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Housekeeping
• Agenda included in folders

• 10-15 minute break at 10:30 AM

• 60-minute lunch at 12:20 PM

• Please save questions/comments for the “Q&A” 
portion of sessions (time permitting)

• Please silence your cell phones

• Post-event survey will be deployed

• Twitter #PCORI2017

• info@pcori.org



ANNUAL
MEETING

OCT. 31-NOV. 2, 2017
ARLINGTON, VA

#PCORI2017

What PCORI Means By 
Engagement

Kristin L. Carman
Director, Public and Patient Engagement

October 31, 2017



ANNUAL MEETING  | #PCORI2017

4

Welcome!

Kristin L. Carman

Director, Public and 

Patient Engagement
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Our Discussion for Today

• PCORI: Who We Are and What We Do

• Patient & Stakeholder Engagement in Research

• Public & Patient Engagement (PPE) Priorities

• The Role of Ambassadors
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PCORI: Who We Are and What We Do
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About PCORI
• An independent research institute authorized by Congress in 2010 and 

governed by a 21-member Board of Governors representing the entire 
healthcare community

• Funds comparative clinical effectiveness research (CER) that engages 
patients and other stakeholders throughout the research process

• Seeks answers to real-world questions about what works best for patients 
based on their circumstances and concerns
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PCORI’s Mission and Strategic Goals
PCORI helps people make informed healthcare decisions, and 
improves healthcare delivery and outcomes, by producing and 
promoting high-integrity, evidence-based information that comes 
from research guided by patients, caregivers, and the broader 
healthcare community. 
Strategic Goals:

Increase quantity, quality, and timeliness of useful, 
trustworthy research information available to support 
health decisions
Speed the implementation and use of patient-
centered outcomes research evidence

Influence research funded by others to be more 
patient-centered
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PCORI Funds Patient-Centered Outcomes 
Research

• Considers patients’ needs and 
preferences, and the 
outcomes most important to 
them

• Investigates what works, for 
whom, under what 
circumstances

• Helps patients and other 
healthcare stakeholders make 
better-informed decisions

PCOR is a relatively new form of CER that….
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Snapshot of PCORI Funded Research Projects
Number of projects: 

440*

Total funds awarded: 

$1.6 billion 

Number of states where 

we are funding research: 

42 (plus the District of Columbia, 

Canada, Sweden, and Italy) 

*784 total projects that include 

engagement, research infrastructure, 

and coordinating center awards
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Funding research that matters
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Health Conditions of Funded Projects
SNAPSHOT OF FUNDED RESEARH PROJECTS (BY MEDICAL CONDITION)



ANNUAL MEETING  | #PCORI2017

13

We fund research that…
Meets these criteria:

1. Potential for the study to fill critical gaps in evidence
Addresses a clinical uncertainty or decisional dilemma experienced by patients and other 
stakeholders

2. Potential for the study findings to be adopted into clinical practice and improve delivery of 
care

Has the potential to lead to improvements in clinical practice and patient outcomes
3. Scientific merit (Research design, analysis, and outcomes)

Has a research design of sufficient technical merit to ensure that the study goals will be met
4. Investigator(s) and environment

The proposed project has a team with appropriate investigators (e.g. qualifications and 
experience), as well as an environment with sufficient capacity (e.g. resources, facilities, and 
equipment)

5. Patient-centeredness
Focuses on improving patient-centered outcomes and employs a patient-centered research 
design

6. Patient and stakeholder engagement
Includes patients and other stakeholders as partners throughout the entire research process



ANNUAL MEETING  | #PCORI2017

14

Patient & Stakeholder Engagement in 
Research 
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Why Engage?
To establish trust and 
a sense of legitimacy 
in research findings

To encourage successful 
uptake and use of 
research results

To influence research to 
be patient-centered, 
relevant, and useful
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PCORI 
Community
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Patient

Training 
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Patient/ 
Caregiver 
Advocacy 

Org 

Hospital/ 
Health 
System

Payer 

Industry
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Who Are Our Stakeholders?

Between 
2012-2017, 
740 unique 

organizations 
participated in  61
PCORI Workshops, 

Work Groups & 
Roundtables to 
support topic 

generation and 
research 

prioritization 
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How We Engage Patients & Stakeholders



ANNUAL MEETING  | #PCORI2017

18



ANNUAL MEETING  | #PCORI2017

19

Level of Involvement

Information Consultation Collaboration Partnership 

Adapted from: Carman, K. L., Dardess, P., Maurer, M., Sofaer, S., Adams, K., Bechtel, C., & Sweeney, J. (February 2013). Patient and family engagement: A framework for understanding 
the elements and developing interventions and policies. Health Affairs, 32(2), 223–231.S ee also Arnstein SR. A ladder of citizen participation.  Journal of the American Planning 
Association. 1969;35:216–24 
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Engagement as a Path to Useful, High-Quality Research

• Identify the 
research question

• Identify outcomes
• Craft study design
• Specify inclusion 

criteria
• Develop study 

materials

• Assist with 
recruitment and 
retention

• Collect and 
synthesize data

• Make decisions 
about study 
adjustments

• Revise informed 
consent materials

• Co-present and 
co-author in 
traditional formats

• Develop non-traditional 
formats and methods

• Begin planning for 
dissemination at the 
beginning

Planning of 
the study

Conduct of 
the study

Dissemination 
of study 
results
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Public & Patient Engagement (PPE) 
Department Priorities
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Key Priorities & Objectives

Strengthen
stakeholder 

relationships

Advance the 
Science of 

Engagement

Translate and 
share findings 
with the field

Promote
dissemination 

and uptake
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Theme of Key Priorities & Objectives

Leverage existing 
knowledge and 

seek opportunities 
to take PCORI’s 

engagement work 
to the next level

Systematize
processes that 
have been add 
hoc in the past

Conceptualize
efforts into new 

roles and 
formalize 
structures
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Priority #1 Deep Dive:
Strengthen Stakeholder Relationships



ANNUAL MEETING  | #PCORI2017

25

Conduct 
outreach & 

host 
meetings

Attend key 
meetings & 

events

Highlight 
PCORI 

findings

Develop 
innovative 

methods for 
public input

Strengthen Stakeholder Relationships
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Priority #2 Deep Dive:
Advance the Science of Engagement
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Science of Engagement: The What & How

• Build on existing sources of data to describe engagement 
in PCORI projects more deeply, including how 
partnerships are initiated and fostered

• Further explore the influence and impact of engagement 
on research – what are we learning about it and what is 
happening because of it.

What is 
happening?

• Explore how the influence is occurring, test 
associations between different types of 
engagement and specific impacts of engagement, 
better understand how people are making 
engagement happen.

How is it 
happening?
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Priority #3 Deep Dive:
Translate & Share Findings with The Field
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Translate & Share Findings with The Field

Leverage accumulated knowledge & connect learnings across like projects

Innovate and evolve practice-based knowledge

Interpret practice-based knowledge & speak to the field via webinars/tools 

Translate patterns into recommendations, tools & guidance

Bring groups together to identify cross cutting resources

Cultivate receptor sites in groups and organizations
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Priority #4 Deep Dive:
Promote Dissemination & Uptake
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Promote Dissemination & Uptake

Work with 
Dissemination & 
Implementation 

colleagues to support 
dissemination efforts 

and think about 
broader community-

based participation and 
readiness for PCORI 

findings

Leverage key 
stakeholders on 

projects to close the 
engagement lifecycle, 

transforming into 
receptor sites for 

PCOR/CER
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The Role of Ambassadors
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Patients & Ambassadors Future Involvement

Build PCOR 
Community

• Build and foster 
PCOR community

• Increase PCOR 
awareness

• Increase PCORI’s 
knowledge of PCOR 
communities

• Develop trust and 
reciprocal learning 
relationships

Engage PCOR 
Community in 

Research  

• Encourage PCOR 
community members 
to be research 
partners

• Foster culture that 
fosters research 
partnerships with 
diverse stakeholders

• Share PCORI 
research partner 
experiences at 
conferences, 
meetings, and 
workshops. 

Disseminate and Share 
PCORI Research 

Results

• Identify and leverage 
important pathways 
for dissemination

• Create trust, 
legitimacy, and 
uptake of PCORI’s 
research findings
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Thank You!

