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MESSAGE FROM THE EXECUTIVE DIRECTOR ‘

It is our tradition to ask the Executive Director of the Life Raft Group to
write an article for our Annual Report. You would think that after doing

this so many times it would get easier. After all, we can recount so many
accomplishments this past year in expanding our educational and research
efforts and forming new high-level collaborations. Instead of doing that,
however, permit me to turn to the topic of courage.

The Merriam-Webster dictionary defines courage as “the mental or moral
strength to venture, persevere and withstand danger, fear or difficulty”.

The instinct when reading that is to turn one’s attention to the military or to
their civilian brothers and sisters in police and fire departments, all of whom
stand in harm’s way. Their actions flash clearly in our minds as we imagine
the visions of those who walk into the burning fire or across the field of
battle. Rightly so, we honor them with medals and ceremony and hold
them up as role models who gave much, if not all, to defend our ideals.

There is a less visible kind of courage that | would like to talk about.
A mom, newly diagnosed with cancer, strokes the heads of her children to

reassure them that everything will be all right as she hides the sheer terror
of her new status.

A son and daughter giving their consent to their dying father that it is 0.k. for him to let go as they hide the total
helplessness of losing someone they love so dearly.

Or the wife who, racked with pain, gets quietly out of bed to go to the bathroom, careful not to wake and concern
that man lying next to her. And, of course, that man now wide awake, pretending not to notice the pain his wife is

n.

Courage on the military battlefield often plays out in minutes.

Courage on the cancer battlefield often plays out into endless time.

On behalf of those who work in the Life Raft Group, | would dedicate this past year to the courage
of the men and women of all ages and nationalities who venture forward every day to withstand the
danger, fear or difficulty of cancer. Whatever we do or accomplish pales in the face of your bravery.

Thank You,

Norman Scherzer
Executive Director



INFORMATION, EDUCATION, & ADVOCACY (‘

At the heart of the Life Raft Group, the support and
education of patients is what empowers them to take
a larger role in their care. Simply stated, empowered
patients have higher survival rates.

In 2017, we held four GIST Days of Learning (GDOLS)
in Miami, Salt Lake City, New York and San Diego.
GDOLs continue to be an effective way to provide both
the latest education on topics related to GIST presented
by experts in the field, as well as serving as a forum for
patients and caregivers to connect with one another in
a supportive environment. This year, clinics were offered by the physician groups from associate institutions, and
patient stories became a part of the event.

LRG Members and Staff at GDOL NYC 2017

GDOLs would not be possible without the generous support of sponsors such as Bayer, Blueprint Medicines,
Novartis, and Pfizer.

We presented five webcasts, with topics ranging from Gene Fusions in GIST to information on clinical trials for
DCC-2618 and BLU-285.

Newsletters, providing timely topics including a Clinical Trials focused issue, continue to be published. Each issue
included member stories, updates on patient-powered science themes, and stories with global reach.

The LRG continues to be a strong voice for GIST patients, advocating for access to GIST specialists, clinical trials,
and mutational testing.

We continued to maintain membership in national and

local organizations such as NORD (National Organization
for Rare Disorders) and OVAC (One Voice Against Cancer),
participating in advocacy campaigns through both our email
community and social media.

One Voiee Ags Cancer
Annual Mecting

The LRG joined the efforts of the Marketplace Access
Project (MAP), a group of leading national patient advocacy
organizations dedicated to protecting non-profit insurance
premium and cost-sharing assistance to individuals with
chronic and life-threatening illnesses. Currently, the project
continues to urge the Centers for Medicare and Medicaid
Services (CMS) to modify a federal rule that allows insurance
companies to deny coverage to patients who receive
premium or cost-sharing assistance from non-profit charities. Hannah Marcus, Karen Meyers, Teena Petersohn,
Support for the Access to marketplace Insurance Act and Marisa Bolognese at OVAC Lobby Day in D.C.
(H.R.3976) continues to be part of this campaign. The bill was introduced on October 5, 2017, and is in the first
stage of the legislative process.

On a very local basis, we encouraged our New Jersey members to take action in support of Bill A2337 in the
General Assembly, which requires health insurers to limit patient cost-sharing and provide an appeal process
concerning certain prescription drug coverage. We participated in local networking opportunities, along with lobby
visits at the statehouse.

