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CATCHING UP WITH THE LRG!

Over the past several months, The Life Raft Group (LRG) has been deeply
engaged in strengthening connections across the GIST community. From
expanding collaboration with specialists across the United States and abroad
to meeting patients face-to-face through outreach and educational events,
our focus has remained on building partnerships that drive better care and
understanding. We welcomed community members to our New Jersey office
for an Open House, continued important work around testing and patient
feedback through surveys, and hosted GIST Days of Learning in Boston and
Los Angeles to share the latest insights in research and treatment.

Our advocacy and awareness efforts also continued to grow, with new
opportunities in Washington, D.C., and the ongoing work of our Health Equity
Council. Awareness initiatives like GIST Awareness Day and Sarcoma
Awareness Month united our global community to share stories, highlight
patient voices, and raise visibility for rare cancers. Through every effort, our
commitment to improving outcomes and ensuring that patients are seen,
heard, and supported remains at the heart of all we do.

Enjoy this action-packed issue of our newsletter and be sure to check out
the photo galleries of our events & meetings here:

https://bit.ly/LRG-Photos LIFE FEST & MORE EVENTS
In Loving Memory:

Suzanne Litzenberger, Kristin Bush, Jonathan Dennis, Diane McGauran, John Tulock, Nicholas

Bush, Jeffrey Davis, Maria Baker, Martina Will, Max Jacobson, Dr. Robert Reali, Bruce Galley, % GROUp——

Raymond Letourneau, Steven Nordvall


https://bit.ly/LRG-Photos
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Georgia

Sara Rothschild and Carolyn Dewalt visited Atlanta to
meet with healthcare providers and raise awareness about
GIST and The Life Raft Group’s mission. They connected
with teams at Emory Winship Cancer Institute, Georgia
Cancer Specialists, Northwest Georgia Oncology Centers
at Wellstar, City of Hope, and Piedmont Cancer Institute.

A highlight of the trip was a large, inspiring gathering of
GIST patients and loved ones that brought together many
members of the local community for the first time.

China

The Life Raft Group was honored to participate in the
first-ever #TGCT patient conference, hosted by the
Chinese Organization for Rare Disorders (CORD). Our
Executive Director, Sara Rothschild, and TGCT Support
Program Director, Sydney Stern, joined clinicians,
researchers, and advocates from around the world to
share insights on patient education, support, and
advocacy.

It was inspiring to exchange ideas with CORD and discuss
how our TGCT Support model can help guide the creation
of similar programs for TGCT patients in China. Moments
like these remind us that collaboration across borders is
the key to improving outcomes and ensuring that no
patient faces their diagnosis alone.
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We also support other £ 5
rare diseases like TGCT! \




GIST DAY OF LEARNING
LOS ANGELES

GIST DAY OF LEARNING
LOS ANGELES
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NN32071: Anti-KIT antibody drug conjugate
(ADC)

Our last two GDOLs for the year
were in LA and Boston. Read more
about these events here:

» Antibody to KIT conjugated to MMAE (microtubule inhibitor chemotherapy
agent)

)
+ NCTOG805625 (clinicaltrials.gov)
+ For initial phase of study, patient only need to have received prior imatinib
= Theory: all GIST, even TKl-resistant GIST express KIT which can be
targeted
- this inchides NF1 and SOH mutant GIST

g Fﬁ;{ﬁn"\' open, including at OHSU (contact walkerir@iohsy edy, 503-346-
To

w cels that normaly express KI
f{ GIST cells to MMAE (chemathempy)
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Presenting GIST Center of Excellence Award


https://bit.ly/2025-Boston
https://bit.ly/2025-LA
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Jerry Call did it! He completed his cross-country motorcycle trek,
visiting more than 100 patients across 18 states. Along the way, he
stopped at cancer centers, hosted fundraisers, spread awareness, and
raised over $10,000 for GIST research.
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https://bit.ly/GISTRidePhotos

(- OPEN HOUSE AT

Welcome back to the East Coast, Jerry! We
had a great time welcoming Jerry, along with
GIST patients. Caregivers, advocates, and local
oncologists to the LRG office!

The Open House stop during the GIST Ride
tour served as a wonderful opportunity for
meaningful connection and learning. It brought
together LRG staff, doctors, and community
members to share experiences, discuss the
organization’s history, and reflect on its
ongoing impact.

Our Open House was a part of Jerry Call's
GIST Ride tour but we wanted to share as
much as possible of this event with our
community. Our team loves working with GIST
patients and this was a great opportunity to
meet 'names’ in real life so they became
friends with faces. We're so grateful to Jerry &
all those who came by June 27th, 2025.

View Gallery: bit.ly/LRG-OH25

This past July, the GIST community shared their stories

GIST & photos, posted GIST facts, and called for awareness
of this rare disease on July 13" GIST Awareness Day
AWARENESS (GAD) and throughout Sarcoma Awareness Month

GAD kudoboard which posed the question, “What's
something unexpected that GIST has taught you -
about yourself, life or people?”