Kristin L. Carman
Director, Public and Patient Engagement

Kcarman@pcori.org | www.pcori.org 

Engagement Resources:

• Engagement Rubric

• Budgeting for Engagement Activities

• Compensation Framework for Engaged Research Partners

• Sample Engagement Plans

• Methodology Report

• PCORI in Practice Webinar Series

mailto:Kcarman@pcori.org
http://www.pcori.org/
https://www.pcori.org/sites/default/files/PCORI-Budgeting-for-Engagement-Activities.pdf
https://www.pcori.org/sites/default/files/PCORI-Compensation-Framework-for-Engaged-Research-Partners.pdf
https://www.pcori.org/sites/default/files/PCORI-Sample-Engagement-Plans.pdf
https://www.pcori.org/sites/default/files/PCORI-Methodology-Report.pdf
https://www.pcori.org/get-involved/participate-pcori-events/pcori-practice
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Engaging in Research as Partners 

Lisa Stewart, MA 
Engagement Officer, Patient and Public Engagement 
October 31, 2017 
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• Involvement in research

• Lessons learned
• Effects on funded studies

• Partner benefits

• Common challenges

• Facilitating engagement—tools and resources

• Main attraction: Jen Lavoie and Terry Davis 

Roadmap



ANNUAL
MEETING

OCT. 31-NOV. 2, 2017
ARLINGTON, VA

#PCORI2017

Engagement at PCORI



ANNUAL MEETING  | #PCORI2017

Meaningful involvement of patients, caregivers, 
clinicians, and other stakeholders 

Preparation is key:

• Essential for researchers:

• Detailed, well thought-out, and creative plan

• Knowledge of engagement practices

• Dedicated staffing

• Essentials for patient and community partners:

• Tell your story for impact

• Represent a larger group of people

• Training and knowledge of the research process 

What We Mean by Engagement… 
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Steps in the research journey

Common engagement 
activities
• Deciding what the study is about

• Choosing interventions and outcome 
measures

• Identifying patient partners and project 
teams

• Writing the proposal

• Refining study design

• Recruitment

• Implementing intervention

• Data collection

• Data interpretation and analysis

• Dissemination strategies 
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PCORI projects engage many stakeholders

PCORI Projects
ensure results 
are USEFUL by 

actively 
involving the 
PEOPLE WHO 

KNOW

59%
ADVOCACY ORGS

87%
PATIENTS

88%
CLINICIANS

50%
CAREGIVERS

56%
HEALTH SYSTEMS

Top 5 Engaged Stakeholder Communities:
(by percent of projects)

Note:  Data from annual awardee report; 
93 responses about project year 1; 145 responses about project year 2



ANNUAL MEETING  | #PCORI2017

42

Minneci PC, Nacion KM, Lodwick DL, Cooper JN, Deans KJ. 
Improving Surgical Research by Involving Stakeholders. 
JAMA Surgery. June 2016.

A 20-member multidisciplinary 
stakeholder group was engaged in all 
phases of the randomized controlled 
trial (RCT) investigating the effects of a 
patient activation tool in 
uncomplicated pediatric appendicitis.

Stakeholders involved:
• Children ages 7 to 17 and their 

families
• Community-based 

pediatricians
• Emergency medicine 

physicians, surgeons, nurses
• Patient educators
• Payers
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Minneci et al. 2016 JAMA 

“Participant enrollment and 30-day retention rates in the RCT of 
pediatric appendicitis improved significantly after the adoption of 

stakeholder recommendations.”

Change the 
enrollment script

Enrollment in RCT 
increased from 
65% to 95%

Offer an online 
option to 
complete follow-
up questionnaires

Stakeholder Recommendation:

Rate of completion 
for 30-day follow-
up increased from 
58% to 85%

Impact:
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• Established new relationships

• Improved personal health management

• Made a difference in the lives of others

• Personal growth or self-improvement

• Gained new knowledge and insights about research

• New professional opportunities 

• Belief in patient/stakeholder representation in research

Most Common Effects of Engagement on Partners
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Common Engagement Challenges
(N = 50 Awardees, 254 Partners)

• Project delays
• Managing different 

perspectives
• Difficulty 

understanding research 
jargon

• Perceived lack of 
contribution

• Difficulty identifying & 
inviting partners

• Difficulty identifying & 
fully including diverse 
partners

• Additional time & effort

Partners Awardees

• Scheduling 
logistics

• Inconsistent 
partner 
participation/li
mits due to 
health
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• PCORI’s Engagement Rubric: 
http://www.pcori.org/sites/default/files/Engagement-Rubric.pdf

• Sample Engagement Plans: http://www.pcori.org/sites/default/files/PCORI-
Sample-Engagement-Plans.pdf

• Compensation Framework: http://www.pcori.org/sites/default/files/PCORI-
Compensation-Framework-for-Engaged-Research-Partners.pdf

• Engagement Budgeting: http://www.pcori.org/sites/default/files/PCORI-
Budgeting-for-Engagement-Activities.pdf

• Engagement in Research Website: http://www.pcori.org/funding-
opportunities/what-we-mean-engagement

• Methodology Report: https://www.pcori.org/sites/default/files/PCORI-
Methodology-Report.pdf

• PCORI In Practice Webinar Series: https://www.pcori.org/get-
involved/participate-pcori-events/pcori-practice

PCORI Engagement Resources 

http://www.pcori.org/sites/default/files/Engagement-Rubric.pdf
http://www.pcori.org/sites/default/files/PCORI-Sample-Engagement-Plans.pdf
http://www.pcori.org/sites/default/files/PCORI-Compensation-Framework-for-Engaged-Research-Partners.pdf
http://www.pcori.org/sites/default/files/PCORI-Budgeting-for-Engagement-Activities.pdf
http://www.pcori.org/funding-opportunities/what-we-mean-engagement
https://www.pcori.org/sites/default/files/PCORI-Methodology-Report.pdf
https://www.pcori.org/get-involved/participate-pcori-events/pcori-practice
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Additional Resources

• Wisconsin Network for Research Support (WINRS) 
https://winrs.nursing.wisc.edu/resources/toolkits/

• Community Campus Partnerships for Health 
https://ccph.memberclicks.net/resources

• INSPIRE Repository (Initiative to Support Patient Involvement in 
Research) http://www.inspireresearch.org/

• Research training programs for patients:  

• Parkinson’s  Advocates in Research 

• National Organization for Rare Disorders 

https://winrs.nursing.wisc.edu/resources/toolkits/
https://ccph.memberclicks.net/resources
http://www.inspireresearch.org/
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Future viewing

To watch video, please follow this link...

https://vimeo.com/167773871
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Thank You!

Lisa Stewart
Engagement Officer, Patient and Public Engagement 

<twitter handle> 

October 31, 2017

Organization Logo Here
(150 dpi resolution jpg or png file)
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Stakeholder Co-Chairs  

Terry Davis, PhD 
Professor of Medicine & Pediatrics & Feist-Weiller Cancer Center, LSUHSC-S 

Carol Levine, MA  
Director, Families and Health Care Project, United Hospital Fund, NY

Stakeholder Involvement with 
Project ACHIEVE   



Project ACHIEVE
Achieving Patient-Centered Care & 
Optimized Health in Care Transitions

• Conduct focus groups nationally to learn what’s most important to patients, 

family caregivers, and providers in transitions from hospital to home.  

• Conduct 50 hospital site visits – include variety of providers,  administrators, 

senior leaders and Patient and Family Advisory Committees.

• Survey up to 12,000 patients from 40+ hospitals,

up to 7,200 caregivers at 2 time points,

up to 1,000 multidisciplinary providers. 

• Evaluate effectiveness of current efforts in improving care transitions.    

• Determine best practices and develop toolkit for dissemination to hospitals 

nationally.



Patient and Family Caregiver Focus Groups 
Patients discharged in last 90 days 

• 243 patients & family caregivers in 6 states across the 
country 

Patients 52% White 57% F 44% Low Health Literacy 

Caregivers 45% White 85% F 24% Low Health Literacy

- Low SES 
- Low health literacy 
- Limited English 
- Rural areas

- Cognitively impaired
- Mental health
- Multiple chronic conditions
- Dual eligible



What Was Most Important for 
Patients & Caregivers  

• Feeling cared for and cared about by providers during  
hospitalization and throughout recovery.

