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Letter from the Founder and President 
 

 
 
Nancy O’Hagan 
Founder and President 
 
 
Welcome to the Caring for Carcinoid Foundation’s 2006 Annual Report. 
 
In 2006, the Caring for Carcinoid Foundation made remarkable advances toward achieving our 
mission of discovering a cure for carcinoid. 
 
We made major strides in all areas of our strategic plan: 
 

·  Research 
·  Fundraising 
·  Community 

 
Most significantly, we awarded $1 million in research grants to 4 world-class scientists— 
Dr. Lee Ellis, Dr. Seung Kim, Dr. Andrew Leiter, and Dr. Matthew Meyerson. 
 
In only 24 months since our founding, the Caring for Carcinoid Foundation has awarded over   
$2 million in research grants.  We are grateful to all our donors, supporters, and friends who have 
made this stunning accomplishment possible.  100% of all donations directly support this 
cutting-edge research.  Thank you! 
 
However, our mission is to discover a cure for carcinoid, and we have not yet achieved it.  
Therefore, we need to move faster and farther.  We are very excited about 2007 because it holds 
the promise for rapid progress in our search for a cure.  Please read our Research Action Plan—
www.caringforcarcinoid.org/research/researchactionplan.asp—because it will guide our path. 
 
I am proud to celebrate our exciting progress in this 2006 Annual Report.  I also welcome you to 
join our fight.  It will take a team effort to discover a cure. 
 
Sincerely, 
 
Nancy O’Hagan 
Founder and President 
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2006 Research Accomplishments 
 
In 2006, the Caring for Carcinoid Foundation (CFCF) made major research accomplishments in 
4 key areas: 
 

·  Research Action Plan 
·  Research Road Map 
·  Research Symposium 
·  Research Grants 

 
 
Research Action Plan 
 
In 2006, CFCF created a Research Action Plan to revolutionize carcinoid/NET research and 
rapidly discover a cure. 
 
Our Research Action Plan brings unprecedented clarity, focus, and collaboration to 
carcinoid/NET research. 
 
Most importantly, our Research Action Plan provides the path to a cure. 
 
In this Research Action Plan, our 2007 priorities are: 
 

·  Action #1:  Co-Host "2007 Carcinoid Research Summit" with National Cancer Institute 
o Fundraising Target:  $50,000  

·  Action #2:  Launch a Carcinoid BioBank 
o Fundraising Target:  $1,500,000  

·  Action #3:  Create a Carcinoid Tissue Microarray 
o Fundraising Target:  $150,000  

·  Action #4:  Perform a Large-Scale Genome Study of Carcinoid 
o Fundraising Target:  $1,000,000  

·  Action #5:  Discover New Carcinoid Biomarkers 
o Fundraising Target:  $250,000 

 
To learn more, visit 
www.caringforcarcinoid.org/research/researchactionplan.asp  
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Research Road Map 
 

 
 
In 2006, CFCF validated that our 3-step Research Road Map is the best path to discover a cure 
for carcinoid. 
 
CFCF follows this Research Road Map to unlock the genetic causes of carcinoid and develop 
novel, targeted therapies. 
 
The goals of our Research Road Map are: 
 

·  To map the fastest route to discovering a cure for carcinoid 
·  To prioritize critical gaps along the route 
·  To direct 100% of all donations to closing the gaps 

 
To learn more, visit 
www.caringforcarcinoid.org/research/researchroadmap.asp  
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Research Symposium 
 
In 2006, CFCF held its first annual Research Symposium to achieve 3 objectives: 
 

·  Discuss our latest findings from Research Grants 
·  Update our aggressive Research Action Plan 
·  Review our Research Road Map 

 
We believe in taking a collaborative, team-oriented approach to discovering a cure for carcinoid.  
Therefore, our annual Research Symposium brings together leaders from the scientific 
community, the pharmaceutical industry, and the government. 
 
Our Research Symposium is a closed-door, invitation-only event (limited to 25 participants) so 
that participants can discuss their unpublished work and participate in highly interactive, candid 
discussions. 
 
