EVIDENCE & POTENTIAL

By Kristin L. Carman, Pam Dardess, Maureen Maurer, Shoshanna Sofaer, Karen Adams, Christine Bechtel,

and Jennifer Sweeney

Patient And Family Engagement:
A Framework For Understanding
The Elements And Developing
Interventions And Policies

ABSTRACT Patient and family engagement offers a promising pathway
toward better-quality health care, more-efficient care, and improved

population health. Since definitions

of patient engagement and

conceptions of how it works vary, we propose a framework. We first
present the forms engagement can take, ranging from consultation to
partnership. We discuss the levels at which patient engagement can occur
across the health care system, from the direct care setting to
incorporating patient engagement into organizational design,
governance, and policy making. We also discuss the factors that influence
whether and to what extent engagement occurs. We explore the
implications of our multidimensional framework for the development of
interventions and policies that support patient and family engagement,
and we offer a research agenda to investigate how such engagement leads

to improved outcomes.

atientengagementhas been called a

critical part of a continuously learn-

ing health system,' a necessary con-

dition for the redesign of the health

care system,” the “holy grail” of
health care,® and the next “blockbuster drug of
the century.”

But definitions of patient engagement and
conceptions of how it improves care vary consid-
erably. Angela Coulter’s well-known definition
focuses on the relationship between patients
and health care providers as they work together
to “promote and support active patient and pub-
lic involvement in health and healthcare and to
strengthen their influence on healthcare deci-
sions, at both the individual and collective
levels.”

A model of public engagement developed by
James Conway at the Institute for Healthcare
Improvement is organized around the settings
in which patient engagement occurs: during the
care experience, within the microsystem of the

clinic or ward, within the health care organiza-
tion, and within the larger community.® And the
Center for Advancing Health’s engagement
behavior framework focuses on behavior, defin-
ing engagement as “actions people take for their
health and to benefit from health care” and pro-
viding a list of patient-initiated engagement
actions.

Adding to the confusion, the term patient en-
gagement is also used synonymously with patient
activation and patient- and family-centered care.
Although the concepts are related, they are not
identical. Patient activation—an “individual’s
knowledge, skill, and confidence for managing
his/her own health and health care”*®*—is one
aspect of an individual’s capacity to engage in
that care. But this term does not address the
individual’s external context, nor does it focus
on behavior.

“Patient- and family-centered care” is a
broader term that conveys a vision for what
health care should be: “a partnership among
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practitioners, patients, and their families (when
appropriate) to ensure that decisions respect
patients’ wants, needs, and preferences and that
patients have the education and support they
need to make decisions and participate in their
own care.”*®?

We define patient and family engagement as pa-
tients, families, their representatives, and health
professionals working in active partnership at
various levels across the health care system—
direct care, organizational design and gover-
nance, and policy making—to improve health
and health care. Although we use the term pa-
tient engagement for simplicity’s sake, we recog-
nize that those who engage and are engaged
include patients, families, caregivers, and other
consumers and citizens.

Several circumstances encourage a growing
emphasis on patient engagement. First, work
related to patient- and family-centered care
and shared decision making both reflects and
accelerates the shifting roles of patients and fam-
ilies in health care as they become more active,
informed, and influential.>™

Second, a growing body of evidence suggests
that patient engagement canlead to better health
outcomes," contribute to improvements in qual-
ity and patient safety,"” and help control health
care costs.” Third, virtually every discussion
about the US health care system begins by noting
that spending is spiraling upward while quality
lags behind. In the search for solutions, gaining
ground is the belief that patients are at the core
of our system and, as such, are part of the
solution.™

In this article we propose a model of patient
engagement that presents the forms patient en-
gagement can take, from consultation to part-
nership and what we call shared leadership,
which includes decision-making authority. Our
model also examines the levels at which patient
engagement can occur throughout the health
care system, in direct care, organizational design
and governance, and policy making. We also ex-
amine the factors® that influence patients’ will-
ingness and ability to engage and the extent of
their engagement. The factors that influence the
ability of clinicians, health care organizations,
and policy makers to create opportunities for
engagement are also important, but considera-
tion of them is beyond the scope of this article.

