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More than a nice idea
Engaging patients leads to betfter care
and better outcomes: Here's how

ou’d be hard-pressed to find sorneone who objects to the concept
Yof patient engagement. But putting the concept into practice has
proved surprisingly difficult.
“Strengthening patients and families as partners in their care is more than
just a good ideq,” says MaryBeth Kurland, chief executive officer of the
Commission for Case Manager Certification. It's a foundational principle.” “Strengthening patients
She points out that it's recognized by the Department of Health and and families as partners
Human Services as “a critical factor in achieving improvements in the in their care is more than
quality and safety of care.” The Joint Principles of the Patient-Centered , , ,
Medical Home cite patient engagement as a mark of quality. Just a good idea. If's a

foundational principle.”
And yet, true engagement happens only in a few exceptional organiza-

tions. For patient and family engagement to gain traction, it must be — MARYBETH KURLAND, CAE
integrated into an organization’s training and culture, and become an CEO, COMMISSION FOR
everyday part of care delivery. CASE MANAGER CERTIFICATION

And there’s the rub.

“"How do we convert it from aspirational aim to executable strategy?” asks
Sara Guastello, the director of knowledge management for Planetree
Infernational. “What will it fake fo create a health care culture of patient



and family engagement? We
know it takes more than the will to
engage patients and families.”

She identifies three things that
need to be in place to move
from aspiration to actuality:

1. A framework. One of the most
significant barriers to putting
the idea of patient engage-
ment into practice is a lack
of understanding of what it
would look like in practice, she
explains. That’s why there’s a
need for a framework.

2. Evidence.Many health care
professionals and organizo-
tfions—even patients—have
been skeptical about efforts
to more fully engage patients.
They may like the ided, but
they don’t have a reason to
stop doing business as usual.
But now, there’s a robust evi-
dence base that ties engage-
ment of patients and families
to measurable outcomes.

3. Actionable sirategies. Finally,
these approaches must be via-
ble in the real world, not just on

"The evidence shows us that
patient and family engage-
ment is good for patients
and family members, and it
yields better outcomes.”

— SARA GUASTELLO
DIRECTOR OF KNOWLEDGE
MANAGEMENT
PLANETREE

paper—so that when we apply
them in the field, they work.
“"We need field-tested practices
and approaches that truly
facilitate the shift from the
patients being passive recipi-
ents of care to becoming
active members of their own
care team,” says Guastello.
Strategies are also needed to
help staff members make the
shift, she adds.

Framework, evidence and action-
able strategies—that’s what
Planetree and the National Acad-
emy of Medicine (NAM, formerly,
the Institute of Medicine) address
in a recent discussion paper. It
introduces a logical framework for
creating a culture of patient and
family engagement, an annotated
bibliography of the supporting
research and real-life, evidence-
based actionable strategies.

The National Academy of
Medicine/Planetree paper—
Harnessing Evidence and
Experience to Chunge Culture: A
Guiding Framework for Patient and

Family Engaged Care—"represents,

in My opinion, a major step forward
in building the knowledge base
and strategy,” she says.

It also changes the very definition
of engagement. Back in 2001, it
involved building care dround the
patient, in consideration of the
patient’s needs:

“Patient centered cdre is fro-
viding care that is respectful
of and responsive fo individudl
pdatient preferences, heeds,
and values and ensuring that
pdtient values guide dll

clinical decisions.”—nstitute of
Medicine, Crossing the Quality
Chasm, 2001

That was a good start, Guastello
says.The NAM/Planetree paper
makes the definition more robust:

Patient and family engaged
care is care plahhed,
delivered, munaged, and
continuously improved in
active partnership with
pdtients and their families (or
cdre partners ds defined by
the pdutient) to ensure infegra-
tion of their hedlth and hedlth
cdre goudls, preferences, and
vdlues. It includes explicit and
pdrtnered determination of
gouls und care opftions, and it
requires ongoinyg ussessment
of the care match with
fdtient godls.

This, Guastello explains, represents
a move beyond discrete practices
to a more sustained, holistic
approach. The goal of the
framework team is to develop a
common understanding of the
essential elements for creating
and sustaining a patient- and
family-engaged culture.