The 2006 CFCF Research Symposium identified 3 research priorities: 
 

·  Increase basic knowledge 
·  Accelerate targeted therapies 
·  Discover biomarkers 

 
Leaders from the scientific community, the pharmaceutical industry, and the government 
participated in our 2006 CFCF Research Symposium: 
 

·  Dr. Daniel Chung 
o Clinical Director of Gastrointestinal Cancer Genetics Program, Massachusetts 

General Hospital  
·  Dr. Vikram Deshpande 

o Assistant in Pathology, Massachusetts General Hospital  
·  Dr. Lee Ellis 

o Professor of Cancer Biology and Professor of Surgery, M.D. Anderson Cancer 
Center  

·  Dr. Stephen Friend 
o Executive Vice President and Head of Oncology, Merck  

·  Dr. Joseph Ippolito 
o M.D./Ph.D. candidate, Washington University in St. Louis  

·  Dr. Seung Kim 
o Associate Professor in Developmental Biology, Stanford University  

·  Dr. Matthew Kulke 
o Gastrointestinal Cancer Center, Dana-Farber Cancer Institute  

·  Dr. Andrew Leiter 
o Professor of Medicine, Tufts-NEMC  

·  Dr. Robert Mayer 
o Director of Center for Gastrointestinal Oncology, Dana-Farber Cancer Institute  



Dedicated to discovering a cure for carcinoid 
 
6 

·  Dr. David McFadden 
o Massachusetts General Hospital / Dana-Farber Cancer Institute  

·  Dr. Matthew Meyerson 
o Director of Center for Cancer Genome Discovery, Dana-Farber Cancer Institute 

and Associate Member, Broad Institute  
·  Dr. Marsha Moses 

o Associate Professor, Children's Hospital Boston  
·  Dr. Tan Nguyen 

o FDA Office of Orphan Products Development  
·  Dr. Anil Rustgi 

o Chief of Gastroenterology Division and Director of Digestive & Liver Center, 
University of Pennsylvania  

·  Dr. Ramesh Shivdasani 
o Gastrointestinal Cancer Center, Dana-Farber Cancer Institute  

·  Dr. Evan Vosburgh 
o Vice President of Research and Administration, The Verto Institute  

·  Dr. Bruce Zetter 
o Charles Nowiszewski Professor of Cancer Biology, Children's Hospital Boston  

 
A special thank you to Dr. Stephen Friend and Dr. Ramesh Shivdasani for co-facilitating the 
discussion. 
 
We are grateful to all our participants.  Everyone made significant contributions toward curing 
carcinoid. 
 
To learn more, visit 
www.caringforcarcinoid.org/research/researchsymposium.asp 
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Research Grants 
 
In 2006, CFCF awarded $1 million in research grants to 4 world-class scientists— 
Dr. Lee Ellis, Dr. Seung Kim, Dr. Andrew Leiter, and Dr. Matthew Meyerson—to perform 
cutting-edge carcinoid and related neuroendocrine tumor (NET) research. 
 

 
 
Lee Ellis, M.D. 
M. D. Anderson Cancer Center 
Professor of Surgery and Professor of Cancer Biology 
 
Amount:  $250,000 
Duration:  2 years 
Research Objectives:  “The overall goal of this proposal is to identify and validate molecular 
targets for therapy in a newly developed human midgut carcinoid tumor cell line.” 
 
 

 
 
Seung Kim, M.D., Ph.D. 
Stanford University 
Associate Professor in Developmental Biology 
 
Amount:  $250,000 
Duration:  2 years 
Research Objectives:  “We propose to generate mouse models of carcinoid using conditional 
genetics.  These mouse lines will permit investigation of tumor pathogenesis and create tumor-
derived cell lines.  Collectively these novel reagents will facilitate genomic, physiologic, and 
pharmacologic studies of carcinoid.” 
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Andrew Leiter, M.D., Ph.D. 
Tufts University 
Professor of Medicine 
 
Amount:  $250,000 
Duration:  2 years 
Research Objectives:  “To identify and characterize precursor cells that differentiate into 
serotonin-expressing enteroendocrine cells and to identify a pathway controlling their 
differentiation that is distinct from other enteroendocrine cells.” 
 
 

 
 
Matthew Meyerson, M.D., Ph.D. 
Dana-Farber Cancer Institute 
Associate Professor of Pathology and Director of the Center for Cancer Genome Discovery 
 
Amount:  $250,000 
Duration:  2 years 
Research Objectives:  “1. To define the changes in histone H3 lysine 4 methylation that are 
dependent on menin function, first in model cellular systems and subsequently in carcinoid 
tumors.  2. To identify histone demethylase enzymes involved in the demethylation of histone 
H3 lysine 4.” 
 