LRG Members Teena Petersohn, Hannah Marcus and Karen Meyers participated in OVAC’s Lobby Day in
Washington, D.C., visiting their legislators to lobby for the preservation of funding for rare disease research.



PATIENT OUTREACH & SUPPORT

Outreach and engagement also expanded in 2017. Working
with state leaders and volunteers, we have been able to reach
more patients, advocacy groups and medical professionals
than ever. In conjunction with the Patient Registry
department, brief surveys were conducted each month on a
variety of topics to help promote our programs.

Our community continues to be a valuable source of support,
with 30 leaders representing 25 states, and international
representatives from 61 different countries.
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Our fourth annual GIST Awareness Day was a weekend affair
in Southern California, and included fun activities around

our H.E.R.O. campaign, as well as a GDOL, a clinic day,

and a tour at Moores Cancer Center. From coast-to-coast, LRG Members and Staff at our
members raised awareness from state fairs to local meetings. GIST Awareness Day in La Jolla, CA
The international community pulled out all stops with their

billboard style artwork.

The 14th Annual Night to Fight Cancer event hosted by Board President Jerry Cudzil along with Matt Knopman,
was once again a success, raising close to $200,000 for research while providing a night of good food and fun for
participants.

Global GIST advocates from 15 countries convened in October for the New Horizons GIST Meeting at the LRG’s
Wayne, New Jersey office. This international meeting focused on how disease advocacy organizations can utilize
real world evidence from patient health records to advance GIST research. A key issue of concern was obtaining
access to diagnostic testing and cutting-edge treatments. The seventh annual meeting of Alianza GIST took place
concurrently.

Efforts in Latin America continued to focus on raising awareness and providing access to treatments. Fundacion
GIST Chile expanded collaborative efforts with other Chilean advocacy organizations in a newly formed
Association of Cancer Groups in Chile called ACHAGO, combining efforts to be able to achieve public policies
that enable patients to have access to the proper and
accurate diagnosis as well as the treatments patients
need to survive.

Individual patients were aided by the Life Raft Group
in obtaining treatment in countries from Croatia to
Y Australia.

With 30 state representatives and 61 international
representatives, the voice of the LRG can and will
continue to be heard.

New Horizons Meeting Participants
at the 2017 meeting held in Wayne, NJ



RESEARCH ( ‘

- § " In 2017, our approach to research emphasized “Patient
m“m.{mm | Powered Science for Life”, a paradigm based on one of the
@ munsn ::-.~ i B Core premises of the Life Raft Group - real-world evidence

: ~ provided by and for patients.

This approach is not new. Since the earliest days of the

LRG we have believed that patient data can provide us with
critical insight into survival strategies in a timely and accurate
manner, bypassing the lethal time lag that is part of traditional
clinical trials. The combination of the traditional research
studies we support combined with patient data from our
platforms fill a critical gap.

With Project InterGR, a comprehensive suite of research tools

Norman Scherzer and Dr. Jason Sicklick ) ) ) ) ) )
presenting a poster at CTOS including our Patient Registry, SideEQ and GIST Collaborative

Tissue Bank, we carved out a niche in GIST research, laying
the groundwork for exciting new studies, including a global surveillance project with key GIST specialists, providing
timely real-world evidence to increase patient survival and enhance quality of life.

Our flagship Patient Registry was enhanced with the release of GIST/PRIME, an interactive component of the
registry that allows patients to be involved in research directly.

SldeEQ, our online side effects management tool, was opened to three additional sarcoma patient organizations.
The system was enhanced to track side effects over time.

Our redesigned and optimized GIST Clinical Trials database
now provides a more user-friendly and intuitive search of trials
for patients and physicians.
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Continuing our collaboration with Columbia University Medical
Center NewYork Presbyterian, we have provided 150 tissue
samples. Dependent upon funding, the next phase will be a
clinical trial. With Blueprint Medicines, We participated in a Tielinical trials
data project to aid in trial design and to analyze progress and
remaining medical need in a GIST patient’s journey based on
patient-reported real-world experience.

Continuing to encourage patient-powered science globally,
we supported data sharing in Latin America through the
Salud con Datos project. The goal of the project is to expand Launching our GIST Clinical Trials database
the Latin America GIST Registry, to close the information gap

and aid in understanding the needs of GIST patients in Latin

America, and to translate data to health authorities and medical professionals with the goal of improving patient
outcomes.