' DAY 2225 . (July). Patients & caregivers also shared on our special
JULY 13

View Gallery:
bit.ly/GISTAwarenessDay2025 nats something

unexpected that GIST
has taught you —
The LRG also presented our first GIST Day of Learning for GIST about yourself, life, or
Awareness Day in Spanish with presenters Dr. César Serrano,Dr. People?
Andrew Blakely, and Berenice Carbajal-Lépez, Director of Fundacién

GIST México providing information on GIST basics, treatments, and
nutrition. There was also a GIST Awareness Day Fireside Chat with
presenters Dr. Jason Sicklick, Dr. John Glod and Dr. Andrew Blakely
who informally answered patient and caregiver questions.



https://bit.ly/LRG-OH25
https://bit.ly/GISTAwarenessDay2025

(y) LRG SCIENCE NEWS

SURVEY HIGHLIGHTS - Patient Perspective on Testing

Denisse Evans, Senior Director, Data Management & Research

The LRG recently conducted a survey to better
understand the types of testing GIST patients receive,
such as mutational testing, circulating tumor DNA
(ctDNA) testing, and genetic testing with the aim of
learning how patients perceive and interpret these
results. The goal of the survey was to identify
knowledge gaps, highlight opportunities for patient
education, and better inform the GIST community
about the importance of comprehensive testing. This
analysis reflects responses from 143 patients residing
in the United States.

Most GIST patients undergo mutational testing, but
awareness of ctDNA remains limited.

Key Takeaways

« Mutational testing is common: 81% of GIST
patients report receiving it, with KIT exon 11
being the most frequent mutation.

« ctDNA awareness is low but interest is high: 79%
had never heard of ctDNA, yet 76% believe it is
very important once explained.

« ctDNA is not for everyone: Tissue-based testing
remains the gold standard, and ctDNA is still
being studied; patients must meet certain criteria
to benefit.

« Patient confidence is moderate to strong: 42%
of patients rated themselves a 4 out of 5 in
understanding their mutational testing results.

Most respondents were LRG members (96%), and
72% are also enrolled in the LRG Patient Registry. The
majority were women (64%), white, non-Hispanic
(95%), and aged 65 or older (60%). At diagnosis, 64%
reported a single tumor compared with 25% who
were metastatic, and most patients currently reported
being “no evidence of disease (NED)".

Testing was widely reported, with 81% of participants
receiving mutational testing. The most common
mutation was KIT exon 11 (65%), followed by KIT exon
9 (12%), PDGFRA exon 18 (11%), and SDH-deficient
GIST (9%). Awareness of ctDNA testing, however, was
strikingly low—79% of patients had not heard of it
prior to the survey and only 13% of those who
received testing reported actually receiving ctDNA.
Yet despite this lack of familiarity, 76% of patients
said they believe ctDNA is a very important test.

ctDNA testing, often called a “liquid biopsy,” analyzes
tumor DNA fragments circulating in the bloodstream. It
offers the promise of non-invasive monitoring and may
one day provide new insights into tumor mutations,
treatment response, and recurrence. However, it is
important to note that ctDNA is not appropriate for
every patient. At this time, tissue-based testing remains
the gold standard for diagnosing and guiding treatment
in GIST. ctDNA is still being studied in research and
clinical settings, and patients must meet certain criteria,
such as having sufficient detectable tumor DNA, for the
test to provide useful results.

When asked about their confidence in understanding
mutational testing results, patients most often rated
themselves a 4 on a 5-point scale (42%), suggesting
strong but not complete confidence.

This survey highlights both the progress and the
challenges in educating patients about available testing.
While most GIST patients are receiving mutational
testing and feel reasonably confident in understanding
their results, awareness of ctDNA testing remains
limited despite its promise. These findings reinforce the
importance of continued patient education, advocacy,
and access to cutting-edge tools, while reminding us
that tissue-based testing remains the cornerstone of
care today.

Why ctDNA Matters For GIST:

+ Can sometimes identify tumor
mutations without surgery

» May offer a way to monitor treatment
response or recurrence

 Provides promising opportunities for
more personalized care

Important To Know:

ctDNA testing is not for everyone. At this
time, tissue-based testing remains the
standard for GIST. ctDNA is still being
studied, and only certain patients meet
the criteria for it to be useful.




Life Raft Research Award Recipients of 2025

This summer, The Life Raft Group held a Summer Splash Match to raise funds to directly support groundbreaking
GIST research. Our generous community contributed $30,000 bringing our total with the match to $60,000 for
research.

Three exceptional investigators making significant strides in GIST research were awarded these funds:

« Dr. Inga-Marie Schaefer of Brigham and Women's Hospital for her project, “Exploiting Cell Cycle
Perturbation in GIST for Therapeutic Targeting.”

« Dr. Matthew Hemming of UMass Chan Medical School for his project, “Identification of novel therapeutic
strategies for succinate dehydrogenase (SDH)-deficient gastrointestinal stromal tumor.” for his innovative
work advancing our understanding of GIST biology and treatment strategies.

« Dr. Jason Sicklick of UCSD Moores Cancer Center for his project, “Translating RNAseq signatures to
treatment of GIST.” focused on developing new treatment options for SDH-deficient GIST.

Each of these projects represents meaningful progress toward improving outcomes and offering hope for patients
living with GIST. The Life Raft Group is proud to stand behind these talented researchers and the community of
supporters who made these awards possible.

