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How Patient Engagement Will Enhance CER Toward
Patient-Centered Outcomes Research (PCOR)

m Propose topics to be investigated;
m Identify topics that are important to diverse patient
communities and health care systems;

m Solicit feedback on relevance and priority of topics;
m Discuss the urgency of addressing topics;

m Assess real world applicability;
m Ascertain questions’ relevance and usefulness;

m ldentify comparator treatments of interest;
m ldentify comparator outcomes of interest;
m Incorporate other aspects of treatment;

m Provide a “Reality check”; m Verify logic of
conceptual framework; m Supplement with additional
factors not documented in the literature;

m Ascertain whetherthere is a good proxy for a specific
concept; m Verify importance of factors and variables;
m Operationalization of variables; m Inquire about
potential confounding factors;

m Determine best approaches for data collection (e.g.
trial, registry, medical charts);
m Assist with selection of data sources;

m Assess believability of results;
m Suggest alternative explanations or approaches;
m Provide input for sensitivity analysis;

m Interpret results to be meaningful; m Document which
results are easy or hard to understand; m Indicate
which results are counterintuitive;

m Facilitate engagement of other patients;
m Help other patients understand findings;
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What is a stakeholder?

Any entity which has contact with or
impact on the patient’s care:

* Patient

* Caregiver

e Hospital

 Hospital Administrator
* |nsurer

* Provider

EMS
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Problems Inherent in Evaluation of
Patient Participation

 Conceptis complex and value laden
* No criteria for judging success or failure
* No agreed upon evaluation methods

* Few reliable measurement tools
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Ways of Evaluating

* Process Evaluation
 Change in Outcomes
* Impact Evaluation
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Process Evaluation

Was the process inclusive?
Were patients invited to meetings?
Did patients attend meetings?
Did they participate?
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Process Measurement

Number of patients/stakeholders involved

Number of meetings patients/stakeholders
attended

Actual participation by patients/stakeholders

—/
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Change in Outcomes

Did the participation of the
patient/stakeholder change any elements
of the study?

_/
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Outcomes Evaluation Measurement

Did the research question change?
Were the outcomes more patient centered?

Did the patient participation lead to changes
in analytic plan?

Did the patient participation lead to changes
to dissemination plan?
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Impact Evaluation

What impact did the process have on participants?

e Researchers

* Patients
e Stakeholders
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Other possible effects

Was the researcher made aware of stigma

Did patient participation lead to clearer, or more
appropriate language

Were patients/stakeholders able to assist with
recruitment
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What is “PATIENTS"?

Lynn D. Disney, Ph.D., J.D., M.P.H.
Director of Research
PATIENTS Program
University of Maryland, Baltimore
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“PATIENTS: PATient-centered Involvement
in Evaluating effectiveNess of TreatmentS”

Pl: C. Daniel Mullins, Ph.D.
(AHRQ: R24HS022135)
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Our Vision

Patients and stakeholders are heard, inspired,
and empowered to co-develop patient-
centered outcomes research (PCOR).
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Our Mission

The PATIENTS Program partners with patients and care providers to answer
questions about the best treatment options to improve health and quality of life.
We engage people from all communities, especially those from underserved and
minority populations, in every step of the patient-centered outcomes research
(PCOR) process. Through our collective efforts, we create an effective learning
healthcare community.

We listen to patients' voices so that we ask relevant and meaningful questions
We align research priorities with the values of patients and communities
We transform research to make it more relevant and patient-centered

We train patients, stakeholders, and researchers to become co-developers of
PCOR
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Evaluation for PATIENTS

* |dentify needs of PATIENTS investigators, patients,
healthcare delivery systems, and our partners

e Collect indicators of how well PATIENTS has achieved
its objectives

e Understand how barriers and facilitators influence the
conduct of PCOR from the perspective of PATIENTS
stakeholders
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Program Logic Model
* A picture of how your organization does its
work

