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CENTRAL ROLE OF ADVOCATES

• We carry the messages of the Early 
Detection Research Network (EDRN) to    
all of the patient advocacy organizations

• We support all of the research endeavors 
that we learn about at the EDRN Meetings

• We learn about and structure support for 
initiatives of EDRN for research and 
funding 



ADVOCATES’ PERSPECTIVE

•WHAT DO WE NEED FROM THE 
EDRN?

•HOW CAN WE BE OF HELP TO              
THE EDRN?



EDRN GU CANCERS 
COLLABORATIVE GROUP

How can our advocacy work in 
general inform our work for the 

EDRN?



EXAMPLE OF SYNERGY 
BETWEEN EDRN AND 
ADVOCACY WORK:

Where our interests, goals and 
passion overlap

eg, THE EARLY DETECTION OF 
POTENTIALLY LETHAL PROSTATE 

CANCER



BIOMARKERS: EARLY DETECTION

– HOW TO IDENTIFY CLINICALLY 
SIGNIFICANT PROSTATE CANCERS 
THAT DO REQUIRE TREATMENT 

– CONVERSELY, HOW TO IDENTIFY 
CLINICALLY INSIGNIFICANT CANCERS 
WHOSE TREATMENT IS UNNECESSARY

– HOW TO IDENTIFY PROSTATE CANCER 
THAT IS APPROPRIATE FOR ACTIVE 
SURVEILLANCE



P CA ADVOCATES NEED:

• EDRN EMPHASIS ON THE FACT THAT 
CERTAIN PROSTATE CANCERS ARE 
LETHAL IF LEFT UNTREATED

• AS WITH MOST SOLID TUMORS, 
EARLIER DETECTION OF THESE 
LETHAL CANCERS IS NECESSARY 
FOR POTENTIALLY CURATIVE CARE



BIOMARKERS AND KNOWLEDGE

BIOMARKERS CAN LEAD TO TESTS

THAT WILL ACCURATELY ASSESS

RISK AND/OR THE PRESENCE OF

DISEASE:

TRANSLATIONAL KNOWLEDGE



P Ca ADVOCATES ALSO NEED:

• EDRN HELP IN CONVINCING THE 
USPSTF AND THE CDC THAT 
POTENTIALLY LETHAL PROSTATE
CANCERS NEED TO BE DETECTED
AT THE EARLIEST OPPORTUNITY!



SHARING THE RESOURCES

ADVOCATES CAN HELP OVER-
BURDENED PHYSICIANS AND 

SCIENTISTS BY SUMMARIZING 
RESOURCES



INFORMED 
DECISION-MAKING 
LAMINATE:

Created in 2014 by the California Prostate Cancer    
Coalition (www.prostatecalif.org) in response to the 
unfortunate D Recommendation of the USPSTF 

http://www.prostatecalif.org/


INFORMED DECISION-MAKING    
LAMINATE 

• 2-sided durable tool, one side for patients 
(men over 40) and one side for primary 
care providers

• Distribution to patients AND to physicians

• On our www.napcc.org website at 
https://naspcc.org/docs/informed-
decision-9-11-17.pdf

http://www.napcc.org/
https://naspcc.org/docs/informed-decision-9-11-17.pdf


THE 
LAMINATE

EMPOWERS 
PATIENTS TO 
ACTUALLY HAVE AN 
INFORMED  
DISCUSSION ABOUT 
PROSTATE CANCER 
TESTING AND 
TREATMENT WITH 
THEIR DOCTORS



REPORT FROM ASCO  
2020

ON WWW.NASPCC.ORG AT

https://tinyurl.com/y8kj95kf OR 

https://naspcc.org/index.php/resources/reports

http://www.naspcc.org/
https://tinyurl.com/y8kj95kf
https://naspcc.org/index.php/resources/reports


NASPCC NEW LAMINATES IN 
DEVELOPMENT:

• The Role of PSA in the Prostate 
Cancer Journey

• Non-Metastatic Castrate-Resistant 
Prostate Cancer (nmCRC)

• Metastatic Castrate-Sensitive Prostate 
Cancer



KNOWLEDGE IS POWER

WE NOT ONLY BRING YOUR MESSAGES 
TO THE PATIENT ADVOCACY GROUPS, 
WE INFORM EDRN ABOUT WHAT IS 
IMPORTANT TO THE PATIENTS

eg, SURVEY WITH U. WASH ON 
RESEARCH PRIORITIES



HOW THE ADVOCATES CAN HELP:

• BRING GRASSROOTS SUPPORT TO 
RESEARCH FUNDING REQUESTS

• HELP RECRUIT PATIENTS TO 
CLINICAL TRIALS

• EDUCATE THE PUBLIC ABOUT THE 
IMPORTANCE OF BIOMARKERS!



OTHER ACTIVITIES:

• PARTICIPATION IN SPORES AND CLINICAL 
TRIALS

• UCLA SPORE IN PROSTATE CANCER, 
PATIENT ADVOCATE FOR THE 
CANARY/PASS TRIAL (AS), PCORI 
PROJECT IN PROSTATE CANCER AT UCLA

• WEBINARS AND NATIONAL MEETINGS



HOW I CAN HELP:

• I AM THE LIAISON BETWEEN THE EDRN 
AND THE ADVOCATES – AND ALSO 
BETWEEN THOSE WHO BELIEVE THAT 
“EARLY DETECTION” IS ONLY FINDING 
NON-LETHAL PROSTATE CANCER AND 
“OVER-TREATING” IT - AND THOSE OF US 
ON THE OTHER SIDE WHO WANT TO 
DETECT POTENTIALLY LETHAL PROSTATE 
CANCER IN A TIMELY WAY



MEREL NISSENBERG, ESQ.
PATIENT ADVOCATE FOR EDRN

MGREY@UCSD.EDU

THANK YOU FOR THE OPPORTUNITY TO

PRESENT THE ADVOCATES’ VIEWPOINT.

I’M EXCITED TO BE WORKING WITH     
THE EDRN!