To learn more, visit 
www.caringforcarcinoid.org/research/researchgrants.asp  
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2006 Fundraising Accomplishments 
 
In 2006, the Caring for Carcinoid Foundation (CFCF) made major fundraising accomplishments 
in 4 key areas: 
 

·  Individual Donors 
·  Sunflower Squad 
·  Pan-Mass Challenge 
·  Jimmy Fund Walk 

 
 
Individual Donors 
 
In 2006, the number of donors to CFCF increased significantly across all levels: 
 

·  Sunflower Leadership ($25,000 and up) 
·  Sunflower Circle ($1,000 and up) 
·  Sunflower Seeds ($100 and up) 
·  Sunflower Contributors (Below $100) 

 
Our generous donors enable CFCF to make rapid progress toward discovering a cure for 
carcinoid. 
 
Our generous donors are partners in searching for a cure.  We are grateful for your generosity. 
 
Thank you! 
 
To learn more, visit 
www.caringforcarcinoid.org/donations/donorlist.asp 
 
To donate now, visit 
https://secure.groundspring.org/dn/index.php?aid=6074  
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Sunflower Squad 
 
In 2006, CFCF launched Sunflower Squad. 
 
Sunflower Squad is our team of committed fundraisers who work hard to cure carcinoid. 
 
Our Sunflower Squad team has the following members.  We are grateful for their commitment to 
curing carcinoid! 
 

Blackwood Family: 
“Catherine Blackwood’s Ten Children Team Up Against Carcinoid” 
 

 
 
 
Kimberly Condon: 
“Give Up Something You Love For One Month” 
 

 
 
 
Gayla Preston: 
“Hope Through Giving” 
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Lindy Rex: 
“RexArt for Cancer” 
 

 
 
To learn more, visit 
www.caringforcarcinoid.org/donations/sunflowersquad.asp  
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Pan-Mass Challenge 
 

 
 
In 2006, CFCF completed a highly successful Pan-Mass Challenge: 
 

·  Captain:  Anne Doyle  
·  Fundraising Goal:  $150,000  
·  Fundraising Result:  $175,000  

 
The Pan-Mass Challenge is the nation’s most successful bike-a-thon.  To date, the Pan-Mass 
Challenge has raised over $170 million for life-saving cancer research. 
 
We are grateful to Kirkpatrick & Lockhart Nicholson Graham LLP for sponsoring our team and 
funding the cycling jerseys and socks. 
 
We are grateful to all 43 dedicated cyclists who rode with our team: 
 

·  Anne Doyle - captain who rode in memory of her dad, Hugh Doyle 
·  Don Alden - who designed the cycling jerseys and socks with Alden Marketing Group 
·  James Alden  
·  Woodie Arthur  
·  Andrew Bendheim  
·  Moe Brown  
·  Ted Charrette  
·  Michael Cohen  
·  Christopher Collins  
·  Kathy Connolly  
·  Stacy DeBroff  
·  Tia Doggett  
·  Anne Doyle  
·  Michael George  
·  Jason Gilbert  
·  Lydia Gollner  
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·  Robert Grubinskas  
·  Andrew Hallowell  
·  Leslie Hallowell  
·  Lauren Hefferon  
·  Alison Hunter  
·  Tyrone Johnson  
·  Jeffrey Levin-Scherz  
·  Andrew Lindholm  
·  Pia Malkani  
·  Olivia Mannion  
·  Bradford Monks  
·  Malcolm O'Hagan  
·  Nancy O'Hagan  
·  Patrick O'Hagan  
·  Maggie Pax  
·  Elizabeth Potter  
·  Roland Price  
·  Anne Quemere  
·  David Quemere  
·  Judith Smith  
·  Cindy Sweetser  
·  Jan Tassone  
·  Luke Vincent  
·  Larissa Vincent  
·  Carol Vincent  
·  Peter Watkinson  
·  Paul Wolf 

 
Everyone’s hard work and dedication will have a significant impact on carcinoid research! 
 
Team Caring for Carcinoid Foundation will participate in the 2007 Pan-Mass Challenge on 
August 4-5, 2007.  We welcome all returning and new riders! 
 
