
	  
	  

CC..  DDIIFFFF   AADDVVOOCCAATTEESS  SSUUMMMMIITT  
Building the Movement that Will End the Threat of C. diff 

	  
The Threat: In September 2013, the Centers for Disease Control and Prevention (CDC) designated Clostridium 
difficile (C. diff) infections as an urgent public health threat requiring “aggressive action.” 475,000 Americans 
incur a C. diff infection each year, averaging one new infection every minute. 250,000 of these require 
hospitalization, and more than 29,000 die annually. The Peggy Lillis Foundation believes that patient and citizen 
advocacy -- combined with efforts by public health experts, healthcare workers, and facility administrators -- is 
the key to reversing the tide of harm caused by CDIs. 
 
PLF’s Objective: Over two days, PLF will provide training and knowledge to ~25 C. diff advocates – both those 
who’ve suffered directly and family members – on a range of subjects including speaking to the press; citizen 
lobbying at the state and federal level; engaging doctors, healthcare workers, and administrators; serving on 
state and facility healthcare associated infections committees; providing patient perspectives to quality 
improvement organizations; and providing emotional support to current sufferers and caregivers.  
   
Outcomes  
ü We will see 25 powerful advocates engaged in building a nationwide C. diff awareness movement by 

educating the public, empowering fellow advocates, and playing a role in shaping state and federal policy.  
ü In addition to empowering these advocates, PLF will produce videos of advocates telling their C. diff story 

that will be edited into both individual stories and a collective C. diff public service announcement.  
 
Ongoing Support for Advocates Council 
Summit, participants will join PLF’s Advocates Council. Advocates will support to one another as they engage in 
movement building at the local and national level. PLF will regularly provide new tools and resources to as well 
as ongoing training.

Confirmed Presenters Partners & Sponsors 
Cynthia Bens, Alliance for Aging Research 
Mary Brennan-Taylor, PLF Advocates Council 
Ilene Corina, PULSE of New York 
Rich Dexter, PLF Advocates Council 
Catherine Duff, Fecal Transplant Foundation 
Maureen Early, Synthetic Biologics 
Helen Haskell, Mothers Against Medical Errors  
Gerard Honig, PhD, Symbiotic Health 
Amanda Jezek, Infectious Disease Society of America 
Hans Johnson, Progressive Victory 
Christian John Lillis, PLF Executive Director 
Liam Lillis, PLF Co-founder  
Nicole Mahoney, PhD, Merck & Co. 
Barbara McGovern, MD, Seres Therapeutics 
Tara Montgomery, Consumers Union 
Lisa Neudecker, C. diff Support Group 
Daniela Nunez, Consumers Union 
Katherine Portnoy, Pew Charitable Trust 
Julie Reagan, PhD, Georgia Southern University 
Phenelle Seagal, RN CIC, PLF Advisory Council 
Susan Watkins, Sanofi Pasteur 

Alliance for Aging Research 
Consumers Union Safe Patient Project 
The Fecal Transplant Foundation 
Infectious Disease Society of America 
New Yorkers for Patient & Family Empowerment 
Pew Charitable Trust 
Progressive Victory  
Sanofi Pasteur 
Seres Therapeutics 
Symbiotic Health 
Synthetic Biologics 
Tonic Media 
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Draft Agenda 
(Times and speakers subject to change.) 

Name Description  Time Presenter(s) 
Friday, August 21, 2015 

Gathering and 
Networking 

Advocates from across the country will 
meet one another as well as PLF 
leadership and experts. 

9:00–
10:00 

n/a 

The State of C. diff  This presentation on the current state of C. 
diff, will focus on risk factors, prevention, 
diagnosis, and clinical management.  

10:15–
11:15 

Gerard Honig PhD, Barbara 
McGovern, MD 

C. diff in Context  This multi-disciplinary panel discussion 
focuses on the intersections between C. 
diff advocacy and other patient safety and 
disease awareness issues.  

11:30–
12:45 

Christian John Lillis (mod) 
Segal, Bens, Haskell, 
Montgomery  

Lunch (12:45-1:30) 
The State Legal 
Landscape  

Presenters offer an overview of state-
specific laws and regulations covering C. 
diff reporting focusing on gaps (i.e. long-
term care facilities) where patient 
advocacy can have an impact. 

1:30–3:00 Julie Reagan, PhD (mod) 
Haskell, others TBC 

Federal Legislative 
Picture 

This overview of current and proposed 
legislation effecting C. diff will include 
HHS and CMS reporting, the GAIN Act, 
ADAPT Act and DISARM Act.  

3:15-4:30 Nicole Mahoney (mod), 
Jezek, Bens, Craig, Lillis 

Future of Prevention & 
Treatment 

Speakers from the healthcare industry and 
research professions will offer a forward-
looking perspective on new prevention 
and treatment methods  

4:45-5:45 Christian John Lillis (mod), 
Honig, McGovern, Duff, 
Early, Watkins  

Dinner and Networking (6:00 – 9:00 pm) 
Saturday, August 22, 2015 

Gathering Gathering and breakfast 8:30-9:00 n/a 
Telling Your C. diff 
Story 

Storytelling is a key component of moving 
citizens to action. This session will focus on 
how to effectively tell your story across a 
variety of media.  

9:00-
10:00 

Hans Johnson (mod)  
Freeman 

Making a Difference 
Locally 

Learn how to raise awareness in your 
community, example include the Dexter 
family’s annual picnic, engaging local 
medical schools, PLF’s Gala, and more. 

10:15-
11:30 

Laurel Ahrnbrak (mod), 
Brennan-Taylor, Dexter, 
Day, Liam Lillis 
 

Social Media for 
Awareness & 
Advocacy 

The session will focus on how to use social 
media to drive C. diff awareness and 
advocacy.  

11:45-
12:30 

Portnoy and Nunez  

Lunch (12:30 – 1:00) 
Supporting Fellow 
Sufferers 

C. diff can be an incredibly isolating 
disease, but the Internet and social media 
has opened new avenues for support. This 
session will focus on how you can provide 
non-medical support. 

1:00–1:45 Neudecker and Duff   
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Empowering Others Navigating our healthcare system is 
complex. This session will focus on how C. 
diff advocates can empower current 
sufferers and caregivers. 

2:00-2:45 Corina 

Media Training Participants will learn the basics of how to 
effectively interact with and speak to the 
media.  

3:00–4:30 Watkins and Tonic Media  

 
 
Get Involved!  
There are several opportunities for prospective advocates, likeminded organizations and industry partners to 
become involved in the Summit:  
 
Prospective Advocates C. diff Experts Organizational Partners Industry Sponsors  
If you’re interested in 
becoming an advocate, 
please contact Katie Curl: 
katie@peggyfoundation.o
rg.  
Space is limited.  

We need experts to help 
present content to our 
advocates. If you want to 
be involved, contact 
Christian John Lillis: 
christian@peggyfoundatio
n.org 

We’ll be partnering with 
other nonprofits to 
produce content for the 
Summit. If your 
organization wants to 
participate, contact Laurel 
Ahrnsbrak: 
laurel@peggyfoundation.
org 

Companies play a key role 
in providing financial and 
programmatic support for 
the Summit. To become a 
sponsor, contact Christian 
John Lillis: 
christian@peggyfoundatio
n.org 

 


