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CCFA: Impacting Patients and Nursing Community

Presented by:

Laura D. Wingate

Senior Director, Field and
National Programs
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Goals

Review CCFA'’s Patient and Professional
Education programs and philosophy

Importance of IBD Nursing Community and role
CCFA plays in professional education

How partnership between CCFA and the nursing
community improves IBD education and support

How to get involved
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Patient Education Goal and

Strategies

Proactively reach and empower patient/family
members through new and expanded
education/support programs.

|. Optimize existing and new methods of resources to
increase patient awareness of CCFA from DX onward

II. Provide comprehensive education & support resources
to serve diverse IBD patient population utilizing both
traditional and novel programs
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Teleconferences/Webcasts Metrics

Live Participants
6,413 6,506

4,154 only 2
programs

1,520 2,013

2007 2008 2009 2010 2011
Archive Hits: 2010-2011

7,573 8,011 7,426

6,780

Breakihroughsin  1BD & She  UC Treatments  Crohn's Pediatric
Research Crohn's
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Disease Management Webcast

e el © 1o simultaneous English and
o P Spanish teleconference/webcast

Over 1100 participants, including 75
Spanish speakers (approx. 6%)

Program provided overview of
disease management in IBD,
including treatments and lifestyle
choices

Archive of presentation (English

. and Spanish) available at:
REGISTER NOW! www.ccfa.org/info/webcasts!

Bilingual
Teleconference
Webcast
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SAVE THE DATE!
Thursday, March 15, 2012
8 PMET
Transitions in IBD:
Graduating to Young Adult Care

New teleconference/webcast on transitioning

young patients to adult GI care

Co-presented by:

— Laurie Fishman, MD, Children’s Hospital Boston
Maureen Kelly, NP, UNC Chapel Hill

Program will be accredited for nursing

continuing education credit!
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Program in a Box Metrics
Live Participants

2656 2965
2254

only 7
programs 475

2008 2009 2010 2011

+ Programs and Average Attendance:
— Understanding Inflammatory Bowel Diseases (2008-2012) = 41
Nutrition & IBD (2011-2012) = 77

Treatment Approaches in IBD (2011-2012) = 45
+ Average attendance: 54 participants
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UC and Crohn’s Teen Website

2011 Highlights: Unique Visits 2011
. 4000 | a0 wes st
+ Average time spent 328
on site: 4:18 minutes 3000
+ 59.6% new visitors 2000
1000
0
S| Aprun | e | ocoec
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CCFA Community Website

Average Time Spent on Community site: 19:29
minutes (cumulative average through Nov ‘11)

Total Site Registrations
15000

12500
10000
7500
5000

2500

2008 2009 2010 201

*Site launched in March 2008
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CCFA Community Website

Awarded 2011 Dose of Digital Dosie People’s Choice Award
in the “Patient Community — Non-Brand Controlled” category

CEOPLE’S CHOscp
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I'll Be Determined Website

B New interactive website launched in April 2011.
ELEHTNS - Navigate four decision journeys delivering
behiv e sesames educational content through quizzes, written

Treatment Diet

content and videos:
9 o _ Treatment (I'l Be Driven)
~ Diet (I'll Be Dedicated)
s L) Complications (I'll Be Disciplined)
P ~ Quality of Life ('l Be Deserving)

Average time spent on site: 9.8 minutes

2,385 new registrants through December
2011
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CCFA Chapter Patient & Education
( )

2011 Year End #'s)

14,000

12,000 1701

10,000

8,000 L

6,000

4440
4,000

2,965

2,000

PIAB Programs /2 or Full Day Lunch & Leams  Health Fairs  Power of Two  Support Group
Education
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Support and Pediatric Goals and
Awareness Strategies
Expand and diversify the availability, awareness
and consistency of quality support programs for
all IBD patients and caregivers.
| Increase awareness and utilization of CCFA'’s Information Resource
Center by Patients, families and healthcare professionals.
1] Develop new and expand existing support programs to address the
needs of the diverse patient population.

