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Scientific Advisory Panel on the Evidence
Base for Patient and Family Engaged Care

NAM SAP Goals

e Support NAM'’s aim to facilitate the advancement of patient and family
engaged care by building and disseminating the evidence base for the tools,
strategies, and culture required,

 |dentify research/researchers who can contribute to the evidence base for
this work,

* Develop a common understanding of essential elements for creating and
sustaining patient and family engaged culture,

e Establish a process for sharing and compiling existing and emerging
research in support of these essential elements.

www.planetree.org



Scientific Advisory Panel for Patient
and Family Engaged Care

Libby Hoy, PFCCpartners
Harlan M. Krumholz, MD, SM, Yale University

Laura McClelland, PhD, Virginia Commonwealth
University

Mary Naylor, PhD, FAAN, RN, University of

Jim Atty, Waverly Health Center
Bruce J. Avolio, PhD, University of Washington

Michael Barry, MD, Healthwise; Professor of
Medicine, part-time, Harvard Medical School

Julie Béliveau, MBA, DBA, Université de

Sherbrooke Pennsylvania School of Nursing

Sheila Bosch, PhD, LEED AP, EDAC, University of David P. Rakel, MD, University of New Mexico

Florida Helen Riess, MD, Harvard Medical School, Mass.
Eric A. Coleman, MD, MPH, University of Colorado General Hospital; Chief Scientist, Empathetics Inc.
Denver Ann-Marie Rosland, MD, MS, University of Michigan
Susan Frampton, PhD, Planetree -- CHAIR Medical School and Research Scientist, VA Center for

. . Clinical Management Research
Dominick Frosch, PhD, Palo Alto Medical

Foundation Research Institute Joel Seligman, Northern Westchester Hospital

Sue Sheridan, MBA, MIM, DHL, PCORI
Jean-Yves Simard, Université de Montréal

Sara Guastello, Planetree
Jill Harrison, PhD, Planetree

Judith Hibbard, DrPH, University of Oregon Tim Smith, MPH, Sharp Memorial Hospital
Susan Stone, PhD RN NEA-BC, Sharp Coronado

Hospital
Carol Wahl, RN, MSN, MBA, CHI Good Samaritan

www.planetree.org @

Mohammadreza Hojat, PhD, Thomas Jefferson
University



Deliverable #1: Guiding Framework for Patient and
Family Engaged Care

MONITORING DATA COLLECTION

ORGANIZATIONAL FOUNDATIONS STRATEGIC INPUTS PRACTICE OUTPUTS ENGAGEMENT OUTCOMES

Leadarship Structures Skill & Awarenass Better Engagemeant Better Decisions Bottar Culture

Levers for Change

Building

Practices Connections

INCREASING CO-CREATION

Leadership

= Commitment to change

* Leadership vision and behaviors aligned
with PFEC

» PFEC as strategic priority

Levers for Change

= Assessment of current state

= Change champions

= Industry, business, policy and payer
incentives for PFEC

Structures

= Shared governance

= Promoting transparency, visibility & inclusion
among personnel and patients/families

= Fostering dialogue between clinical
researchers and patients,/families

= Interdisciplinary and cross-sector teams

= Cross-continuum collaboration

= PFEC-aligned personnel management
practices

= Built envircnment that facilitates PFEC

Skills and Awareness Bullding

= Training to expand partnership capakbilities
of healthcare personnal and patients,families

= Development, sharing, translation of
research

Connectlons

= Connection of skill-building for
personnal and patients/families

= Experiential learning

= Connaction to purposa

Practices

= Promoting patient and family engagement
= Attending to the emaotional, social

and spiritual needs of patients/families
and personnel

» Engaging patients/families in research

activities

Better Experience Better Processas

CONTINUOUS FEEDBACK

Better Engagement

* Patient/family activation
= Increased family presance
= Increased feelings of autonomy

