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A LETTER FROM THE CO-FOUNDERS
Dear Friends,
2013 was a year of unprecedented growth and progress for The Desmoid Tumor
Research Foundation (DTRF). Thanks to the fundraising efforts of hundreds of people,
including patients, family and friends, as well as large donations by several generous
supporters and multiple fundraisers around the country, we were able to fund more
grants than in any prior year.
Among the nine grants we funded is an important collaborative drug screen project
involving Duke, Mount Sinai Medical Center and MD Anderson Cancer Center. The project
is screening libraries of over 100,000 available drug agents to identify agents which inhibit
desmoid tumor cell growth but do not affect normal fibroblast cells. Other grants funded
projects at Stanford University, Vanderbilt University, Ohio State Comprehensive Cancer
Center, Memorial Sloan-Kettering, Main Medical Center and Fondazione IRCCS Instituto
Nazionale dei Tumori.
We also developed important new collaborations in desmoid tumor clinical trials. Funded
in part by DTRF, a Phase III trial on Sorafenib (Nexavar) by the National Cancer Institute
has opened and will take place in multiple centers nationwide. We were also able to fund
a pilot study examining the role of sirolimus in the treatment of children and young adults
with desmoid tumor. In addition, our outreach was critical in informing patients of the first
Phase II study of desmoid tumors by the Rare Tumors Initiative of the National Cancer
Institute, and the trial was filled in a matter of weeks.
We are developing incredible momentum in our search for a cure! Thank you for
being part of this healing journey.
Onward,
Jeanne Whiting
President and Co-founder
Marlene Portnoy
Executive Director and Co-founder

Jeanne Whiting, President and
Marlene Portnoy, Executive Director
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WHAT WE DO AND WHY IT MATTERS

OUR MISSION
Founded in 2005, The Desmoid Tumor Research Foundation (DTRF) is dedicated
to funding research for a cure for desmoid tumors.

The founders have a deep sense of urgency in this cause motivated by a personal

connection to the disease. We press forward to fund cutting-edge research that will
develop new effective therapies for desmoid tumors, leading to the ultimate goal
-- a cure!
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WHAT WE DO AND WHY IT MATTERS

RESEARCH FUNDING
DTRF is the only foundation in the country dedicated to funding desmoid tumor

research and finding a cure for this rare disease. We fund research projects at some of
the world’s top cancer research centers in both basic science and clinical trials.

DTRF-funded research seeks to determine what goes wrong in cells to generate these

tumors, what medical and surgical options work best, and what existing drugs or potential
new drugs could provide effective treatments.

DTRF facilitates collaboration between researchers from different institutions to
expedite the development of a cure. DTRF-funded research has already made

significant advancements in our understanding of the disease. Discoveries made

through desmoid tumor research can also potentially be applied to many other kinds of
cancers such as breast, colon, ovarian and other sarcoma cancers.

PATIENT SUPPORT
Patients are no longer fighting this disease alone. Our website provides information

and helps direct them to other sources for information and support. Our annual patient

meeting provides a supportive environment for patient interaction and informative lectures

by clinicians and researchers. Most of all, we seek to support patients by giving them hope
through funding research for a cure.

Our fundraising events around the country promote awareness and give patients and their
families and friends a healing way to make a difference as proactive advocates for a cure.
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WHAT WE DO AND WHY IT MATTERS
We know that our goal of a cure is within reach... and we will get there with your continued
support.

TISSUE DONATION
DTRF facilitates much-needed patient donation of tissue samples to research hospitals.

EDUCATION AND COLLABORATION
DTRF has established a very successful annual fall symposium which brings patients,
physicians and researchers together for education, support and collaboration. Our

2013 7th annual DTRF Patient Meeting, held on September 28 in Philadelphia, brought
new information, new connections and hope.

