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In 2022, our theme, “It’s Time to Tell the Stories,” marked a significant 
milestone as we celebrated 20 years of non-profit service. Throughout 2022, 
we embarked on a journey of sharing narratives, videos, and informative 
webinars, with the aim of illuminating the world about GIST, its research, and 
the pivotal role played by The Life Raft Group. Our commitment to raising 
awareness and fostering understanding remains unwavering. Together, we 
continue to make strides in the battle against GIST, ensuring that no one faces 
this challenge alone.



| 3 |

A MESSAGE FROM OUR EXECUTIVE DIRECTOR

As I reflect upon the milestones and progress, we achieved in 2022, I 
am humbled and inspired by the LRG team and volunteers who helped 
make our efforts so successful, especially in the first year of my new 
leadership role as Executive Director. The sections of this Annual Report 
bear witness to the dedication, hope, and commitment of our team, 
our members, and our partners in our mission to empower and support 
those affected by GIST (Gastrointestinal Stromal Tumor) and other rare 
diseases.

The past year was filled with challenges as we downsized our office and 
staff. Yet, it was also a year of remarkable growth and transformation for 

our small, but mighty team. In 2022, we celebrated our twenty-year anniversary at Life Fest in New 
Orleans. This was the first time we gathered in person since before covid. The emotions and energy 
in the room were palpable, hearing from inspiring mentors as well as young adults who were 
living with GIST for many years. We all walked together in solidarity for our GIST Do It Walk, and it 
symbolized how our commitment to the GIST community is unwavering. 

Our research initiatives continued to pave the way for the importance of patient reported 
outcomes. Through collaborative efforts with leading institutions, we made strides in understanding 
the genetic underpinnings of GIST. Our partnerships with academic partners were highlighted at 
the annual Connective Tissue Oncology Society (CTOS) meeting in Vancouver as we had a poster 
outlining updates from our patient registry. Additionally, three of four oral presenters during the 
GIST session shared that their research was in partnership with the Life Raft Group. Our relentless 
pursuit of knowledge and its translation into actionable results underscore our dedication to 
making a tangible difference in the lives of those we serve. Advocacy remained at the forefront of 
our activities, as we tirelessly championed for patient rights, particularly with access to approved 
GIST therapies around the world. The collective voices of our community grew louder and more 
influential as we articulated that the needs and concerns of rare cancer patients were heard and 
addressed.

None of this would have been possible without the generous support of our donors, sponsors, 
and partners. Your unwavering belief in our mission fuels our determination to continue pushing 
boundaries and seeking new ways to improve the lives of those we serve. As you read our Annual 
Report, let us celebrate our achievements, acknowledge our challenges, and renew our resolve to 
forge ahead. The journey ahead may be challenging, but we are fortified by the spirit of unity and 
hope that defines The Life Raft Group.

Together, we are charting a course for a brighter future for rare cancer patients everywhere. Thank 
you for being part of our extraordinary community, and here's to a year of continued growth and 
impact in the coming year.

Executive Director
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FOUNDER & FIRST EXECUTIVE DIRECTOR

In March of 2022, The LRG experienced a significant transition when Norman 
J. Scherzer, the Executive Director since the organization's inception in 2002, 
passed the leadership mantle to Sara Rothschild, a dedicated and longstanding 
team member. Under Norman's leadership, the organization has achieved 
remarkable growth, now counting thousands of members globally. Under Norman's 
stewardship, the organization has raised over $9 million for GIST research in the US 
and Europe. Key achievements include the creation of a patient registry with clinical 
histories from over 2,000 patients across 69 countries, a GIST tumor bank housing 
over 800 patient tumor samples, one of the earliest databases for GIST therapy side 

effects, and a thriving community of GIST patient mentors, all patient-led. During this time The Life Raft 
Group extended a successful support model to assist other rare cancer patient groups, solidifying its 
commitment to broadening its impact within the rare cancer advocacy landscape. 

Norman's legacy is one of extraordinary achievement, marked by unwavering dedication to advancing 
research, enhancing patient care, and fostering a global community united in the fight against GIST and  
rare cancers.

IMPORTANT HIGHLIGHTS

Norman J. Scherzer
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THE LIFE RAFT GROUP 
BOARD OF DIRECTORS
The past year brought significant 
transformations to the esteemed 
Life Raft Group Board of 
Directors. 

After a 
remarkable 
14-year tenure as Board President, 
Jerry Cudzil made the decision 
to step down from his leadership 
role. His exceptional fundraising 
efforts have left an indelible mark, 
contributing significantly to the 

advancement of research, support, and educational 
initiatives within the LRG. It is with profound respect 
that we acknowledge Jerry’s dedicated commitment, 
particularly as he devoted his time to honor his 
late father-in-law, who succumbed to GIST. Jerry’s 
stewardship has been instrumental in navigating the 
Life Raft Group through the dynamic landscape of 
rare cancer advocacy. 

Jerry’s exceptional fundraising endeavors have 
made invaluable contributions to the research, 
support, and educational initiatives of the LRG. It is worth 
noting that Jerry devoted his time to honor the memory of  
his father-in-law, who tragically succumbed to GIST.

Stepping into this distinguished role, Gary Glasser assumed 
the presidency of the Board. Gary has been a valued member 
of the Life Raft Group’s Board since 2013, having also held the 
position of Secretary-Treasurer since 2015. Furthermore, since 
2020, Gary has skillfully led the Data Science and Strategy group for Birch Hill Equity Partners, a private equity 
firm based in Toronto. His introduction to the world of GIST was a personal one, as it stemmed from his late 
father’s diagnosis with this rare disease.

In 2022, we welcomed three new Board members. Patricia Bonda-Swenson, a dedicated member of the LRG 
since 2007, as she brings a wealth of experience from the Trade Show and Architectural Interior industry. 
Santy DiSabatino, a former educator and administrator, and an impassioned GIST advocate, also leads as the 
US Director of the LRG’s GIST Mentor Program. Bill Borwegen, a resolute GIST advocate, boasts an extensive 
background in lobbying for the enactment of laws and regulations aimed at safeguarding the well-being 
of healthcare and service workers in the face of on-the-job hazards. In addition to these positive transitions, 
Steve Pontell, Esq., our devoted volunteer counsel, took on the role of Vice President of the Board. Kay Stolzer 
has assumed the responsibilities of Secretary, and newcomer Santy DiSabatino began his tenure as Treasurer.