• Empathic, supportive and purposeful communication. This 
fostered trust in the healthcare team and in the care.

• Being included and involved in medical decision-making.

• Providers anticipating patients’ needs after discharge.

• Feeling prepared, confident and capable of executing care 
plan at home.

• Unambiguous accountability - Who do I call?  



Stakeholder Advisory Group (SAG) 

24 members: Patients, family caregivers, providers, representatives 
of health organizations and associations  

• Formed as part of grant proposal development.
Reviewed proposal before it was submitted. 

• Low turnover – only 2 patients and 1 caregiver
(dropped due to burden of disease).  

Ongoing SAG engagement 

• 3 teleconferences and 1 face-to-face meeting per year. 
(Attendance 78%) 

• Invited to participate in weekly research investigator calls – once a 
month 

• Monthly e-mail newsletter 



Stakeholder Continuing Contributions
to ACHIEVE Protocol and Evaluation   

Patient and Caregiver Surveys

• Improved wording of some survey questions. 

• Recommended cutting 28 questions and limiting length to 15 minutes. 

• Gave practical suggestions about telephone survey interview.  

• Suggested creating colorful posters and post cards to be used  in the hospitals to 
aid recruitment of patients and caregivers for surveys.

Hospital site visits 

• Recommended research team initiate visits by taking time
to explain ACHIEVE aims and approach and to gain trust of the hospital team.

• Suggested including Patient Family Advisory Councils in hospital site visits. 

• Pointed out that hospitals may be concerned that purpose of ACHIEVE site visits 
is oversight rather than actual interest in what staff are doing and what they see 
as working well or needing improvement.  



SAG Suggestions
Feedback on face-to-face  meetings 

• “With face-to-face you are more likely to feel you
are a part of something big/meaningful.”  

• “Face-to-face gets people more excited. You set
aside life to participate and are focused on working 
together on the project, solving problems etc.” 

Suggestions for calls 

• “Elicit members’ personal stories of their experiences 
as patients and caregivers.” 

• Send out a question for members to answer on calls.   

• One member suggested 

Nancy Skinner 
Chattanooga   TN 

“Why is transition of care and this project important  to you? 
This would trigger passion and commitment”.



Impact of SAG  Calls 
Members began to tell stories of transition-of-care issues 
they, their family members or friends faced.

Stories impacted research team and helped SAG develop 
relationships and trust with a wide variety of partners from 
across the country. 

Stories illustrated problems that providers and researchers 
may overlook – such as:

• feeling overwhelmed, vulnerable 

• not being certain of what to do, problems with 
medications, transportation

• fear of making a mistake in caring for self or loved one 
after discharge.  



“Elevator Speech”

Members wanted to be clear what they should say to others 
about ACHIEVE. They requested information that was 
succinct enough to deliver in the elevator. 

• “If you want to get the word around, better explain it in 
terms people can understand and talk about.”

• “Make it short and interesting. Basically you want people 
to know what you are doing and how it’s worth the cost.”

• “It will insure we are all on the  same page in talking  with  
friends, health care professionals and community 
organizations.” 

• “You never know who will be on the elevator or who they 
will talk to. Some people you talk to may talk to others 
they have social or professional relationships with – like  
leaders of the hospital.”  

Doris Rosenbaum
Lexington, KY 



Template of Elevator Speech
ACHIEVE At-a-Glance 

What is the role of stakeholder advisory group? 

Frequently asked questions:

• Who is funding ACHIEVE?

• What has ACHIEVE accomplished so far?

• What are next steps for the research and for SAG ?

• What is ultimate goal of ACHIEVE ?

• Who is leading ACHIEVE?  

• Where is it being conducted? 

• Who do I contact if I have more questions



SAG Members Use Elevator Speech 

• “It’s wonderful. It’s the 1st thing that helped me see the big picture –
what the project was all about.”

• “It’s easy to understand and remember. It’s great word of mouth.” 

• “It gives me talking points.  I have shared it with several health 
organizations and hospitals. I now bring up ‘transitions of care’ at 
most meetings.”  

• “When I tell people about ACHIEVE transition of care project and 
what we are finding they usually say ‘let me tell you what happened 
to me/my family member etc.’” 

• “I use bits and piece of it in talking to my
professional organization
– everyone there is interested in improving care.”



Lessons Learned  

• It takes time to figure out how all the pieces of the project fit together 

• It takes time for SAG members to see themselves as full partners with 
the study investigators and figure out how they can contribute.  

• Teleconferences are convenient and cost effective but take longer to 
form a cohesive group. 

• SAG’s on-line forum to facilitate engagement did not work. Few 
sought out link.    

• Monthly newsletter is designed to foster engagement but only half of 
SAG members open link to read it. 

• SAG said they wanted more involvement in weekly research team 
meetings but relatively few attend the calls to which they are invited.   



SAG Suggestions for Fine Tuning 

• Newsletter needs to be briefer and 
formatted for speed reading. 

• More likely to read and respond to 
newsletter if sent by SAG Chair vs ACHIEVE 
staffer at UK.  

• Liked highlighting a SAG member with 
picture and bio.  

• Liked highlighting ACHIEVE staffer. 

• Update elevator speech  - make it briefer 
and more to the point. What are we doing 
and how is it worth the cost?

Naomi Cottons
Helena, Arkansas

Rural Health Network

Jess Clouser, MPH 
ACHIEVE  Project 

Manager 
University of Kentucky



Chairs Learned to Improve Calls 
• Chairs need to collaboratively prepare for every SAG call. 

• Ask research team for specific things on which SAG input 
would be helpful –narrow to 2 or 3.  

• Leaders need to be friendly and involve all members on call. 
It helps to learn their voices, call them by name. 

• Listen more/tell less. Remember members stories,
experiences and resources and point these out. 

• If researchers join the call, they need to be succinct
and use plain language - cut the jargon.  

• Chairs need to use teach back to confirm understanding, 
summarize and keep all focused.    



Carol and Terry Rewards Co-chairing SAG   

• Realizing the universality of transition of care problems 
– people from all over the country living in rural and 
urban areas face many of the same problems with the 
health care system and transitions home.

• Realizing most SAG members have been on the other 
side of the sheets - as patients and family caregivers.  
They have been scared and felt vulnerable in trying to get 
help and answers they needed. 

• Hearing these stories from diverse group of caregivers 
and providers is meaningful and increases commitment 
to this project and realization of its importance. 

• Becoming trusted friends and valued colleagues.



Terry Davis 

Professor of Medicine Pediatrics
and Feist-Weiller Cancer Center 

LSUHSC-S 

Tdavis1@lsuhsc.edu

(318) 675-8694

Carol Levine

Director, Families and Health Care Project
United Hospital Fund, NY

clevine@uhfnyc.org

(212) 494-0755

Shreveport, Louisiana New York City, New York

mailto:Tdavis1@lsuhsc.edu
mailto:clevine@uhfnyc.org


We don’t know what we don’t know



Our Journey: Integrated Behavioral Health and 

Primary Care Initiative

The Question: Does IBHPC improve outcomes (quality of life, disease control, 

patient satisfaction) for patients with chronic co-morbidities who also experience 

behavioral health concerns that impact those outcomes? 

The Active arm:

• Education for all team members about IBH

• Structured process for quality improvement

• Tactics

• Coaching 

• Patient partners?! 

The Control arm: 

• Co-located Behavioral Health Consultants

Three Aims 
1. Do patient reported outcomes 

improve with full integration of BH?

2. Does the intervention help the 
clinic effectively integrate BH? 

3. What contextual factors affect  
implementation of IBH?  



Patient Partnering 

The Challenges and Rewards

Diversity is being invited to the party. Inclusion is 

being asked to dance
Verna Myers-Diversity advocate



The Patient Partner Orienteering Handbook
All truths are easy to understand once they are discovered, the 

point is to discover

The 5Rs:

Roles

Resources

Requirements

Responsibilities

Respect



I am not alone

My experiences are my strengths

I am resilient  

Health care is for everyone

Before I begin…



Turn 

Stones 

into 

Gems

What stories will I share? 