Our 2014 weekend in Philadelphia will include the first International Desmoid Tumor Research
Workshop. This event will bring together a diverse group of scientists including the brightest

minds in desmoid tumor research, human genetics, drug development and related fields. The
Workshop will facilitate an enthusiastic and collegial atmosphere as researchers across

disciplines and institutions collaborate around the shared goal of improving treatments for

desmoid tumor patients, establishing research priorities and moving the field forward toward a
cure.

In addition, our website is a clearinghouse of information on desmoid tumors and published
desmoid tumor research, reaching patients, physicians and researchers around the globe.
In 2013 we upgraded our library indexing and search capabilities making it an even more
valuable resource in the field.
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A BANNER YEAR FOR DTRF GRANTS
We maximize every dollar raised by investing in research that will have the greatest potential to lead to new effective

treatments and eventually a cure. We are happy to note the projects below that we are currently funding -- research by
the top scientists in the world in this field.

• Benjamin Alman, MD, Duke University, with collaborators Robert Maki, MD, PhD, Mt. Sinai Medical Center;
Alexander Lazar, MD Anderson Cancer Center; and Alessandro Datti, PhD, Samuel Lunenefeld Research

Institute, "Collaboration for a Cure: Identifying new therapeutic targets for desmoid tumors." This project will screen
libraries of over 100,000 available drug agents to identify those which inhibit desmoid tumor cell growth but do not
affect normal fibroblast cells.

• Matt van de Rijn, MD, PhD, Stanford University, "Next generation sequencing approach to desmoid tumors."
• Justin M. Cates, MD, PhD, Vanderbilt University, "Genetic determinants of local recurrence in desmoid-type
fibromatosis."

• Mrinal Gounder, Memorial Sloan-Kettering Cancer Center,"A Phase III, double blind, randomized, placebo-controlled
trial of sorafenib in desmoid tumors."

• Raphael Pollock, MD, Ohio State University Comprehensive Cancer Center, "A rational search for anti-desmoid

therapies," investigating the molecular driving forces behind the development and progression of desmoid tumors.

• Aaron Weiss, DO, Maine Medical Center, "Deregulated mTOR in desmoid-type fibromatosis," a pilot study examining
the role of sirolimus in the treatment of children and young adults with desmoid tumor that is deemed likely to recur
following resection.

• Chiara Colombo, MD, Fondazione IRCCS Instituto Nazionale dei Tumori, "A high throughput genome study to identify
predictors of aggressiveness in patients with sporadic desmoid tumor who undergo a wait and see approach."

• Nancy L. Cho, MD, Brigham and Women's Hospital, "Targeting Hyaluronic Acid in Desmoid Tumors."
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FINANCIALS
The Desmoid Tumor Research Foundation depends on the generosity of donors to carry
out its mission and we value every dollar received. As a 501(c)(3) tax-exempt organization,
donations to the Desmoid Tumor Research Foundation are tax deductible. DTRF is a
501(c)(3) tax-exempt organization and donations are tax deductible. View our IRS 501(c)(3)
determination letter; 2013 IRS Form 990; and, 2013 Audited Financial Statement.

DTRF 2013 Source of Funds
EVENTS &
INDIVIDUAL FUNDRAISING
62%

OTHER
10%

PRIVATE FOUNDATION
& CORPORATION
28%

DTRF 2013 Spending Allocations
RESEARCH GRANTS
72%

MANAGEMENT
5%

EDUCATION &
ACCELERATING RESEARCH
5%
FUNDRAISING
18%
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FORGING NEW COLLABORATIONS
WE HAVE INITIATED A GROUNDBREAKING
COLLABORATIVE PROJECT TO ACCELERATE THE
SEARCH FOR A CURE
The Desmoid Tumor Research Foundation has initiated a groundbreaking collaborative drug screen research
project, “Collaboration for a Cure, Identifying New Therapeutic Targets for Desmoid Tumors.” The goal of the
project is to streamline and vastly accelerate the search for new effective desmoid tumor therapies. By
facilitating the collaboration of top scientists and research institutions, we look forward to exciting new discoveries.