Our Board members have been actively engaged in committees that drive transformative change, 
spearheading fundraising campaigns that significantly augment our financial resources, and participating 
in meetings that are pivotal to the ongoing success of our organization. In addition to our routine quarterly 
meetings, a significant half-day session held during Life Fest in July 2022 provided a fertile ground for 
innovative ideas to flourish and for both new and established members to be invigorated, further solidifying 
their integral role as contributors to the continued success of our organization.

Jerry Cudzil

Steve Pontell 
Vice President

Jim Hughes

Santy DiSabatino 
Treasurer

Bill Borwegen

Rodrigo Salas

Kay Stolzer 
Secretary

Teena Petersohn

Gary Glasser
President

Dr. Monica
Anderson

Patricia  
Bonda-Swenson

John Abrams

Stan Bunn
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RESEARCH
The Life Raft Group continues to focus on advancing 
critical research-related topics in the field of GIST. Our 
central mission centered on promoting mutational testing, 
an essential element in tailoring effective treatments 
for all GIST mutations. We diligently advocated for the 
significance of mutational testing and facilitated access to 
this crucial diagnostic step, empowering patients to make 
informed decisions about their healthcare. Our primary 
goal is to optimize treatment plans, ultimately leading to 
better patient outcomes.

This commitment extended to building a robust, research-focused Science Team. This team is 
instrumental in advancing our understanding of GIST and driving innovative research. In addition, we 
actively supported the Pediatric & SDH-Deficient GIST Consortium, collaborating with global experts 
in the GIST field to accelerate research progress. We showcased our dedication to research by actively 
representing our interests at international conferences, publishing papers and posters to share 
invaluable insights, and expanding our Medical Advisory Board to further enhance our leadership and 
expertise.

As part of our comprehensive approach, we welcomed over 200 new members to our GIST patient 
registry. This significant growth enhances the registry’s value, offering a diverse and extensive database 
for researchers, clinicians, and patients. The larger registry equips us to better support research 
initiatives and, ultimately, to improve the lives of those affected by GIST. Our unwavering commitment 
to GIST research is resolute, as we advocate for enhanced patient outcomes and push the boundaries of 
knowledge in the field.

The Patient Registry department was renamed Data Management & Research this year to more fully 
reflect the duties of this department which includes curation & maintenance of the LRG GIST Patient 
Registry, GIST research, data analysis, and as a touchpoint for new members and GISTers in need of 
consultation for treatments, side effects, and clinical trials.

In 2022 we continued our Tissue Testing Project with the 
goal of identifying patients who haven’t received testing for 
biomarkers, by creating awareness through videos, social 
media, and surveys of our membership.

In April, the Data Management & Research team held a Virtual 
Tumor Board featuring four cases presented from all over the 
world, further emphasizing the importance of virtual reviews. 
These cases highlighted new characteristics of GIST and cases 
that were atypical. Global reach is one of LRG’s main priorities 
and advocating for access of care, treatment and affordable 
medications. With the LRG’s relationships with medical experts 
and institutions in many countries, patients and doctors who 
are out of options and are unsure of next steps can tap into 

our large community of the world’s leading GIST experts who are part of our Virtual Tumor Boards and 
are willing to share their suggestions. This forum also allows the LRG to be the moderator,, bringing 
forth challenging and rare cases to experts, calling attention to new characteristics of GIST and working 
together with GIST experts to accelerate research and build novel treatment strategies.
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The LRG team published, “Barriers to mutational testing in patients with gastrointestinal stromal 
tumors (GIST) – a survey of Life Raft Group members” which focused on the incidence of mutational 
testing among our members. The study was initiated due to the observed rates of mutational testing 
among the general GIST patient population which is about 26.7% in the U.S. despite standard guideline 
recommendations from agencies such as the National Comprehensive Cancer Network (NCCN) and 
College of American Pathologists (CAP).

The Life Raft Group collaborated on a study published in August entitled, “Undetected KIT and PDGFRA 
mutations: an under-recognised cause of gastrointestinal stromal tumours (GISTs) incorrectly classified 
as wild-type,” with Dr. Maria Pantaleo, Annalisa Astolfi, Anthony Gill, and Brian Rubin. This team of 
experts worked together in drafting this important position paper to increase awareness on this critical 
issue.

The Data Management & Research team launched two new Facebook Support Groups with a specialized 
focus for patients and their caregivers; designed to provide a safe forum to discuss specific concerns in 
a closed environment. One group focused on discussing issues around ripretinib (Qinlock) and the other 
on patients currently on or considering enrolling in the Cogent trial for CGT9486.

The Life Raft Group had a presence at several important 
conferences around the world including ASCO (American Society 
of Clinical Oncology), the Precision Medicine Symposium, and 
CTOS (The Connective Tissue Oncology Society), where The 
LRG presented a poster entitled, “Phase I Results from a Multi-
Phase Comprehensive Genomic Sequencing Tumor Study in 
Gastrointestinal Stromal Tumor,” and contributed data for a 
presentation called, “GIST & Other Sarcomas with Actionable 
Targets,” presented by the team at The Royal Marsden NHS 
Foundation Trust, London, England.

As a founding member of the National Institutes of Health’s Pediatric & Wildtype GIST Clinic, The LRG 
continues to participate at this annual event which connects us with GIST patients so that we can support 
patients with SDH through their treatment journey. Concerning SDH, the Pediatric & SDH-Deficient GIST 
Consortium remains at the forefront of SDH research and collaborations to develop to new therapies for 
this rare GIST subset. 
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THE LRG MEDICAL ADVISORY BOARD

The goal of The LRG Medical Advisory Board is to share scientific and research expertise to provide 
strategic direction on LRG initiatives to ensure the survival and well-being of GIST patients.  

The Board is comprised of experts from leading academic and medical institutions around the world: 
Dr. Michael Heinrich, OHSU Knight Cancer Institute; Dr. Samer Rastogi, AII India Institute of Medical 
Sciences; Dr. Peter Reichardt, Helios Klinikum Berlin-Buch; Dr. Gary Schwartz, Case Comprehensive 
Cancer Center; Dr. César Serrano, Vall d’Hebron Institute of Oncology; Dr. Jason Sicklick, UCSD Moores 
Cancer Center; Dr. Jonathan Trent, Sylvester Comprehensive Cancer Center.

