
Research
CCFA’s 2015 research portfolio included funding over 192 research projects totaling $28.4 million, 
a 21% year-over-year increase. To date, CCFA has invested over $267 million in the research of 
inflammatory bowel diseases (IBD). We fund a set of priority research initiatives: multi-institutional, 
multi-disciplinary, collaborative research projects targeting areas of science with a high probability of 
advancing treatment. These include:

IBD Plexus®

• In 2015, a three-year, $17.5 million grant from the Leona M. and Harry B. Helmsley Charitable Trust
helped to establish IBD Plexus®, an integrated knowledge platform designed to aggregate patient
information.

• IBD Plexus is the largest and most innovative research and information exchange platform ever
created, and will transform how IBD research will be conducted. The Plexus platform will accelerate
the development of better treatments and cures.

• IBD Plexus will house CCFA’s major cohort-based initiatives, and will include adult and pediatric
registries, a biobank, a quality of care improvement program, a patient-powered research network,
and a researcher portal.

Microbiome Initiative 

• After completing an unprecedented and comprehensive list of bacteria and their metabolic
products, we have found that among the trillions of bacteria in our gut, about 1,000 strains are
potentially beneficial or harmful in Crohn’s disease or ulcerative colitis.

• Powerful high-tech screening methods are being used to narrow down the candidates most directly
involved in IBD.

• In a new human trial, consortium researchers are testing dietary strategies to alter the microbiome
in ways that may affect these bacterial strains and their products.
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Genetics Initiative 

• Over 160 genes associated with IBD have been discovered, but their functions are unknown.

• 14 high-priority genes/genetic pathways (groups of genes involved in one function) are currently 
being analyzed.

• Studies in the last year have revealed important information on how IBD risk genes play a role in 
intestinal inflammation, resistance of the intestine to infection, lymphocyte biology, the biology of 
inflammatory cells, intestinal barrier function, and the antiviral immune response.

• In three cases there are compounds under study that alter processes that are related to pathways 
identified through IBD genetics, and could potentially lead to new therapies. 

Pediatric RISK Study 

• This study is comprised of the largest group of pediatric
patients in the history of Crohn’s disease. They were studied
from the time of diagnosis while collecting bio-materials
such as DNA, blood, stool, and intestinal biopsies.

• Enrollment was completed in 2012 with 28 centers in the
United States and Canada and 1,100 total patients recruited
and prospectively followed for disease complications and
response to therapies.

• Three-year outcome results are being analyzed and are
expected to be published in 2016.

• Risk factors for developing complications that require
surgery in Crohn’s disease have been identified.

• Biomarkers that can predict the disease course and severity in children with IBD at the time of
diagnosis are being developed, which may guide early therapy choices.

• The RISK Study is collaborating with CCFA’s Genetics Initiative and Microbiome Initiative in order to
predict and determine individualized treatments.

• RISK Study biomaterials and data are supporting several other CCFA- and NIH-funded studies.

CCFA Partners

• CCFA Partners is an online registry of over 15,000 IBD patients from across the country—14,500
adults and 800 kids—who fill out surveys about their disease to contribute toward research.

• CCFA Partners became a Patient Powered Research Network in 2015. It received a second grant
from the Patient-Centered Outcomes Research Institute (PCORI) to further develop the network,
which provides patients with an opportunity to influence the IBD research agenda through
proposing and voting on research topics.

• To date, 25 abstracts and 11 manuscripts have been generated from data collected by
CCFA Partners.
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IBD Qorus 

• Significant progress has been made on developing IBD Qorus, CCFA’s quality of care program. 
This program seeks to identify, implement, and improve standard practices for treating patients 
with IBD.

• CCFA is working with the Dartmouth Institute for Health Policy and Clinical Practices to construct an
IBD Learning Health System, which will optimize IBD care by enabling patients to track symptoms,
self-manage and communicate with their provider during and between visits, and allow for shared
decision-making between patients and providers.

• Ten clinical sites and physicians were recruited to participate in IBD Qorus. The sites are a
geographical mix of academic and community practices which represent diverse clinical settings
where IBD patients receive care.

• Collected data will be analyzed to identify and confirm best practices for improving quality of care
and health outcomes.

• CCFA will continue enrolling new clinical sites and will plan to formally enroll patients into the
program in 2016.

Patient and Professional Education and Services
• Served almost 600,000 participants in programs overall in 2015,

a 105% YOY increase.

• The IBD Help Center answered 12,700 inquiries.

• 15,000 patients and family members attended chapter live
education programs.

• Over 300,000 participated in our live and archived IBD education
webcast programs.

• Website activity:

» CCFA Community: Nearly 100,000 unique visitors
» Campus Connection: Over 14,000 unique visitors
» I’ll Be Determined: Over 84,000 unique visitors

• Over 430 patients and family members participated in our innovative online support group
program.

• GI Buddy, CCFA’s online and mobile disease management tool, had nearly 7,000 downloads.

• Over 3,700 individuals participated in our monthly Facebook Live program (including comments,
likes, and shares).

• Over 900 individuals interacted through three Twitter Chats, CCFA’s newest social media program.

• 1,104 pediatric patients attended Camp Oasis across 12 camp site locations.

• 362 full and half scholarships were awarded to Camp Oasis participants.

• Over 1,300 professionals participated in the online Virtual Preceptorship program.

• Over 4,300 professionals logged into the ACG & CCFA IBD Circle online professional community.

• Over 2,200 professionals attended the annual Advances in IBD Conference.
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Advocacy, Awareness and National Special Events
• There are 68 active members of Congress in the Crohn’s and Colitis

Caucus, established in March 2011 to engage legislators on Capitol
Hill around issues concerning IBD patients, such as access (insurance
and medication) and research funding.

• CCFA launched the first ever Advocacy Walk during IBD Awareness
Week, resulting in seven new Members of Congress joining the
Congressional Crohn’s and Colitis Caucus.

• CCFA met with federal officials at the National Institutes of
Health and the Food and Drug Administration, leading to new
opportunities for CCFA to partner with these agencies in medical
research and patient and professional education.

• CCFA was cited by Bloomberg News for its efforts to support a
robust pipeline of new drugs including biosimilars, while ensuring patient safety.

• 136 patient advocates participated in CCFA Day on the Hill.

• CCFA’s efforts around Crohn’s and Colitis Awareness Week generated 1.8 million impressions.

• CCFA’s awareness campaigns, “Someone You Know” and “Escape the Stall,” generated $7.2 million
in donated ad space.

• CCFA’s flagship site, www.ccfa.org, received nearly 4.1 million visits in 2015.

• We reached nearly 20 million people, generated over 33 million impressions (views of our content),
and had over one million engaged users on Facebook through mission, Take Steps, Team Challenge,
and spin4 pages in 2015.

• CCFA’s Twitter account grew by 25%, ending 2015 with 16,528 followers.

• CCFA’s YouTube channel saw a 46% growth over 2014 with 275,102 views.

• Team Challenge engaged 1,724 participants nationwide.

• Take Steps held 140 walks in 41 states, engaging more than 60,000 participants and 220 corporate
partners.
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