Better Decisions

= Improved health confidence
= Improved decision quality

Better Processes

* Improved care coordination
= Culture of safety

Better Experience

= Improved sleep

* Reduced stress

= Improved communication

= Decreased grievances and malpractios claims

NOTE: linear placement of each bucket is not meant to suggest order or hierarchy

Botter Health

Lower Costs Better Care

Better Culture

= loy in practice

= Increased compassion

= Improved staff experience
= Improved staff retention

» Reduced burnout/stress

Better Health

= Improved patient-defined outcomes
= Increased patient self-rnanagemeant
= Improved quality of life
* Reduced illness burden

Better Care

= Care plans match patient goals

= Improved symptom rmanagement
= Improved safety

= Improved transitions

» Decreased readmissions

= Improved patient experience

Lower Costs

= Decreased utilization and length of stay
= Improved efficiency

= Lower healthcare costs

= Batter value for patients and families



From High Level

Broad overview of the framework with core elements of each
transformational stage delineated

MONITORING DATA COLLECTION
ORGANIZATIONAL FOUNDATIONS STRATEGIC INPUTS PRACTICE OUTPUTS ENGAGEMENT OUTCOMES
INCREASING CO-CREATION CONTINUOUS FEEDBACK

Delineation of core elements of each transformational stage

MONITORING DATA COLLECTION
— —
Leadership Structures smglm’n':“'“ Better Engagement Better Decisions Better Culture Better Health
Levers for Change Practices Connections Better Experience Bottor Procosses Lower Costs Botter Care
INCREASING CO-CREATION CONTINUOUS FEEDBACK



To a more detailed implementation
plan

Leadership

= Commitment to change

= Leadership vision and behaviors aligned
with PFEC

= PFEC as strategic priority

Levers for Change

= Assessment of current state

s Change champions

= Industry, business, policy and payer
incentives for PFEC

Structures

= Shared governance

= Promoting transparency, visibility & inclusion
among personnel and patients,/families

= Fostering dialogue between clinical
researchars and patients/families

= Interdisciplinary and cross-sector teams

= Cross-continuum collaboration

= PFEC-aligned personnel managemant
practices

= Built environmeant that facilitates PFEC

Skills and Awareness Bullding

= Training to expand partnership capabilities
of healthcare personnel and patiants/families

= Developrment, sharing, translation of
research

Connections

= Connection of skill-building for
personnel and patients,/families

= Experiential learning

= Connection to purposa

Practices

= Promoting patient and family engagement

= Attending to the emotional, social
and spiritual needs of patients/families
and personnal

» Engaging patients/families in research
activities

Better Engagement

» Patient/family activation
= Increased family presence
= Increased fealings of autonormy

Better Decisions

= Improved health confidence
= Improved decision quality

= Improved care coordination
= Culture of safety

Better Experience

= Improved sleep

» Reduced strass

= Improved communication

= Decreased grievances and malpractica claims

Better Culture

= Joy in practice

= Increased compassion

= Improved staff experience
= Improved staff retention

» Reduced burnout/stress

Better Health

= Improved patient-defined outcomes
= Increased patient self-rnanagemeant
= Improved quality of life
» Reducad illness burden

Better Care

= Cara plans match patient goals

= Improved symptom management
= Improved safety

= Improved transitions

= Decreased readmissions

= Improved patient experiance

Lower Costs

= Decreased utilization and length of stay
= Improved efficiancy

= Lower healthcare costs

= Better value for patients and families

NOTE: linear placement of each bucket is mot meant to suggest order or hierarchy
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Deliverable #2: NAM Perspectives
discussion paper and supporting literature
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Opportunities

Widely accepted definition of Patient/Family Engagement remains fairly
narrow

Limitations of traditional scales for rating the quality of research

* Opportunity to elevate the credibility of experience-based research
closely aligned with the priorities and experiences of patients/families

Need for greater inclusion and proactive engagement of underserved,
“hard-to-reach,” and “complex” patients and their caregivers

Need for further exploration of opportunities to strengthen and expand the
evidence-base focused on:

* Effectiveness of training to expand partnership capabilities of patients
and families

* Effectiveness of patient engagement in large-scale healthcare quality
improvement efforts, i.e. relationships between outcomes and degree
of co-design

* Extent to which experiential learning creates sustained changes in
behavior of healthcare team members
www.planetree.org @