Dr. Neeta Somaiah joined our esteemed team of experts in 2022. She is the Associate Professor of 
Sarcoma Medical Oncology and serves as the Deputy Chair of Sarcoma Medical Oncology at The 
University of Texas MD Anderson Cancer Center in Houston, Texas. Her primary clinical and research 
focus is soft tissue sarcomas, specifically liposarcomas and GIST (gastrointestinal stromal tumors). 

Sameer Rastogi, MD
All India Institute of 

Medical Sciences

Gary Schwartz, MD
Case Comprehensive 

Cancer Center

Peter Reichardt, MD
Helios Klinikum  

Berlin-Buch

César Serrano García, MD
Vall d’Hebron 

Institute of Oncology

Michael C. Heinrich, MD
OHSU  

Knight Cancer Institute

Neeta Somaiah, MD
MD Anderson  
Cancer Center

Jonathan Trent, MD
Sylvester 

Comprehensive  
Cancer Center

Jason Sicklick, MD
UCSD  

Moores Cancer 
Center
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OUTREACH & SUPPORT

The Outreach & Engagement team functions as the foundation for building support systems for patients 
and caregivers through facilitating support groups, a mentoring program, and educational days of 
learning throughout the US. O&E also trains mentors, facilitates fundraising events & GIST Do It Walks, 
promotes GIST Awareness Day, and creates life-changing events for patients & caregivers with our 
biennial Life Fest event.
This year we welcomed 209 new members to our LRG community.
STATE AND GLOBAL REPRESENTATIVES
As of December 2022, The Life Raft Group State and Global representatives were 
serving in 21 states and 51 countries, with support groups operating in local areas in-
person and online. 
Of note, long-term survivor, support group leader & advocate, Dina Wiley, an integral 
member of our LRG family embodying all the best qualities of a patient advocate, 
stepped down from her post as SoCal representative. Dina became our SoCal state 
representative in 2011 and has been instrumental in providing support for the newly diagnosed as well 
as aiding in the planning and execution of GDOLs and Life Fest events. Dina will always remain a valued 
member of our GIST family.

MONTHLY SUPPORT GROUPS
Our commitment to patients and caregivers extends far beyond discussing medical treatment and 
analyzing data for research. Facing a serious illness can be an emotional and challenging journey, 
and we believe that a strong support system is essential. To fulfill this commitment, our US and global 
representatives organize and host regular support group meetings for patients and caregivers. 
These meetings provide a platform for patients and caregivers worldwide to connect with others facing 
similar challenges. Building a sense of community helps individuals realize they are not alone in their 
struggles.

When I think of The Life Raft support group, words to describe how it has impacted my life by 
participating include: educational; motivational; hope; caring; sharing; informative; and relaxing. 
‘S’ is a wonderful coordinator and genuinely concerned about each participant. He makes sure 
that we all have a chance to share updates about our journey. I enjoy when there are guest 
speakers to discuss different topics; video and reading references for follow up after discussions. 
After my diagnosis and surgery I was advised to seek therapy to help me better cope/understand 
living with cancer, side effects from Gleevec, etc…I tried, unsuccessfully, two or three therapists.  
I didn’t feel any connection. There didn’t appear to be any true concern or interest. Along 
came Life Raft….I appreciate The Life Raft Group for reaching out to me. I have met some very 
interesting and authentic people willing to share without inhibitions. Their contributions are 
sincere, real experiences. We all know the GIST journey continues to be challenging but I am 
thankful. I hope to be more involved in the group as time goes on and I become more informed, 
able to assist and give back. I would absolutely recommend the group (and I have) without 
hesitation. - Susan Franze
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THE GIST MENTOR PROGRAM
The Life Raft Group’s GIST Mentor Program is dedicated to providing essential support to individuals 
with GIST and their loved ones as they navigate the challenges of diagnosis and treatment. This 
program serves as a guiding light, offering patients and caregivers the tools to advocate for themselves 
and extending a comforting hand of emotional support throughout their GIST journey. Our LRG GIST 
Mentors, comprised of survivors and caregivers, play a vital role by offering understanding and empathy, 
reassuring patients and their support networks that they are not alone in their GIST journey. 

Launched in 2019, the GIST Mentor Program has expanded significantly, with 22 mentors and 307 
mentees in the United States in 2022, skillfully facilitated by Santy DiSabatino, a dedicated patient 
advocate and LRG Board Member, along with our international program director Piga Fernández, who 
also serves as our Global Coordinator. The program’s remarkable growth, from its inception with seven 
mentor trainees in 2019, is a testament to its significance, and we are committed to expanding our 
mentorship network in 2023 to accommodate the growing waiting list of patients and caregivers seeking 
mentorship.

It feels so good having all these strangers in my corner with me.   - Michelle Tobias

Thank you for the information. I have already had an encouraging chat with my mentor.  
I am so grateful.   - Dr. mOe Anderson

My Mentor has contacted me, and we will be talking soon. Again, thank you!   
What a valuable program this is.   – Susy Clough

“Mentoring is an interesting privilege, as you support another GISTer through a new and  
sometimes confusing experience, you realize how much it is helping you.”   - Karen Meyer

GIST DO IT WALK, VERONA PARK, NJ
The GIST Do It Walk NJ was held April 9th. This annual walk was established in honor of GISTer Ted 
Wolf who passed away in 2018. In memory of Ted, various members of the Wolf Family walked with 
us simultaneously in separate parts of the country to add to the comradery, and to honor Ted with our 
efforts and donations in his name.

GIST AWARENESS DAY - JULY 13TH
GIST Awareness Day (GAD) is a defining moment in our annual calendar, 
where our aim is to demystify GIST, making knowledge about this rare 
disease more widespread. As a community – patients, caregivers, medical 
professionals & researchers, pharma, and donors – spread the word 
throughout social media that we are supporting GIST patients and GIST 
research. 

