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TO: Sandra J. Horning, MD, Senior Vice President, Global Head, Clinical Development, Hematology/Oncology,
Roche-Genentech, Inc.
1 DNA Way
South San Francisco, CA 94080-4990

FROM: The GIST Community
REGARDING: Urgent need for R1507 trial for pediatric and wildtype GIST
Dear Dr. Horning,

We represent the worldwide GIST community: patients with gastrointestinal stromal tumor and their friends
and families from around the globe.

We have been waiting for about a year for a clinical trial of R1507 to begin, both at the National Institutes of
Health Pediatric GIST clinic and at a number of other sites sponsored by SARC. We were recently very disap-
pointed to learn that this trial may not take place. The unintended consequence of this decision is that it
inevitably introduces a delay before a very promising useful treatment can be offered to young people who
currently have few options and are in desperate need.

As shown in a recent poster at CTOS, fewer than 20% of the patients who have participated in the NIH Clinics
for Pediatric & Wildtype GIST have derived any benefit from tyrosine kinase inhibitors. The IGF pathway is
the most promising drug target in prospect to arrest these patients’ tumors.

Indeed, anecdotal experience from one young patient has shown that inhibiting the IGF pathway has had a
remarkable and continuing response.

We have been informed by SARC that there have been alternative suggestions made which would allow the
planned SARC trial of R1507 for Pediatric & Wildtype GIST to proceed. We hope you can find a way

to proceed with this trial as soon as possible. Current patients need new therapies to be in development
now if they are to benefit from them, and almost certainly as a spin off there will be benefits to other pa-
tients suffering from mainstream GIST or other diseases, malignant or otherwise.

Therefore we, the undersigned representatives of many of the GIST patient communities across the
world, would request that you pursue all options to allow R1507 to be used in the SARC trial for Pediatric &
Wildtype GIST as these patients are in urgent need of treatment options which currently they lack.

Thank you for saving the lives of our children,

Michael Josephy, Life Raft Group Science Team, Universidad de Costa Rica, Costa Rica
Estelle Lecointe, AFPG, Ensemble contre le GIST, France
Helena Koumbouzis, Patient Advocate, Global GIST Network, Greece, Scotland



Alejandro Miranda, Patient Advocate, Global GIST Network, Dominican Republic
Rodrigo Salas, Board Member, Life Raft Group Board of Directors, Mexico
Muhammad Shahid Rafique, Patient Advocate, Global GIST Network , Pakistan

Odd Andreas Tofteng, Patient Advocate, Global GIST Network, Norway GIST Group, Norway
Phyllis J. Gay, PT, Pediatric Coordinator, GIST Support International, USA

Katharine M. Kimball, Patient Advocate, Global GIST Network, Australia

David Josephy, President, GIST Sarcoma Life Raft Group Canada, Canada

Samantha Wexler, Board of Directors, GIST Sarcoma Life Raft Group Canada, Canada
Fabrizio Martilotta, Patient Advocate, Global GIST Network, Uruguay

Becky Bensenhaver, GIST Support International, USA

Hughena Brennan, Board of Directors, GIST Sarcoma Life Raft Group Canada, Canada
Anna Costato, Patient Advocate, AIG Associazione Italiana GIST, Italy

Gabriella Tedone, Steering Committee, AlG Associazione Italiana GIST, Italy

Haver Tanbay, Patient Advocate, Global GIST Network, Turkey

Richard Robertson, Patient Advocate, Global GIST Network, Singapore

Roger Wilson, Director, Sarcoma UK; Trustee, The Sarcoma Trust, United Kingdom
Stan Kulisz, President, Stowarzyszenie Pomocy Chorym na GIST, Poland

George Constantinou, Patient Advocate, Global GIST Network, Cyprus

Lefteris Patapis, Patient Advocate, GIST Support International, Greece

Maria Isabel Gomez de Soriano, Asaphe, Venezuela

Tania Stutman, Patient Advocate & Founder, GIST Cancer Research Fund, USA

Tina Pandolfino, Steering Committee, AlG Associazione Italiana GIST, Italy

Lee Ann Lamb, Co-Manager, Board of Directors, GIST Support International, USA
Marina Symcox PhD, Co-Manager, Board of Directors, GIST Support International, USA
Joan Marie Hayno, Secretary, Board of Directors, GIST Support International, USA
Ginger Sawyer, Treasurer, Board of Directors, GIST Support International, USA

Julia D. Royster PhD, Science Coordinator, GIST Support International, USA

Yvonne Blixt, Board of Directors, GIST Support International, USA

Donna Capps, Board of Directors, GIST Support International, USA

Barbara Dore, Board of Directors, GIST Support International, USA

Ruijia Mu, Patient Advocate, Global GIST Network, China

Linda Hampson, Board Member, GIST Sarcoma Life Raft Group Canada, Canada
Helga Meier Schnorf, GIST — Selbsthilfegruppe Schweiz, Switzerland

Avi Zigdon, Chairman, The Isreali GIST Patients Organization, Isreal

Negar Amirfarhad, Patient Advocate, Global GIST Network, Iran

Virginija Zukauskiene, Patient Advocate, Global GIST Network, Lithuania

Markus Wartenberg, Spokesperson, Das Lebenshaus e.V., Germany; Board Member, EuroNet, Europe
Dr. David B Cook, GIST Support UK, United Kingdom

Virginia Ossio, Patient Advocate, Global GIST Network, Bolivia

Robert Book, Board Member, Board of Directors, Life Raft Group, USA
Stanley Bunn, Board Member, Board of Directors, Life Raft Group, USA

Mia Byrne, Board Member, Board of Directors, Life Raft Group, USA

Chris Carley, Board Member, Board of Directors, Life Raft Group, USA

Jerry Cudzil, President, Board of Directors, Life Raft Group, USA

Thomas J. Hughes, Board Member, Board of Directors, Life Raft Group, USA
Gerald Knapp, Board Member, Board of Directors, Life Raft Group, USA
Tricia McAleer, Program Director, Life Raft Group, USA



Raymond Montague, Board Member, Board of Directors, Life Raft Group, USA

Tom Overley, Legal Council, Board of Directors, Life Raft Group, USA

John Poss, Board Member, Board of Directors, Life Raft Group, USA

Marietta Robinson, Board Member, Board of Directors, Life Raft Group, USA

Rodrigo Salas, Board Member, Board of Directors, Life Raft Group, Mexico

Sara Rothschild, Program Coordinator, Life Raft Group, USA

Norman Scherzer, Executive Director, Life Raft Group, USA

Lawrence Selkovits, Board Member, Board of Directors, Life Raft Group, USA

Silvia Williams-Steinhilber, Board Member, Board of Directors, Life Raft Group, Canada

cc William Burns, CEO, Roche



