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The Pancreatic Cancer Action Network accepts funding from 
pharmaceutical and biotech companies in the form of 
unrestricted educational grants and charitable donations.

The largest proportion of our funding comes from individual donors 
and private fundraising events.

Disclosures



Three primary roles:

1. Funding

2. Research and development

3. Outreach

Challenges

Advocates in research



“Show me the money!”

Funding
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National Cancer Institute 
funding
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NCI funding =  $74.2M to-date

Much more is needed for progress in early detection and 
therapeutic development.

Advocates take action by developing a professional judgment 
budget.

Take budget to Congress and ask for additional appropriations for 
pancreatic cancer research.

Professional judgment 
budget



Actions by PanCAN grassroots advocates since July 2 006:

To date: More than 3,000 PanCAN volunteers wrote to their 
Members of Congress

Produced over 12,000 emails to 561 Members of Congress

Further educate Members through annual November 
Awareness Proclamation

Participate in PanCAN Lobby Days or home office visits

Grassroots advocacy



Komen: 247 grants, ~$60M

C3: Young Investigator Award

PanCAN: Career Development Awards, Young Investigator Award, 
Pilot Grants

Private funding



We are the consumers.

Research and development



Eight Actionable Critical Success Factors

1. Solid up-front homework—to define the product an d justify the project.
2. Voice of the customer—a slave-like dedication to the market and customer 

inputs throughout the project.
3. Product advantage—differentiated, unique benefits, superior value for the 

customer.
4. Sharp, stable, and early product definition— befo re development 

begins.
5. A well-planned, adequately resourced, and profic iently executed 

launch.
6. Tough go/kill decision points or gates—funnels, not tunnels.
7. Accountable, dedicated, supported cross-function al teams with strong 

leaders.
8. An international orientation—international teams , multi-country market 

research, and global or “glocal” products.

FROM EXPERIENCE:  The Invisible Success Factors in Product Innovation
Robert G. Cooper

Product innovation
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Improve Chances of Personal
Recovery (65%)

Advance Knowledge (27%)

More Physician Attention (3%)

Reduce Costs (2%)

2005 survey by Coalition of Cancer Cooperative Groups, 
http://www.cancertrialshelp.org/static_binary/2123-9.pdf

Why participate in a trial?



Patients want:

• Personal benefit: what’s in it for me?

• Societal benefit: what’s in it for others?

Patients need:

• Trials that ask great questions

• A doctor who will suggest a trial

• Materials that help them understand the trial in the context of 
their medical situation

Clinical trial participation



Advocates’ responsibilities may include:

• Concept review

• Consent development and review

• Accrual and retention planning

• Educational material development

• Support with IRB review of protocols

Advocacy in research and 
development



Consumer Reports 
for refrigerators

Informed decisions



ACRIN 6671 Consent



Who is the consumer?



Less than 5% of adults participate in clinical trials

Outreach



Although about 20 percent of cancer patients are medically eligible for 
a treatment clinical trial … trial participation among adult cancer 
patients remains at about 3 percent. 

This rate is even lower among people of color and the medically 
underserved, who tend to have higher cancer mortality rates than
the population as a whole. 

Margo Michaels, Sarena Seifer
ENACCT (Education Network to Advance Cancer Clinical Trials)

By the numbers



ACOSOG: vice chair of advocate committee

Vanderbilt SPORE: Clinical trial ‘buddies’; film on clinical trials

NCCTG:  community outreach at local hospitals

ECOG: interviews with trial PIs

UCSF SPORE: ‘Dear Patient’ letters; phone calls -

Connecting with engaged patient and advocacy organizations

Outreach by individuals



Call lines 

Websites

News updates

Clinical Trial matching

Listservs

Newsletters (print and electronic)

Educational meetings for patients and families

Outreach by organizations



disease/
treatment 
information

clinical trials 
search

support 
resources

peer-to-peer
connections

mailed 
within

24 hours

customized 
pancreatic cancer 
education packet

PALS Associate

Patient and Liaison 
Services (PALS)

first-time caller 
(patient, caregiver, 

friend, family 
member or health 

professional)

call back with 
more questions, 
get re-connected 

with original 
PALS Associate



Includes all IRB-approved 
pancreatic cancer trials 

Over 110 verified trials currently in 
database

Searchable by PALS Associates 
for each individual caller 

Maintained and accessed by 
PALS staff in partnership with 
Emerging Med

PALS Clinical Trials 
database



23,000 patients and families served since the inception of PALS 

Currently averaging 750 contacts per month

Produced 17 educational Symposia for patients and families 
(Chicago, New York, Los Angeles, Houston, Tampa, Philadelphia, 
Seattle)

New initiatives for underserved communities - Spanish speaking 
Associates and resources

Reach of PALS program



Roles and responsibilities for advocates on committees may be unclear
• NCI developing guidelines

Advocate training is not uniform
• SPORE
• Cooperative groups
• C3 GI Research Advocate Training

Individuals vs Organizations
• Infrastructure set up to engage individuals, not organizations
• Organizations have resources that individuals don’t

Challenges - 1



Evaluation
• Is there proof that our outreach matters?

Funding
• Research money goes to research, not outreach
• Organizational spending is tied to organizational motives and 

mission

Regulatory issues
• Innovative forms of outreach may appear to be (or may be) 

unethical

Challenges - 2





www.pancan.org
877-272-6226


