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OUR NEW LOGO 
The LRG began as a small 
group of patients and caregivers 
offering support and guidance 
to each other while facing the 
early Gleevec trials, The LRG 
has now grown into an action-
oriented, positive force in the 
GIST community, heavily involved 
in advocacy work and changing 
the face of GIST research. The 
objective we had before us was 
to keep that sense of hope but 
adding a clean, modern look.

ABOUT THE COVER 
Life Fest 2012 in Las Vegas 
brought together GISTers, 
caregivers, and medical 
professionals from all over the 
world. This year’s cover perfectly 
illustrates the spirit of this 
biennial event — camaraderie, 
support and strength.

ANNUAL REPORT DESIGN: ELLEN OXILD COMMUNICATIONS



2012 ANNUAL REPORT   3

FROM THE EXECUTIVE DIRECTOR

Dear Friends, 

This past year was one of celebration — our 
10-year anniversary.  It’s an amazing achieve ment 
for any non-profit to be able to celebrate an 
anniversary like this;  and for a group such as ours 
focused on a rare disease, it doubles that pride.

We have been blessed with a small, 
dedicated community to have been able to 
accomplish great things:  a comprehensive 
Patient Registry;  a Tissue Bank that utilizes 
medical histories;  a leading GIST researcher’s 
expertise with readily available tissue;  and a 
steadfast research team to not only enhance 
GIST research, but also provide valuable treat-
ment insight through free mutational testing.  

Our research progress continues to astound 
me as we move closer to the cure.  Our team has 
performed the largest known analysis of the GIST 
genome, identifying over 200 mutations predicted 
to have biological effect;  ranked 11,000 genes 
in several GIST cell lines in order of functional 
relevance;  tested over 120 compounds, with four 
drugs being singled out for possible benefit and, 
perhaps most importantly, found that almost 
every GIST patient has changes in genes that 
affect the cell cycle and result in advanced 
GIST.  All of these findings have contributed to 
our understanding of GIST mechanisms and 

resistance and may further contribute to the 
search for other cancer cures as well.

GIST management and quality of life 
remained the primary focus at the LRG during 
2012.  We held our biennial Life Fest event 
in November where the combination of 
camaraderie, support, learning and teaching 
genuinely enhances a GISTer’s ability to manage 
their care.  We also started a new event — GIST 
Days of Learning (GDOL) so that people could 
get support & information without having to 
wait for the next Life Fest event, and we have 
expanded our locations to include Miami, 
Chicago and California.

Lastly,  I’d like to point out the efforts we put 
into redesigning the LRG website to make it 
easier to navigate and understand.  

We have come so far and nothing but 
opportunity lies before us.  Thank you for being 
a part of our journey as we take even more risks 
and challenges on in 2013.

Sincerely,

Norman J.  Scherzer
Executive Director
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Regrouping After a Loss
In 2012 we were deeply 
saddened to lose a great friend 
and true humanitarian, Jeroen 
Pit, whose generosity did so 
much to help our research 
efforts.  His battle with GIST 
ended at his home in Amsterdam 
on February 6.  Rarely does one 
have an opportunity to cross 
paths with such a dynamic and 
proactive philanthropist whose 
dedicated efforts rose close to 
$3 Million since 2009.  These 
funds went specifically towards 
making significant progress in 
understanding the mechanisms 
behind GIST, identifying targets, 
and unraveling the puzzles 
of subtypes and treatment 
resistance.  Named the D-Day 
project, this initiative will forever 
represent his brave fight and 
his unwavering commitment to 
finding a cure. 

Project D-Day is focused on 
four areas:  Sequencing the GIST 
genome, Gene Knockdown 
studies, or screens that examine 
pathways essential for GIST cell 
survival, Drug Screening of 
GIST cells against large libraries 
of drug compounds, and 
Validation studies of important 

candidates from the first three 
areas that would allow a timely 
translation into clinical trials.