We conclude by exploring the implications
of our multidimensional framework for the de-
velopment of interventions and policies that
support patient engagement. We also present a
research agenda to investigate the pathways by
which engagement leads to improved outcomes.

This framework was developed in conjunction
with patient and family representatives, re-
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flecting the principle of working with, rather
than doing “to” or “for” patients. We note that
our model is not a static one. The field of patient
engagement is nascent; as it evolves, so will our
model. But we hope that the framework in its
current form will help inform the development
of interventions and policies that support pa-
tient and family engagement.

As shown in Exhibit 1, our multidimensional
framework includes three critical aspects of pa-
tient engagement. First, engagement activities
range along a continuum,' from consultation
to partnership and shared leadership. Second,
engagement occurs at different levels: It is not
confined to individual health behavior or direct
care interactions; it also occurs in organizational
design and governance and in policy making.
Third, multiple factors affect the willingness
and ability of patients to engage.

The Continuum Of Engagement
Patient engagement can be characterized by how
much information flows between patient and
provider, how active a role the patient has in care
decisions, and how involved the patient or pa-
tient organization becomes in health organiza-
tion decisions and in policy making. At the con-
tinuum’s lower end, patients are involved but
have limited power or decision-making author-
ity. Providers, organizations, and systems define
their own agendas and then seek patients’ input.
Information flows to patients and then back to
the system.

At the continuum’s higher end, engagement is
characterized by shared power and responsibil-
ity, with patients being active partners in defin-
ing agendas and making decisions. Information
flows bidirectionally throughout the process of
engagement, and decision-making responsibil-
ity is shared.

Consider this example concerning patients’
electronic health records. At the consultation
end of the engagement continuum, clinicians
may use the records to provide information to
patients—such as printouts of lab results—but
patients cannot access the information directly.
At the midpoint of the continuum, involvement,
patients have direct access to their records, in-
cluding notes from clinicians and the health care
delivery system, but they cannot contribute or
correct information.

In contrast, at the partnership end of the con-
tinuum, patients have direct access to their re-
cords, are able to see notes from clinicians and
the system, and can add or edit information. The
record reflects the entire experience of care
from the perspectives of both the patient and
the clinicians, and care decisions can be made
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collaboratively, with all relevant information
included.

In describing patient engagement in terms of a
continuum, we are not suggesting that the goal is
always to move toward engagement at the higher
end of the continuum. Such engagement is not
necessarily better for every patient in every set-
ting. Clinicians, delivery systems, and policy
makers cannot assume that patients have certain
capabilities, interests, or goals, nor can they dic-
tate the pathway to achieving patients’ goals.
However, the range of opportunities along the
continuum is best determined based on the topic
at hand and defined and created with patients’
participation.

But even if greater engagement is not ideal for
all people in all situations, more and more pa-
tients will want—even demand—greater involve-
ment in care and policy decisions. With shared
power and responsibility comes the potential for
better, more patient-centered outcomes. For ex-
ample, recent work related to patients with car-
diac arrhythmia shows that patients who expe-
rienced shared decision making chose far less
invasive treatments compared to those who
did not."”

Engagement At Multiple Levels

DIRECT CARE At the level of direct care, engage-
ment integrates patients’ values, experiences,
and perspectives related to prevention, diagno-
sis, and treatment, including managing the pa-
tient’s health and selecting health care coverage
and providers. Although we refer to this level as
direct care, engagement here need not involve
interaction with clinicians. Patients may also en-
gage with arange of health-related resources and
groups to initiate or sustain personal health
practices—for instance, seeking information
about health conditions and treatments, partici-
pating in community-based self-management
support groups, or using ratings of provider
quality.

