline C. Academia,

Dr. Steven Bialick Dr. Jonathan Trent
PharmD, BCOP Sylvester Comprehensive Sylvester Comprehensive
Beth Israel Deaconess Cancer Center Cancer Center
Medical Center

Q The Life Raft The Llfe Raft

sssss

Understanding GIST & Desmoid Tumors

October 12th, 2023 ¢« 11am ET

SEPTEMBER 18, 2023 @12PM ET OCTOBER 12, 2023 @11AM ET

hit.ly/LGREvents2023




GIST DAYS OF LEARNING

A GIST Day of Learning (GDOL) is a free one day event
to help patients and caregivers learn more about this
rare cancer, find support, and enhance their knowledge
base to help them navigate their cancer journey.
The Life Raft Group has a simple focus: to cure a form
of cancer - GIST - and to help those living with it
until then.

Todothis, the Life Raft Group focuses onthree key areas:
research, patient support & education, and advocacy,
which lay the foundation of our mission to ensure the
survival of GIST patients through a comprehensive
approach connecting individual patients’ needs, the
worldwide community of GIST advocates and the
global health and research environment.

Register today for an in-person GDOL in Philadelphia
or Colorado. It's not too early to register as having
an accurate headcount as early as possible aids in
planning our GDOL sessions.

For virtual GDOLs, all are welcome to benefit from the
expertise of the specialists at the hosting center. The
next virtual GDOL is Michigan with the specialists at
Rogel Cancer Center.

To experience a prior GIST Day of Learning visit:
https://liferaftgroup.org/gist-day-of-learnin

Visit the Events link below for all the registration links
for GDOLs, LRG webinars and Support Groups.

For all events
& support groups:

hit.ly/LGREvents2023

GIST DAY OF LEARNING
PHILADELPHIA

HOSTED BY:

B FOX CHASE

Ll CANCER CENTER
TEMPLE HEALTH

SATURDAY, SEPT 30

GIST DAY OF LEARNING
COLORADO

HOSTED BY:

_uchealth | @ coreercener
NCI-DESIGNATED CO! -HENSIVE

SATURDAY, OCTOBER 28

VIRTUAL
GIST DAY OF LEARNING
MICHIGAN

HOSTED BY:

‘ ROGEL CANCER CENTER

MICHIGAN MEDICINE

FRIDAY, NOVEMBER 17
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GIVE EVERY MONTH
45 Opal Level 15, 4 Rubylevel 4 @ SapphireLevel (@) @ Emerald Lol @ Diamend Level
Ron Cotoni Heather Anderson Bill Borwegen David & Jodi Liana Baldor
Linda Gosser Rene Carrillo Beverly Chalmers Alexander BST Consultants
Charlie Grana-Benn Evelyn De Mello Christa Pereira S. Foudeh Lucina Stricker
Claire Monaghan John Driscoll Robert Sholiton Peter Jacobson  jon P & Lori Treder
Elizabeth Skree Catherine Dunn Gilbert Tisdale Wes and Jacob Treder
Cheryl Michelle DeValera-  Danielle Williams

VanDeKerkhove Gibson

Janet Hines

Derek Kaufman Why Become a GEM?

ﬁ:ﬁi::rag owen | Aelt's convenient.  BelIt's a consistent source

Moore Your donation of $10 of funding.

Rick Paczewski a month or more can Even a donation of $10 a month

Alberta Tate be automatically paid helps us continue to produce

Rob Taylor each month. No fuss or webinars, GDOLs, educational
remembering to send materials, participate in global
in a payment. advocacy, and contribute to

#GISTresearch.

Become a GEM!

https://liferaftgroup.org/donate-2/

Private Facebook LRG Groups

=y
=y
R

for Patients

Qinlock (ripretinib)-Discussion
Group for Patients

Cogent Clinical Trial
Discussion Group — Cogent...

PDGFRA GIST
Patient/Caregiver Support...

IDRx- Clinical Trial Group
Discussion for GIST...

B GISTCHAT

A private email community
for GISTers

https://forum.gistchat.org/

B YouTube

Subscribe to our

Channel today!
@LiferaftgroupOrg

Interested in Volunteering?
Contact: Diana Nieves, Chief

Development & Involvement Officer
dnieves@liferaftgroup.org




The Life Raft Group Global Community

Staff Board of Directors

Executive Director

Deputy Executive Director

Chief Development & Involvement Officer
Senior Director, Data Mgmt. & Research
Director, Finance

Director, Data Mgmt. & Research
Director, Adminstrative

Director, Communications

Associate Development Manager

Data Mgmt. & Research Associate/
Development Associate

Website Manager

Medical Advisory Board

Sara Rothschild
Laura Occhiuzzi
Diana Nieves
Denisse Montoya
Robin Elia
Sahibjeet Kaur
Allison Russo
Carolyn Tordella
Brianna Enciso
Antoinette Pauwels

Executive Committee
Gary Glasser — President
Steve Pontell — Vice President
Kay Stolzer — Secretary
Santy DiSabatino — Treasurer
Jerry Cudzil — Past President

Dr. Michael C. Heinrich
Knight Cancer Institute

Dr. Sameer Rastogi
AlIMS
Dr. Peter Reichardt
Helios Klinikum Berlin-Buch
Dr. Gary Schwartz
Case Comprehensive Cancer Ctr
Dr. César Serrano
Vall d'Hebron Institute of Oncology
Dr. Jason Sicklick
Moores Cancer Center
Dr. Neeta Somaiah
MD Anderson Cancer Center

Dr. Jonathan Trent
Sylvester Comprehensive Cancer Ctr.

