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ABSTRACT: In 2014, Family Medicine for America’s Health (FMAHealth) be-
gan implementing a specialty-wide strategic plan. The FMAHealth Board of Di-
rectors created an Engagement Tactic Team and charged the team with two
major objectives: (1) to engage patients as partners in transforming primary
care, and (2) to strengthen working alliances with other primary care profes-
sions and key stakeholders to speak with a unified voice for primary care. The
team’s first objective sought to engage patients as partners to achieve the tri-
ple aim. The second objective required the team to explore how best to col-
laborate with others to align on core values of high-functioning primary care.

When it comes to realizing the promise of patient-centered care, as-
pirational strategic objectives are often easier to declare than to im-
plement. As the team grappled with its charge, it discovered that the
approach to achieving each objective became as important as the ac-
tions required to accomplish them. The team recognized the value of tak-
ing ample time to build an approach to delivering patient-centered care
that could be sustained and scaled over time to achieve the two objectives.

The team ultimately settled on three projects that leveraged collaborative
partnerships with organizations inside and outside the specialty to better un-
derstand and advance patient-centered care at three levels: practice transfor-
mation, organizational governance, and policy making.
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hen it comes to improving
delivery of patient-cen-
tered care and promoting

patient engagement, aspirational
strategic objectives are often easi-
er to declare than to implement. In-
deed, a key lesson learned by many
providers—particularly providers of
primary care—is the value of tak-
ing the time needed to build an
approach to delivering patient-cen-
tered care that can be sustained and
scaled over time.
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Early in its formation, the FMA-
Health Board recognized the impor-
tance of including a patient advocate
voice on the board to inform policy
decisions. The board thought that a
patient advocate would offer knowl-
edge and understanding in at least
two dimensions: (1) in engaging pa-
tients and patient advocacy organi-
zations, and (2) in representing a
wide variety of whole-person patient
experiences rather than a singular
disease focus. Inclusion of patients’

perspectives through the patient

advocate role was a central part of

the board’s commitment to learning
what it means to be patient-centered
and to make decisions accordingly.

In addition to adding a patient
representative to the board and in
pursuit of obtaining a greater un-
derstanding of how best to approach
transformation of primary care deliv-
ery to promote patient-centeredness,
the board also created and charged
an Engagement Tactic Team with
two primary objectives’:

1. To engage patients as partners
in transforming primary care
practices and the health care
system at large in order to en-
hance the patient experience,
improve community health, and
reduce costs; and

2. To strengthen working alliances
with other primary care profes-
sions and other stakeholders in
order help all speak with a uni-
fied voice for primary care.

Achieving one of these objectives
alone is an enormous task. Each re-
quires an understanding of the work
already taking place in order to build
on prior successes and to learn from
prior failures. Thus, the team’s first
objective sought to engage patients
as partners to achieve the triple aim
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with respect to primary care delivery.
The second objective required FMA-
Health to explore how best to collab-
orate with others who have a stake
in primary care in ways that create
one voice out of a cacophony of inter-
ests. In this context, how to approach
achieving each objective became as
important as the actions required to
accomplish them.

Methods

The board assembled a diverse team

to determine how best to approach

the objectives assigned to it, draw-
ing on the policy, organizational, re-
search, and practical knowledge and
experience of its team members. The
initial team included two practic-
ing family physicians, an academic
family physician with expertise in
patient engagement, a family phy-
sician researcher, a nurse practitio-
ner, a patient advocate, the leader of
an organization focused on patient-

centered care, and the executive di-

rector of a state academy of family

physicians.

As the team began its work, its
leader and members quickly realized
how difficult it would be to achieve
the objectives. Should the team focus
internally on family medicine com-
munity stakeholders or externally?
Was the team going to engage front-
line family physicians and patients
to help their practices become more
patient-centered? How could the
team make a tangible impact in a
relatively short period of time with
such ambitious objectives?