Patient engagement at this level ranges from a
patient’s simply receiving information to being
an active partner in the care team, setting goals,
making decisions, and proactively managing
his or her health. In engagement at the partner-
ship end of the continuum, patients communi-
cate with clinicians about their health situation,
understand the risks and benefits associated
with care choices, ask questions, and access
and help create their medical records.
Clinicians give patients timely, complete, and
understandable information; elicit patients’ val-
ues, beliefs, and risk tolerance regarding care
choices; give patients encouragement and sup-
port; and involve family and friends according

EXHIBIT 1

A Multidimensional Framework For Patient And Family Engagement In Health And Health

Care

Continuum of engagement

>

Levels of
engagement

Consultation Involvement

Patients receive Patients are

information asked about their
about a preferences in
diagnosis

Organization Hospital involves

surveys patients patients as
about their care advisers or
experiences advisory council
members
Public agency Patients'

recommendations
about research
priorities are
used by
public agency
to make funding
decisions

conducts
focus groups
with patients —}
to ask opinions
about a health
careissue

_’ treatment plan _’

Partnership and

shared leadership

Treatment
decisions are
made based on

patients’
preferences,
medical evidence,
and clinical
judgment

Patients co-lead
hospital safety
and quality
improvement
committees

Patients have equal
representation on
agency committee
that makes
decisions about
how to allocate
resources to
health programs

{

Factors influencing engagement:

e Patient (beliefs about patient role, health literacy, education)

e Organization (policies and practices, culture)
@ Society (social norms, regulations, policy)

source Authors’ analysis. NoTE Movement to the right on the continuum of engagement denotes

increasing patient participation and collaboration.

to the patient’s wishes.

For example, a patient with localized prostate
cancer might go online to look for evidence
about treatment options and associated clinical
and quality-of-life considerations. Next, the pa-
tient might discuss important considerations
with his physician and family. Then the patient,
family, and physician would work together to
develop and initiate a treatment approach that
considers the patient’s and family’s emotional
anxiety about cancer, treatment preferences
and goals, life circumstances, values, and risk
tolerance for adverse outcomes.

ORGANIZATIONAL DESIGN AND GOVERNANCE At
the level of organizational design and gover-
nance, engagement integrates patients’ values,
experiences, and perspectives into the design
and governance of health care organizations
such as hospitals, accountable care organiza-
tions, clinics, and nursing homes.*'® Patients
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partner with organizational leaders, front-line
managers, and clinicians to plan, deliver, and
evaluate care. Patients also help design health
care facilities; serve on hospitals’ patient and
family advisory councils; participate in the de-
sign and execution of quality improvement proj-
ects; and assist with staff hiring, training, and
development.”

At the partnership end of the continuum, pa-
tients help set agendas, determine priorities,
and share decision-making authority. Patients
are engaged early and meaningfully and are
nottoken or single representatives. For example,
atthe Dana-Farber Cancer Institute, patients and
family members have participated as decision-
making members in continuous quality improve-
ment teams, taken part in hiring decisions, and
developed and provided staff training.?

poLIcY MAKING At the policy-making level, en-
gagement focuses on developing, implementing,
and evaluating national, state, and local health
care policy and programs. Patients’ engagement
in policy, which is often described as “citizen” or
“public” engagement, helps ensure that the
health care system writ large is oriented around
and responsive to patients’ perspectives.

Patients collaborate with community leaders
and policy makers—for instance, representatives
from governments, health plans, and employ-
ers—to solve community and social problems,
shape health care policy, and set priorities for
the use of resources. Patients also participate in
health and clinical research. At this level, en-
gagement may include individual patients as well
as representatives of consumer organizations
who speak on behalf of a general constituency.

Ideally, at the partnership end of the con-
tinuum for this level, patients or their represent-
atives set priorities and make policy and pro-
gram decisions. However, it is still rare for
patients to have more than a token amount of
power and influence.

An example that moves toward this higher
level of partnership is the Health Information
Technology Policy Committee, established by
the American Recovery and Reinvestment Act
of 2009. This federal advisory committee desig-
nates three of its twenty seats for consumer
representatives to make recommendations on
policies that promote the adoption and “mean-
ingful use” of health information technology,
including its use to promote patient and family
engagement.