In the spring, the team 
reported that they had identified 
over 200 mutations predicted 
to have a biological effect and 
categorized them by function 
to better understand their 
relevance in GIST;  identified a 
compound of a key pathway 
in GIST that is five times more 
specific than some previously 
tested targets and which may 
help successfully overcome 
secondary resistance, the most 
common cause of treat ment 
failure;  indentified four drugs 
as being of possible therapeutic 
value;  and did promising work 
on inhibitors, a therapeutic 
antibody and tumor cell death.

Collaboration  
Sets Us Apart
Under the leadership of Dr.  
Jonathan Fletcher of Brigham 
& Women’s Hospital at Harvard 
University,  the team has made 
this cutting edge concept its 
hallmark since its inception in 
2005, well before collaboration 
became the new trend in 
cancer research.

Of the many gestures 
of support that exist within 
the team, the following is an 
example worth noting.  Recently, 
one of our researchers was in 

need of funding to develop a 
new GIST mouse model line  
that was essential in advancing 
their research.  Learning of this 
dilemma, a fellow team member 
stepped forward and made the 
funding available from his lab.  
These types of gestures keep 
momentum and morale high, 
advancing the team as a whole 
towards their common goal.

Emerging Role of 
Immunotherapy
The LRG also responded in 
2012 to the emerging role of 
immunotherapy in cancer 
research, beginning work on 
setting up a parallel research 
team that would focus specifi-
cally on this promising area.  
Immunotherapy approaches 
are now being tested in clinical 
trials, and we hope to get the 
best researchers in the field 
working on a cure for GIST.

Strides in Pediatric GIST
The LRG has been at the forefront 
of new developments in the 
understanding of Pediatric and 
Wildtype GIST.  As the role 
of alterations in the SDH, or 
succinate dehydrogenase protein 
in these subtypes becomes 
clearer,  our Research Team will 
be responding to help find new 
possibilities for treatment.  

RESEARCH

Matt van de Rijn, MD, 
PhD, continues his 
work in gene micro 
array analysis at 
Stanford University.

Jeroen Pit and his wife, Emilie 
van Karnebeek. Emilie attended 
Life Fest 2012 and was awarded 
the Arnie Kwart Philanthropist 
of the Year award. She accepted 
in memory of her husband.
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PATIENT SUPPORT AND EDUCATION

Celebrating 10 Years  
of Dedication
As the Life Raft Group reached 
the milestone of 10 years of 
support and education for 
patients with GIST,  we marked 
the occasion with an event that 
focused on that very mission;  
Life Fest 2012:  Celebrating 10 
Years of Dedication.  Held in the 
legendary city of Las Vegas in 
November, the glamour of the 
city could only be eclipsed by 
our immense joy of reconnecting 
with old friends and meeting 
so many new faces.  People 
from around the country and 
across the globe came together 
for three spectacular days of 
learning and fellowship.

At Life Fest, we honored 
those who have played a role in 
helping us support and educate 

our members.  At the Friday 
Gala, Dr.  Mike Heinrich received 
the Clinician of the Year award, 
the Global Outreach Award to 
Alianza GIST was accepted by 
Piga Fernandez and Vicky Ossio, 
the Jeroen Pit Science Award by 
Dr.  Brian Rubin, the Arnie Kwart 
Philanthropist of the Year Award 
by Emilie van Karnebeek.  Sanofi, 
awarded the Patient Outreach 
Award, accepted through a 
heartfelt video message.  The 
Humanitarian of the Year award 
went to Dr.  Jonathan Trent and 
the Volunteer of the Year Award to 
our volunteer photographer,  Kim 
Tallau.  Among those inducted 
into our GIST Hall of Fame were 
the Baldor Family,  Dr.  Jerzy 
Lasota,  Dr.  Markku Miettinen, 
our Executive Director Norman J.  
Scherzer, and the Max Foundation.

On Saturday, Drs. Heinrich 
and Rubin answered many 
questions from attendees 
after presenting the latest 
information on GIST.

We hold a Life Fest event 
every two years, and they 
continue to be one of the 
best ways we can support our 
members.  

LRG Science 
Director Jerry 
Call explains 
mutational 
testing while 
GIST community 
members 
respond to 
his thought 
provoking 
questions.