Together, we continue to drive research forward, one discovery at a time.
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(> ADVOCACY UPDATES - HEALTH EQUITY COUNCIL

Continuing the Legacy
of a Beloved Member

Rebecca Pauley
Program Director

The Life Raft Group’s Health Equity Council (HEC) meets bi-weekly

SPEC;
Ny ,4"3}, LRG to advance our mission of ensuring that every patient has equitable
g 5 H I h E - access to the care and information they need. Made up of
€ E ealt qurty dedicated patient advocates, we are working to build strategies
& - that strengthen collaboration with medical professionals and the
a0 Council 9 P

patient community. Together, the council focuses on ways to close
gaps in care and empower patients.

This mission has taken on deeper meaning as we honor the memory of beloved Council member Martina,
whose passion for health equity inspired us all. As we mourn her loss, we remain determined to carry her legacy
forward by ensuring that no patient is left behind.

At our most recent meeting, team member Rob (a veteran) shared encouraging news about his progress in
connecting with leaders at the Veteran’s Association (VA). He is getting closer to a key decision-maker and
working toward securing a meeting that could open the door to new opportunities for collaboration. By
building these relationships, we hope to help the VA better support veterans impacted by sarcoma.

The Council also focused on outreach over the past few months to smaller cancer centers in the Southeast U.S.,
where many patients still lack access to the life-saving resources and information provided by The Life Raft
Group. To make this work more effective, HEC developed a tracking system to organize centers we have
already contacted and those we plan to reach out to. Team member Carolina has been tasked with locating
cancer centers with large populations of Spanish speakers to provide bilingual outreach and educational
materials. Through the work of the Health Equity Council, The Life Raft Group is committed to building strong,
lasting partnerships with these centers to ensure every patient has equitable access to the care and information
they need.

To keep up the momentum, the Council is also exploring ways to expand its team with additional volunteers
who can strengthen our outreach and engagement efforts. If you are interested in joining the Health Equity
Council, please email: rpauley@Iiteraftgroup.org

Discussion groups for

~N

GIST patients & caregivers:

suppon“! The LRG has an online support group for patients and
one for caregivers. There are also regional groups that

meet regularly. For more info email us at liferaft@liferaftgroup.org.

 reddit

r/GIST_Survivor SDH SUPPORT GROUP GISTMENTOR

Connect with fellow SDH patients We also have mentors for patient
h GISTCHAT online to share experiences, support ~ and caregivers. Read more info on
A private email and stories. Fore more info contact our GIST Mentor Program here:
\ X ‘ it. .
community for GISTers Becky at bowens@liferaftgroup.org  bit.ly/GIST-MentorProgram
https://forum.gistchat.org/ \_ J



mailto:rpauley@liferaftgroup.org
https://forum.gistchat.org/
https://bit.ly/GIST-MentorProgram
mailto:bowens@liferaftgroup.org
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Sr. Director of Marketing and Communications Director Carol Tordella &
Engagement Specialist Carolyn Dewalt represented the LRG at the 15th
annual SPAGN (Sarcoma Patient Advocacy Global Network) Conference
this past spring. This was the first-ever SPAGN conference in the US,
where 120+ patient advocates, experts, and partners from nearly 30
countries came together to connect, learn, and collaborate.

The conference featured plenary sessions, disease-specific tracks, and
interactive workshops exploring key themes such as international
collaboration, patient-partnered research, clinical trial accessibility, the

power of patient data, and disparities in sarcoma care.

The event also featured special sessions on soft tissue and bone sarcomas,
GIST, and Desmoid tumors, along with a celebration of outstanding

achievements.

Sarcoma Community Advocacy Day

The LRG participated in Sarcoma Community
Advocacy Day (sponsored by the Sarcoma Foundation
of America) in Washington, D.C. on July 17th, joining
over 30 patient advocates to represent the needs of
patients, caregivers, and families affected by sarcoma.
Through meetings with legislators, patient advocates
highlighted the importance of research, access to
treatments, and support for the community.

Being part of events like this is crucial for the GIST
community and other rare sarcoma communities.
Advocates serve as the voice for patients who may not
otherwise have the opportunity to influence policy
decisions, helping to secure funding, improve
treatment access, and expand resources for research
and patient support. The experience was a valuable
opportunity to connect with advocates from other rare
cancer communities, all sharing the same goal of
advancing research, improving treatment access, and
supporting patients and families.

LRG Director Emeritus Norman
Scherzer received a lifetime
achievement award for his 20+
years of patient advocacy work.
(Carol & Carolyn accepted on his
behalf and SPAGN Board Chair
Markus Wartenburg praised
Norman’s work.)

Norman accepted his award
in person at our office a few
days later.




(> OUR COMMUNITY IN ACTION

New Wellness & Positivity Board

Intiated by GIST adovcate & board member, John Abrams, the
LRG has created a new venue for GISTers to share their journey
and encourage each other to move, create, and make this journey
of survival an amazing experience. You are invited to join this
group as a viewer or participant - share what keeps you motivated
to live the best life you can!

Health, Wellness & Positivity Board for GISTers

A supportive online space for GISTers to connect, share =
their health and wellness wins, and spread i
encouragement and positivity. Feel free to share your
fitness journey, your reflections, your art or any activity
that makes you feel positive living with GIST.

From The Life Raft Group
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Doing what | love to do makes me happy. | have always made

time to do the things | enjoy the most, especially time spent
with my family(3 children, 6 grandchildren). | have been a
GISTer since 1997 so, of course, | feel extremely fortunate.
Good science, medicine, and the Life Raft Group have had a
huge impact on my life.

