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Update on PCORIUpdate on PCORI

Adopting National Priorities and Research Agenda

Defining Patient‐Centered Outcomes Research (PCOR)

Publishing  the Methodology Report

Articulating PCORI’s Engagement Strategy

Developing a Funding Plan

Funding Patient‐Centered Outcomes Research

Prioritizing Research Topics



PCORIPCORI’’s National Priorities and Research s National Priorities and Research 
 AgendaAgenda
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Defining PatientDefining Patient‐‐Centered Outcomes ResearchCentered Outcomes Research

Patient Centered Outcomes Research (PCOR) helps people and their 
caregivers communicate and make informed health care decisions, 
allowing their voices to be heard in assessing the value of health care 
options. This research answers patient-centered questions such as:

“Given my personal characteristics, conditions and preferences:

1. What should I expect will happen to me?

2. What are my options and what are the potential benefits and 
harms of those options?

3. What can I do to improve the outcomes that are most 
important to me?

4. How can clinicians and the care delivery systems they work in 
help me make the best decisions about my health and 
healthcare?”



Methodology Report Methodology Report 
 Public Comment SummaryPublic Comment Summary
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124 groups or individuals submitted comments.
There were 505 standard-related comments, 1400 total comments.

T Workman et al.
143



Advise Us as to What PCORI 
Should Study: 

Advise Us as to What PCORI 
Should Study:

Tell Us How We Are DoingTell Us How We Are Doing

Review Proposals and 
Partner in Research 

Review Proposals and 
Partner in Research

Help Us Share the FindingsHelp Us Share the Findings

Patients 
and 

Stakeholders

Patients 
and 

Stakeholders
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What questions and outcomes should 
be studied?
What questions are most important?

Review research proposals for impact 
and patient-centeredness

Participate in conducting  research

How can we improve on what we are doing 
and how we are doing it? How do we best communicate 

important research findings?

Role of Engagement in Role of Engagement in 
PatientPatient‐‐Centered Outcomes ResearchCentered Outcomes Research



Taking Engagement SeriouslyTaking Engagement Seriously

Patients and other relevant stakeholders must be 
included as members of research teams and involved 
in all aspects of the research project - from planning 
to dissemination

Applications are evaluated and scored on patient and 
stakeholder engagement in the review process

At least 3 trained patient/stakeholder reviewers serve 
on each review committee



PCORI National Patient and Stakeholder DialoguePCORI National Patient and Stakeholder Dialogue

Feb 27, 2012



Transforming PatientTransforming Patient--Centered Research: Centered Research: 
Building Partnerships and Promising ModelsBuilding Partnerships and Promising Models
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170 in-person attendees
75% patients, patient advocates
40 states represented

~250 webinar attendees each day
Archived webcast is posted

October 26-28, 2012



Transforming PatientTransforming Patient‐‐Centered Research: Building Centered Research: Building 
 Partnerships and Promising ModelsPartnerships and Promising Models
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Lessons Learned:
Patient community is prepared and enthusiastic about 

participating with us in a transformed research enterprise

Researchers need training to engage with patients

Efforts and support needed to bring patients and 
researchers together locally

Patients can play a stronger role in the application and in 
reporting/disseminating results



Upcoming Engagement Events
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December 4th:  Stakeholder Engagement:

What Should PCORI Study? A Call for Topics 
from Patients and Stakeholders

December 5th:  Research Prioritization: 

PCORI Methodology Workshop for Prioritizing 
Specific Research Topics



The pilot projects will:

Advance the field of patient-centered outcomes research by 
exploring methods for engaging patients in research

Help identify gaps to inform PCORI’s future research agenda on 
methods

PCORI Pilot ProjectsPCORI Pilot Projects

Total Awards: $31 million over two yearsTotal Awards: $31 million over two years



Pilot Projects Areas of InterestPilot Projects Areas of Interest

Area of Interest Funded

Informing PCORI national priorities 2

Bringing together patients, caregivers, and other stakeholders in all 
stages of a research process 1
Translating evidence into health care practice in ways that account for 
individual patient preferences for various outcomes, including decision- 
support tools 19
Identifying, testing, and/or evaluating patient-centered outcomes 
instruments 11
Assessing the patient perspective when researching behaviors, 
lifestyles, and choices 5
Studying patient care team interactions in situations where multiple 
options exist 6
Analytical methods for CER 6