The LRG continued to attend and present at meetings such as the FDA/World Orphan Drug Congess, ASCO,
CTTl and others. Norman Scherzer co-presented a poster with Dr. Jason Sicklick of Moores Cancer Center,
University of Southern California, San Diego, at the Connective Tissue Oncology Society (CTOS) meeting in
Hawaii. Data was drawn from the LRG Patient Registry on the response of SDH-deficient GIST to drugs.



PATIENT REGISTRY IN REVIEW (

Initial Development of the Patient Registry
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PATIENT REGISTRY IN REVIEW (

Patient Location
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LRG BOARD OF DIRECTORS

JERRY CUDZIL GARY GLASSER
PRESIDENT TREASURER
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JOHN POSS RODRIGO SALAS



ALLOCATION OF FUNDS

@ Research
Information, Education, & Advocacy
@ Patient Outreach & Support
¢ Management
¢ Fundraising



WE ARE GRATEFUL

FOR THE INDIVIDUALS AND BUSINESSES WHOSE
GENEROSITY MAKE OUR WORK POSSIBLE.
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$100,000 and Above

BST Consultants

Novartis Pharmaceuticals
Corp.

Pfizer Global Pharmaceuticals
Stanley Bunn

Carlos Baldor

Jerry Cudzil

Matt Knopman

$20,000 - $99,999
Blueprint Medicines Corp.
Bayer HealthCare LLC
Dublins Pub

John Kirk

$10,000 - $19,999
Bank of America
Morgan Stanley
Palermo-Ravich Family
Foundation

RBC Capital Markets, LLC
Gerald Knapp

Helen Frey

Jess Ravich

Jim Hughes

Louise Korder

Pat George

$5,000 - $9,999

Cantor Fitzgerald Relief Fund
Dan and Stacie Allen
Charitable Fund

Deciphera Pharmaceuticals
Goldman Sachs & Co. LLC
ICE

Investors Savings Bank
Charitable Foundation

JP Morgan Chase

The Knopman Family
Charitable Fund

Tradeweb Markets LLC
Kim & Ron Agypt

Tessie and Arthur Epstein

$1,000 - $4,999
Brightfunds.org

CBRE

Arrow Steel, Inc

Deutsche Bank AG
Guggenheim Securities, LLC
Jefferies LLC

Microsoft Matching Gifts
Program

Natixis North America LLC
Nomura

Price Philanthropies

SFC Security & Intelligence
LLC

UBS AG Bank

Women of the Greens
David Alexander

Jodi Alexander

$1,000 - $4,999 cont’d
Amy Anderson

Graig Badger
Richard Becker

Iris Berke

Georgia Bihr
Christian Bruner
Colleen Carney

Lyon Carter

Beniji Cheung
Colman Currie

John Dahne

Michael Disanto
Geoff DuWors

Alicia Eppler

Robert Franz

Brian Gelfand

Gary Glasser

Sandra Glassman
Paul Gordon

Gayle Gow

Matthew Haynes
Richard W. & Sandra L. Hutson
Richard Kinzig

Joy and Doug Knopp
Adam Levy

Claudia & John Link
Ellen MacDonald
Jason Mathai

James and Camille Mayotte
Michael Neumann
Teena Petersohn
David Pichler

Brian Rabin

Marietta Robinson
Raymond Ruhe
Robert Sholiton
Andrew Silverman
Charles Sorrentino
Anne Spar

Robert Spellman
Sheryl Spray

Kay Stolzer

Andrew Tarcia
George & Karen Teren
R. Nicholas Trane
Deborah Wahl
Richard Warren
Richard & Ellen Whiteman
Rosenthal

Dina Wiley

Duane Williams

Leon Wyant

John Young

Daniel Zanty

$500 - $999

Arbor Foundation, Inc.