Factors That Influence Engagement

Numerous factors influence whether and to what
extent patients are able to engage at different
levels and at different points along the
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continuum. In our framework (Exhibit 1) we
have grouped these factors into three categories:
those related to patients, organizations, and so-
ciety. Each set of factors acts on its own and in
conjunction with the other sets to affect patients’
actions and engagement. The factors we include
in the framework and discuss here are illustra-
tive, not exhaustive.

THE PATIENT Individual factors that can affect
patients’ motivation, willingness, and ability to
engage within and across different levels include
patients’ knowledge, attitudes, and beliefs, such
as their beliefs about the patient role; their ex-
perience with the health care system; their self-
efficacy; and their functional capacity, such as
their health literacy, health status, and function-
ing.??? Vulnerable populations—for example,
people at low income levels, those who have lim-
ited English proficiency, and the elderly—may
face additional challenges, such as low health
literacy or cognitive decline, when trying to
engage.”>*

THE ORGANIZATION An organization’s charac-
teristics influence patients’ ability to engage in
it. Hospitals, physician practices, accountable
care organizations, governments, and other or-
ganizations can encourage patient engagement
by demonstrating that patients’ participation
and leadership are central to the achievement
of improvement goals®® and by responding pos-
itively to patients’ efforts. Organizational pol-
icies or practices also affect how easy it is for
patients to be active partners.”

Policies and practices that positively influence
patient engagement in direct care include open
family presence policies—that is, hospital poli-
cies that enable families to visit twenty-four
hours a day;* bedside rounding—that is, con-
ducting physician and interdisciplinary rounds
at the patient’s bedside;*” having nurses who are
coming on and going off duty give their change
of shift report at the patient’s bedside;*® patient-
centered discharge planning;* and electronic
health records that patients can access and edit.*
Organizational policies and practices can fur-
ther promote engagement by creating expec-
tations that patients will serve as advisers and
decision makers, including on quality improve-
ment teams, patient safety and error commit-
tees, and patient- and family-centered care
councils.

socleTy The third set of factors recognizes
that patients and organizations operate within
a broader social and political environment and
are influenced by social norms; purchasers’ reg-
ulations; and national, state, and local policies.
Social and community norms influence whether
patients view themselves as able to contribute to
improving their care, what organizations they
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interact with, and overall policy making.

Purchasers’ policies, reimbursement mecha-
nisms, and benefit designs—such as having
lower or no copayments for office visits to man-
age chronic conditions—can influence patients’
behavior in seeking health care and making de-
cisions about their care.* They can also indicate
to organizations where resources should be allo-
cated, such as to support patient engagement in
discharge planning.

Policy makers can also create mechanisms
by which patients can provide input and help
shape public policy, such as public deliberation,
town hall meetings, public hearings, or regula-
tory comment processes. Similarly, foundations,
nonprofit organizations, and government agen-
cies can create funding mechanisms requiring
and supporting patient participation in societal
decisions and priority setting.

In addition, legislative rules or regulations
may specifically spur patients’ participation in
health care. An example here is the mandate in
Massachusetts for hospitals to establish patient
and family advisory councils.*

Discussion

The framework for patient engagement that we
present highlights three main implications for
the development of interventions to promote
that engagement. First, the continuum of en-
gagement helps characterize the extent to which
patients are involved in decision making. If evi-
dence that outcomes are improved by greater
partnership continues to accumulate, then inter-
ventions should be designed to move patients to
increasingly shared power and responsibility at
each level.

Second, this framework underscores the pos-
sibility that a greater impact could be achieved by
implementing interventions across multiple lev-
els of engagement. For example, interventions
that increase engagement at the policy-making
level may increase engagement or improve out-
comes at the levels of direct care or organiza-
tional design and governance.

Third, interventions can be designed to ad-
dress the factors that influence patient engage-
ment. Interventions often focus on changing
patient factors, such as knowledge or motiva-
tion, without addressing organizational and
societal barriers to engagement. Although
highly motivated patients may become engaged
without clear opportunities and invitations, the
vast majority of patients will not.