* |llustrates the linkages between program
activities with outcomes

* Tool to facilitate effective program planning,
implementation and evaluation

e Serves as a roadmap for staff, stakeholders
and funding agencies
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INPUTS

Funders

= AHRO

& University of Maryland

Governance
Internal and External
advizors

PATIENTS Program
Leadership
Management
Evaluation

Academic and
Community Partners

]

Institutional Resources

University of
Maryland CER/PCOR
Working Group (WG
University of
Maryland schools

ACTIVITIES

OUTPUTS

Governance/Administration
# Host governance meetings
# Develop sustainability, training, research capacity, research
conduct, engagement, and dissemination plans

Training
Identify existing/develop training content
Foster/mentor relationships
Lead CER/PCOR lectures/presentations/events
Identify training funding opportunities

B

Research Capacity
Identify funding opportunity announcements
Assist with CER/PCOR proposal submissions
Participate in CER/PCOR WG mestings
Identify research advisors
Present at conferences and publish CER/PCOR manuscripts

Research Conduct
s Conduct 4 individual investigator research subprajects
» Solicit and fund pilet studies

GovernancefAdministration
# of ISCYEAC mestings
Finalize sustainability training, research
capacity, engagement, dissemination plans

Training
# and type of training activities
#t of trainees trained/mentored, discipline
# of mentors, disciplines
# and type of lectures/presentations/events
# training awards submitted and funded

Research Capacity
# of proposals submitted and funded
# research projects completed and ongoing
# of proposals/projects with community
partners as advisors and/for supported on
budget submitted and funded
# of presentations and publications

Research Conduct
= Status of pilot studies and sub-prajects
» # of pilot applications received, funded
» PFilot study and sub-project data

Engagement
Participate in community health/wellness events
Maintain PATIENTS website and Facebook
Disseminate PATIENTS newsletters and briefs
Profmote PCOR at community forumms
Distribute marketing outreach materials and media

O

Dissemination
Communicate CER/PCOR research products and findings to
the institution and community

Engagement

= # community health/wellness events

# PATIENTS website visitors and Facebook
followers/posts

8 of nevesletters and briefs and recipients
# of conference presentations

# of mention in media

Dissemination
# and type of communications of research
products and findings to the instituticn and
cammunity

PATIENTS Logic Model

SHORT-TERM OUTCOMES

Solidify existing and secure new
partnerships/collaborations
Solidify existing and secure new
funding sources
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Increase in research participation by
patients and community members

= |ncrease in partnerships between
researchers and community
Increase in dissemination of CER/
PCOR research products and
findings across academic and
community levels

EXTERNAL FACTORS: availability of funds, research priorities, institutional and local resources, partners’ programs and priorities, health needs and priorities of West Baltimore

INTERMEDIATE OUTCOMES

* Fostera CER/PCOR culture
within the institution and
the community

& Advance the field of CER/
PCOR research

* Generate new CER/PCOR
concepts and methods
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Evaluation Methods

* Online surveys
* Key informant interviews

e Data abstraction/document review
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Evaluation Constructs & Activities
| EvaluationConstructs | Activites |

Governance/Administration Meetings, programmatic plans

Training Training resources, mentorship, CER/PCOR events

Research Capacity Assist with CER/PCOR proposals, identify research
and patient advisors

Research Conduct Conduct research subprojects, fund pilot studies

Engagement Health/wellness events, media, newsletters

Dissemination Promote CER/PCOR research products and findings
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Short-term Outcomes

Increases in:
* New partnerships/collaborations/funding

 CER/PCOR core competencies, projects, publications
and presentations

e Research participation by patients and community
members

* Partnerships between researchers and community

* Dissemination of CER/PCOR research products and
findings across academic and community levels
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Intermediate Outcomes

* Foster a CER/PCOR culture within the
institution and community

e Advance the field of CER/PCOR research

* Generate new CER/PCOR concepts and
methods
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Questions?

The PATIENTS Program:
http://patients.umaryland.edu/
Telephone: (410) 706-8827
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