Out of these early conversations,
a set of criteria emerged by which
to determine a concrete focus for
the team. The team decided that the
projects they selected would need to:
e Be designed to spread in order

to achieve national impact over
time,

e Offer maximum leverage (ie, a
relatively small amount of effort
to yield large gains over time),

e  Exhibit a consistent and repli-
cable application of a patient-
centered framework,

e Lead to measurable outcomes,
and
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e Contribute to a solid founda-
tion on which others can contin-
ue the work after FMAHealth
winds down.

The team met monthly for a year,
wrestled with the differing perspec-
tives of its members, conducted ex-
ploratory research,*¢ and generated
several ideas. However, the team
ultimately realized that none of the
contemplated project ideas met the
above criteria.

Forced to start again from the be-
ginning, the team returned to key lit-
erature and began to closely consider
the patient and family engagement
framework laid out by Kristin Car-
man, et al, in Health Affairs.”

Carman, et al, use the Institute of
Medicine (now National Academy of
Science, Engineering, and Medicine
[NASEM]) definition of patient- and
family-centered care:

A partnership among practitio-
ners, patients, and their families
(when appropriate) to ensure that
decisions respect patients’ wants,
needs, and preferences and that pa-
tients have the education and sup-
port they need to make decisions
and participate in their own care.”

Carman and her team further de-
fine patient engagement as:

patients, families, their represen-
tatives, and health professionals
working in active partnership at
various levels across the health
care system— direct care, organiza-
tional design and governance, and
policy making—to improve health
and health care.™®

Close assessment of the Carman
framework helped to clarify for the
team the definition of patient-cen-
tered care and the central role that
patient engagement plays in design-
ing and delivering patient-centered
care. The team agreed with the core
premise of the framework: that all
three levels of patient engagement
are ideally needed to achieve patient-
centered care. In short, the frame-
work and its component definitions

aligned with how the team wished
to pursue achieving its assigned ob-
jectives.

As literature reviews established
that a great deal of work had al-
ready been underway to engage
patients at the direct care level (in-
cluding, but not limited to, shared
decision making, patient activation
tools, and other strategies) the team
decided to devote its focus to the sec-
ond and third levels of the Carman
framework, as referenced above.

The team hypothesized that prac-
tices including patients at levels two
and three (the organizational design
and governance and policy-making
levels) would be more difficult to
identify because it meant engaging
patients as partners in the design
and delivery of care. While patient
and family advisory councils (PFACs)
were spreading widely at the time,
they were often, in team members’
experiences, used primarily for ob-
taining feedback and not for inviting
input on how practices should trans-
form the design and delivery of care
(eg, changing the ways in which care
teams interact with and care for pa-
tients and families). Thus, the team
refocused its efforts on identifying
a small number of projects that (a)
aligned with the Carman framework,
and (b) met the aforementioned se-
lection criteria.

The Work and Its Outcomes

Using the Carman framework and

the selection criteria to screen and

select ideas, the team decided to pur-
sue three projects:

e Project #1: Engaging patients as
partners systemically in the de-
sign and delivery of care. This
project emphasized interview-
ing practices around the coun-
try that are currently engaging
patients in the design and de-
livery of care.

e  Project #2: Encouraging fam-
ily medicine organizations to
include a patient or public mem-
ber on their boards of directors.
This project focused on part-
nering with peer family medi-
cine organizations to encourage
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them to include a patient-cen-
tered voice on their boards of
directors.

e To promote greater patient en-
gagement at the policy-making
level, the team decided to launch
Project #3: the development of
a set of shared principles of pa-
tient-centered, team-based pri-
mary care in collaboration with
other organizations that have a
stake in the discipline.