Increase Camp Oasis program awareness to serve a larger and
more diverse group of children with IBD while decreasing CCFA's
operational expenses.
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Information Resource Center (IRC)

Reach the IRC: IRC connects to patients and
Phone: 888 MY.GUT.PAIN providers through:
(888- 694-8872) » Emails
Email: info@ccfa.org » Phones
Live Chat: cfa.org ~ Answer Chat
Facebook: facebook@ccfa.org ~ ~ Mail

» Fax
Total IRC Contacts = =~ Wakin
ll,498 » Facebook
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rochures & Fact Sheets

 Brochures include:
Living with Crohn's Disease
Living with Ulcerative Colitis
Vivir con la Enfermedad de Crohn
Diagnosing & Managing IBD
A Guide for Parenis.
Pete Leams All About Crohn's & Colis
Understanding IBD Medication

Fact Sheets include:
Diet & Nutiion

Pregnancy & IBD

Young Adults & IBD

Biologic Therapy

Influenza & 18D

Financial Resources
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Support Groups

265 support groups nationwide
Serving over 11,000 annually

Monthly training webinar
offer for new facilitators )

Monthly Facilitator a
newsletter v

National Support Group Task
Force to assist Facilitators
with questions or challenges
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+ 13 camp sessions in
12 locations (2011)

+ In 2011 served1,206
campers

+ Over 370 volunteers
help make camp a
success

SRoHNSBCOLTIS

National Youth Leadership Council
+ National Programs
v Day on the Hill: ir dinner speaker: on the Hill
v Team Challenge
v Take Steps
v Social Media Summit
« Chapters
v Board meetings
¥ Youth focused events
v College liaison with staff
+ Campus
v College Support Group (Crohn’s & Colitis Student Forum)
¥ Fundraising: events through clubs, Greek life, organizations
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Advocacy

New! Passage of Senate Resolution 199
to proclaim IBD Awareness Week

New! Establishment of Crohn’s and Colitis
Congressional Caucus

New! Crohn’s & Colitis Congressional Briefing with over 95
attendees!

Strengthen partnerships with professional organizations.
Building toolkits and trainings, to better promote and support
grassroots advocacy.

Advocate on behalf of patients at major institutions, including
FDA, NIH, CDC on behalf of patients.
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Professional Education Goal and
Strategies

Increase engagement within the healthcare
professional community by establishing CCFA as
the leading resource in clinical practice,
professional education and training in IBD

I, Provide targeted educational programming and

resources to address the needs of healthcare providers
who care for IBD patients

I, Grow and diversify professional membership actively
engaged with CCFA

SomNsacoums

VISITING
u 1IBD FELLOW
PrROGRAM

Feel more prepared and confident to treat patients

with IBD
80% 6%
70%
60%
50%
40%
30% 4%

20%

10%
0% 0%

0%

Strongly Agree Agree Disagree  Strongly Disagree
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Preceptorship Program Quality

Please rate the overall program quality.

Ouerall quality of program Extent to which education geals achicved
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Advances in IBD Conference
Annual, National Professional Meeting

1,645 attendees come 1,645
from the US and abroad
to participate

Conference growth has
exceeded expectation,
year-over-year

RN Track growing
annually

2006 2007 2008 2009 2010 2011
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Professional Webinar Series

Live Participant Breakdown

o Highlights from lh.e
“Advances in IBD”

Conference
O
e Credit Certifications for Live Series
i 93 ™
o
002 52 ncME
cne
wonr Weer 1

o8B 5888

Webinar 1 Webinar 2 Webinar 3
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Chapter Professional Education &
Outreach - 2011

4,000
3,500
3,000
2,500
2,000
1,500
1,000
500

1/2 & Full day Professional Gl Office/Outreach
Education
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Professional Membership — Now and
Future
1600
1550
1500
1450
1400
1350
1300

1250
1200
1150

CCFA Pro Membership 2013 Membership
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CCFA’s Commitment to IBD Nursing
Community
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CCFA Nurse Task Force

Leading CCFA'’s efforts to
provide educational opportunities
and resources to the RN
community while supporting 1BD
patients.

15 volunteers Nurses from
around the US

-Seeking new members for the
2012 -2015 class

Learn more:
http://www.ccfa.org/ccfaprof
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2012 — RN Education

« Seeking support for a RN
“Program in a Box”; looking to
partner with SGNA on the
program
- plan to pilot the program in Fall 2012
- Roll-out to all states in 2013

Seeking support for RN
Preceptorship program; similar
to the MD version but tailored
tracks to RN and APN
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CCFA Needs your support

+ Join the Nurse Task
Force

« Getinvolved locally,
join the Chapter
Medical Advisory
Committee (CMAC)

- Become a CCFA
Professional Member
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Question and Answers