I'm a very active person(even at age 76). | love playing golf as
it keeps me outside(l like it better when | play well ). | also
boxitraining only) once a week.

I built a small garden several years ago and replant annuals
every May. People ask me what flowers | plant. My response
is "red, yellow, white, ete”. | love coming downstairs in the
morning, looking out my backyard and seeing the colors. It

starts my day off with a smile.

From John Abrams

CFCF e

If you are interested in viewing/participating in this board please visit:

https://liferaftgroup.kudoboard.com/boards/W3idyT80o/Positivity

{

This summer GIST Chile produced a well-received
cookbook for cancer patients. Lee en espanol aqui:
bit.ly/ManualDeNutricionOncologica

-10 -

GIST Chile
Nutricionista Marfa Verdnica Silva Grez

_ MANUAL DE
/" NUTRICION N
// ONCOLOGICA |

"/ Fundacién GIST Chile _
Hustrado por Natalia Araya lllanes 40 &
/
/A
G
b

’ . v .| Congratulations to advocacy partner Fundacién GIST Chile on
= i s Q I their 11th anniversary! We are extremely proud of all that Piga
' ; 1% GiST Chile ’ Fernédndez and the team have accomplished for cancer
. CUM PLIMOS ; ' patients in Chile!
) » w| They have helped spearhead new cancer laws in their country
. as well as being a part of Alianza GIST - an alliance of Latin
8 American countries plus Spain, working together to improve
« | the survival of GIST patients.
( »
“;: N ¢ , ﬂ /
* . A N O S 5 g (I ] I v @
Gracias por :fcsm\p;u'l:lrmss en este c:\min‘u. . i ) hd - n
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https://liferaftgroup.kudoboard.com/boards/W3idyT8o/Positivity
https://www.facebook.com/gistchile
https://www.facebook.com/groups/1563840870564071
https://bit.ly/ManualDeNutricionOncologica
https://bit.ly/ManualDeNutricionOncologica
https://liferaftgroup.kudoboard.com/boards/W3idyT8o/Positivity
https://liferaftgroup.kudoboard.com/boards/W3idyT8o/Positivity

Heather Bliss exemplifies resilience and dedication, both as an
athlete and as a patient advocate for those affected by GIST.
Diagnosed with GIST in 2023, Heather faced her diagnosis with
unwavering strength, transforming her journey into a platform
for raising awareness and supporting research.

As an active participant in the LRG Athletes Program, Heather
has engaged in various fundraising events, including marathons
and endurance challenges, to support GIST research. In
November, she’ll tackle her first HYROX, a fitness race that
combines running with CrossFit-style functional workouts.

Support Heather's . . 1
J

g
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\, #GIST

Rachel LoCurto Takes a Leap for GIST Research

Rachel LoCurto, Senior Vice President of The Life Raft
Group, took her advocacy to new heights. On October 15,
Rachel participated in Pledge the Edge in Atlantic City, NJ,
rappelling down a building to raise funds and awareness
for GIST research.

As an LRG Athletes, Rachel’s raised $3,500 to support
ongoing research and patient-driven initiatives. Her
adventurous spirit and dedication to the GIST community
continue to inspire those around her.

y Check out Rachel’s Kudoboard:  bit.ly/RachelKudo 1

-11-


https://bit.ly/LRG-A-HBliss
https://bit.ly/RachelKudo

Natalie Power Conquers 29 Miles for GIST Research

Natalie took on a mountain to raise awareness & funds for the GIST
community. With your encouragement, she raised over $11K and
completed a marathon hike of 29 miles, 7,000 vertical feet of
elevation in the Wasatch Range near Park City, Utah.

Natalie was diagnosed with GIST in 2023, after finding multiple
tumors on her gastrointestinal tract with no warning signs. Facing
surgery and ongoing treatment, she didn't let it stop her. With
determination, grit, and her amazing crew by her side, Natalie proved
anything’s possible.

“Thank you to all who supported me! A cancer diagnosis does
not mean you can’t keep pushing your body and doing the things
that you love! Thank you to The Life Raft Group to enhancing the
lives of all GIST patients.”

-Natalie

LReX

N\, #GIST

Evelyn Swam to Honor Her Grandmother’s Fight with GIST

At just 13 years old, Evelyn Chen is already making waves—literally
and figuratively. This fall, Evelyn joined the Swim Across America
2025 Dallas Open Water Swim at Lake Ray Hubbard, taking on the
2-mile distance in memory of her grandmother, Anna Chen. Evelyn'’s
grandmother passed away in 2021 from GIST.

Through her efforts, Evelyn not only swam in her grandmother’s
honor but also raised funds and awareness for the GIST community.
Her dedication at such a young age is a reminder that compassion
and courage can make a powerful impact, no matter your age.

“My grandma was such a vibrant, elegant, and loving person.
Her life was cut short by this terrible disease, but | want to
keep her spirit alive by helping others facing GIST.”

-Evelyn

-12-
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LRG Staffer Goes the Distance
for the GIST Community

Toni ran a marathon not just for the miles—but for
the lives behind every step.

