
Resources for the IBD PatientResources for the IBD Patient

(w/ a special section for Kids & Teens)(w/ a special section for Kids & Teens)



CCFA MissionCCFA Mission

To cure and prevent Crohn’s disease and 
ulcerative colitis through research, and to 
improve the quality of life of children and 

adults affected by these digestive diseases 
through education and support.  



Brief Overview of CCFABrief Overview of CCFA

• Founded in 1967

• 40 staffed and volunteer Chapters nation-wide
• Greater Los Angeles/Orange County Chapter 

serves 7 chapters, plus Hawaii and parts of 
Riverside
– San Luis Obispo, Santa Barbara, Kern, Ventura, San 

Bernadino, Los Angeles, Orange



Brief Overview of CCFA (cont.)Brief Overview of CCFA (cont.)

• 1.5 million American adults and children have 
IBD

• 88,764 adults and children in the Greater Los 
Angeles chapter area
– the largest population of IBD individuals

There is much work to be done in our area to raise the 
level of awareness and education and to provide 
support!  



CCFA Program AreasCCFA Program Areas

• Research
• Education 

• Support
• Advocacy

• Camp



Research CCFA is FundingResearch CCFA is Funding

• Epidemiology of IBD (through the CDC)

• Microbial Antigens/Host Interactions
• Biomarkers of Colon Cancer in IBD

• Growth and Skeletal Health in Children and 
Adolescents

• Surrogate Markers of IBD 



Research HighlightsResearch Highlights

• Revolutionary discoveries in genetics, immunology, bacteria and 
environmental factors

• CCFA partially supported the research team that discovered the first 
gene: CARD15/NOD2 linked to Crohn’s disease in 2001

• Researchers have since identified 5 additional IBD genes and using 
new techniques that are rapidly uncovering many more

• October 2006 the Interleukin-23 (IL-23) receptor gene was linked to 
both Crohn’s disease and ulcerative colitis



CCFA’sCCFA’s Role in the Development of Biologic Role in the Development of Biologic 
TherapiesTherapies

• Contributed to early research on Tumor 
Necrosis Factor (TNF)

• Research discovered that inflammation could be 
down-regulated by blocking TNF

• This led to the development of biologic therapies 
such as Remicade & Humira



CCFA’sCCFA’s Research ProgressResearch Progress

• Contributed to every major advance 

• Invested approximately $125 million in research 
• Funded more than 1,000 projects

• Highly respected peer-review process
• Have attracted outstanding researchers from 

around the world



CCFA’sCCFA’s research program continues to grow!research program continues to grow!

Number of new Research Grants since 1967:

1967-1970 7
1970-1980 77
1980-1990 158
1990-2000 272
2001-2006         516

TOTAL GRANTS AWARDED:     1,030



Research InvestmentResearch Investment

• FY 2006: Board increased research funding

-$10.3 Million
-65% increase over FY 2005 

($4 million more than previous year)

• FY 2007: Board increased research funding to 
almost $13 Million

-an increase of over $2.5 Million 



CCFA Research: Multiplier EffectCCFA Research: Multiplier Effect

• A 2004 survey of 150 past grant recipients 
showed that:

– 92% of respondents are still doing research relevant to 
IBD

– 88% are still doing research related to their original 
CCFA grant

• Every dollar that CCFA invests in IBD research 
has yielded $6.00 in NIH funding 

– 600% return on CCFA’s research investment



Stay Up to Date on CCFA ResearchStay Up to Date on CCFA Research

• CCFA’s premier patient magazine Take Charge
provides research updates

• CCFA’s scientific IBD journal Inflammatory 
Bowel Diseases provides information on the 
latest advances on IBD research

• CCFA’s website also posts research updates
– www.ccfa.org



Patient & Professional EducationPatient & Professional Education

– Chapter Medical Advisory Committee (CMAC) 
overseas education initiatives

• Patient and family conferences
– 2 large conferences per year:  LA & OC

• Professional education 
– Continuing Medical Education (CME)

» 2 large CMEs per year in conjunction with patient conferences

• National initiatives – refer to Fact Sheets



Information Resource Center (IRC)Information Resource Center (IRC)

