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THE GLOBAL MOVEMENT IN 
PATIENT ADVOCACY:  

A CASE STUDY IN PHARMAóADVOCATE 
PARTNERSHIPS 



BARRIERS TO PHARMAóADVOCATE SUCCESS 

•  72% of Internet users say they looked online for health information2 
•  40% of self-classified “non-users” of computers became direct or 

indirect users after a cancer diagnosis2 
•  Only 18% of the worldwide public trusted business leaders to tell the 

truth1 

•  Only 11% of respondents in a Harris study believed pharmaceutical 
companies to be “generally honest and trustworthy3 

•  More than 50% of people trust NGO’s in most countries surveyed1 
 

•  Sources:  1.  Edelman Trust Barometer 

2.  Pew Internet & American Life Project 

3.  Harris Interactive 



BARRIERS TO COMMUNITY ENGAGEMENT 

•  Stigmas, myths and misconceptions 
•  Politics 
•  Lack of support 
•  Lack of funds 
•  Lack of trust 
•  Community barriers to effective outreach will always exist.   



DEFICIENCIES IN ADVOCACY ENGAGEMENT 

•  Requires a “Business Model”: 
•  Global vision 
•  Appropriate organizational structure 
•  Insufficient scope of intervention 
•  Resources not matched to parameters of service 
•  Rejection of  “Last Century” Thinking: 
•  We’re good people > doing good work > Give us Money! 

  
 



DEFICIENCIES IN PHARMA ENGAGEMENT 

•  Requires a “Partnership Model”: 
•  Willingness to Listen 
•  Cross-Channel Information Sharing 
•  Identifying Mutually Beneficial Objectives for Patient Benefit 
•  Commitment to On-going  Relationship 
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CREATING A NEW NETWORK 

The Prostate Net 
 
Core Distribution 51 countries: 
80,000+ Website visits/month 
1,200 Patient Support Group Leaders 
1,000+ Public Health Workers 
~ 6,000 Medical Oncologists 
> 4,000 Urological Specialists 
> 2,000 Cancer Researchers 
 

Sponsors: 
-  Corporate  
-   Individual 

Collaborating 
Organizations: 

-  Pharma 
-  Patient Advocacy 
-  Corporations 
-  Government 

Participating 
Medical/Research  

Centers > 300 

Government  
Agencies: 
-  Clients 

-  Consultants 

Community 





DELIVER VALUE! 
•  Sharing and collaboration 
•  Disease specific information 
•  Product development 

•  Research pipeline 
•  Clinical trial sites 
•  Access to PI’s 

•  Business Objectives 
•  Listening to needs of the community, patients, advocates 









Program agenda and registration information at:  www.theprostatenet.org/Symposium.html
Toll-free:  1.888.477.6763 • Fax:  1.270.294.1565 • E-mail: support@prostatenet.org

An Educational Initiative for Patients/Spouses, Advocates and Healthcare Professionals

Date: February 23, 2013
Time: 8:00 am - 1:00 pm
Location: The Kimmel Cancer Center

at Jefferson
Bluemle Life Sciences Building
233 South 10th Street
Corner of 10th and Locust Sts.
Philadelphia, PA 19107

• Free Admission
• Free Breakfast
• Free Lunch

This medical education activity is supported by educational grants from:

Hot Topics in Prostate Cancer:
• Restoring Quality of Life
• Treatment Strategies for Patients with

Advanced Prostate Cancer
• What’s New in Prostate Cancer

Screening, Diagnosis, and Treatment
Decisions

• Moving Beyond the PSA Screening
Controversy

annual prostate cancer forum

Leonard Gomella, MD, FACS
Kimmel Cancer Center at Jefferson

Moving
Beyond the

PSA
Screening

Controversy
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Executing Objectives 



BUILDING MARKET CREDIBILITY 

1st Patient / Professional Pca 
Symposium in BCN 
-  Fundacio-Puigvert 
-  Diverse Media Usage 
-  Engaged Advocate 

Groups 
-  Increased Physician 

Attendance 21% 
-  Increased Patient 

Attendance 327% 



EMPOWERING PARTNERS 



BUILDING ALLIANCES 

•  Identify groups with 
shared or similar 
missions 

•  Create projects to build 
on mutual objectives 

•  Share resources and 
networks 



SOCIAL NETWORK INTEGRATION 
•  Credible peer-to-peer communications 



STRATEGIC GLOBAL PARTNERING 

•  Break down barriers to 
health access 

•  Create non-threatening 
environments 

•  Form coalitions to 
support the objectives 



TRANSITION INITIATIVES 





CREATING POSITIVE OUTCOMES 
•  Joint Venture to address mutual objectives 

•  Market 
•  Patient 

•  Future 

•  Pharma Info Sharing for mutual benefit 

•  Public health agency intro 

•  Approval of event 
•  Participation in event 

•  Planned future initiatives 

•  EPFIA intro 

•  To gain pre-approval for future programs 



THE REAL VOYAGE OF DISCOVERY 
CONSISTS NOT IN SEEKING NEW 

LANDSCAPES, BUT IN HAVING NEW EYES. 

 - Marcel Proust 



THANK YOU! 

Virgil H. Simons 
virgil@prostatenet.org 