Coinciding with the 20th anniversary of The Life Raft Group as a nonprofit, our emphasis was on patient 
and caregiver stories that reaffirmed the power of community. We hosted an SDH-deficient GIST-focused 
webinar, presented by Dr. John Glod, NIH, and featured SDH-deficient GIST patient Lleyton Schlesky. 

Across the globe, there were various & diverse interpretations of the GAD theme, as well as many local 
meetings, webinars and other educational events from patients & caregivers, patient advocacy groups, 
pharma, clinicians, researchers, family & friends.
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LIFE FEST 2022
In July of 2022, our LRG community came together for Life Fest after a four-year hiatus due to the 
Covid pandemic. This long-awaited event in New Orleans was marked by the dedication of our staff, 
volunteers, GIST Mentors, board members, and participants and the celebration of our 20th anniversary. 
Attendees included 130 patients, caregivers, LRG staff, clinicians and medical professionals. 
The Life Fest Scholarship Fund, made possible by our Board of Directors and donors, enabled 10 
families to attend the conference. 

It was my first Life Fest but it won’t be my last. I loved everything about it! Loved the GIST 
specialists with all of their new information and wonderful ideas for treatment. Life Raft staff 
was wonderful! Helpful and cheerful and well organized! Thanks for all you do!  
– Margaret McInteer

The thanks belongs to you and the LRG team. You all are a great collection of selfless people 
who compassionately care for folks that have great need. You listened to Santy’s heart and 
supported his vision. You treat us mentors like gold and we have learned to have great love 
for each other. Thank you for each time that you have brought us together. Thank you for 
caring and sharing part of your life with who Christ called “the least of these”. Much peace.  
– Rob Taylor 

Thank you so much for your part in making another Life Fest a wonderful, reassuring and 
gratifying experience. You, Diana, and the rest of the Life Raft staff are truly amazing, loyal 
and dedicated souls who have provided such a wealth of information and education for all 
GISTer’s and our Caregivers. I feel so fortunate to be within the arms of the LRG guidance. 
THANK YOU AND TO ALL THE STAFF! Seeing past fellow GISTer’s and meeting all of you 
fellow Mentors held special meaning for me. Bless us all and as always, Self Advocate, Self 
Advocate, Self Advocate! – Jon P. Treder

GIST MOSAIC AT LIFE FEST
Cogent Biosciences, Inc. partnered with the LRG to create a GIST 
Mosaic to raise awareness for GIST, promote hope, and to honor 
our patient/caregiver/advocate community. Cogent collected over 
500 photos for this memorable collage. 
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2022 FUNDRAISING EVENTS
G.E.M. PROGRAM
The LRG’s Give Every Month (GEM) Donors provide regular gifts to help ensure a consistent and steady 
stream of support to GIST patients and their families. In 2022, 30 GEMs were a part of the program and 
we are grateful for this consistent and continual source of funding.

SPRING 20-20 CAMPAIGN 
The Spring 20-20 Fundraising Challenge - As part of our 2022 “It’s Time to Tell the Stories” theme, we 
committed to raising $20,000 by Life Fest New Orleans (July 29-31st) with a 20-20 Challenge in honor of 
our 20 years as a non-profit organization.

HOLIDAY CAMPAIGN
Our Good News Holiday Campaign was the culmination of our year of “Time to Tell the Stories 2022.” 
We raised $38,050.75 celebrating our global impact, contributions towards GIST research and support 
services. 

NIGHT TO FIGHT CANCER
Jerry Cudzil’s annual Night to Fight Cancer fundraiser 
returned to NYC after three years online due to the 
pandemic. Hosted by Jerry and colleague Matthew 
Knopman, the event once again took place at Midtown Loft. 
This event is historically our largest in-person fundraiser for 
the year, and we are thankful to the donation by Lyon Carter 
III and event sponsors Bank of America, Capital Markets, 
Credit Suisse, Jefferies, Tradeweb, Trumid and Morgan 
Stanley. 
The tournament winners were: 1st Place: Jeff Leach, 2nd Place: Michael DiSanto, and 3rd Place: Michael 
Lee. Thank you to volunteers Teena Petersohn, Kathrena Aljallad, and Jasleen Kaur!

WATER OF LIFE
The 5th Water of Life Fall Event (WOLF) on November 2nd was a resounding success, bringing together 
whisky enthusiasts and top industry representatives at Keen’s Chophouse and the Carnegie Club. This 
annual charity event, hosted by Dr. Matthew Lurin, raised nearly $12,000 for The Life Raft Group, making 
it one of our most memorable WOL gatherings. 
The Life Raft Group wants to also acknowledge our gratefulness for the countless patients & caregivers 
and friends & family who have hosted personal fundraising events and Facebook fundraisers this year.
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We continue to see that empowered and educated patients 
have higher survival rates, and that by raising awareness and 
providing information about GIST, we help patient to survive and 
thrive.
Educational events are one of the ways that we share information 
and education about GIST, treatments, side effects and trials. 
One of our core values is to educate and empower patients to 
take a larger role in their care. 
In the past year, we produced 12 webinars: 
The Value of Biomarker Testing: Case Studies Across Multiple Institutions (Jan 6) – Dr. Prapassorn 
Thirasastr, MD Anderson Cancer Center, Dr. Steven Bialick, Sylvester Comphrehensive Cancer Center, 
and Dr. Dixon Dorand, Vanderbilt University Medical Center.
LRG Conversations: Let’s Get to the GIST of It – Qinlock (February 5) – hosted by the Data Management 
& Research Team, The Life Raft Group.
An Interactive Q&A with SDH Families for Rare Disease Day on February 28 – Sahibjeet Kaur, Director 
Data Management & Research, The Life Raft Group with two patient advocates. 
Be An Informed Patient: Navigating Survivorship Care (February 22) – Dr. Crystal Denlinger, NCCN, and 
Dottie Shead, MS, NCCN Patient Information & Operations.
Be An Informed Patient: Navigating GIST NCCN Guidelines (April 13) – Dr. Margaret von Mehren, Fox 
Chase Cancer Center, and Denisse Montoya, Senior Director, Data Management & Research, The Life 
Raft Group.
The Effects of Nutrition and the Gut Microbiome in GIST Patients (May 4) – Berenice Carbajál-López, MS 
Health Sciences & PhD candidate, Fundación GIST México.
Updates from ASCO 2022 (June 15) – Dr. Andrew J. Wagner, Dana-Farber Cancer Institute, and Dr. 
Herbert Loong, The Chinese University of Hong Kong
Managing Medical Bills (June 29) – Melissa Salamon, Triage Cancer
GIST Awareness Day Webinar: SDH Updates & Stories for GIST Awareness Day (July 13) – Dr. John 
Glod, NCI, Pediatric Oncology Branch, NIH, and Leyton Schelesky, Patient Advocate
The Importance of Biomarker Testing (August 12) – Dr. Michael Wagner, Fred Hutchinson Cancer 
Research Center, University of Washington
The Emerging Role of Circulating Tumor DNA in GIST (October 15) – Dr. Steven Bialick, Sylvester 
Comprehensive Cancer Center, University of Miami Health
Surgical Considerations for GIST (November 8) with Dr. Andrew Blakely, NCI, Center 