On June 21st, she took on the ZIP code 07762
marathon in Rochelle Park, New Jersey, to raise
funds and awareness for GIST cancer research
through the Life Raft Group (LRG). Before joining
the Life Raft Group as a staff member, Toni had
never heard of GIST—a rare and often overlooked
form of cancer. But the moment she stepped into
the role, her world changed. She didn’t just learn
about mutations and treatment protocols—she was
introduced to the powerful, often heartbreaking
human stories behind each diagnosis.

Some of the most profound moments in her work
came during patient calls. Those conversations
opened her eyes and reshaped her heart. She
listened to the anxiety of waiting for test results, the
uncertainty of rare mutations, and the quiet strength
it takes to face each day with courage. The resilience
of the GIST community inspired her daily—and,
during the race, fueled every mile she ran.

)
SADDLE BROC
DUNKERHOOH!

If you have interest/questions
about the LRG Athletes Program,
reach out to Brian Morello:
bmorello@liferaftgroup.org

<
LRCA
\, #GIST
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Brian Morello
Director, Development

Running had always been Toni’s outlet—a
way to manage anxiety, process emotions,
and find clarity. Over the years, she had
completed three marathons, including one
with Fred’'s Team at Memorial Sloan
Kettering, raising over $3,000 for rare cancer
research. But this race was different. This one
was deeply personal.

Every mile was for the GIST community. She
ran for the patients she had met, the stories
she carried, and the hope that, together, we
can push research forward and ensure no
one faces this disease alone. With every
stride, she honored those battles. With every
step, she advocated for change.

No matter how hard the run became, Toni
kept going—for them. Her journey continues
to inspire others to donate to The Life Raft
Group and join their mission to support
patients with gastrointestinal stromal tumors
through education, advocacy, and research.
Support like this from the community helps
bring hope to those who need it most.

Share your journey:
bit.ly/GIST-Strong



mailto:bmorello@liferaftgroup.org
https://bit.ly/GIST-Strong

Welcome to our Newest

Board Member!

Rob Taylor has guided patients, shaped programs, and

. Drawing from his own
patient experience, he has been instrumental in guiding
programs, mentoring others, & advancing awareness and

helped strengthen the community

support for those living with GIST.

“We have a lot of chaos in our life. We have normal chaos just with
dealing with life in general and then this diagnosis gives us extreme
chaos. The LRG calms down the chaos and gives us not only hope
but saves our lives. It gives us hope, and it creates a normalcy in the
chaos that we're experiencing. The LRG helped me. They put the
work in to help me and they didn't have to do that.”

- Rob Taylor

Congratulations to Christina Ochs on
Her White Coat Ceremony!

A proud Villanova University alum, Christina spent the past year on
our Data Management & Research Team before applying to medical
school. She continues to support GIST patients part-time while
pursuing her dream of becoming a physician. We are incredibly
proud of Christina and excited to follow her journey.

Christina shared:

"l am deeply grateful for the opportunity to have worked at The Life
Raft Group as a Data Management and Research Manager over the
past year. As | move into the next chapter of pursuing my dream of
becoming a physician, | will carry with me the stories and strength of
every GIST patient. | have grown tremendously through the guidance
of patients, colleagues, and the physicians dedicated to advancing
research toward a cure. From Denisse, | learned how to recognize
patterns and frame research questions; from Jerry, | gained valuable
skills in data analysis; and from Toni, | witnessed the importance of
building meaningful relationships within the patient community.
Thank you to everyone at The Life Raft Group for your support—I will
take these lessons with me as | begin my journey in medicine."

-14 -
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A Memorable Evening at Water of Life . Brian Morello

Director, Development

_o. The evening was capped off at the Carnegie Club
ggm} E Lo ,' where guests enjoyed some additional pours
‘ paired with their favorite cigar.

Home Studios offered the perfect setting for day
two! On the following night, our Ultra VIP and VIP
ticket holders took part in an unforgettable whisky
experience featuring two whisky masterclasses
followed by 11 tables of whisky speed tasting,

On June 25th & 26th, we gathered for the while our Standard ticket holders participated in
inaugural Water of Life whisky speed tasting the speed tasting portion of the event.

event, and we couldn’t be more thankful for
everyone who joined us. Hosted in support of
The Life Raft Group and co-led by the ever-
passionate Dr. Matthew Lurin, the evening was a
true celebration of community, craftsmanship,
and compassion.

Whether you were a seasoned connoisseur or new
to the dram, guests left with new favorites, new
friends, and a deepened commitment to making a
difference!

From rare pours to heartfelt conversations, the
event was filled with warmth and purpose.
Attendees sampled unique whiskies from some of
the world’s most renowned brands while learning
how their support fuels critical research,
advocacy, and resources for patients living with
GIST — a rare and often overlooked cancer.

for all your hard work
on behalf of the LRG!

Our Ultra VIP guests kicked off this two-night
event by attending a special dinner at the Flatiron
Room in the heart of NYC coupled with some of
the most popular whisky.

COMING | ==
THIS FALL [ v

THE WOLF
11.13.2025

View Full Gallery:
bit.ly/WOLphotos2025
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Laura Occhiuzzi
Deputy Executive Director

Remembering Martina Will

With heavy hearts, we remember and celebrate the life of a
remarkable woman, Martina Will. Martina embodied strength,
compassion, and an unshakable love for her family and community.
She was, first and always, a devoted mother. Her children were the
light of her life, and everything she did, every challenge she faced,
was met with the fierce love only a mother can give. Her legacy
lives on in their hearts, their laughter, and the values she so
gracefully instilled in them.