“History Informs but stories connect us”



What position will I play on the team? 

Leader 

Learner

Teacher

Champion 

Innovator

Observer

Advocate.. 

To be yourself in a world that is constantly 

trying to make you something else is the 

greatest accomplishment
Ralph Waldo Emerson

ROLES



What can I do to help ?

RESPONSIBILITIES

Communicate the needs of 

patients and families 

There is a big difference 

between “Responsible 

for” and “Responsive to”

Ask 

Listen

Learn

Care

Share

For Deeper Understanding



What will I need to support my well being?

RESOURCES

Rules of Engagement

Fair Compensation

Information/Education

Conversation 

A Champion

Celebrations
Never confuse Hunger with Greed

Ruth Stone-Poet



What Must I Bring?-Respect

The key to keeping your 

balance is knowing 

when you‘ve lost it

Must have Just right Out of balance

Interest Curiosity Distraction

Imagination Creativity Unproductive 

Bravery Courage Risk 

Determination Perseverance Exhaustion

Appreciation Gratitude Indeptedness

Understanding Humility Assumptions

Kindness Compassion Over Accommodation

Humor Joy Insensitivity

Patience Patience Patience



Breathing in I calm my body. Breathing out I smile, dwelling in this 

present moment, I know this is a wonderful moment
Thích Nhát Hanh



How will I know if I am on the right path?

RECIPROCAL RELATIONSHIPS

.

Don’t walk in front, I may not follow. Don’t walk 

behind, I may not lead. Just walk beside me
Albert Camus 



When Spider webs unite they can tie up the 

Lion
Ethiopian proverb



"Working with patient partners as co-investigators was totally new territory for 

me. I was more than a little worried that they would slow us down or lead us off 

into areas where we shouldn't spend time or energy. In the event, just the 

opposite has happened”

Dr. Benjamin Littenberg-Principal Investigator

It takes courage to speak up, to believe that my experiences of living with a 

chronic illness have value.

Keeping balance, while trying to do all that is needed, is my biggest challenge 

and at the same time, brings great rewards.  

Being a persevering, pioneering patient partner with my teammates is a gift.

Paula Reynolds, Patient Partner Co-Investigator



"It is hard to describe how much I did not know what I did not know about 

patient partners.  I thought my role was to help them (the novice partners) 

express their experiences for us (the wise researchers) to reformulate into 

usable research products, and to protect them from the "gory details" of 

research: the iterative cycles of revising our thinking and the administrative 

bureaucracy that attends such organizational structures.  

What I discovered was gentle support in laying bare my assumptions, 

revisiting previous decisions, and building new possibilities”

Connie van Eeghen- Project Director



I have become even more convinced that patients need to be a part of the 

process of designing and evaluating approaches to health care delivery.  

The questions and comments that our patient partners offer have compelled 

us to reexamine our assumptions and our approaches to communicating 

about patient engagement.  The most compelling message is that patients 

want to be heard, understood, and actively involved in their care.  This 

continually pushes us further toward the true intentions of patient-centered 

care.

- C.R Macchi Educational Team Leader for the ASU- IBHPC Learning Program 



As we learn to have compassion for 

ourselves, the circle of compassion for 

others- what and whom we can work with, 

and how-becomes wider

Pema Chodron-spiritual teacher



Patientslikeme website

https://www.patientslikeme.com/

Character strengths

http://www.viacharacter.org/blog/ch

aracterizing-workplace-using-

character-strengths-create-

sustained-success/

HIPAA training video

http://www.prohipaa.com/en/trainin

g_video/what-is-hipaa

Appreciative Inquiry

https://appreciativeinquiry.champlai

n.edu/learn/appreciative-inquiry-

introduction/

Non violent communication skills

https://www.cnvc.org/Training/NVC-

Concepts

A few references you might find helpful and some 

people to mention who are making our journey fun 

and rewarding….  

Special Thanks must go to:

Our whole enormous team at UVM, UMASS 

and ASU and all the co-investigators spread 

out around the country collaborating as equals 

and respected colleagues and sharing this 

opportunity with us to work on improving 

healthcare for patients.

PCORI for getting everyone started towards 

more patient centered care and research. 

Richard Reynolds and Joanne Delabruere for 

the beautiful photos of the life sustaining 

things that put the wind in our sails.  

https://www.patientslikeme.com/
http://www.viacharacter.org/blog/characterizing-workplace-using-character-strengths-create-sustained-success/
http://www.prohipaa.com/en/training_video/what-is-hipaa
https://appreciativeinquiry.champlain.edu/learn/appreciative-inquiry-introduction/
https://www.cnvc.org/Training/NVC-Concepts
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Overview

● What is data interpretation?

● Interpreting research results at the PCORI Annual Meeting 

● How partners engage in data interpretation

● Understanding what research results mean in “real life” terms
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What is Data Interpretation?

• Data interpretation is part of daily life for all patients and 

health care stakeholders.

• Interpretation is the process of making sense of 

numerical data that has been collected, analyzed, and 

presented. 

• People interpret data when they...

1. Turn on the television and watch news reports about a recent poll

2. Read advertisements claiming that one product is better than 

another

3. Choose health care items that claim they are more effective than 

other leading brands
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Data Interpretation at the Annual Meeting

• Researchers will be showcasing all types of data from 

diverse populations with various conditions

• Important for all attendees to properly interpret data and 

results and make appropriate conclusions

• As such, there is no “one-size-fits-all” approach to 

data interpretation

• Key ingredients to successful data interpretation:

1. Assess the Evidence

2. Determine the Context for data interpretation

3. Engage with relevant stakeholder groups
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Evidence Assessment

• A few things to consider when assessing evidence and 

interpreting data:

• Importance of research results 

• Is the result high quality? (design, validity, generalizability)

• How consistent and reliable is the data with the body of 

evidence?

• Are we aware of the data collection methods? Are there any 

inherent selection biases?

• Are the conclusions aligned with the original research 

questions? Are the data and tests answering the question?
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Determine the Context 

• Data can be interpreted and translated significantly differently given the 
audience and context...

Audience context

• Relevant decision makers may include patients, clinicians, 
administrators, and many others; these audiences take up and respond 
to information differently.

• Underlying motivations for certain interpretations and conclusions vary 
across audiences and levels

Environmental, social, organizational context

• Need to understand context in which data was collected and how and to 
whom it is shared!
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Engagement is Essential

• Given the complexities of context, engagement is 

essential. 

• Central to success of targeted and effective data 

interpretation

• Engaging patients with lived experience is important but 

not enough for generalizability

• Stakeholder insights lend credibility to the conclusions 

and helps ensure that target audiences find the evidence 

relevant and useful
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Research Phases & Data Interpretation

Phases of Research Project
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PCORI projects engage partners 

throughout the research process

Note: Data from annual awardee reports collected through 6/30/17; N=305 awardees: 70 projects at project year 1, 116 projects at

project year 2, 119 projects at project year 3.

67%

76%

80%

75%

72%

50%

66%

61%

Research topics and/or research
questions

Interventions and/or comparators

Outcomes and/or measurement

Other aspects of study design

Recruitment and/or retention

Data collection

Data analysis and/or results review

Sharing study information and/or
results

Research phases engaging partners:
(by percent of projects)

R
e
s
e
a
rc

h
 P

h
a
s
e
s
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Awardees report partner influence 

across all phases of research

Note: Data from annual awardee reports collected through 6/30/17; N=305 awardees: 70 projects at project year 1, 116 projects

at project year 2, 119 projects at project year 3.

2%

5%

3%

3%

1%

19%

11%

19%

20%

12%

32%

25%

11%

32%

34%

38%

42%

39%

34%

41%

37%

47%

50%

43%

37%

48%

31%

32%

52%

Research topics and/or research
questions

Interventions and/or comparators

Outcomes and/or measurement

Other aspects of study design

Recruitment and/or retention

Data collection

Data analysis and/or results review

Sharing study information and/or
results

None A Small Amount A Moderate Amount A Great Deal
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Enhanced study design, conduct, or efficiency

Engagement makes a difference in 

PCORI projects

Better understanding of stakeholders’ personal 

perspectives (e.g., priorities, experiences)

Note: Data from annual awardee reports and Partner WE-ENACT collected through 6/30/16. 261 responses from awardees, 260 

responses from partners.