Each collaborating institution will take a particular part of the project in which it has the highest expertise and all
collaborators will share data and build on each other’s discoveries. It is estimated that years of research time can
be saved by multiple institutions collaborating in this manner.

The following summary of the project was written by two of the collaborators, Benjamin Alman, MD of Duke
University Medical Center and Robert Maki, MD, PhD of Mount Sinai School of Medicine. Other collaborators
include Alex Lazar, MD, PhD, of MD Anderson Cancer Center.

Desmoid tumors are difficult to treat using conventional therapies. One approach to treatment is to develop a
multi-drug therapy of a number of agents that target different biologic aspects of tumor growth, but have few side
effects. The use of a targeted multidrug approach could stop the tumor cell growth or kill tumor cells without
causing serious side effects.

DTRF’s new “Collaboration for a Cure” project will screen libraries of over 100,000 available drug agents to
identify those which inhibit desmoid tumor cell growth but not normal fibroblast cells.
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DTRF has previously funded a screening of 1,000 drug agents in desmoid tumors undertaken by Dr. Benjamin
Alman. That screen identified one agent, nefopam, which is effective in inhibiting desmoid tumor growth in mice.
The exciting success of this initial screen of 1,000 agents showed that screening is a productive approach to
identifying effective anti-tumor agents.
The agents identified in the new screen of 100,000 agents will be analyzed for pharmacokinetic properties that
would suggest agents that can be successfully used in combination. These combinations will then be tested in
human desmoid cell cultures and mouse models. Effective combination therapies that are identified would then
be tested in patients.
The agents will also be analyzed to determine their underlying biologic mechanism to identify new pathways
that are activated in beta-catenin in desmoid tumors. This data will be used to inform new research into the biology
of how beta-catenin causes desmoid tumors.
This project is expected to rapidly identify a multidrug regimen using agents that are already FDA-approved for
patient use, which can then safely be tested for efficacy in desmoid tumor patients.
In addition, the project will identify new pathways activated by beta-catenin and new agents not yet in use for
patient care that target desmoid tumors, both of which can be developed in future work which might ultimately
identify even more effective therapeutic approaches.
This project is uniquely possible because of the initiative and funding of The Desmoid Tumor Research
Foundation. This type of drug screen is commonly used in cancer research, and has been done for every
common type of cancer yielding many effective therapies. However, such a project is typically funded by large
pharmaceutical companies which stand to profit from the resulting therapies that can apply to potentially millions
of patients. A drug screen that only stands to benefit a comparatively few patients with a rare disease such as
desmoid tumors is not likely to be undertaken for reasons of economics.
Thus, the funding provided by DTRF is critical to move this research forward. By combining our areas of expertise
in multiple institutions, and with multiple streams of research taking place simultaneously and in collaboration, we
will be able to cut years off of the process of solving the puzzle of desmoid tumors and developing effective therapies.