2022 Webcast sponsors were: 
Blueprint Medicines, Deciphera, Genentech, and Novartis

Information, Education & Advocacy



| 14 |

GIST DAYS OF LEARNING
A GIST Day of Learning, or 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. Typical 
sessions focus on topics such as GIST treatment updates, 
managing side effects, and multi-disciplinary care and 
include question & answer time and panel discussions with 
experts.

• GDOL Tennessee was held on February 25th, virtually, in collaboration with Vanderbilt University 
Health. 

• GDOL Washington DC was held on April 27th, virtually, in collaboration with MedStar Georgetown 
University Hospital and MedStar Washington Hospital Center.

• GDOL San Diego was held in-person September 24th with UCSD Moores Cancer Center. 
• GDOL Miami was held in-person on November 4th at the University of Miami Miller School of 

Medicine in collaboration with Sylvester Comprehensive Cancer Center. 
• GDOL North Carolina was held virtually on March 24 in collaboration with Duke Cancer Center. 

2022 GDOL Sponsors were: 
 Blueprint Medicines, Cogent Biosciences, Deciphera, Genentech, Novartis and Pfizer.

ADVOCACY
The Life Raft Group continues to collaborate with patient advocacy organizations to help patients 
with GIST globally. Our Global Relations Coordinator, Piga Fernández, who also serves as our 
International GIST Mentor Director oversees a team of GIST Mentors who work with patients & 
caregivers across the continents as well as organizing and advising our global liaisons in over 
60 countries and coordinating foreign language translations of webinars and important patient 
information sheets.

We continue our efforts to advocate for all newly diagnosed patients to receive biomarker testing 
and are committed to also champion that effort into the future. In our own GIST Patient Registry, the 
number of patients who have received biomarker testing has increased to over 50%.

We continue to be involved with NORD (National Organization for Rare Disorders) attending their 
annual Summit, as well as promoting Rare Disease Day and Rare Cancer Day, and participating in the 
Rare Cancer Coalition and Rare Disease Council and presenting a profile of The Life Raft Group & 
GIST, and our services and challenges, for the virtual NJ Rare Disease Day.

The LRG remains part of the Milken Institute’s Faster Cures, as one of the original members of TRAIN 
(The Acceleration and Innovation Network), the Sarcoma Coalition, the Patient Advocacy Board of 
the Herbert Irving Comprehensive Cancer Center, SPAGN, New Horizons, Fundación GIST Mexico 
and Chile, and OVAC.
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SynOx Therapeutics

DONORS

$500 - $999
Behrooz Akbarnia
Erick Ammons
Olof Asbrink
Alex Atallah
Ryan Atkinson
Larry Barclay
Richard Bellofatto
Jules Bender
Sergey Bessmertnyy
Boeing Company 
Drew Brantley
Sally Susman  
   & Robin Canter
Brian Carr
Michael Carrion

Lyon Carter III
JP Morgan Chase
The Culhane Family Fund- 
   Vanguard Charitable
Santy DiSabatino
Michael DiSanto
Roy Dyer
Alex Fass
Daniel Fleiner
James Gange
Stuart Gelbard
Eugene Gokhvat
Adam Goodman
Jon Greenburg
Bhushan Gupta

Randolph Heiman
John Hunsucker
International Monetary Fund
Lynn & Brian Johnson
Judy Kaminstein
Linda Karakousis
Jeff Keating
Victoria Kessler
Gregory King 
Lai Oy Louie
Laurence Malinger
Jason Mathai
Michael Merrithew
Jonathan Miller
Jim & Joan Nilmeier

Koray Ozdemir
Emily Pauley
Dan Ringness
Samuel Roe
Howard Rothberg
Cynthia Russell
Hassan Safdar
Helga Schnorf
Steven Slome
Constantine Sokoloff
Anne Spar
Robert Spellman
David Stolzer
Andrew Tarica
Target Corporation

Robert Taylor
Jordan Thompson
Ryan Tickner
Harold Tischler
Gilbert Tisdale
Paul Trotta
Rich VanderMass
Colleen Carney Watson
Danielle Williams
Michael Williams
Tammy Wolf
Mary Yap
James Yee
John Young

$100 - $499
Alf Aanensen
William Abrams
Arban Ahmetaj
Malcom Airst
Brian Albert
Heather Anderson
Apple
Arco Business Services
Risa & Steve Aronson

Olof Asbrink
Katie Babb
Susan Bailey
Baird Foundation, Inc. 
Shari Lieberman Balaish
Barry Ballen
Edward Band
Eileen Basham
Martha Basham

Brian Behrens
Charlie Grana-Benn
Aviv Bernstein
Melvin Berreth
Muhamed Bicic
Eric Biegansky
Jennifer Blair
Patti Blake
H. Terry Blake

Americo Blancato
Beverly Blancato
Joyce Bloom
Vera Bogomolny
Emily Bowden
Barbara Brandwein
Allen Brooks
Terez Hubble-Brownfield
Donna Bryant

Alexandra Buchanan
Anthony Bugliari
Michael Burns
Kristin Bush
Melissa Vasquez-Caicedo
Jerry Call
Jerry Calloway
Sherill Campbell
John Cangialosi