Local Union 254 of UBC&JA
Medtronic Your Cause

Paul and Margaret Renoff
Family Foundation

Plave Koch PLC

$500 - $999 cont’d
Matthew Amitrano
Paul Andiorio

Olof Asbrink

Ryan Atkinson
Christian Bannerman
Yale Baron
Zachariah Barratt
Arie Bedell

Brian Behrens
Richard Bellofatto
Sergey Bessmertnyy
Ettore Bianchi
William Billingsley
Ann Bisno

Joseph Bonavita
Timothy Brennan
Aileen Bruner
Michael Carrion
Kevin Cook

Ray Costa

Jill DeLorenzo
Michael Distenfield
Dr.Stanley and Carmen Drab
Steven Feinberg
Dan Fernandez
Alex Feuer

Joe Fitzsimons
Thomas Gardiner
Matthew Gilman
Gerald Glavota
Eugene Gokhvat
Andrew Goldman
K.J. and J.C. Gosland
Scott Hoffman
Steven Hollender
Paul Huchro
Richard James
Ammar Khalid

Sam Kirshenbaum
Josh Kugler
Cathryn Kwart
Joseph Labriola
Carole Lindroth
Nancy Liu

Pam London

Lai Oy Louie
Michelle & Rodney Maclea
Daniel Maiolo

Chet Malhotra
Michael and Maggie
Marcantonio

Ronald Mateo

Mark Mayotte

Sam McCandless
Debby Melikian
Gregory Miesner
Jonathan Miller

Ali Mostafavi
Thomas Mullarkey
David and Gina Muscatel
Allen Oppici
Roberto Pazmino

$500 - $999 cont’d
Michael Peskowitz
Ray Potter

John Price

Steven Purdy
Robert Rea

Judith Ricciardi
Linda Richardson
Alon Rosin

Helga Schnorf
Wanda Sebestin
Giacomo Selloni
Farhad Sharifi
Andrew Simons
Ursula Sneed
James Snyder
Constantine Sokoloff
Drew Sweeney
Jean Talken

Megan Tallmer
Jordan Thompson
Cristin Vargas
Jason Vivas

Brian Wilkins
Michael Williams
Wendy Williams
Jennifer Woodward
Kim Zimmer

John Zito

$100 - $499

Amazonsmile

Audicles Inc.

Baird Foundation, Inc.
Brooks Group and Associates
International Monetary Fund
Novartis Charitable Giving
Rosey Red Hatters of Samson
Scott Clark Networking LLC
Sonnys BBQ

Target Corporation

Alf Aanensen

Linda Adajar

Cathy Adams

Taif Adams

Stephanie Adler

David Akhtar

Barbara and Carlo Alesandrini
Alex Anderson

Aman Arora

Cameron Arrington

Chris Bathon

Dorothy Battles

Stella Belik

Paul and Joanne Benoit
Melvin Berreth

Heather Berwald

Suzanne Bigelow

Kathleen Bishop

Katherine & Leroy Black
Kevin Blaney

Nathan Bohn

Patricia Bonda-Swenson



WE ARE GRATEFUL

FOR THE INDIVIDUALS AND BUSINESSES WHOSE
GENEROSITY MAKE OUR WORK POSSIBLE.
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$100 - $499 cont'd
Richard Bonner
Sydney Book
Pamela Borland

Paul Bradshaw
Gerald Breen
Alexandra Buchanan
Ellen Buehler

G. Ann Byrne

Mia Byrne

Mark and Carrie Callister
Susan & Gat Caperton
Robert Cappello
Adilson Cardoso
Phyllis Carlson
Thomas Carroll
Thomas Castelnuovo
Leonard Cervenik
Mike Charlton
Mauricio Chavez
James Chirillo
Sharon Clarke

Karen Clift-Mason
Susan Coan

Stanley Cohen
Andrew Colman
John Coneys

Janet Conley
Michael Contopoulos
Melvin and Beverly Cook
Peggy Daly

Janet Danciger
Arlene Danziger
Jeffrey Davis

Casey and Barrett Deacon

Peter Deering
Mary Del Balzo
Jane Del Vecho
Andrew DeNatale
Maureen Derchak
Andre Dessens
Carolyn Dewalt
Scott Dyer
Amber Elliott
Danny Estes
Barbara Faessel
Michael Fargione
Katharine Fehr
Laurie Feingold
Jonnie Finch

Lisa Fleming
George & Lucia Foster
Glenn Franz
Ralph Fredericks
Bob Fried
Inverleith Fruci
Tracy Furey-Andricsak
Leslie Furuta
Sandra Gallagher
John Gally
Stephen Gardner
Matthew Gavin
Rebecca Gesing