See how the framework pulls it
together in Figure 1 (next page).

From evidence to action

“The evidence shows us that

patient and family engagement
is good for patients and family
members, and it yields better
outcomes,” Guastello says.

Among the evidence reported
in the paper: Engagement of a
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hospitalized patient’s family in

care activities and coordination
improves patient outcomes, includ-
ing better pain management,
improved sleep, increased health
literacy and improved health con-
fidence—plus smoother transitions
and fewer readmissions. 23

But what’s especially important,
say both Kurland and Guastello,

is that these aren’t just academic
or aspirational findings. They have
been road-tested in hospitals and
health systems around the country.

Now that patient and family
engagement are confirmed in
research and practice as the best
approach for better health and
better care, how do case manag-
ers make that happen? Guastello
points o several evidence-based*
opportunities.

Ask patients to identify a care
pariner. The very act of doing
this honors the role of the family
member or friend and allows
for greater collaboration. One
of the strategies the paper
explores is a formal care partner
program. That program formally
engages family caregivers as
members of the care team,
making them partners with the

1 Meyers TA, et al. Family presence during inva-
sive procedures. Am J Nurs. 2000;100(2):32-42.

2 Jabre Ret al. Family presence during cardio-
pulmonary resuscitation. N Engl J Med.
2013;368(11):1008-1018.

3 American Geriatrics Society. (2001). Guideline
for the prevention of falls in older persons.
Journal of the Americun Geriatrics Society, 49

4 Frampton SB, Guastello S, Hoy L, Naylor M,
Sheridan S, Johnston-Fleece M. Harhess-
ing Evidence und Experience to Change
Culture: A Guiding Framework for Putient
ahd Family Engaged Care. Discussion Paper.
National Academy of Medicine, 2016

When setting goals and developing care plans, ask patients

what matters most fo them. Most are mofivated by meaningful

goals rather than an abstract indicator. Case managers should

appeal to what truly motivates the client, whether it's running

a 5K or playing with grandchildren.

staff as part of the patient’s
support network. They are thus
involved in care planning, and
even provide hands-on care
where appropriate.

Although the paper looks at this
approach in terms of hospital-
ized patients, it needn’t be
limited to that, Guastello says.
The evidence, she says, should
change the question from

“"Why should we engage family

members?” to “Why wouldn’t
we engage family members?”

Engage in collaborative goal
setting. When sefting goals
and developing care plans, ask
patients what matters most to
them. Most are motivated by
meaningful goals rather than
an abstract indicator. Case
managers should appeal 1o
what truly motivates the client,
whether it’s running a 5K or
playing with grandchildren.

Related to this is shared
decision making, interacting
with patients who wish to be
involved in arriving at an
informed, values-based choice
among two or more medically
reasonable alternatives.

Use teach-back and reflective
listening. Teach-back is a

4

technigue for validating
patients’ comprehension of
the information you’ve just
conveyed. You simply ask the
patient to restate, in his or her
own words, what they heard
from you. In reflective listening,
you share your understanding of
what the client said. Using both
tfechniques together creates a
back-and-forth partnership.

Such an approach is especially
important when providing
support by phone, where there
are no non-verbal cues to follow.
Leave space for asking ques-
fions, and let patients know they
are expected to ask them.

It's a matter of changing your
language, Guastello explains.
Instead of "Do you have any
questions?” ask "“What questions
do you have for me?”

Support a shared medical
records policy. The evidence
supports allowing patients

to access their real-time, in-
progress personal health infor-
mation at the point of care—for
example, during a hospitaliza-
fion and/or treatment. It flips the
current paradigm and makes
limited access the exception
rather than the rule. Not only
does this approach improve
activation; it decreases



malpractice claims. Patients are
also more likely to recommend
a hospital that does this.®

Case managers can’t always
make this happen, but they
can facilitate change. To learn
how, read the March 2016
Commission issue brief, P is for
Portability: Want to engage
pdtients? Help them obtdin
their own hedlth data,

Planetree provides an array of
resources case managers can use

to better deploy these approaches.