8

OUR COMMUNITY
COMMUNITY EVENTS
The Desmoid Tumor Research Foundation relies heavily on the support of dedicated people across the country
to raise funds for research. The importance of every individual’s fundraising efforts cannot be overestimated. They
are critical to our success!
This year we welcomed as part of the DTRF team Lynne Hernandez in her new role as
Director of Events, Operations and Outreach. In 2012 and 2013 Lynne brought her years of
race management experience to act as Race Director for Running for Answers, our annual
event in Philly. She is now encouraging and supporting events throughout the world in
support of DTRF. Lynne can be contacted at lynne@dtrf.org to brainstorm about different
ways to plug into DTRF, whether it be to create an event, volunteer or share a special skill.
Lynne says, “I’m inspired every day, working with so many caregivers, patients and other
volunteers who are empowered and energized by creating awareness and playing an active
role in finding and funding a cure.”
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THIRD PARTY FUNDRAISERS
2013 DESMOID DASH
October 12, 2013 in Mendota Heights, MN
Organizers: Zechmann Family
HARVEST FOR A CURE
September 29, 2013 in Chesapeake, VA
Organizer: Dorothy Curling-Poyner
2013 KUTZTOWN FALL FESTIVAL
September 21, 2013 in Kutztown, PA
Organizers: Corinne Conrad and Rochelle Miller
SOPHIE'S WALK FOR REED
September 1, 2013 in Mission Hills, Kansas
Organizers: Anne and Sophie Hickok
EVENING AT THE WEMBLEY CLUB
August 24, 2013 in Chagrin Falls, OH
Organizer: Faith Zucker
UTAH SURVIVOR CELEBRATION
August 10, 2013 in Eden, Utah
Organizer: DeAnn Sorenson
2013 LAP4LIFE
June 22, 2013 in Newburgh, NY
Organizer: Maddalena Casabianca
DTRF GOLF CLASSIC
June 17, 2013 in Mahwah, NJ
Organizers: Richie and Nan Klein
LIVE WITHOUT LIMITS
May 14, 2013 in Chicago, IL
Organizers: Beth and Drew Bialko
BAKE SALE SUPPORTING RFA TEAM,
MIGHTY MAX'S ANGELS
May 4, 2013 in Narberth, PA
Organizers: Kathy and Max Veeck
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ANNUAL SIGNATURE DTRF EVENTS
DTRF holds several important annual fundraising and educational events.

DTRF'S 2013 ANNUAL SPRING FUNDRAISER was held this year held on May 13. It featured
Broadway's Up and Coming and a special performance by Rosie's Theater Kids.

THE DTRF PATIENT MEETING AND RUNNING FOR ANSWERS occur annually on the
4th weekend in September.

RUNNING FOR ANSWERS, founded in 2009, is the largest annual DTRF signature fundraiser. Held in

Philadelphia, Pennsylvania, on the 4th Sunday in September, this special event takes place the day following our
annual Patient Meeting. This allows patients, family members and friends to enjoy a full weekend in beautiful
Philadelphia, spending a day of informative lectures and roundtable discussions, followed by a race/walk the next day.
About 700 runners joined in the 2013 5K race/walk and the Kids Fun Run through Fairmont Park on a beautiful
sunny day. Scott O’Neil, new CEO of the Philadelphia 76ers built enthusiasm with his rousing introductory remarks.
Rosie O’Donnell, whose wife Michelle was diagnosed with a desmoid tumor over a year ago, contributed her
characteristic humor to lift our spirits and inspire us on. Former Philadelphia Eagle, Kevin Reilly, ran several pre-race
PSA’s on local tv and radio stations. Interviews by local news media brought publicity and increased awareness.
Funds raised at the event met our goal of funding the first year of the Collaboration for a Cure research project
(see page 7). The funds were hard-earned by scores of patients and families who ran their own fundraising
campaigns through their Firstgiving pages.
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2013 ANNUAL DTRF PATIENT MEETING. Roughly 200 patients and their families and supporters

gathered for a weekend of new information, new connections and hope at the 7th annual DTRF Patient Meeting held
on Saturday, September 28 at the Sheraton Downtown Philadelphia.
Our distinguished speakers included Aimee Crago, MD, PhD (Memorial Sloan-Kettering Cancer Center); Tony
Ferlenda (CEO, Sarcoma Foundation of America); Suzanne George, MD (Dana Farber Cancer Institute); Mrinal
Gounder, MD (Memorial Sloan-Kettering Cancer Center); Robert G. Maki, MD, PhD (Mount Sinai Hospital); Matt
Van De Rijn, MD, PhD (Stanford University Medical Center).
Subjects discussed included: important overviews of current and promising new systemic treatments for desmoid
tumors; surgery vs. wait-and-observe; the development of a prognostic nomogram for prediction of tumor recurrence;
the continuing search to find genomic predictors of tumor behaviors; new technology that allows researchers to use
paraffin-preserved tissues instead of needing frozen tissues (contact DTRF to donate yours!); information about the
Nexavar trial being conducted in hospitals nationwide; and, information about two desmoid tumor clinical trials run by
the National Cancer Institute.
This incredible weekend always leaves us renewed and invigorated in our mission to fund research and keep moving
toward new treatments and an eventual cure.
Plans for 2014 include the first International DTRF Desmoid Tumor Research Workshop. This event will bring together
a diverse group of scientists from around the world, including the brightest minds in desmoid tumor research, human
genetics, drug development and related fields. Researchers across disciplines and institutions will collaborate around
the goal of improving desmoid tumor treatments and establishing priorities and collaborations for moving the science
of desmoid tumors forward.
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OUR TEAM
LEADERSHIP AND STAFF VOLUNTEERS
MARLENE PORTNOY
Executive Director and Co-founder