Far left, LRG 
Executive Director 
Norman Scherzer 
shares a hug with 
David Josephy 
and another 
attendee at Life 
Fest 2012. 

Left, Support 
and camaraderie 
shared among 
Life Fest 
attendees. 

Piga Fernandez, 
accepts the 
Global Award of 
Excellence on 
behalf of Alianza 
GIST as Vicky 
Ossio and David 
Josephy look on.
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PATIENT SUPPORT AND EDUCATION

Our First GIST  
Day of Learning
But 2012 also stood out for 
another LRG event — our first-
ever GIST Day of Learning —  
held in Miami in May.  Partnering 
with Dr.  Trent and the University 
of Miami Sylvester Cancer 
Center,  we were able to provide 
education and support for over 
50 GISTers and caregivers who 
traveled to the event.  One of 
the highlights of GDOL was a 
presentation on clinical trials 
by Jerry Call,  Science Director 
at LRG and caregiver to his wife 
and GIST survivor Stephanie, on 
clinical trials with Jim Hughes, 
LRG Clinical Trials Coordinator.
Jerry,  who often appears in our 
email community answering 
questions from GISTers, devel-
oped a GIST-specific 
clinical trials database 
and also oversees 
our Science Team 
and Patient Registry.  
The event was such 
a success that we 
scheduled two more 
GDOLs for 2013 —  
one in Chicago and 
one in Miami.

Harnessing Technology
LRG members also probably 
noticed a big change in our 
outreach efforts in 2012 as we 
expanded our social media 
and web presence, making sure 
GISTers can access the latest 
information on research and 
treatment.  In 2012 we prepared 
for the launching of our new 
website, which made its debut 
early in 2013.  The site has a 
cleaner look, is easier to navi gate 
and provides a newsfeed on the 
home page.  Members can still 
access essential information 
about treatment and do things 
like join our Patient Registry and 
Tissue Bank. 

Those who follow us on 
Facebook and Twitter have 
grown dramatically in number 
as we began to provide daily 
updates, ranging from links to 
new studies on GIST to profiles 
of GISTers and upcoming events.  
We believe this is a great way 
to continue the dialogue with 
our members and encourage 
newly diagnosed patients to join 
our community.  We continue 
to look for new ways to harness 
technology to support and 
educate our members.

From left, Dr. Andrew Rosenberg, Jerry Call, Alice 
Sulkowski, Dr. Steven Rodgers, Elizabeth Fontao, and 
Dr. Jonathan Trent gave outstanding presentations at 
the First Annual GIST Day of Learning.  

GDOL attendees enjoy meeting with presenters 
to ask them questions about GIST.
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ADVOCACY

You Can Count on Us
We continued to advocate for 
wider use of mutational and 
plasma-level testing in 2012, 
while representing GISTers at key 
forums such as the American 
Society of Clinical Oncology 
(ASCO) meeting in Chicago,  
the Connective Tissue Oncology 
Society (CTOS) conference in 
Prague and the New Horizons 
international GIST meeting in 
Paris.

These forums give us the 
opportunity to advocate for 
our members and share our 
expertise with others in the 
wider cancer community.  

One of the highlights was 
the presentation at CTOS of a 
study produced by LRG Special 
Projects Coordinator Peter Knox 
on the obstacles to wider 
imple mentation of mutational 
and plasma-level testing.  We 
strongly believe these tools can 
extend patient survival, yet we 
found that 45% of doctors don’t 
always order mutational testing.  
While some practices did the 
test automatically, there was a 
significant correlation between 
whether the doctor discussed the 
test and whether it was received.  
Patients demonstrated both 
awareness and under standing of 
mutational testing.  Clearly, more 
work needs to be done to educate 
both doctors and patients about 

the benefits of mutational testing 
in an era where treatments can be 
targeted at specific mutations. 