11-- 888 888 -- MYMY-- GUTGUT-- PAINPAIN

info@ccfa.orginfo@ccfa.org



Support GroupsSupport Groups

• CMAC and the Support Group Chair overseas support 
group program with the Education & Support Manager

• 16 support groups serving the Greater Los 
Angeles/Orange County Chapter area
– Also partner with the OC & LA Ostomy Associations

• Support groups listed at:  
www.ccfa.org/chapters/losangeles

- also refer to Support Group listing in your 
conference folder 



Additional SupportAdditional Support

• Hospital Visitation Program
– CCFA volunteers visit children and adults while in the 

hospital
– Let us know of a loved one who needs the additional 

support and advice from someone who went through 
a similar experience

• Power of Two Club & Parent Network
– CCFA does peer to peer and parent to parent 

matches for email, phone, or in person connections



Advocacy Advocacy –– National InitiativesNational Initiatives

• Lobbying for increased funding of IBD Research 
via NIH & CDC

• Leading the effort to enact a new bill:  
Inflammatory Bowel Disease Research Act

• Spearheads IBD Day on Capitol Hill
• Youth Leadership Council

• Join CCFA’s National IBD Advisory Network!



Advocacy Advocacy -- LocalLocal

• Supports national effort on lobbying for the Inflammatory 
Bowel Disease Research Act

• Spearheading awareness for Restroom Access
legislation

• Working to improve awareness in the school system
• Referrals to Advocacy for Patients w/ Chronic Illness 

(www.advocacyforpatients.org), Jennifer Jaff, Esq



CCFA Resources for Kids & TeensCCFA Resources for Kids & Teens
www.ccfa.org/kidsteenswww.ccfa.org/kidsteens

• Downloads Available on a variety of topics:
– Planning for School/working w/ the school system

– Navigating IEPs and 504 applications (samples)
– Guide for teachers & other school personnel

– Guide for Parents
– Guide for Teens
– Planning for College (funding/scholarship info)
– Special guide for treatment options for kids & teens



CCFA Resources for Kids & Teens (CCFA Resources for Kids & Teens ( con’tcon’t ))

www.ucandcrohns.org

Kids & teens information website and chats 

(sponsored by CCFA in conjunction w/ Starlight Starbrite) 

Take a flyer w/ you!



The mission of CCFA Camp Oasis is to 
enrich the lives of children with Crohn’s
disease and ulcerative colitis by providing a 
safe and supportive camp community.



Camp Oasis (Camp Oasis ( con’tcon’t ))

• CCFA sends over 1000 kids, ages 7 – 17 years 
to camp across the nation

• The Western Region CCFA Camp is held at The 
Painted Turtle in Lake Hughes, CA
– One of Paul Newman’s Hole in the Wall Camps
– 2 summer sessions (serving 240 campers)
– 2 Family Camps (Fall & Spring, serving 60 families)
Take a brochure w/ you!



Camp Oasis (Camp Oasis ( con’tcon’t ))

• LIT (Leaders in Training) program – age 17 & 18
• Counselors – ages 19 +
• Volunteers – ages 19 +
• Summer camp applications are available online at:  

www.ccfa.org/camps.  Deadline is May 1, 2008.
• Family Camp applications are available via the chapter website: 

www.ccfa.org/chapters/losangeles.  
• View the National Camp Oasis video at:  www.ccfa.org/kidsteens
• Please call our office at 310-478-4500 for camper, LIT, volunteer, or 

counselor info.  



Camp Oasis Youth ClubCamp Oasis Youth Club

Mission is to keep the spirit of 
Camp Oasis alive & connect 

CCFA kids and families 
throughout the year via 
weekend recreational 

activities!



Take Steps for Take Steps for Crohn’sCrohn’s & Colitis Walk& Colitis Walk
“Take Steps, Be Heard!”“Take Steps, Be Heard!”





You are NOT Alone!You are NOT Alone!

The Greater Los Angeles/Orange County Chapter is here 
to help you and connect you to other families living with 
IBD.  Information and support is a powerful resource!

“Learning all you can is an important step toward 
taking charge of your illness -- and your life. The 
better informed a person is about their disease, 
the more equipped they will be to participate as 
an active member of their healthcare team.”