Enhanced patient-centeredness of study processes 

and outcomes 
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Note: Data from annual awardee reports; N=261 awardees.
98

How are partners involved in data interpretation 

activities?

“Our patient partner is 
actively

contributing to the 
discussion of the results.”

– Awardee

“[We were] able to 

determine if the results were 
enough to help us make an 
informed decision and add 
additional information.”

“Stakeholders review results, 
offer interpretations, challenge 
researchers’ assumptions, and 

suggest additional analyses.”
– Awardee



PCORI Pre-conference

Workshop
October 31, 2017

Diana Zuckerman, PhD, President 

National Center for Health Research



What does this ad tell you?



Opdivo Ad



What Information does this ad

provide?

Benefits: “A chance to live longer”

Questions:

How much longer?

How big a chance? 1% ?  80% ?

Benefits 
Risks



What Information does this ad

provide?

Risks: “Can lead to death”

A long list of complications not quantified:

Rashes, confusion, headaches,  

nausea, vomiting and ……

Benefits 
Risks



Comparative Effectiveness 

Research

Which treatment is better?

➢ How should we measure which works better?

➢ How should we measure risks?

➢ How should we balance risks and benefits?

➢ Your voice can be part of the process

Benefits 

Risks



“Effective” 

● Will it cure you ?

●Will it improve your health ?

●Will it benefit you long-term ? 

➢ Keep these in mind as you consider what 

matters to you!



“Safe”

●Few treatments are completely safe for 

everyone. 

●How many will die from this treatment ?

●How many will be harmed ?

●How safe is it over the long-term ?

➢ Is a large risk of temporary unpleasant side 

effects more or less important than a low risk 

of serious side effects?



Clinical Trials

● Clinically meaningful health outcomes could 
include:

➢ Survival

➢ Improved Health – less time in hospital 

➢Quality of Life: Fewer symptoms of 
disease and fewer bad side effects

Which of these are patient-
centered outcomes?



Randomized Double Blind Clinical 

Trial
●The Gold Standard:

➢ Patients randomly assigned to 
get drug 1 or drug 2 (or 
placebo)

➢ Patient doesn’t know which 
drug

➢ Doctor/researcher doesn’t 
know which drug



Randomized Single Blind Clinical Trial

●The Gold Standard

➢Patients randomly assigned to get 
drug 1 or drug 2 (or placebo)

➢Patient doesn’t know which drug

➢Doctor/researcher doesn’t know 
which 



Randomized Controlled Clinical Trial

●The Gold Standard

➢Patients randomly assigned to get 
drug 1 or drug 2 (or placebo)

➢Patient doesn’t know which drug

➢Doctor/researcher doesn’t know 
which 



Uncontrolled Clinical Trial

●The Gold Standard

➢ Patients randomly assigned to get 
drug 1 or drug 2 (or placebo)

➢Patient doesn’t know which drug

➢Doctor/researcher doesn’t know which 



Faster Clinical Trials
●To speed up information 
about a treatment, clinical 
trials 
●can rely on surrogate 
endpoints

▪ Glucose levels

▪ Cholesterol levels

▪ Bone mineral density

▪ Progression free 
survival/tumor size



What’s the Difference?

➢ A treatment can lower glucose 
but not help diabetics live longer 
or healthier lives

➢ A treatment can lower blood 
pressure but not save lives

➢ A screening test can prevent 
death from cancer but patient 
won’t necessarily live longer



What’s the Difference?

➢ Chemo can kill cancer cells and also make a 
patient’s life miserable – and can even kill 
them

KEY QUESTION: 

How sure are you that the biomarker = outcomes 
you care about?



PSA Tests for Prostate Cancer

 Patients who are screened regularly (vs. not 
screened) are less likely to die from prostate 
cancer.

 ...but some studies show patients don’t live 
any longer. They die of something else.



Statistically Significant = Important? 

●Statistically significant does NOT 
necessarily mean that the difference is 
large or important. It means it probably

didn’t happen by chance.

●P< .05 means 95% chance it is real

●But it can still be a tiny difference

/



Important Questions to Ask About 

a Study Design and Results

1. How will we measure any difference in safety 
and effectiveness between the treatment 
group and the control?

2. Is the study well controlled to reduce bias, 
such as patients being similar in treatment and 
control groups?

3. Is the statistically significant result meaningful 
to patients?



Conclusions

➢Patients lived experiences can make sense of 
data on safety and effectiveness

➢ Patient-centered outcomes can be identical to 
the outcomes doctors plan to measure, or they 
can be different

➢Patients lived experiences have the power to 
inform and improve scientific studies of 
treatments or prevention strategies



Implications

➢ Sometimes treatments become popular even if 
risks and benefits are unclear

➢ New or popular treatments may be better or 
may be worse: that’s why we need clinical trials 
comparing treatments on diverse patients.



Diana Zuckerman, PhD, President 

National Center for Health Research
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Timeline for Reauthorization

June – Dec. 2017 Jan – June 2018 Nov 2018 Jan – June 2019 Sept 2019 2020

Identify Congressional 
Champions

Introduce 
Reauthorization Bill

Reintroduce 
Reauthorization Bill

Midterm Elections PCORTF SunsetGAO Report

As we work to reauthorize PCORI’s funding for the future, it is important to 
know that PCORI is committed to fulfilling our mandate from Congress and 

will continue to exist and support the generation of patient-centered 
research beyond 2019. 
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Current Priorities for Reauthorization

• Increase awareness of PCORI to policymaking community

• Showcase the value and impact of research

• Continued engagement with key stakeholders

• Frame the role of PCORI for the next 10 years

• Build upon third-party validation
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What PCORI is Doing

Education and 
Increasing Awareness

•Direct engagement 
with Congressional 
staff and 
policymakers

•Congressional 
briefings

•Thought-leadership 
activities

• Increased media 
presence

Highlighting Results 
and Potential Impacts

•Promoting final 
results

•Developing 
economic impact 
analysis of study 
findings (loss of 
work, decreased 
hospitalizations, 
etc.)

Identifying Potential 
Policy Roles

•Early access to FDA 
data to support drug 
pricing/value debate

•Real-world evidence 
and early-market 
surveillance 
activities

•Coverage with 
evidence 
development

•Role in identifying 
key patient-reported 
outcomes

Building and 
Mobilizing Third-

Party Support

• Identify and 
leverage third-party 
validators

•Activating PCORI 
validators and direct 
engagement with 
patient and 
stakeholder 
organizations

•Managing key 
stakeholder 
perspectives and 
opinions
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Examples of Patient Org Engagement
• Targeting 40+ patient stakeholders for personal touches

✓ American Diabetes 
Association

✓ American Heart 
Association

✓ American Lung 
Association

✓ Lung Cancer Alliance

✓ National Organization 
of Rare Disorders

– More frequent updates 
throughout lifecycle of 
relevant projects

– Increase awareness of 
results timeline

– More accessible view of 
PCORI portfolio, e.g. where 
projects intersect with 
subtopics and populations 
of interest

– Interest in economic 
modeling

➢ Provided more detailed 
updates on specific studies 
of interest, per PCORI 
Program Officers.

➢ Created portfolio 
crosswalks based on 
subtopic, population, and 
types of outcomes.

➢ Arranged a PCORI speaker 
at NORD Annual Meeting.

➢ Opened door for ongoing 
dialogue.

Recent Meetings Key Requests PCORI Follow-up
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Examples of Stakeholder Org Engagement
• Strategic targeting of medical specialty societies 

✓ American College of 
Surgeons

✓ American Medical 
Association

✓ Society of Thoracic 
Surgeons

✓ American Association 
of Neurological 
Surgeons

– Improve review process to 
make it easier for societies 
to apply for research

– Fund studies that utilize 
physicians registries

– Interested in further 
engagement regarding 
implementation and 
implementation strategies

– More accessible 
understanding of our 
portfolio

➢ Planning a medical specialty 
society roundtable for Jan. 
2018

➢ Working with individual 
societies to support research 
topic generation 

➢ Engaging specialty societies 
around dissemination and 
implementation 
opportunities

➢ Leverage BoG relationships 
to increase PCORI 
engagement and presence at 
society meetings

Recent Meetings Key Requests PCORI Follow-up
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Example of Congressional Briefing

Stakeholders

Stakeholders

PCORI and Anthem cohosted a briefing on the need for 
evidence-based strategies to address America’s opioid 
epidemic. Speakers included Senator Shelly Moore Capito
(R- WV).