Further research may show that interventions
targeting multiple factors or sets of factors si-
multaneously are more effective and have a big-
ger return on investment. For example, in the

Agency for Healthcare Research and Quality’s
current initiative to develop a guide to patient
and family engagement to improve hospital qual-
ity and safety, hospitals can support engagement
not only by educating patients about their role as
amember of the care team and in discharge plan-
ning, but also by moving nurse changes of shift
to the patient’s bedside, training clinicians to
support patient engagement, and partnering
with patients at the organizational level to plan,
deliver, and evaluate care.*

Framing The Research And Policy
Agenda

QUESTIONS FOR FUTURE RESEARCH Emerging
evidence suggests that engagement can be a
pathway toward achieving the goals of better
quality of care, greater cost efficiency, and im-
proved population health.'®%3435 However, we
need to build an evidence base of what works
and—just as important—what does not work in
achieving and sustaining productive patient en-
gagement. Our framework suggests the follow-
ing questions to be addressed in future research.

What factors, or combinations of factors, exert
the greatest influence on patient engagement?
What are the pathways by which they do this?

When developing interventions at one level,
such as direct care, what supports are needed
at the levels of organizational design and gover-
nance and of policy making to increase those
interventions’ effectiveness?

How do interventions at the policy-making
level affect engagement efforts and outcomes
at the other levels?

Do interventions in which patients share lead-
ership demonstrate better outcomes than those
in which patients are only consulted or involved?
If so, which interventions are most effective at
facilitating engagement at the continuum’s high-
est end?

What are the most effective methods for organ-
izations and policy makers to create oppor-
tunities for engagement? How can organizations
recruit patients to serve on governance commit-
tees? How are committee members’ roles and
responsibilities defined?

How can research findings be translated into
routine practice? How can we best support im-
plementation and structure interventions that
make the most of available resources?

MEASURES Tracking and monitoring progress
on engagement requires the use of parsimoni-
ous, robust measures to assess what works, how
it works, and—over time—whether engagement
efforts are improving outcomes. As a starting
point, existing measures should be examined
for their usefulness and how they might be
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applied.

For example, Judith Hibbard’s Patient
Activation Measure, which assesses a person’s
capacity for engagement, could help inform
interventions to encourage engagement at the
direct-care level.® Collecting patient-reported
outcomes, as the Consumer Assessment of
Healthcare Providers and Systems survey does,
can serve a dual role: both asking patients for
feedback and informing quality improvement
efforts.

Scarce resources and a desire to decrease the
burden of using measures may require balancing
the development of new patient engagement
measures against other pressing, but highly re-
lated, measure gaps such as care coordination
and affordability. However, the emerging evi-
dence linking patient engagement to improved
outcomes warrants heightened attention. A
process that involves multiple stakeholders—
including patients—could help prioritize gaps
and make recommendations throughout the
measure development life cycle: conceptualiz-
ing, testing, endorsing, implementing, and
evaluating a measure.

Conclusion

We are in the midst of an important and poten-
tially transformative shift related to patients’
roles in health care. The framework for patient
and family engagement that we present here
makes it clear that health care professionals at
all levels—clinicians, administrators, members

of professional societies, and researchers—as
well as policy makers play critical roles in part-
nering with patients and families and supporting
them in new roles. Examples across the country
show where engagement is taking place and
achieving results.

Yet engagement is not a quick fix. Many pa-
tients and clinicians are still operating in an
older paradigm of a paternalistic clinician and
system. Efforts need to be made not only to raise
patients’ awareness about the benefits of engage-
mentbut also to encourage and support patients’
increasing responsibility and leadership.

In addition, engagement initiatives often chal-
lenge the perceived needs, norms, and assump-
tions of health care professionals as they make
treatment recommendations amid a variety of
constraints, such as short patient visits, in-
creased complexity of diagnoses, and reim-
bursement policies; help manage a complex
and expensive health care system; and gener-
ate scientifically valid evidence for medical
interventions.

To move forward, health care organizations
and policy makers will need to embrace new
norms and make substantial changes in their
culture, processes, and structure. Moreover, if
we are to achieve the laudable goals outlined at
the beginning of this article, health care organ-
izations and policy makers cannot make changes
in isolation. The pathway to true engagement
involves working in partnership with patients
and families. m
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