(See sidebar for details.)

Although most of these practices
are probably easiest to use in the
in-patient or clinic setting, they can
be adapted, Guastello says. So, in
an emergent situation, you would

5 Harnessing Evidence und Experience to
Chunge Culture: A Guiding Framework for
Patient and Family Engaged Care. op. cit.

Plain language summaries written by patient and

explain what’s occurred, enlist

a family member if possible, and
provide the information the patient
needs fo move through the pro-
cess. At the bare minimum, she
says, “Don’t step away from the
patient, but engage the patient

in the moment.”

A call fo case managers

For case managers, says Kurland,
promoting patient and family
engagement is second nature.

"Case managers have a duty to

step up to support their clients.
And it’s our responsibility o honor
the wishes of patients, as well as
to invite their family or other care
partners to participate as impor-
tant members of the tfeam, too.”

To make this work, there must

be open, multi-directional com-
munication, says Guastello. One
of the NAM/Planetree findings is

that patients must be actively
ehcouraged to participate, and
told how they make a difference.

Kurland agrees, pointing out that
sometimes patients don’t always
understand their role. "We know
that patients and their family
members should be the drivers
when it comes to their own health
care. But chronic health issues or
an acute health crisis can put
patients in uncertain territory;
they may need gentle guidance
to remind them it’s their health,
their lifestyle and their priorities
that are most important.”

Case managers are ideally suited
to do just that. "It’'s the role of
case managers, providers and
health care organizations to help
clients regain that confidence

so they can become active
players on the health care team,”
Kurland says. |

Toolkits and assessments

family advisors:

M Harnessing Evidence and Experience to Change Culture—

Ideal for patients, families and laypeople to explain the
evidence and best practices Ideal to explain the evidence
and best practices to patients and families.

B An Invitation to Engage—A starting point to falk about
engagement directly with family members and patients.

Other materials to share:

M Questions fo Ask Your Hospital About Person-Centered Care

B Questions to Ask Your Doctor About Person-Centered Care

M Patient Preferences Passport—A user-friendly, pafient-
owned tool that consolidates important patient information.

m Shared Medical Record Quality Check—10-question assess-
ment tool designed to support organizations in assessing the
quality of their shared medical record policy and execution of
the practice. If also helps identify opportunities to strengthen
partnerships with patients and family members for better
engagement.

M Patient-Directed Visitation Quality Check—13-question
assessment tool for inpatient care organizations to assess
their patient-centered approach to visiting; it helps identify
opportunities around welcoming the presence of family, and
maximizing their potential as members of the care team.


https://nam.edu/wp-content/uploads/2017/01/Harnessing-Evidence-and-Experience-to-Change-Culture-A-Guiding-Framework-for-Patient-and-Family-Engaged-Care.pdf
http://planetree.org/invitation-to-engage-for-patients-and-families/
http://planetree.org/questions-to-ask-your-hospital-about-person-centered-care/
http://planetree.org/questions-to-ask-your-doctor-about-person-centered-care/
http://planetree.org/patient-preferences-passport/
http://planetree.org/shared-medical-record-quality-check/
http://planetree.org/patient-directed-visitation-quality-check/
http://planetree.org/resources/
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Sara Guastello is the director of knowledge manage-
ment for Planetree, a not-for-profit advocacy and
memibership organization. Planetree works with health
care provider organizations across the continuum

of care to implement comprehensive patient- and
person-centered models of care.

Guastello has developed a range of educational
and implementation resources to guide organizations
in their endeavors to deliver patient-centered care.
She oversees the Patient-Centered Hospital Designa-
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Desighing and Implementing Patient-Centered Care.,
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with the Board of Commissioners, building its corps of
volunteer and subject-matter experts who directly
support and evaluate certification and related
services. Prior to becoming CEQO, Kurland served
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including the Association of Medical Media, Office
Business Center Association International and the
League of Professional System Administrators.

She holds a bachelor of arts from the University

of Delaware and is a member of the Institute for
Credentialing Excellence, the American Society

of Association Executives, and the Mid-Atlantic
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