Working With Our  
Latin American Friends
On the international stage, we 
also bolstered our ties with 
Latin American GISTers by 
strengthening Alianza GIST.  
The group not only launched 
a new website and held its first 
webinar, but also met in Miami 
in March to develop a game plan 
for advocating throughout the 
region.  Advocacy and access 
was a big part of the plan as 
Alianza GIST began to set up 
a core infrastructure.  LRG 
Administrative Director Roberto 
Pazmino, who was born in 
Ecuador, presented information 
on the value of LRG’s Patient 
Registry and Tissue Bank, and 
later in the year produced a 
study on how to overcome 
obstacles in Latin America to 
participating in the Tissue Bank.  
The Patient Registry and Tissue 
Bank are not only valuable tools 
for GIST researchers, but can be 
used by patients to help guide 
their treatment plans.

In 2012, Alianza GIST also 
joined forces with a Brazilian 
partner,  Oncoguia, to work 
together to benefit GIST patients 
in Brazil, and advocated in 
Guatemala to help reach an 

agreement in the Central 
American country to secure 
entry of the GIST drug 
Gleevec into the nation.

Back in the U.S.
Closer to home, we expanded 
our network of local leaders in 
states throughout the nation, who 
are GIST patients or caregivers 
who donate their efforts to 
help fellow GIST patients in 
their area. The LRG has leaders 
across the United States and they 
continue to find creative ways 
of advocating with and for us.  
One event that was particularly 
notable was Bobby Kinsey’s 
“Harness a Cure” held in March 
at Dover Downs.  Bobby asked 
both drivers and horse owners to 
pledge a portion of their purses 
for “Harness a Cure,” aiming to 
both raise funds for the LRG and 
boost awareness about GIST.

And in our home state of 
New Jersey, the LRG joined 
forces with several other cancer-
patient organizations to help 
restore $1 million in funding for 
cancer research that had been 
cut out of the state budget.

Piga Fernandez of 
Santiago, Chile, 
shares information 
with an American 
Cancer Society 
representative at 
the Alianza GIST 
meeting.

GIST patients and caregivers 
take part in an exercise 
sharing important advances 
and continued needs for 
the GIST community in Latin 
America.



A 1948 graduate of Arsenal 
Technical High School, Bob 
enlisted in the U.S. Marine 
Corps Reserve that year and 
spent 31 years in both the U.S. 
Marine Corps and U.S. Marine 
Corps Reserve, retiring in 1983 
with the rank of colonel.

His board memberships included the Marine 
Corps League, the Indiana Military Coalition, 
Military Officers of America Association, 
the Farm Foundation, Neogen Corporation, 
Ag Alumni Seed, U.S. Feed Grains Council, 
National FFA, the Fine Arts Society of the 
University of Indianapolis and the Life Raft 
Group of GIST research. 
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Dentistry PC
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Erick Erickson
Norma Jean Erickson
Brit Evans
Barbara J.  Farnam
Laverne & Leon Fischer
Tracy Forber
Albert L.  Freeman, Jr.
Liz & Jeff Friedman
Diana Garrett
Gaslight Framing Plus
Bill Gerard
Michael & Sheryl Ginsberg
Dollie A.  Glissmann
Bob & Valerie Griffith
Robert Grossmann
Renee Guidobono
Kathleen Haggarty-Muzio
Anne & Ray Hale
David S.  Hall
Ed & Betsy Hasselman
Kirk & Carole Hawkins
Harvey E.  Hedgcock
Edwina Higgins
James & Mary Hightower
Dr.  Kenneth Hobbs
Terry Hobson
Michael & Caroline 

Hoffman
John E.  Horn
Albert T.  Hubb
Virgil & Mary Jo Huseman
Kay J.  Johnson
Lynn A.  Johnson
Carol Erlene Jones
Doug Jorgensen
John & Cynthia Jurgensen
Cathy Kane
Kansas Association of 

Broadcasters
Frank & Allyson Kasetta
Elissa & Larry Kaufman
Bruce O.  Keith
Dennis & Christine Keller
Gale Kenny
Justin Kessler
Mary Lee Kibbey
Steve & Wendy Kidd
Jane F.  Kingsland