$100 - $499 cont'd
Lewis Gibofsky
Michael Ginsberg
Eileen Glasser
Roger Goldberger
Jacob Goldstein
Linda Goodman
James Gordon
Darla Gower
Florence Grappone
Glen Gregorio

Brian Gross

David Gross
MaryFrances Gross
Charles & Gina Haggarty
Chris Hannon
William Haralson
Matt Hazelton
Rosalynd Hertz
Janet Hines

Ralph Hoenle
Cathleen Hoffer
Lorenz Hofmann
Benjamin Homrighausen
Kathleen and Thomas Huevler
Jackie Huynh

Eric Irion

Joanne Isaac

Craig and Margaret Isaacs
Laura Iwan

Patrick Johnson
Soren & Ever Johnson
Debra Jones

Ira Kalb

Jan Kaprielian
Pamela Karol
Tammy Karp

Russell Kaye

Susan Kayler-Daley
George Keffer
Ursula Keiski

Karen Kelley
Christine Kelly
Ardavan Khoshnood
Harvey Knopman
Christina Konecny
Laura Koplik

Diane Kuhlmann
Lavonne Kujawa
Anna Labrosciano
Dan Lacoff
Lawrence Langerman
Michael Lattarulo
Katie Lavino

Jack Lazzaro
Robert Lemeshka
Sheila Lesher
Gabriel Letizia

Brett Levine

Mark Levy

Ricky Li

Robert Little
Charles Livoli

$100 - $499 cont’d
Sfclayworks LLC
Josh Lonsk

Carl Loschert
Dennis Lu

John Lugano
Marilyn Lund
Rena Lunke

Sarah Mady

Gail Mansfield
Paul & Jenny Marcotrigiano
Hannah Marcus
Adam Markovich
Cynthia Marlow
Mary Marre
Katherine Martelon
Chris Martinelli
Diane Massey
Grazia Matesic
Chiqui Matthew
Linda Maxwell
Scott Mayotte
Patrick Mcgrath
James McHale
Colon McPhee
Eric Medhus

Karri Meehan
Robert Melillo
Thomas Mercein
Albert Mercogliano
Robert Miller
Stephanie Miller
James Mills

Terry Moore

Mary Beth Morrow
Ruijia Mu

Seishin Murahashi
Gary Napier

Craig Napoliello
Roger Nelson
Shellie Neveles
Bart Nichols
Leslie Norman
Michael Notaro
TIm O’Neil

Marilyn Qosterhuis
Tamas Ordog
Anne Pacifico

Joe Palmitier
Simon Park
Matthew Perez
William Phillips
Gary Pickard

Ruth Pickholz
Jennifer Pierce
Charles Pollock
Maria Procopio
Raymond Prosics
Joseph Quinn
Raymond Ragusa
Lorraine and Ben Ramadan
Susan Ranck
Kathryn Reed

$100 - $499 cont’d
Harrington Richard
Ethel Ripley

Marian Ritter

Amy Roemer

Jan Romeiser
Deborah Rutnik
Elaine Rys

Natalie Safford

Scott Safford

Ann Samuelson
Adam Sangillo
Susan Satter

Connie & Bob Schmidt
David Schulte
Melissa Sedlis

Sally Seidler

Patricia Seiler

John Sette

Pete Shea

Andrea Shedler

Pearl Siegel

Howard and Lois Silberberg
Luis Silva-Behrens
Lawrence Singer
Mary Lou Smith
Gary Smothermon
Jess Sodaski

Jake Sokol

Joseph M Spillane Jr
Matthew Spinozzi
Eloise & Mark Srednicki
John Stephens

John Stinson

Amy Swanson

Eileen Sweet

Alberta Tate

Jamie Taylor

Robert Templeman
Linda Thompson
Glenn Tikkanen
Patricia Tikkanen
Sarah Tin

Jean Tinnea

Jeffrey Tinnea

Sara Tirschwell
Manuel Villar

Dianne Griffith Wadley
Jennifer Wallace
Suzie Walrich

Jenna Ward

Ruth Weigand

Debra White

Melinda White

Pete and Lynn Wilson
Ray Won

Dawn Wright

Hans Wyss

Daniel Yarsky

Scott Yedid

Robert & Melanie Zimmerman
Minnette Zweben
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