Patient-Centered
Outcomes Research

KIDNEY RESEARCH CONNECT TRAINING WEBINAR

What is
Patient-
Centered
Qutcomes
Research?

» Assists patients and caregivers in the

» Encourages their voices to

engagement and informed
decision-making of health care

be heard in determining the
importance of health choices.
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Questions for Patients Answered by
Patient-Centered Outcomes Research

(>) “Given my personal ©
characteristics, conditions
and preferences,

© ©

Aspects of Patient-Centered
Outcomes Research

o]
W * Is inclusive of an individual’s preferences, autonomy and needs,
focusing on outcomes that people notice and care about such
as survival, physical function, emotional and physical

symptoms, and overall quality of life




Aspects of Patient-Centered
Outcomes Research

Why Engage in
Patient-Centered
Qutcomes
Research?
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Why Engage in
Patient-Centered
Qutcomes
Research?

+ Patient-reported outcome
measures (PROMs)

7
Key Players in
Patient-Centered
Qutcomes
Research
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PATIENT +/- CAREGIVER

CLINICIANS, INCLUDING ALLIED
HEALTH PROFESSIONALS

Nurses, social workers, dieticians, pharmacists

RESEARCHER

HEALTH SYSTEMS ADMINISTRATOR

COMMUNITY ORGANIZATIONAL PARTNER

PATIENT ADVOCACY ORGANIZATION
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Best Practices for Patient-Centered
Outcomes Research

Best Practices for Patient-Centered
Outcomes Research

deliberative
sessions
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Best Practices for Patient-Centered
Outcomes Research
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Multi-level Barriers to High Quality
Patient-Centered Outcomes Research

o]
@ PATIENT-LEVEL C@J DISEASE-LEVEL
« Age
« Activation level « Stigma
+ Health literacy - Physical disability

» Trust
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Systems

Interpersonal

Individual

Multi-level Barriers to High Quality
Patient-Centered Outcomes Research

g PROVIDER-LEVEL SYSTEMS-LEVEL
) » Cost
« Time o
o ) * Communication
» Unfamiliarity with .
barriers
processes

* Transportation
+ Information availability
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Strategies to Overcome Barriers
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Examples of Studies

Bringing Care to Patients: A Patient-Centered
Medical Home for Kidney Disease

EMPOWERING PATIENTS ON CHOICES FOR
RENAL REPLACEMENT THERAPY

15

Engaging with Groups
Underrepresented in Research
Partner with community leader/champion

Consider providing relevant training to community members

Prioritize areas that are of primacy to stakeholders and communities
* Define how study will benefit patient/community

Maintain engagement after study close

Return of results in language and mode that is easy to comprehend

* Ensure equitable allocation of resources and credit
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Engaging with Groups

Underrepresented in Research

GIVES

Patient/Community

Researcher .

GETS

Treat participants as equals/as you would want to be treated
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Involve patient as partners in all
frequently

Develop. Design
study question study
Conduct study & Disseminate
Store data results*

early

Select

study
compensation

Implement
findings
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Cultivate the time and humility needed to establish
bi-directional relationships with
patients and community organizations

No “one size fits all” approach
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