Meeting

Anthem (cohost), PCORI-funded researcher (Erin Krebs, MD, MPH), 
Veterans Health Administration researcher (Stephanie Tayler, PhD, 
MPH), patient partner (Christine Veasley)

PCORI will continue to use its convening power to demonstrate the
crucial role clinical comparative effectiveness research will play in both
solving the immediate opioid crisis, and building an evidence base for
alternative chronic pain treatment options.
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Examples of Third-Party Validation
The Value of Comparative 
Effectiveness Research 
Dr. Phil Gingrey, The District Policy Group
(link)

The Future of Comparative 
Effectiveness Research 
Hannah Martin, Bipartisan Policy Center (link)

…PCORI enjoys broad bipartisan support for its 
mission to provide providers with the best evidence-
based information on treatments, while also giving 
them the flexibility to tailor treatments to each 
individual patient.

…I am impressed with the PCORI studies I reviewed 
and am encouraged by the manner in which the 
information is being disseminated and leveraged – to 
the benefit of patients, physicians and the health care 
system, and not in an autocratic way.

“

“

http://www.districtpolicygroup.com/phil-on-the-hill/the-value-of-comparative-effectiveness-research
https://bipartisanpolicy.org/blog/the-future-of-comparative-effectiveness-research/
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What Can You Do?

Can PCORI help Ambassadors advocate or lobby for 
PCORI?

In accordance with PCORI’s Restrictions on Political 
Activity and Expenditures Policy, no PCORI employee 
(or official representative) can perform tasks in any 
way related to partisan political activity. Thus, PCORI is 
unable to facilitate or be involved in lobbying or 
advocacy efforts. 
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Sharing Results With Those Who Need Them

Lisa Stewart

Engagement Officer, Public and Patient Engagement

October 31, 2017
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• Key Definitions & Key Ingredients

• Learnings from our portfolio

• Tips:  Four things to remember

• Where to get useful PCORI information

Overview
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• Improve healthcare delivery and health outcomes

• By providing people with high-integrity, evidence-based 
information needed to make better health care choices

Our ultimate goal
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To reach our goal, findings must be:

• Disseminated 

• Implemented

Beyond conducting the research

PCORI Strategic goal: 
Speed the implementation 
and use of patient-centered 
outcomes research evidence
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Dissemination is the intentional, active process of  . . . 

▪ Identifying target audiences and 

▪ Tailoring communication strategies to increase awareness and 
understanding of evidence, and to motivate its use in policy, practice, 
and individual choices

“Delivering the information to the right people, using the right strategy.”

What is dissemination?

Goal:  To spread and 
sustain knowledge and 
the associated evidence-
based interventions
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Implementation is the  . . .

▪ deliberate, iterative process of integrating evidence into policy and 
practice, which involves

▪ adapting evidence to different contexts 

▪ facilitating behavior change and decision making based on 
evidence 

What is implementation?

Goal: To change practice 
in the real world
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Dissemination?
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• Dissemination generally does not occur spontaneously and naturally

What we know about dissemination

• Tailored messages work best
Single-source messages are generally 
less effective than comprehensive, 
multi-level approaches

• Traditional approaches are not enough
Academic journals are not the first 
place where end-users look for new 
information
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• Engaging patients with lived experience is central to the success 
of D&I planning and execution

• Front-line clinicians and other stakeholders provide insight into 
the realities of their workplace and other considerations –
without it, D&I will fail.

• Stakeholder buy-in lends credibility to the evidence and helps 
ensure that target audiences find the evidence relevant and 
useful

Engagement is Essential
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• Define end users

• Who will apply it in practice?

• Identify dissemination partners

• Who can help you reach end users?

• Identify messages and communication channels

• How will you convey the information/results?

• Develop evaluation techniques

• How will you determine what worked/did not work?

Key ingredients for planning effective 
dissemination
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One size does not fit all
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Learnings from our portfolio



ANNUAL MEETING  | #PCORI2017

144

How are partners involved in dissemination?

THEMES FROM PARTNERS’ 
REPORTS

• Shared personal 
perspective

• Provided guidance and 
feedback

• Presented at conferences

• Developed newsletters

• Networked

• Used study products

“[I] bring real life experiences from 
my personal life and as well as from 

the multitude of families I have 
worked with over the years.” –

Caregiver/family member

“[I] met with public 
health officials to ensure 

awareness of ongoing 
research and the applied 
nature of that research.”

– Patient/consumer

Note: Data from Partner WE-ENACT; N=260 partners from 124 projects. 
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How do partners impact dissemination?

THEMES FROM PARTNERS’ 
REPORTS

Increased patient-
centeredness of study 
products

Enhanced communication of 
findings

Advanced the practice of 
engaging in PCOR

“To increase the likelihood that 
findings will be seen as relevant 
to people living with [condition].”

– Patient 

“Stakeholders can be 
presenters too. [We] helped
reach lay people as well as 

medical professionals.” 
– Caregiver/family member

Note: Data from Partner WE-ENACT; N=260 partners from 124 projects. 
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How do partners impact dissemination?

87% of awardees

reported that partners 
had a moderate or great 
deal of influence on 
dissemination activities

2
11%

3
36%

4
51%

Note: Data from annual awardee reports; N=185 awardees who reported 
engaging partners in dissemination activities

None
2%
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From the portfolio –
An example, sharing research results  
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Findings: Seniors who viewed a website that assisted with planning 
for future life events appeared to better plan and communicate their 
preferences and exhibited better understanding of health services. 

Patient Partner/Stakeholder Engagement
• Diverse, wide range of individuals & organizations:

▪ Patients: older adults, caregivers
▪ Area Agency on Aging 
▪ Home Care Agency
▪ Senior-led, Chicagoland Village groups 
▪ Healthcare professionals: geriatrician, social workers, nurses
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Dissemination Planning

▪ Each partner leveraged their strengths, specific target 
populations 
▪ Researchers focused on academic (conferences, 

manuscripts), clinical (medical provider meetings, integration 
into electronic health record) dissemination 

▪ Community partner focused on sharing intervention with 
their members via newsletters, meetings (local), and shared 
with the Village to Village network (national)

▪ Home care agency shared directly to patients/caregivers in 
the home
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Dissemination Activities: Community 
Partner

▪ Giveaways: grocery totes, magnifiers, pens, jar openers, chip 
clips, information cards

▪ Presentations: churches, libraries, community meetings 
(support groups, Senior dining, etc.), network, state wide 
meetings (i.e. Elder Law Attorneys), etc. 

▪ Electronic dissemination: e-newsletters, emails, social media
▪ Information cards with website URL distributed at health 

fairs, senior centers, and physician clinics
▪ Academic, research presentations and manuscripts
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Dissemination Activities: Aging 
Agency

▪ Reached multiple populations, in multiple geographic 
locations, via multiple strategies. 

▪ Face to face presentations- Wellness Cafes, professional 
meetings, caregiver support groups, church groups, etc. 

▪ Print information- Flyers; Press releases to churches, 
Council on Aging offices, senior groups at local 
hospitals/senior centers, etc. 