Even during her own battle with GIST, she never stopped giving.
She served on our Health Equity Council, determined to make the
journey easier for others facing the same fight.

She fought her illness with unwavering courage, resilience, and
grace. Martina was determined to visit her sister in Hawaii despite
her weakened state. She sent us a picture of the ocean, peaceful
and serene- Martina was a fighter until the end.

Though she is no longer with us in body, her spirit lives on in the lives she touched, the family she
loved, and the causes she championed. We honor her not only for how she passed, but for how she
lived, with purpose, kindness, and heart.

She is deeply loved. She will be forever missed.
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“There’s a lot strength knowing you are not alone in this.
Finding LRG allowed me to feel like there were other
unicorns out there in that wilderness with me. Especially
the more | connected with LRG at virtual and in person
events, the more | realized that | had a really strong
advocate in the LRG, that they were out there talking to
the doctors. They were raising money for research. They
were trying to bring new treatments into clinical trial
phases. | don't have the power or the energy to do that on
my own, but knowing that there's this organization, this
small but fierce group of warriors who | don't think any of
them even have any skin in the game. | don't think any of
them are patients, to my knowledge, but they are
incredibly knowledgeable, and they really fight for us.”
-Martina Will

)9
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Join us at LIFE FEST 2026 ) lusbivitle

REGISTER

Enjoy a weekend of education,
connection, & hope at Life Fest!

JULY 10 - 12, 2026

This biennial Life Raft Group event is a gathering of patients, caregivers, and the medical and scientific
community, all coming together for a deeply meaningful experience. At its heart, it's about patients &
caregivers building connections, and finding strength in one another as we unite in hope.

What Does Life Fest Offer?

)

EDUCATIONAL RESOURCES

GIST patients face a rare and
complex disease, with subtypes
that respond differently to
treatment. Life Fest provides
trusted information to help
patients understand their
diagnosis and stay informed as
science continues to evolve.

)

EMPOWERMENT & HOPE

Life Fest offers more than
information—it renews strength
and purpose. Patients and
caregivers gain practical tools,
deeper understanding, and
renewed confidence in the
progress being made toward
better treatments and the hope
of a cure.

CURRENT RESEARCH

Workshops give patients clear
insight into the latest research,
treatment options, and side
effect management. They
leave with knowledge that
empowers them, and with
hope knowing scientists are
working toward a cure.

o

COMMUNITY SUPPORT

Joining with fellow patients and
caregivers from around the
world builds a sense of
belonging that is powerful and
healing. At Life Fest 2026,
shared stories and connections
remind every attendee they are
not facing this journey alone.

Hotel Details

Loews Nashville Hotel at Vanderbilt Plaza
There is a block of hotel rooms for guests

| attending Life Fest. This special group rate
is available until June 19, 2026.

(All conference sessions will be held at

this hotel.)

Airline discounts and parking information are available on the
registration page. Agenda TBD.

Questions about Life Fest?
Please reach out to Brian Morello, Director of Development
at bmorello@liferaftgroup.org
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mailto:bmorello@liferaftgroup.org
https://www.eventbrite.com/e/life-fest-2026-nashville-tn-tickets-1501512025889?aff=oddtdtcreator

VISIT OUR EVENT PAGE FOR THESE EVENTS:

bit.ly/LRGEvents2025

WEBINAR FUNDRAISING EVENTS

LA A the TEXAS HOLD’EM

LRG Sensor Director
Data Mgmt. & Research Q/

NOVEMBER 10 NOVEMBER 20

WEBINAR

Updates from
CTOS 2025
~¢

IN-PERSON
WEEKEND-LONG
EVENT

December 3, 2025
12:00 PM ET

‘ vl' " Dr. Pawel Sobczuk JULY 10 - 1 2, 2026
) i 4 I\;’alld‘Hebrgn Institute of Oncology

arcelona, Spain
2

DECEMBER 3 JULY 10-12, 2026

TRI @GE . Subscribe to our
Y o Channel today!
C/WNCER You TUbe @Liferaftgroup()srg

REGISTER FOR UPCOMING

MEDICARE WEBINARS:

Medicare Part 2 - Nov 19 Watch the latest videos
on treatments, trials,
side effects & nutrition.
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https://triagecancer.org/webinars
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@ PHOTO GALLERIES

Check out all the photo galleries for the latest LRG events!

Evelyn Chen - LRG GDOL Boston
Athlete for GIST 2025

GIST
LReX f/LreX k%f;’%

ATHLETES | ATHLETES i %, MGISTSTRONG J GISTDAYOFLEBEQSNI%S
Welcome to Evelyn's page!

. #GISTSTRONG #GISTSTRONG SEPTEMBER 27, 2025
This is her place te honor her

Welcome to Rachel’s page! | Weelcome to Heather's page! grandmather, Anna Chen,

Heather Bliss -
LRG Athlete for

Rachel LoCurto -
LRG Athlete for

GIST

13 B facke | (] msgham Cancns Gonter

The GI5T Day of Learning

LRG Athletes for
GIST

Natalie Power - Toni Pauwels -
LRG Athlete for LRG Athlete for

GDOL Los Angeles
2025

GIST GIST

LR [/LreX Lrel

I | i cTRONG |
GISTDA‘[E)F;IE‘E':I'-\SE&I% | ATHLETES | ATHLETES | N, #GISTSTRONG
e #GISTSTRONG #GISTSTRONG
[EE Health (s v N - o -~
Welcome to the LRG Athletes
comimunity! This Is your place
The GIST Day of Leamning Welcome to Natalle's page! | Welcome to Tonl's page! This 10 share your fitness goals &

Health, Wellness & GIST Ride Water of Life LRG Open House What's something
Positivity Board June 27, 2025 unexpected that
for GISTers GIST has taught
“ you — about
] Lo yourself, life, or
Asuppintive snline ipace fer | Swimimer people?