John Abrams
Dr. Monica Anderson
Eric Biegansky
Patricia Bonda-Swenson
Bill Borwegen
Stan Bunn
Jim Hughes
Teena Petersohn

Rodrigo Salas

Eddie Delgado

Executive Director Emeritus Norman Scherzer
Consultants:
Data Analyst

Global Relations Coordinator
Grant Consultant

Jerry Call
Piga Fernandez
Rebecca Pauley

Volunteers GIST Mentors

~N

Eileen Glasser - Office US Director - Santy DiSabatino

John Abrams Chuck Korte
Bettina Darveaux Joy Knopp
Jason DelLorenzo April Lopossa Rob Taylor
Carolyn Dewalt Karen Meyers Jon Treder
Margaret Mcinteer Don Wright
Marlene Nei

Deborah Spear

Kay Stolzer

Global Director - Piga Fernandez

MaKayla Evans - Social Media Austria

Canada
Chile
India

April Simkins
Pat Bonda-Swenson

Amy Bruno-Lindner

Hazel McLeod

Piga Fernandez

Rashmi Sachade

Satheesh Kumar Sreedharan
Sreeja Jyothish

Singapore Amelia Yeo

Kenya Florence Thwagi

Chris Bayard - Video Production

Carolyn Dewalt - Membership
Coordinator

MaKayla Evans
S. Foudeh
Diana Garrett
Linda Geiss

Amy Hall - Graphic Design

Jim Hughes - Clinical Trials
Coordinator

\Stephanie Miller - Mailings

U.S. State Leaders

Global Liaisons

US Directors John Abrams Gobal Director Piga Fernandez Jordan Sameer Yaser
Pat Bonda-Swenson Argentina Vicky Viel Kenya Florence Thwagi
Alabama Kyle Brown Austria Amy Bruno-Lindner Macedonia Dejan Krstevski
Gina Smith Belgium/Netherlands Gerard van Oortmerssen Mexico Rodrigo Salas
California S. Foudah Bolivia Vicky Ossio Nepal Atul Upadhyay
Colorado John Abrams Brazil Luciana Holtz Norway Frode Homb
Florida Jackie Vanderpol Bulgaria Juliana Popova Pakistan Sobia Wali Muhammad
lllinois Jim Hughes Canada David Josephy Peru Karla Ruiz de Castilla
Maine Jodi Merry Chile Piga Fernandez Phillipines Roy Mijares
Maryland Wendi Lax Colombia Jairo Beccera Rod Padua
New York Pat Bonda-Swenson Maria Helena Matamala Poland Piotr Fonrobert
Frances Wenderoth Costa Rica Michael Josephy Romania Simona Ene
North Carolina Carolyn Dewalt Cyprus/Greece George Constantinou Russia Dmitry Bukhtenkov
Pennsylvania Tiffany Werner Czech Republic Jana Pelouchova Yana Smirnova
South Carolina Paula Stover Dominican Republic Alejandro Miranda Samoa Leasi John Galuvao
South Dakota Paul Homan Finland Saila Mattila Saudi Arabia Mohamed-Elbagir Ahmed
Tennessee Alice Sulkowski France Estelle LeCointe-Artzner Scotland Stacey McAully
Utah Mike Ginsberg Germany/Austria Markus Wartenberg Singapore Amelia Yeo
Carrie Callister Guatemala Silvia Castillo de Armas South Korea Young Jae Kim
Vermont Elizabeth Ching Hong Kong Thomas Chow Spain Luis Herrero de la Fuente
Virginia Sally Jackson Hungary Zoltan Kalo Sudan Mohamed-Elbagir Ahmed
Jennifer Higgins India Nandini Dabbir Switzerland Helga Schnorf
Washington Jack Tinnea Rashi Kapoor Thailand Kittikhun Pornpakakul
Wisconsin Marlene Nei Iran Negar Amirfarhad Tunisia Hanen Bouamoud
Wyoming Alan Quille Israel Avi Zigdon Turkey Haver Tanbay
Italy Barbara Tamagni Colombo U.K. Nic Puntis
Puerto Rico Eileen Rolon Japan Sumito Nishidate Uruguay Verdnica Armand Ugén
Venezuela Angel Selena Rodriguez
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155 US Highway 46, Suite 202, Wayne, NJ 07470
phone 973.837.9092 fax 973.221.9738 email liferaft@liferaftgroup.org website liferaftgroup.org
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