$200,000 - $300,000
 BST Consultants

$20,000 - $30,000
Richard Becker
Palermo-Ravich Family  
   Foundation

$10,000 - $19,000
Bank of America
Credit Suisse
Jerry Cudzil
Helen Frey
Goldman Sachs & Co. LLC
Dolores Hawkins
Jim & Margi Hughes
Teena Petersohn
Ira & Kay Stolzer
Tradeweb Markets LLC
Trumid Financial LLC

$5,000 - $9,999
Iris Berke
Benji Cheung
Design America
Thomas Green
Idea Village Products Corp 
The Knopman Family Charitable Fund
Morgan Stanley
Lucina Stricker
Alice Sulkowski
Vinyl Destination
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DONORSDONORS

Alf Aanensen
William Abrams
Arban Ahmetaj
Malcom Airst
Brian Albert
Heather Anderson
Apple
Arco Business Services
Risa & Steve Aronson
Olof Asbrink
Katie Babb
Susan Bailey
Baird Foundation, Inc.
Shari Lieberman Balaish
Barry Ballen
Edward Band
Eileen Basham
Martha Basham
Brian Behrens
Charlie Grana-Benn
Aviv Bernstein
Melvin Berreth
Muhamed Bicic
Eric Biegansky
Jennifer Blair
Patti Blake
H. Terry Blake
Americo Blancato
Beverly Blancato
Joyce Bloom
Vera Bogomolny
Emily Bowden
Barbara Brandwein
Allen Brooks
Terez Hubble-Brownfield
Donna Bryant
Alexandra Buchanan
Anthony Bugliari
Michael Burns
Kristin Bush
Melissa Vasquez-Caicedo
Jerry Call
Jerry Calloway
Sherill Campbell
John Cangialosi
Caryn Carrasco
Rene Carrillo
Dianne Carter
Karen Cavanaugh
Michael Cesak
Beverly Chalmers
Ruchir Chandak
Kit Christiansen
Sharon Clarke
Peter Clarkson
Erin Coffield
Rebecca & Mark Coffren
Rebecca Cohen
Marie Coleman
Andrew Colman
Erica Connolly
Enzo Corazza
Daisy Correa
Ron Cotoni
Brian Cox
Jennifer Curtin
Bettina Darveaux

Douglas Davies
Jeffrey &Adrienne Davis
Joseph Deacon
Carolyn Dewalt
Vivian Diaz
John Driscoll
Martin Duffy
Duke Energy
Brenda Dumas
Catherine Dunn
Philip Eitzman
Karen Elliott
Jim Elsea
Alicia Eppler
Jean Erion
Sheila Estes
Laura Estes
Jacquelyn Etchison
Arthur Evenchik
The Tom Mullins Family
Cynthia Feinendegen
Jonnie Finch
David Fine
Timothy Fischer
Melissa Fitzsimmons
Mary Focht
Mariam Massarat-Foudeh
Niekia Franklin
Robert Freedman
Jennifer French
Lubica Fridnerova
Robert Fried
Frontstream
Lisa Fues
Denise Gardiner
Sascha Gartner
Linda Geiss
Jane & Arlen Gelbard
Sheila Gelber
Marjorie Gerver
Michelle DeValera-Gibson
Rachel Gillespie
Amber Gilroy
Michael Ginsberg
Zoya Girard
William Goebelbecker
Nick Goncharenko
Janice Goodwin
Nate Gorman
Linda Gosser
David Grabbe
PJ Greenan
Dustin Grymko
Trudi & Frank Gunsberg
Petra Habermehl
John W & Delia F Haefeli
Harold Hahn
Richard & Katherine Hall
Tara Hammond
Bob Hammond
Randie Harmelin
Ty Harris
Olivia Hatfield
Ivan Hatfield
Robert Haverkamp
Debbie Henley
Curtis Henry

Juan Herrera
Scott Hess
Janet Hines
Bonnie Van Hise
David Holliday
Elizabeth Hollow
Doris Hom
Jack Howard
Kathleen & Thomas Huevler
Ahmed Hussain
Nancy Hutchinson
Joseph Hyman
Fate Irving & Stacey 
  Johnson
Linda Jackson
Peter Jacobson
Kristi Jamieson
John Mark & Megan 
   Johnson
Michael Josephy
David Josephy
Alexis Kaiser
Jan Kaprielian
Tammy Karp
Irving Kass
Derek Kaufman
Chris Kennealy
Luda Kirschenbaum
Sam Kirshenbaum
Glenn Kissler
Mike Kologinski
Arthur Koroglu
Chuck Korte
Dan Krasner
Tommy L
Gayle Labrana
Joseph Labriola
Dan Lacoff
Celeste Lahaie
Brian Lee
Robert Lemeshka
Mickey Levine
Anthony “Tony” Liew
Lipton Foundation Inc.
Nancy Livoli
Indra Lovko
Richard Lowry
Marilyn Ly-Luke
Kylie Luther
William Lyden
Rob Lynn
Mike Macchia
Aslami Malick
Marcello Mamberto
Ed Mandelbaum
Cynthia Marlow
Maritza Marmolejo
Lori Mascolo
Bill Matthews
Joe Mauro
James McAuliffe
Sam McCandless
Colleen McGaughey
Jennifer McGuire
Sean McNally
Evelyn De Mello
Microsoft Matching Gifts 

   Program
Brian Mietz
Claire Monaghan
Owen Moore 
Brian Mietz
Claire Monaghan
Owen Moore
Mary Beth Morrow
Cardie Mortimer
Ruijia Mu
Kamalesh Munirathinam
Seishin Murahashi
Maureen Murray
Vincent Murray
Florentina Negoita
Michael Nelson
Tezeswari Nettimi
Dirk Niggemeyer
Michael Nolop
Roxanna van Norman
Glenn Noronha
Brad O`Brien
Elizabeth O’Connor
Sean O’Keefe
Allen Oppici
Vicky Ossio
Rich & Becky Owens
Rick Paczewski
Marie Padgett
Ananth Pai
Misti Pattillo
Alyssa Paxon
Will Peace
Del Pedigo
Christa Pereira
Deborah Perl
Erica Petersohn
Meg Petersohn
Robin Peterson
Betsy Bisno Phillips
Gary Pickard
Jennifer Pierce
Ana Pimentel
Jason Pittman
David Pontell
John Poss
Helen Prince
Susan Ranck
Robert Rea
Michelle Rhoades
Carol Ann Rice
James Richard
Kelly Rogers
Regina Rospenda
Mary Rothchild
David Rubedor
Raj Sabharwal
Manuel Salinas
Aniello Sarno
Mekala Satish
Marwan Sayegh
Robert Schiller
Dave Schmier
Susan Schmitt
Steve Schroeder
Ellen Warner Scott
Ashley Scruggs