To learn more, visit 
www.caringforcarcinoid.org/fundraisingevents/panmasschallenge.asp  
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Jimmy Fund Walk 
 

 
 
In 2006, CFCF completed a highly successful Jimmy Fund Walk: 
 

·  Captain:  Stephanie Zierten 
·  Fundraising Result:  $6,600 

 
The Jimmy Fund Walk is hosted annually by Dana-Farber Cancer Institute with the following 
mission: 
 

“Most of us know someone affected by cancer and are passionate about the mission of 
protecting our friends and loved ones from all forms of the disease.  By walking and 
raising money for research and patient care at Dana-Farber Cancer Institute, you can 
make a monumental difference for families battling cancer.” 
 

We are grateful to all 18 dedicated walkers who joined our team: 
 

·  Joanne Baggerly  
·  Anne Doyle  
·  Angela Duckworth  
·  Ellen Eisner  
·  Susan Gray  
·  Keri Lopes  
·  Rachael McKenna  
·  Nancy O'Hagan  
·  Patrick O'Hagan  
·  Debra Ruder  
·  Kristan Singleton  
·  Theresa Welsh  
·  Jeanne Zierten  
·  Renee Zierten  
·  Robert Zierten  
·  Stephanie Zierten  
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·  Thomas Zierten  
·  Uma Zierten-Singleton  

 
Everyone’s hard work and dedication will have a significant impact on carcinoid research! 
 
Team Caring for Carcinoid Foundation will participate in the 2007 Jimmy Fund Walk on 
September 16, 2007.  We welcome all returning and new walkers! 
 
To learn more, visit 
www.caringforcarcinoid.org/fundraisingevents/jimmyfundwalk.asp   
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2006 Community Accomplishments 
 
In 2006, the Caring for Carcinoid Foundation (CFCF) made major community accomplishments 
in 6 key areas: 
 

·  Website 
·  Advocate for Change 
·  Caring Conversations 
·  Doctor Database 
·  Survivor Stories 
·  E-Updates 

 
 
Website 
 

 
 
In 2006, CFCF invested significantly in expanding its website. 
 
The CFCF website now provides a wealth of information about carcinoid and related 
neuroendocrine tumors (NET) to support patients, families, and friends: 
 

·  About Carcinoid 
·  Living with Carcinoid 
·  Treating Carcinoid 
·  Carcinoid Clinical Trials 
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The CFCF website also offers the latest news about carcinoid/NET: 
 

·  Announcements 
·  Breaking News 
·  Events 

 
Finally, the CFCF website conducts QuickPolls to create a better understanding of the carcinoid 
community.  In 2006, CFCF conducted 7 QuickPolls with statistically significant results. 
 
To learn more, visit 
www.caringforcarcinoid.org  
 
 
Advocate for Change 
 
CFCF leads the carcinoid community in advocating for greater carcinoid awareness, research, 
and support. 
 
In 2006, CFCF conducted a highly successful “Move Toward a Cure” Campaign.  CFCF led the 
carcinoid community to voice support for House of Representatives Report 109-515, sponsored 
by Rep. Ralph Regula (Ohio, 16th District), which provides an unprecedented opportunity for 
carcinoid research: 
 

“The Committee encourages the Director to expand and coordinate research and related 
activities with respect to carcinoid disease and carcinoid tumor biology across all relevant 
institutes, centers and offices, particularly at NCI, to help foster early and accurate 
diagnosis as well as develop new, safe, and effective treatments for the disease and move 
toward a cure. In addition, the Committee encourages NCI to hold a summit on carcinoid 
cancer and requests a report by June 1, 2007 on future research plans for carcinoid 
cancer.” 

 
CFCF’s “Move Toward a Cure” Campaign delivered impressive results: 
 

·  CFCF letters to all U.S. Senators and U.S. Representatives 
·  Hundreds of carcinoid community letters to 80 U.S. Senators and 83 U.S. Representatives 
·  Momentum toward an NCI-CFCF 2007 Carcinoid Research Summit 

(see “Research Action Plan”) 
 
To learn more, visit 
www.caringforcarcinoid.org/carcinoid/advocateforchange.asp  
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Caring Conversations 
 
In 2006, CFCF introduced Caring Conversations as a positive, safe discussion forum for all 
members of the carcinoid community. 
 
Carcinoid patients, families, and friends share ideas, emotions, and hopes for the future. 
 
To learn more, visit 
www.caringforcarcinoid.org/carcinoid/caringconversations.asp  
 
 
Doctor Database 
 
In 2006, CFCF introduced Doctor Database to overcome the major challenge of finding the   
right doctor. 
 
CFCF believes that every carcinoid/NET patient has the right to access all information and make 
an informed choice about doctors.  Therefore, our Doctor Database has the most comprehensive 
listing of doctors across all medical specialties. 
 