GiSTers to connect. share their ||

Lo o) Pleel: & Ming
T b Vb
Farik e far Being & part of AWARENESS

' &sz'“-zs

AR

heatth and wefiness wins. and
spresd encour agemrent and !

posithaty. Feel free to share
O MANGEE [T, YOur

reflections, your 3T of any
Sethity thal makes you foel

THE LIFE RAFT GROTF

i evening's Water of Life -
Event! [June 26, 2025] Qe Qpers Heuse wad & parf of »-\' )
Your & 0l ' herry Cally GIST Rade fowr buf

e vt 0 Shave a8 much Make Seme Molse! Skare your

tanight help make & resl
 POTIEIG OF (1 Gvinl walh stary i phatos heve b shout

| gl Jerry Callvock te the rosd this
podithen lvieg with GIST, | @ oG o raise warensss ang
H N funds for GIST rescanch. His

o

W From The Life Ralt Group

Interested in Want to

Volunteering?
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THE LIFE RAFT GROUP

GEM

\'/ PROGRAM

GIVE EVERY MONTH TO SUPPORT GIST RESEARCH

% OPAL & 4 RUBY &

Karen Dalal

John Driscoll
Charlie Grana-Benn
Mike Leary

Claire Monaghan

4

Julie Bottomley
Beatrice Bradford
Rene Carrillo

Elizabeth Skree Lisa Davis
Caleb Tindell Timothy Gass
Cheryl Martin Hart
VanDeKerkhove Janet Hines
Paul Vicente Michael Jay

Derek Kaufman
Jennifer Moore
Vicky Ossio
Rick Paczewski
Merry Ann Pratt
Ulrike

Danielle Williams
David Wolfe

Schultz-Matthiesen

Tim Tate
Rob Taylor

Cathy & Jeff Alpert
Heather Anderson

THANK YOU TO OUR
GEM DONORS!

@ SAPPHIRE @

Ashley Bunch
Andrew Byer
Beverly Chalmers
Curtis Henry
Wanda Sebestin
Thomas Tiefert

A\ It's convenient for you.

@& @
‘Lm' E“Enlln ‘EA!AE'
w w

David & Jodi Alexander
Paul & Monique Britton
Carolyn Dewalt

S. Foudeh

Chris & Jing Goldsmith

Peter Jacobson
Christa Pereira

Robert Sholiton

DAL

Robbie Cannon
Jon P. & Lori Treder
Wes and Jacob Treder

Your donation of $10 a month or more can be automatically paid each month.
No fuss or remembering to send in a payment.

B. It's a consistent source of funding.
Even a donation of $10 a month helps us continue to produce webinars, GDOLs,

educational materials, participate in global advocacy, and contribute to research.

bit.ly/Become-A-GEM

THANK YOU TO OUR MAJOR DONORS!

(MAY-SEPT)

Anonymous Donors

Dr. John Abrams

Erick Ammons

BST Consultants

Jennie Clark

Matt & Kerry Ellison
Helen Frey

Louise & Bob Hammond
Mari Haddock

Bobbi Heaney

Daniel Ruane & Jacqueline Jenna
Alice Kondis

Sammy Krumholz
Rachel Liang

Benny Liang

Lillian S Isaacson Philanthropic
Fund

May Litt

Link, Inc.

Nancy Livoli

Lowry Charitable Fund

John McMahon

Stephanie Miller

Brittney Molocznik

Todd Oetken

David Oetken

Nancy Ohearn

Teena Petersohn

Jeremy Power

Joseph Power

Holy Raffaele

Cynthia Russel

Ellen Rosenthal

Laurel Sagen

Shell Oil Co. Foundation
Matching

Deborah Spear

Nancy Smith

Jennifer Sedlis

Adam Walsh

Eric & Colleen Walczykowski
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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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Staff Board of Directors Medical Advisory Board

Dr. Andrew M. Blakely \
NCI - National Institutes of Health

Dr. Michael C. Heinrich
OHSU Knight Cancer Institute

( Executive Director

Deputy Executive Director

Senior Vice President

Senior Director, Data Mgmt. & Research
Senior Director, Marketing & Communications
Senior Director, Rare Disease Initiatives

Sara Rothschild
Laura Occhiuzzi
Rachel LoCurto
Denisse Evans
Carol Tordella
Allison Russo

Executive Committee
Gary Glasser - President
Steve Pontell - Vice President
Kay Stolzer - Secretary

Santy DiSabatino - Treasurer Dr. Sameer Rastogi

AlIMS

Director, Development
Director, Programs
Controller

Development & Operations Manager
Data Mgmt. & Research Manager

Communications Associate/Graphic Design

Data Mgmt. & Research Manager

Program Coordinator

Data & Registry Development Associate
Data Mgmt. & Research Manager
Executive Director Emeritus