Wanda Sebestin
Jennifer Sedlis
Sfclayworks
Dhru Shah
Michael Shane
Jaimie Shane
Aimee Shelby
Johnnie Shoemaker
Bonnie Short
Sam Shpilberg
Lynn Sibbet
Thissa de Silva
William P Simmons
Sharon Singer
Lawrence Singer
Elizabeth Skree
Judy Smith
Dow & Bonnie Smith
Hayley Snyder
Lori & Scott Soble
Peter Stark
Laura Stearns
Stacey Stevens
Patricia Stilwell
John Stinson
Jon & Christian Stolzer
Ben Stutzman
Patricia Bonda-Swenson
Peter Swerz
Susan Szewczyk
Jean Talken
Megan Tallmer
Danielle Tarani
Alberta Tate
Morgan Townley
Caroline Travers
Aaron Trionfi
Jason Turner
UK Online Giving  
  Foundation
Michele Unger
United Way of Salt Lake
Curtis Vessie
Martine Volmar
Jen & George Vuong
Dianne Griffith Wadley
Joe Walton
Anne Wasem
Jeff Watson
Roger Webber
Michael Weinberg
Paul White
Olga Wilen
Anjanette Wilhelm
Brian Wilkins
Hunter Williams
Carolina Williams
Duane Williams
Mark & Karen Willman
Rodney Winn
Matthew Wozniak
Jennifer Wren
YourCause, LLC Ttee

$100 - $499 cont’d
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DONORS
$0 - $99
Cina Abbasi
Gary Abdee
Henrik Abildgaard
Jamie Adam
Andre Adams
Jane Adams
J Alix
Beverly Alloco
Jordan Almeida
Marguerite Aloia
Jav Anand
Vicki Appleby
Jacob Arsenault
MaryAnnie Attard
Nolan Attwood 
Justin Augusto
Francis Ayre
Tim Babcock
Jeff Babick
Barbara Baker
Connie Baney
Amberlea Barnes
Luann Bartke
Shelby Basham
Stephen Basham
Marjorie Baumgarten
Anthony Beattie
Kyle Bekker
Carmina Bensan
Lori Johnson-Berger
Samuel Bermudez
Denise Bettencourt
Vincent Bianco
Jeff Biersteker
Griffin Bilaniuk
Andre Blanchet
Noel Bleakney
Janet Blum
Helen Bock
Alexander Boehnke
Rylee Boissoneau
Janet Bonem
Sheila Botelho
Patrick Boulay
Dylan Bovay
Margaret & Brad Boyd
Katie Boyes
Beatrice Bradford
Dale Brandt
James Brittain
Nathan Brittain
Madeline Brittain
Vanguard Brokerage
Zack Brown
Andria Brusey
Steve Buchan
Rick Buchanan
Sandra Bultema
Ashley Bunch
Barbara Burger
Jonathan Bush
Byambajav Buyandelger
Jai C
Fatih Caliskan
Rob Cameron
Joan Canter
Leah Carter

Cheryl Cass
Joyce Castiglione
Michelle Caswell
Jasmina Cesko
Hollis Chacona
Morgan Chapman
Jennica Che
Clement Chen
Melvin Cheng
Hari Chettiar
Greg Chin
Harshdeep Chohan
Alex Chong
Rashed Chowdhury
Lauren & Chris
Shannyn Christie
Michelke Cole
Thomas Cole
Trish Coneys
Bridget Coneys
Scott Cooney
Josh Cooper
Campbell Corbet
Krystyna Costello
Cameron Crawford
Cameron Crow
Bogdan Curca
Robert Cutick
Karen Dalal
Jermie Dallaway
Jack Daniel
Carol Danoff
Terri Daugherty
Tim David
Ellen Davis
Ethan Dean
Collin Delade
Randal Demers
Paul Dennis
Daniel Denysevych
Maureen Derchak
Kim Dibdin
Bradford & Amy Dickerson
Rachel Dickon
Michelle Dinapoli
Ben Dobson
Gabriel Dojcak
Nicole Dominiak
Art Donsky
Kevin Dopko
Patty Durko
Tarek Elgammal
Robin Elia
Becky Eliastam
Rachel Ellakkis
Linda Fadden
James Falk
Joyce Farrales
Aaron Favretto
Roman Fedyk
William Fialko
Laura Fishler
Rod Fitchett
Patsy C Fleming
Mike Fletcher
Jakey Fong
Logan Frey

Nelida Frontera
Beth Frutkin
Pamela Fry
Naomi Fujita
Debbie Gabriel
Neil San Gabriel
Daniel Gadoua
Theresa Gaimaro
Vandana Gangadin
Justin Gay
Shane Geddis
Ann Gemberling
Prasenjit Ghosh
Andrew Gibbs
Amy Gilmer
Give Lively Foundation Inc. 
   Charity Navigator’s Giving 
   Basket
Eleanor (Beth) Glover
Devan Godfrey
Rajesh Gokhale
Roger Goldberger
Cesar Gonzalez
Network for Good
Laura Goodliffe
Abby Goodman
Phyllis Gorski
Darla Gower
Jim Grider
Emma Griffin
Sharon Guan
Amanda Hallacy
Larissa Hannibal
Jasleen Hans
Kevin Haricharan
Rebecca Hartin
Marnie Hartley
Ayman Hbiechi
Matthew Hebden
Quazi Heider
Madi Hepburn
Adrian Hernandez
Glynis Herrmann
Erica Hershler
Helitha Hewagama
Lauren Hickey
Cathy Hildebrand
Julie Hildreth
Michelle, Chris & Colin 
   Hoffman
Lisa Hollett
Colin Holmes
Nancy & Mason Holmwood
Bobby Howatt
Michael Howe
Cheng-Chun Huang
Ella Huang
Richard Huber
Les Humphries
Justin Hutton
Kurt Hux
Joseph Hwang
Sharon Iota
Philip Ip
Michelle Ireland
Skylar Irwin
Joanne Isaac