#1 Investigator-Generated Pathway to Research

Two Complementary Pathways for Developing Two Complementary Pathways for Developing 
 PCORIPCORI’’s National Research Portfolios National Research Portfolio

Diverse Portfolio addressing 
high-priority questions 

Diverse Portfolio addressing 
high-priority questions



PCORI Review CriteriaPCORI Review Criteria

1. Impact of the Condition on the Health of 
Individuals and Populations

2. Innovation and Potential for Improvement 

3. Impact on Health Care Performance

4. Patient-Centeredness 

5. Rigorous Research Methods

6. Inclusiveness of Different Populations

7. Research Team and Environment

8. Efficient Use of Research Resources



First PCORI Funding Announcements First PCORI Funding Announcements 
(PFAs) (PFAs) –– May 2012May 2012

Research Agenda

PFAs
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The first four National Priorities: Assessment of Prevention, Diagnosis, and Treatment 

Options; Improving Healthcare Systems; Communication and Dissemination Research; 

Addressing Disparities



Requirements of Applications to Broad PFAsRequirements of Applications to Broad PFAs

• Be comparative

• Consider patient-relevant outcomes

• Assess for differences in treatment effectiveness across 
subgroups  of study population

• Include relevant patients and other stakeholders on research 
team

• Discuss potential for dissemination and implementation

• NOT include cost-effectiveness analyses or treat costs of care 
t th t i  d
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488 Applications in First Round Response to 488 Applications in First Round Response to 

PCORIPCORI’’s Broad Funding Announcementss Broad Funding Announcements

Multiple conditions and study designs 
may be noted in a single application
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Next Steps in Research FundingNext Steps in Research Funding

• Research Methods Announcement

• CER Infrastructure Announcement



Desirable Characteristics of a CER/PCOR Data Desirable Characteristics of a CER/PCOR Data 
 Infrastructure                      Infrastructure                      
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#2 Patient/Stakeholder-Led Pathway to Research

Two Complementary Pathways for Developing Two Complementary Pathways for Developing 
 PCORIPCORI’’s National Research Portfolios National Research Portfolio

Diverse portfolio addressing 
high-priority questions 

Diverse portfolio addressing 
high-priority questions 



Developing PCORIDeveloping PCORI’’s Research Prioritization s Research Prioritization 
 ProcessProcess

Final Selection  
Specific PFAsTopic Generation

Gap 
Confirmation

Research 
Opportunities

Research 
Prioritization

Patients & 
Stakeholders: 
•Web Page
•Social Media
•Workshops
•Guidelines and 
Sytematic Reviews 
•Direct Communication 
with Stakeholder 
Groups 
PCORI
•Continuous Portfolio 
Review 
Supported by AHRQ:
•Systematic Review 
Gaps 
•Future Research 

Patients & 
Stakeholders:
•Web Page
•Social Media
•Workshops
•Guidelines and 
Sytematic Reviews
•Direct Communication 
with Stakeholder 
Groups
PCORI
•Continuous Portfolio 
Review
Supported by AHRQ:
•Systematic Review 
Gaps
•Future Research 
N d

(PCORI Board)(Multi-stakeholder
Advisory Panels)

(In Collaboration 
With AHRQ)





PCORI Advisory Panels PCORI Advisory Panels ‐‐
 

20132013

Multi-stakeholder Advisory Panels will assist PCORI staff and Board 
in:

To model robust patient and stakeholder engagement efforts, 

Identifying, refining and prioritizing specific research questions, 

Provide other scientific or technical expertise – e.g., for clinical 
trials and for rare diseases

Other questions that may arise relevant to PCORI’s mission and 
work – e.g., refinement of research agenda; dissemination of 
PCORI research findings
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Join Us at PCORI.orgJoin Us at PCORI.org
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