
Building a Patient-Centered Research 
Collaborative for Psychosocial 
Oncology

WELCOME PCRC Members



Who’s on the Call

• 15 AOSW members

• 15 Patient Advocates

• Brad Zebrack
• Lisa Kelley
• Kunal Numballa

• PCRC Executive 
Planning Committee 
members

• AOSW Board members



Overview of Call

• Why are we doing this?

• What is a Patient-Centered Research Collaborative?

• How will it work?

• Questions?

• Logistics & Homework  



Why: Our health care system is broken

• People are suffering

• Some are suffering unnecessarily

• Quality of care is compromised – NEED and 
DEMAND exceed the capacity OF THE 
SYSTEM to serve



WHERE’S THE EVIDENCE?



Determinants of Excellence

6

Safety effective

Patient-
centered

timely

efficient equitable

Institute of Medicine. Crossing the Quality Chasm, 2001.



Leading Causes of Death in the US

1. Heart Disease (614,000 deaths)

2. Cancer (592,000)

3. ADVERSE MEDICAL EVENTS (250,000-400,000)

4. Chronic Respiratory Disease (147,000)

5. Accidents (136,000)

US Centers for Disease Control and Prevention, 2015





Any good news?

YES!



30+ Years of Oncology Social Work Research

Advanced understanding of the psychosocial needs of 
cancer patients and families

• Distress, depression
• Financial impact
• Symptom burden
• Quality of life



30+ Years of Oncology Social Work Research

Demonstrated value of psychosocial interventions
• Cognitive Behavioral Therapy
• Decision-making, Problem-solving
• Psychotherapy, Psycho-education
• Group support interventions
• Mindfulness

Psychosocial interventions enhance quality AND quantity 
of life



To Assure Quality Cancer Care in the 21st

Century

Improved patient & family experience

Improved Population Health

Health care cost control



SECTORS THAT INFLUENCE ACCESS TO, AND QUALITY, OF CARE

Practice

ResearchPolicy

Opportunity



What is a Patient-Centered Research Collaborative 
(PCRC)?



Clinical Practice

Policy, 
Advocacy

Quality Cancer Care
Patient Outcomes & 
Experience

Population Health
Cost Control

Research

Patient 
Advocates

Oncology 
Social Workers

Academic 
Researchers

Key 
Stakeholders

PCRC for Psychosocial Oncology



HOW WILL  IT  WORK? 

A Patient-Centered Research 
Cooperative Group (PCRCG) 
for Psychosocial Oncology?



Project Aims

• AIM 1. Establish a research cooperative group comprised of 
oncology social workers, patient advocates, and academic 
researchers. 

• AIM 2. Enhance the capacity of the research group to conduct 
high-quality Patient-Centered Research 

• AIM 3. Engage the group in generation, prioritization, and 
conduct of Patient-Centered Research. 

• AIM 4. Disseminate and communicate research findings to inform 
practice and policy



AIM 1. Establish a research cooperative group comprised of 
oncology social workers, patient advocates, and academic 
researchers. 

• Done!



Aim 2. Enhance the capacity of the research group to conduct 
high-quality Patient-Centered Research 

• Research Institutes (2017 & 2018)

• Creation of research training and skills-building modules

• Monthly teleconference calls (July, 2017 - ?)



AIM 3. Engage the group in generation, prioritization, and conduct 
of Patient-Centered Research

• Establish core principles and procedures

• Create committee structures and work groups



AIM 4. Disseminate and communicate research findings to inform 
practice and policy, change systems, improve cancer care

• Feedback study results to our own cancer programs
• E.g., Cancer Committees

• Interact with AOSW membership

• Identify our strengths; harness our resources and power



Summary

1. Increase research comfort and skills for OSWs and patient advocates

2. Increase and support meaningful participation of OSWs and patient advocates in 
clinical research at their cancer programs 

3. Increase recognition of OSWs and patient advocates as critical contributors to 
evidence-informed policies and practices that improve quality of cancer care

4. Form collaborative investigative teams to conduct research of relevance to patients 
and families

5. Identify and obtain resources to sustain our efforts



QUESTIONS?

WhatWhat

How

Why



Logistics

• Orientation manual

• Research Institute
• What to expect

• After the Research Institute

• Travel Issues:
• Contact Lisa Kelley, aosw-pcrc@umich.edu



Homework: Have a think…

• What do you want or need to know to enhance the 
quality of cancer care and ACCESS to that care? 

• What do you think health care providers need to know 
to enhance access to and quality of cancer care?

• What are topics and issues that arise frequently in the 
care of cancer patients, and for which genuine clinical 
uncertainty exists?
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