Mohammed Javed Maruf
Kyle Mascarenhas
Shayne Mascarenhas
Brad Mashinter
Sharmila Mashinter
Daniel Mason
Anthony Mastromarini
Daniel Matchett
Carlos Matias
Richard Mayotte
David Mcallister
Brenda McCarthy
Elizabeth McConnell
Bradley McDonald
Janet McDougall
Nicholle McKenzie
Caden Mckerr
Elizabeth McKune
Winfield Paul Mexcur
Christina Micciola
Nancy Miller
Heather Miller
Jennifer Minami
Jarrod Miscio
Mark Monfre
Steven Monti
Paul Moore
Liam Morris
Michael Moss
Sean Mullins
Tristan Murphy
Beth Nast
Steven Navratil
Calvin Ncube
Mirinda Nigro
Miroshan Nithiyananthan
Christine Notare
Ralph Ogerly
Jon Olson
Darlene Olson
Craig W & Connie K O’Reilly
Raymond Pacheco
Myra Saraza-Pacheco
Anne Pacifico
George Papadatos
Reuel Parmanand
Jan Parnahaj
Jordan Passfield
Aaminah Patel
Teethal Patel
Sagar Patil
Jaime Pell
Cryston Pereira
Joao Pereira
William Perry
Antonella Persechini
Melanie & Christopher 
    Peterson
Arden & Patricia Peterson
Elaine Petty
Lisa Phillips
Greg Phin
Ruth Pickholz
Steven Pike
Marilyn Portelace
Becca Post
C Sue Pratt

John & Mary Lu Jackson
Eric Jahn
Anita James
Marcy Jensen
Philip Jermakowicz
Jayne Johnson
David Joseph
George Karatzias
Joshua Katz
Elissa, Larry, Emily & Shelby 
    Kaufman
Leslie & Matt Kaufman
Jaskirat Kaur
Chris Kehlbreier
Kevin Kelloway
Hasan Khan
Pavel Khaskin
Jennifer King
John Kish
Darren Koculyn
Jailong Kong
Jaspreet Kooner
Dylan Kopschinsky
John Kowalski
David Kroes
Lauren Kunkel
Gabriela Labrana
Nicole Lade
Max Lagrois
Jacky lam
Kurt Landwehr
John Lang
Marc Largie
Santiago Larrarte
Susan Laskin
Sharna & Bill Lasky
Dustin Lavallee
Wendi Lax
Matt Leavitt
Victor Lee
Cliff Leon
Chihcheng Lin
Heidi Litwin
Carrie Lofkrantz
Kendrick Lok
Frank Lombardi
Levan Lomidze
Saverio LoMonaco
Jeffrey Lowe
Debbie Luebker
Anita Lutolf
Matthew MacDonald
Michelle Machado
Jon Machado
Olya Machen
Bahman Mahmoudian
Siavash Maleki
Adil Malik
Carolyn Marabella
Jennilyn Marcus
Paul Marcus
Donald Marcus
Dejan Marinkovic
Maureen Markham
Scott Martin
Dominic Martin
Aura Martinez



DONORS
$0 - $99 cont’d
Andy Puersten
Mitchell Puersten
Daniel Pyke
Angelica Quach
Rachana  
   Ramachandraswamy
Lorraine Ramadan
Maximilien Ramjag
Kiefer Rampersad
Jeffrey Rampersad
Matthew Randall
Cathie Bonda Rankin
Steven Ries
Cyndi Robbins
Chrissie Roberts
Charlie Rodman
Yesenia Rodriguez
Lindsey Rogers
Shobha Roopchan
Aaron Rudeen
Aiden Russell
Dan & Carla Sabus
Marat Salakhov
Abdul Sassi
Asif Sattaur
Nick Scampoli
Frank Schiott
Dean Schmitz
Bruno Schumperli
Jeannie Schwarzkopf
Annie Sears
Ian Serquina
Hari Seshadri
Aum Shah
Mohamed Rashed Shaikh
Natalie Shears
Lee Sherman
Pranav Shete
Nishit Sheth
Brad Shipton
Muhammad Shuaib 
Tony Silveira
Roger Singh
Dashmeet Singh
Gurpreet Singh
Fady Sleiman
Vitaliy Smelnytskyy
Jason Smidt
William Smith
Gav Soliman
Cathy Sookhoo
Daniel Sorrentino
Brittany Soto
Kyle Sousa
Tyler Spence
Andrew Spence
Brandon Sroufe

Sharon Stein
Samuel Steinfeld
Daniel Stephenson
Charles & Valerie Stern
Owen Sterritt
Sarah Stoebner
Trent Stover
Martina Štruc
Lavanya Subramanian
Matt Sylvester
Nenszi Szalka
Berjit Takhar
Edward Tanunagara      
     Tanunagara
Bilal Tariq
Xiaoping Teng
Thrivent
Bianca Tofan
Tom Tom
Jackson Tomlinson
Napoleon Torres
Jena Travis
Zachary Tucker
Angelica Turano
Karen Turano
Angelo Turano
Matthew Vanderburg
Jacqueline Varacchi
Dean Vardy
Susan Vu
Jacob Waddell
Kimie Wakababayashi
Jinglin Wang
Yonis Wardheer
Abdullah Warsi
Timothy Watkins
Margaret Watkins
Jodi Watson
Vikum Wegiriya
Nico Weigold
Jordan West
Ryan Whidden
Lisa Whitlock
Jen Wickson
Ronen Wilk
Patricia Wilkie
Josh Wilkinson
Dillon Willi
Blake Wiswell
Dave Wolfe
Wendy Yardley
Travis Yendley
Dean Yorke
Saim Zaib

linkedin.com/company/ 
the-life-raft-group/

155 US Highway 46, Suite 202, Wayne, NJ  07470
phone  973.837.9092  fax  973.221.9738  email  liferaft@liferaftgroup.org  website  liferaftgroup.org

facebook.com/ 
liferaftgroup

@Liferaftgroup youtube.com/
LifeRaftGroup

instagram.com/
liferaftgroup

To see more information for how The Life Raft Group 
uses donations, please see this PDF.