▪ Demonstrations & “giveaways”- At senior fairs & large 
community gatherings. 
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Dissemination: Word of Mouth 

• Often asked by presentation participants to share info 
with their group(s)

• Whenever Research Assistant would go out into 
community she would take flyers about the project to 
share with individuals she encountered

• Learned not to focus on specific target audience-
individuals of all ages interested in info! 
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Dissemination: Lessons Learned

▪ Planning dissemination from the start, if possible, the 
most helpful

▪ Don’t make assumptions about dissemination 
audiences 

▪ Co-branding of materials important

▪ Go to your target audiences; do not wait for them to 
come to you

▪ Be flexible – adapt to audience types, sizes
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• Connections to the audiences

• Experience with dissemination tactics

• Experience with implementation in relevant settings

• Shared mission and goals

• Relationship with other partners

• Resources

What Researchers and Partners Can 
Offer Each Other 
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Partners help researchers and other 

stakeholders understand the problem 

from different perspectives 

Sharing
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Four more things to know
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1. A set of related findings gets 
more attention than a single study 
result.
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2. Null findings are important, too.
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3. Many potential information 
channels do not have experience 
with promoting research. Ask 
yourself,  how can you help prepare 
your networks?
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4. Sharing research results is a 
creative endeavor, be creative.

examples – Documentaries, Public Storytelling, PhotoVoice, Radio 
programs, Webinars
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Where to find useful PCORI information
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Tool: Engagement Rubric - examples

• Convening a policy summit for relevant professional 
societies

• Partners co-authoring manuscripts
• Linking a study’s website to the website of a national 

membership organization
• Clinicians partnering in the design of a Continuing 

Education program based on a evidence-based 
intervention

https://www.pcori.org/sites/default/files/Engagement-Rubric.pdf
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Tool: Dissemination and Implementation 
Framework and Toolkit (planning worksheets)

https://www.pcori.org/research-results/dissemination-and-implementation/dissemination-
and-implementation-framework-and
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➢Organizations with strong ties to end-user audiences 

➢To prepare to disseminate and implement PCOR/CER results

➢Focus on strengthening the infrastructure and relationships necessary to 
actively disseminate and implement research results or products derived 
from PCORI studies or other high-quality PCOR/CER findings consistent with 
PCORI’s research priorities

➢Separate from PCORI Limited D&I funding opportunity

➢ Infrastructure and relationships developed must be sustainable with the 
potential to be scaled 

➢ Information and tools generated must be generalizable and made public

For description and project examples, see webinar: PCORI Dissemination and 
Implementation Funding Opportunities (July 2017)

PCORI’s Eugene Washington Awards - Dissemination: 
Emphasis On Planning for Dissemination of PCOR Findings

https://www.pcori.org/video/pcori-dissemination-implementation-funding-opportunities-webinar
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Short Quiz
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Planning  
the study

Conducting 
the study

Dissemination 
activities 

1. When should dissemination planning begin?

168
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2. True or False

A. Patients and other stakeholders can co-author 
academic manuscripts

B. A person one day mentions a research finding on 
twitter.  It gets shared with four hundred of her 
followers. This has absolutely no value because it 
does not fit the definition of dissemination.

C. It is important to look to your networks and 
prepare them to promote research findings 
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3. What is one thing you can do to help share patient-
centered research results?

(*share at your table)
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Thank you!

Lisa Stewart, Engagement Officer
lstewart@pcori.org
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Engagement Breakout Session—
Group Activity
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• Gain a better understanding of challenges that arise 
when partnering to conduct research 

• Problem solve—discuss solutions to common 
engagement challenges 

• Opportunity to connect patients and stakeholders 
with graduate students/trainees 

Purpose of this Activity
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• Review the case scenario assigned to your group

• Discuss and answer the discussion questions 

• Assign a group member to report out a summary of 
your discussion 

• Discussion Questions: 
• Describe the engagement challenge(s) present in the 

scenario

• Determine which of the engagement principle(s) the 
challenge is related to 

• Discuss possible solutions to resolve the challenge 

Instructions
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Break for Group Activity 
(20 minutes) 
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Report Back and Wrap Up

Share important themes/key points from your discussions 
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Thank You!
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Ambassador Program 2.0

Krista Woodward, MPH, MSW

Senior Program Associate, Public & Patient Engagement 

October 31st, 2016
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Who is a PCORI Ambassador?
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Program Purpose

• The PCORI Ambassador Program unites and leverages 
healthcare stakeholders and their organizations, networks, 
and communities around the promise of patient-centered 
outcomes research (PCOR).

• The goal has always been to develop a corps of trained, 
well-informed patient and stakeholder partners to 
collaborate with researchers in patient-centered research 
projects and help expedite the dissemination and 
implementation of research findings through these 
networks, communities, and affiliates. 
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Long-Term Goals

• PCORI’s long-term goal is to have Ambassadors in every 
state, extending the reach of our engagement efforts and 
expanding knowledge about and participation in PCOR 
across the country.
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Ambassador Requirements

• All Ambassadors must complete “PCOR Science Training” and 
are volunteers who identify as health care consumers, patients, 
caregivers, clinicians, other healthcare professionals, 
researchers, and organizations. 

• Have participated in a PCORI workshop, roundtable, meeting, or 
working group;

• Have served as members of our advisory panels;

• Have served as merit reviewers or reviewer mentors;

• Are currently serving as a patient or stakeholder partner or 
researcher in PCORI-funded projects; or

• Have hosted a PCORI presentation, panel, breakout session, or 
collaborative initiative.
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Strategic Goals

• Create PCOR Community

• Engage PCOR Community in Research

• Disseminate and Implement Research Findings

But how . . . ?
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Ambassador Redesign Survey 

• Active PCORI Ambassadors were asked to complete a 
confidential survey about their experience with the 
program, and were informed that findings would be used 
to identify areas for improvement and refinement of the 
program moving forward.

• Deployed: October 2, 2017

• Closed: October 16, 2017

• Ambassadors Surveyed: 347 

• Response Rate: 40% (140 respondents) 

• Question Content: Demographic info, experience, interest, and 
general feedback
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What is your primary stakeholder 
community? 

Patient
44%

Caregiver
10%

Clinician
11%

Researcher
13%

Payer
2%

Industry
4%

Hospital & 
Health System

3%

Training 
Institution

2%

Oher
11%
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Which state do you currently live in?

California
7%

Colorado
4%

Florida
6%

Illinois
4%

Maryland
4%

Massachusetts
6%

Michigan
3%

New York
4%

North Carolina
3%Pennsylvania

5%
Texas

3%

Washington
3%

All Others
48%
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How long have you served as a PCORI 
Ambassador?

0-1 Years
15%

1-2 Years
29%

2-3 Years
26%

3-4 Years
30%
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Have you completed the PCORI 
Ambassador Training?

Yes
82%

No
18%
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It would help to have a more clear definition 
of our role as an Ambassador. I feel like I do 
not contribute as an Ambassador because I 

am not certain of my responsibilities. -
Ambassador 

The initial training was excellent! 
However, I think it would be nice to 
have refresher trainings or little mini 

trainings. Especially in the form of 
podcasts that we can listen to on the 

go...as I am always on the go and 
don't always have time to sit and 
click through slides. - Ambassador

In what ways do you believe that PCORI can improve the 
Ambassador training? 

THEMES FROM REDESIGN 
SURVEY

Understandable language for 
those unfamiliar with research

Emphasis on how to be an 
effective Ambassador

Emphasis on how to effectively 
communicate research findings

Emphasis on how to become 
more involved with PCORI 

Periodic continual education
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Why are you primarily interested in participating 
in the PCORI Ambassador Program?

C
o

u
n

t

Interests for Participation

114

91

83

16

105
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How are you interested in participating in 
activities to help us get the word out regarding 
PCORI research findings?

C
o

u
n

t

Activities to Spread PCORI Research Findings

101

84

4

103 104
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How do you prefer to receive information about 
PCORI and the Ambassador Program?

0

20

40

60

80

100

120

Email updates Newsletters Social media (e.g. Yammer, Chatter,
etc.)

Other - Write In

C
o

u
n

t

Preference

66

25

4

138
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Recently my main question is whether the program 
will continue. I look forward to getting more involved 

and increasing patient and caregiver engagement 
throughout the region and perhaps beyond. -

Ambassador

Ambassadors may feel more 
confident if they can connect with 
other ambassadors around related 
topics or projects beyond email or 

the Annual Meeting. I would like to 
meet with my counterparts at 

regional webinars or meetings. -
Ambassador

Please share any ideas or modifications you would like 
to see integrated into the Ambassador Program 2.0.