PHILIP GRAND
Technical Advisor and Webmaster

JEANNE WHITING
President and Co-founder

WENDY L. KAUFMAN
Certified Public Accountant

LYNNE HERNANDEZ
Director of Events, Operations and Outreach

JILL GRAND
Published Research Advisor

MRINAL GOUNDER, MD
Scientific Director

AMY CARSE
Graphic Designer

MICHELLE ROUNDS
Fundraising Chair

BRUCE LARSON
Director, Individual and Foundation Giving
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BOARD OF DIRECTORS
STUART APFEL
President of Parallax Clinical Research
Associate Professor of Neurology, Albert Einstein College of Medicine
MARIA CROCITTO
Chief Executive Officer, Advantage Communications, LLC
JOEL KORAL
Financial Representative, Northwestern Mutual
BRUCE M. LARSON
Managing Director, Goldman, Sachs & Co.
Chief Administrative Officer, Goldman, Sachs & Co. Salt Lake City
JERROLD MARCH
Executive Vice President, KenKen LLC
ROSIE O’DONNELL
Television Personality, Actress, Author and Comedian
MICHELLE O’DONNELL
Fundraising Chair
MARLENE PORTNOY
Executive Director and Co-founder, DTRF
KEVIN REILLY
Motivational Speaker

BARBARA ANN SELLINGER
Board of Directors, The Desmoid Tumor Research Foundation

SERA SNYDER
Manager of Physician Relationship Management Program, Cancer Treatment Centers of America
JEANNE WHITING
President and Co-Founder, DTRF
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SCIENTIFIC ADVISORY BOARD
BENJAMIN A. ALMAN, MD, FRCSC
Duke University

MARY LOUISE KEOHAN, MD
Memorial Sloan-kettering Cancer Center

CARLOS CORDON-CARDO, MD, PHD
Columbia University

ROBERT G. MAKI, MD, PHD
Mount Sinai School Of Medicine

JOHN CHABOT, MD, FACS
New York Presbyterian Hospital/Columbia

MARGARET VON MEHREN, MD
Fox Chase Cancer Center

RASHMI CHUGH, MD
University Of Michigan Health System

PETER PISTERS, MD, FACS
Md Anderson Cancer Center

JAMES CHURCH, MD
Cleveland Clinic

RAPHAEL POLLOCK, MD, PHD
Ohio State Cancer Center

GEORGE D. DEMETRI, MD
Dana-farber/harvard Cancer Institute

STEPHEN X. SKAPEK, MD
University Of Texas Southwestern Medical Center

SUZANNE M. GEORGE
Dana-farber Cancer Institute

VERNON KEITH SONDAK, MD
H. Lee Moffitt Cancer Center And Research Institute

MRINAL GOUNDER, MD
Memorial Sloan-kettering Cancer Center

HERMAN SUIT, MD, DPHIL
Massachusetts General Hospital

HAIM GUTMAN, MD
Rabin Medical Center, Tel Aviv

MATT VAN DE RIJN, MD, PHD
Stanford University

FRANCIS JOHN HORNICEK, MD, PHD
Massachusetts General Hospital

ANDREW J. WAGNER, MD, PHD
Dana-farber Cancer Institute
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