W.E.  & Marnie Kinsey
Kristen Kitts
Marion (Toby) Koch
Kolb Cemetery, Inc.
Chuck & Peggy Korte
Julia & Michael Kozak
Harriet Lange
Cathy Leonard
Michele Levine
Arne Lindstrom
LJ Trading
Joyce E.  Lutz
Robert Marcantonio
Andrew D.  Markano
Mars National Bank
John McMeel
Alvin & Theresa Meury
Joanne Mikol
Norman Miller
Michael & Marjorie Morgan
Jennifer Morse
Fran & Mike Mott
John & Joann Mull
John & Cindy Nadeau
Ruth Natanson
Patricia & James Neal
Marlene Nei
Andrea & Andrew Nelson
Steve & Judy Nuckolls
Jeffrey M.  Oien
Karin O’Neill
Marilyn Jane Oosterhuis
Cindy A.  Ostberg
William Overley
Sandra Palone
Larry & Glodine Payne
Robert J.  Pearce
Paul C.  Perkus
Irving Perlman
Nancy Pesko Fyock
Sue & Steve Petersen
Lisa Petricka
Paul A.  Petruzzi
Ranee Phillips
Cliff Pipke
Susan & Arthur Poe
Carl J.  Poliseno
Ian & Judy Portnoy
Joyce Powell
Jeff Preston
Richard & Rose Pridgen
Ranch Club Mobile Estates 

Professional Investment 
Planning

Cathie B.  Rankin
Toni L.  Reece
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FINANCIAL HIGHLIGHTS

RESEARCH
76%

INFORMATION &  
EDUCATION  

50%

ADVOCACY 
25%

PATIENT  
& FAMILY 
SERVICES 

25%

OTHER  
16%

4% 
         4%

n  RESEARCH

n  INFORMATION & EDUCATION

n  PATIENT & FAMILY SERVICES

n  ADVOCACY

n  MANAGEMENT

n  FUNDRAISING

Donation Dollars Doing More
While maintaining our commitment to research, we were able to 
expand our programmatic reach throughout the world, stepping 
up our global alliances and support. In the United States, we 
expanded outreach by holding a “GIST Day of Learning” event 
in Miami, and began identifying ways to strengthen local group 
participation around the nation.  We strive to honor donor intent 
and to put each dollar donated towards making a difference.  
These charts illustrate the allocation of our incoming funds.

Loretta Reinersmann
Robert M.  Rennak
Sara Ritten
Catherine & Charles 

Roberts
Jacqueline Roehl
Luana & David Rohlin
Bill Rosby
Gary & Jean Rottmann
Arlene Rubinoff
Nina Saltman
Santa Ynez Valley Union 
High School
Louise Seimears
Margaret A.  Sexton
Michael E.  Shea
Lee Ann Slade
Carol Smith
Lorraine K.  Smith
Maureen Smith
Sue Smitley & Keith 

Sparrow
Larry Sodokoff
John & Ruth H.  Stauffer
Jeanne M.  Stevens
Jeanette Stikeleather
Ann Marie Stinehelfer
John & Barbara Stinson
Lory R.  Tager
Dr.  & Mrs.  Thomas Tax
Paul & Angela Tetla
David Thomas
Sandra Lee Thorstenson
Lisa & Kim Titus
Richard To
Carmela Tondo
UBS Financial Services Inc.
John & Renee Uhlir
United Health Group 

Employee Giving
Alberto Uribe
Marilyn J.  Van Dyke
Irma & Robert Wager
Elizabeth A.  Wagoner
Washington Correctional  

Inst Empl Benefit Trust 
Fund

Joan H.  Weber
Charles Welle
Julie West
Lynn Whelan
Melinda & Daniel White
Amelia M.  Wicks
Gary Woytyshyn

Expenditures:  $2,481,732.05



The Life Raft Group 

has a simple focus: to 

cure a form of cancer— 

GIST (gastrointestinal 

stromal tumor) — and 

to help those living with 

it until then.

The Life Raft Group  
155 US Highway 46, Suite 202 
Wayne, NJ  07470  
www.liferaftgroup.org