THEMES FROM REDESIGN 
SURVEY

More frequent communication 
and improved platforms

Regional and condition-based 
affinity groups 

In-person, PCORI-sponsored 
networking opportunities

A more well-defined role with 
corresponding opportunities

A repository of tools would be 
helpful for utilizing the 

knowledge gained in the 
training
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Thank You!

Krista Woodward, MPH, MSW

Senior Program Associate

October 31, 2017
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Training Updates

Erica Sarnes, MA
Senior Manager, Education & Training

October 30, 2017
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Training Initiatives

To be realigned:

• Ambassador Program training

To begin shortly:

• PCOR/CER fundamentals for non-scientists

• Training and resources for multi-stakeholder research 
teams (team science)
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Ambassador Program Training

• Training will be aligned with programmatic elements
– Specifically linked to involvement in PCORI initiatives (e.g., 

dissemination of research findings and other materials)

– Delivered in a variety of formats
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PCOR/CER Fundamentals and Team Science

Background:

• Mandate for stakeholder engagement in PCORI-funded 
research

• Significant training needs in basic PCOR/CER and team 
collaboration skills
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PCOR/CER Fundamentals

Goals:

• Help patients and public stakeholders understand 
PCOR, CER, basic research principles, and other 
content areas relevant to the conduct of stakeholder 
engaged research

• Help patients and public stakeholders be involved in 
PCORI 



ANNUAL MEETING  | #PCORI2017

201

Team Science

Goals:

• Enable teams of researchers, patients, and stakeholders to 
participate effectively in PCORI-funded research teams

• Enable research team members to understand their 
respective roles, contributions, and assets

• Enable diverse research team members to obtain the 
necessary skills and learn behaviors to work 
interdependently in a team environment comprising 
scientific and lay audiences
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Training Topics

PCOR/CER Fundamentals
Patient and Stakeholder Partners

• What is research?
• What is PCOR?
• What is CER?
• Safeguards/subject protection 

in research
• Engagement in research
• Data and electronic capture 

and data sharing
• Understanding our healthcare 

system

Team Science
All Team Members

• Building trust
• Developing a shared vision
• Managing different 

perspectives
• Communicating effectively
• Sharing recognition and credit
• Addressing power differentials
• Making decisions
• Solving problems
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Project Time Frames
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Patient and Public Stakeholder 
Involvement

In both projects, patients and public stakeholders will:

• Serve as SAG members

• Pilot test materials



ANNUAL MEETING  | #PCORI2017

205

Learn More

• www.pcori.org

• info@pcori.org

• #PCORI2017
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Thank You!

Erica Sarnes, MA
Senior Manager, Education & Training

October 30, 2017
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One Ambassadors Journey

Janice Tufte
PCORI Ambassador

@Hassanah2017

10.31.2017
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Governance to Patient Co-I

Hassanah
Consulting

َنةَحسََ
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• Patient Co-Investigator involvement on the following PCORI-funded projects:
• LINCC 
• INSPIRE UW /CERTAIN Research  

• Patient Stakeholder in PCORI Research Prioritization Projects
• Care Coordination Patient Priorities Care/ CareAlign
• Low Value Care Research Project         

• PORTAL CDRN 
• Patient Engagement Council / Review Abstracts/ Projects 

• PCORI Translation Center Summary Reviewer PCOR-TC 
• Reviewed two summaries in last four months

• Presented as a PCORI Ambassador
• PFCC Partners Webinar Presenter
• Academy Health / ABIM LVCR Webinar Presenter

• Provided Session Feed back / Research Poster reviewer 
• Two Annual Health Literacy Conferences HARC

My Involvement with PCORI 
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Where Do I Start? Where Do I Go?
➢Define & Refine your Passion, Develop Your Unique Niche

➢Create a Web Presence: Facebook, twitter, LinkedIn, URL

➢Join Organizations, List-serves, be a Twitter Follower!

➢Register for Informative Webinars & Workshops, Self Educate 

➢Ask Questions, Introduce Yourself to People, Give Back

➢Network, Recognize & Offer Your Expertise, Volunteer

➢Apply for Scholarships, Conference Opportunities, Work

➢You too can become a PCORI Pollinator!
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Learn More

• www.pcori.org

• info@pcori.org

• #PCORI2017

• www.janicetufte.com

• www.mebhc.org

http://www.janicetufte.com/
http://www.mebhc.org/
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Thank You!

Janice Tufte

PCORI Ambassador

@Hassanah2017

10.31.17
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PCORI Ambassadors

Trusted & Honest Brokers of 
“Research Done Differently”

Regina Greer-Smith MPH LFACHE-
Healthcare Research Associates, LLC

PCORI Ambassador &  Member - Advisory 
Panel on Patient Engagement 2013-2017 
(Emeritus) 

@rgreersmith

@STARInitiative

October 31, 2017
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Do You Remember Your First PCORI 
Experience?

Patient-Centered Outcomes 
Research Institute 

National Workshop to Advance the 
Use of Electronic Data  in Patient-

Centered Outcomes Research 
July 2-3, 2012 | Palo Alto, CA 

My 1st PCORI Event

How Did You Get Involved?
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Transforming Patient-Centered Research: 
Building Partnerships and Promising Models 

October 26-28, 2012 | Washington, D.C. 

My Next PCORI Event

An amazing and transformational event 
of patients, clinicians, advocates, 

researchers and more.

And… Hurricane Sandy arrived and many 
of us were stuck at the hotel for 3 days! 

We discussed how we could begin to 
share PCORI in our respective 

communities.

WHO PARTICIPATED IN THIS TRANSFORMATIONAL EVENT?
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THE COMMUNITY LISTENED AND PARTICIPATED.  
THEY MADE PCORI THEIR OWN

So we all went back home and we began to share PCORI in our 
communities, built partnerships, and shared 

The Promise of PCORI – “Research Done Differently”

After learning about PCORI, a community member said:

Maybe this PCORI information can 

help our community?
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The PCORI Ambassador 
Program 

The PCORI Ambassador Program has 
provided both the Framework and 

Resources to share PCORI, amplify our 
voices, and bring hope to many.

We’ve all passed the PCORI 
Ambassador exam and have been 
trained and empowered with the 

information, credibility, resources, and 
support to share

“Research Done Differently”

The Promise of PCORI –
“Research Done Differently”

Many of us were patient/healthcare/community  activists 
and/or advocates for a long time. 

PCORI’s message resonated with us.
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We PCORI  Ambassadors
have a

Major Responsibility 
to our communities to engage and share 

“Research Done Differently”. 

Pastors4PCOR Research Ministry Graduation CoHort 1 –
October 2016

Pastors4PCOR Research Ministry 
Graduation CoHort 1 

Bishop Simon Gordon, Senior Pastor 
of Triedstone Full Gospel Church and 
Chair of Pastors4PCOR October 2016
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One of our advocates, Sylvia 

Hampton has said; 

“Because of PCORI, we can now 

participate in research without fear 

and I’ve learned I have rights”.

Through the PCORI Ambassador Program, we can 
bring important and empowering information and 

resources to communities who are newly 
informed to CER and PCOR

Pastor Barbara Wilson (Pastors4PCOR Research Ministry Ambassador) and Heart2Heart Women’s 
Ministry – Full Gospel Christian Assemblies International Church – Hazel Crest, IL

The Promise of PCORI – “Research Done 
Differently”
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For me, being a PCORI Ambassador has been hard work BUT 
also extremely humbling and gratifying.

In the communities I serve, PCORI has been a lifeline.

My role as a PCORI Ambassador has helped to deliver PCORI.
As a past Advisory Panel Member, participation has been key 

to sharing PCORI.

I’ve learned much from my fellow “PEAPS”, Ambassadors, and 
awardees like

The High Plains Research Network
https://www.pcori.org/research-in-action/transforming-

community-based-research-high-plains

AR Power/CreakyJoints
https://www.pcori.org/research-results/2015/ar-power-

arthritis-partnership-comparative-effectiveness-researchers-
pprn

https://www.pcori.org/research-in-action/transforming-community-based-research-high-plains
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Regina Greer-Smith, 
PCORI AMBASSADOR     

My Work & Commitment As a PCORI Ambassador  
Continues, and 

I Hope Your Work and Commitment Will, too.
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Thank You!

Presenter Name
Presenter Title

Presenter Twitter Handle

Date