In addition, we believe that the most critical factor in choosing a doctor is quality of patient care.  
So, our Doctor Database has the largest listing of patient references, and we gladly provide them 
upon request. 
 
We are grateful to all the wonderful doctors and patients who have contributed to our Doctor 
Database and benefited the carcinoid/NET community. 
 
We are fighting together as one team! 
 
To learn more, visit 
www.caringforcarcinoid.org/carcinoid/doctordatabase.asp 
 
 
Survivor Stories 
 
In 2006, CFCF introduced Survivor Stories to profile patients who are surviving carcinoid/NET 
each day and fighting for a cure. 
 
CFCF is honored to present these Survivor Stories.  They reflect remarkable courage and 
determination: 
 

·  Gene Abbott  
·  Anil Abraham  
·  Cristina Avalos  
·  Carmel Bambridge  
·  Eugene (Gene) Barksdale  
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·  Duane Collie  
·  Kimberly Condon  
·  Bill Evans  
·  Sandy F.  
·  John Hall  
·  Goldie Henderson  
·  Jeanne Lambert  
·  Betty Levine  
·  Lorraine Mallon  
·  Gaston Oxman  
·  Yovonne Page  
·  Karen Parr  
·  Gayla Preston  
·  Ed Trapp  
·  Christine Turner  
·  Brett Watson  
·  Robert Yannetta 

 
To learn more, visit 
www.caringforcarcinoid.org/carcinoid/survivorstories.asp 
 
 
E-Updates 
 
In 2006, CFCF circulated 22 free E-Updates to provide up-to-date information about carcinoid.  
Our number of subscribers grew 112% in 2006. 
 
To learn more, visit 
www.caringforcarcinoid.org/news/cfcfeupdates.asp  
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2006 Financial Performance 
 
Income and Expense 
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Financial Position 
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Board of Directors 
 
The Board of Directors governs the Caring for Carcinoid Foundation (CFCF) by managing its 
strategic, scientific, and financial direction. 
 
All members of the Board of Directors are: 
 

·  Dedicated to achieving CFCF's mission  
·  Dedicated to guaranteeing transparency and accountability  
·  Dedicated to supporting the carcinoid community  

 
The Board of Directors comprises highly distinguished community leaders who share a 
commitment to discovering a cure for carcinoid. 
 

·  Nancy O’Hagan – Chairman and President 
·  Patrick O’Hagan – Vice President, Treasurer, and Secretary 
·  Anne Doyle 
·  Scott Gluck 
·  Stephen Kaufer 
·  Lance Miller 
·  Eric Peacock 
·  Elizabeth Potter 
·  Kristan Singleton 
·  Peter Watkinson 

 
CFCF is deeply grateful to all our past Directors.  We honor them as Emeritus members of our 
Board of Directors. 
 

·  Angela Duckworth  
·  Jason Duckworth  
·  Stephanie Zierten 

 
To learn more, visit 
www.caringforcarcinoid.org/bod/boardofdirectors.asp  
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Board of Scientific Advisors 
 
The Board of Scientific Advisors provides scientific direction to the Caring for Carcinoid 
Foundation (CFCF) by offering independent, expert advice. 
 
All members of the Board of Scientific Advisors are: 
 

·  Pioneers in medical research 
·  Published authors in the top peer-reviewed medical journals 
·  Leaders of collaborative research projects at top-ranked universities and institutes  

 
The Board of Scientific Advisors comprises highly distinguished medical leaders who share a 
commitment to discovering a cure for carcinoid. 
 

·  Dr. Daniel Chung 
o Massachusetts General Hospital 

·  Dr. George Demetri 
o Dana-Farber Cancer Institute 

·  Dr. Todd Golub 
o Broad Institute 

·  Dr. Matthew Kulke 
o Dana-Farber Cancer Institute 

·  Dr. Andrew Leiter 
o Tufts University 

·  Dr. Thomas Lynch 
o Massachusetts General Hospital 

·  Dr. Anil Rustgi 
o University of Pennsylvania 

·  Dr. William Sellers 
o Novartis 

·  Dr. Ramesh Shivdasani 
o Dana-Farber Cancer Institute 

 
To learn more, visit 
www.caringforcarcinoid.org/bosa/boardofscientificadvisors.asp  
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The Caring for Carcinoid Foundation 
believes the future is very bright! 

 
 
 
 

 