Brian Morello
Rebecca Pauley
Robin Elia
Brianna Enciso
Antoinette Pauwels
Egny Mendoza
Simran Singh
Tara Ruggiero
lan Hill

Christina Ochs
Norman Scherzer

Dr. John Abrams
Dr. Monica Anderson
Patricia Bonda-Swenson
Bill Borwegan
Stan Bunn
Dr. Joseph Germino
Jim Hughes
Teena Petersohn
Christa Pereira
Robert Taylor

Dr. Peter Reichardt
Helios Klinikum Berlin-Buch

Dr. Gary Schwartz

Case Comprehensive Cancer Ctr

Dr. Cesar Serrano
Vall d'Hebron Institute
of Oncology

Dr. Jason Sicklick
UCSD Moores Cancer Center

Dr. Neeta Somaiah

MD Anderson Cancer Center

Dr. Jonathan Trent

Data Analyst Jerry Call versity of Miami Health
Consultants: Global Relati C dinat Piaa F ind University of Miami Hef‘it
: Global Relations Coordinator Piga Fernandez Sylvester Comprehensive

Registry Consultant Becky Owens Cancer Center

J

US Director - Santy DiSabatino
Dr. John Abrams
Chris Bayard
Patricia Bonda-

Swenson
Beatrice Bradford
Andrew Byer
Karen Dalal
Jason Delorenzo
Santy DiSabatino

Global Director - Piga Fernandez

Canada Hazel McLeod
Chile Piga Fernandez
Europe Paul Britton
India Satheesh Kumar
Sreedharan
Florence Thwagi
Amelia Yeo

Shana Lee
Margaret Mcinteer
David Meece
Karen Meyers
Marlene Nei

Glenn Noronha
Natalie Power
Caroline Ruiz

Kay Stolzer

Gerard Griffith
Yang He

Joyce Holthaus
Steve Holthaus
Peter Jacobson
Irving Kass

Joy Knopp
Doug Knopp
Chuck Korte

Robert Taylor
Jon P. Treder
Lori Treder
Dave Wolfe

Julie Durkee
MaKayla Evans
S. Foudeh

Lisa Fues
Timothy Gass
Melissa Geinitz
Linda Geiss

Jing Goldsmith
Gregory Graham

Kenya
Singapore
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Global Director Piga Fernandez Jordan Sameer Yaser
U.S. Regional Leaders Argentina Vicky Viel Kenya Florence Thwagi
Australia Robert Cabion Macedonia Dejan Krstevski
; Shari Reid Mexico Rodrigo Salas
(D:gk.’lcr):goAbrams i“:::,,: ghes Belgium/Netherlands Gerard van Oortmerssen Nepal Atul Upadhyay
.. Indiana Bolivia Vicky Ossio New Zealand Donncha Lynch
Patricia Bonda- Michigan Brazil Luciana Holtz Norway Frode Homb
Swenson Wisconsin w Bulgaria Juliana Popova Pakistan Sobia Wali Muhammad
New York . 2 Canada David Josephy Peru Karla Ruiz de Castilla
S Ly anenc{: LZX (o) Chile Piga Fernandez Phillippines Roy Mijares
Kyle Brown D;;y“::_ e A Colombia Jairo Becerra Rod Padua
Gina Smith 2 Maria Helena Matamala Poland Piotr Fonrobert
Alabama Paula Stover Costa Rica Michael Josephy Romania Simona Ene
South Carolina = Cyprus/Greece George Constantinou Russia Dmitry Bukhtenkov
Xa.Kay & Bl aeikTinnes | Czech Republic Jana Pelouchova Yana Smirnova
U:;zlf na Oregon < Dominican Republic Alejandro Miranda Samoa Leasi John Galuvao
Idaho Washington o Finland Saila Mattila Saudi Arabia Mohamed-Elbagir Ahmed
Nevada (o) France Estelle LeCointe-Artzner Scotland Stacey McAully
Wyoming TR WEE O - Germany/Austria Kathrin Schuster Singapore Amelia Yeo
New Hampshire (G Guatemala Silvia Castillo de Armas  South Korea Young Jae Kim
Elizabeth Ching ~ New York Hong Kong Thomas Chow Spain Luis Herrero de la Fuente
Vermont Malne husett Hungary Zoltan Kalo Sudan Mohamed-Elbagir Ahmed
Rha:cslzclsr::d ° India Viji Venkatesh Switzerland Helga Schnorf
S. Foudeh c : Rashi Suri Kapoor Thailand Kittikhun Pornpakakul
California onnecticut I N Amirfarhad Tunisia H B d
Pennsylvania ran Negar Amirfarha unisia Hanen Bouamou
Paul Homan Ireland Rebecca Quil Foyle Turkey Haver Tanbay
South Dakota Israel Avi Zigdon U.K. Nic Puntis
Italy Barbara Tamagni Colombo Jayne Bressington
Japan Sumito Nishidate Uruguay Verdnica Armand Ugén
Venezuela Angel Selena Rodriguez

youtube.com/

@liferaftgroup.
LifeRaftGroup

instagram.com/
bsky.social

linkedin.com/company/
liferaftgroup

the-life-raft-group/

facebook.com/ ‘\' .
0 liferaftgroup “\‘ @Liferaftgroup G o 0