Project #1: Engaging Patients as
Partners Systemically in the
Design and Delivery of Care

The team, in collaboration with the
University of California San Francis-
co (UCSF) Center for Excellence in
Primary Care, worked with primary
care practices around the country to
learn about how they meaningfully
engaged patients. After interviewing
almost 30 practices, the team identi-
fied a dozen that were systemically
engaging patients in the design and
delivery of care. These practices go
beyond asking patients for feedback

and invite them to help shape the
ways in which teams care for pa-
tients, from patient flow to clinician-
patient interactions, to codesigning
the values and culture of a prac-
tice. At the Gabriel Park practice in
Portland, Oregon, clinicians and pa-
tients work together to decide what
the practice culturally aspired to be
and the standards that the practice
would be accountable to. As Gabri-
el Park clinicians told the interview
team, engaging patients at the front
end instead of waiting until later is
more efficient and increases the like-
lihood of implementing patient-ori-
ented initiatives.

At the Urban Horizons Family
Health Center in South Bronx, New
York, peer educators are empowered
to build trust with patients in the
community and invite them to par-
ticipate in patient advisory boards
that tackle many important issues.
For example, one advisory board
worked on a quality improvement
project team to address the issue
of unrepressed HIV viral load and
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helped transform the scheduling sys-
tem from one based on staff avail-
ability to one focused on continuity.
The same group went on to change
the intake process for patients with
HIV to decrease stigma and increase
confidentiality. Collectively, the case
studies reveal that engaging patients
is not only a way to improve organi-
zations, but is also a better way to
meet the needs of the local commu-
nity. For more information and addi-
tional case studies, see Figure 1 and
visit: http:/cepc.ucsf.edu/patient-en-
gagement-case-studies.

The American Academy of Family
Physicians (AAFP) and the Ameri-
can College of Osteopathic Family
Physicians (ACOFP), in collaboration
with UCSF’s Center for Excellence in
Primary Care, will distribute these
case studies to share the many prac-
tical ideas they contain. Throughout
2019, UCSF will hold webinars and
present at conferences to discuss pa-
tient engagement and patient-cen-
tered care and how to implement the
case study strategies.

Figure 1: Map of Sample Case Studies of Primary Care Practices Engaging
Patients in Organizational Design and Governance
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Project #2: Encouraging

Family Medicine Organizations to
Include a Patient or Public
Member on Their Boards of
Directors

As part of the agreement to estab-
lish the FMAHealth, LLC, the board
was required to appoint a patient or
patient advocate member. Including
that perspective on the board helped
it learn a great deal about what it
means to be patient centered in its
deliberations and decisions. The
board’s experience is consistent with
research that demonstrates the val-
ue of patient engagement.>!!

The team posited that before it en-
couraged organizations outside fam-
ily medicine to include the voice of
patients and patient advocates in
their governance structures, it first
needed to gauge the readiness of the
leading family medicine organiza-
tions to set an example. The team
proposed that each of the eight na-
tional family medicine organizations
include a patient or a patient advo-
cate on its board—an individual who
could effectively bring an unfiltered
patient perspective to board deliber-
ations, a perspective not influenced
by medical training or deep knowl-
edge of health care systems and de-
livery.

When the team began its work
on this project, three family medi-
cine organizations already had at
least one patient or patient advo-
cate member on their boards: the
American Board of Family Medicine
(ABFM); the American Academy of
Family Physicians Foundation; and
the North American Primary Care
Research Group (NAPCRG). The
team’s first task was to learn from
their experience. In early 2016, the
team introduced a discussion about

the value of patients on boards at
a biannual gathering of leaders of
the eight family medicine organi-
zations. The team discovered a uni-
versal commitment to delivering
patient-centered care as a policy in-
tent but not necessarily a universal
commitment to inviting patients or
patient advocates onto their boards
of directors simply because some of
their peers had elected to do so and
found real value in the process. The
team and the board learned a great
deal from that first discussion and
those that followed. Some family
medicine organizations expressed
hesitancy, and their reasons are de-
tailed in Table 1.

Such concerns are genuine, im-
portant to address, and not unique
to family medicine. Over the ensu-
ing couple of years, the team met
with many of the organizations
that expressed initial reservations.
Two have developed approaches to
test the waters in ways that work
for them. The Society of Teachers
of Family Medicine (STFM), for ex-
ample, invited team members to its
board meeting in 2016 to discuss
the value of including a patient or
patient advocate on its board. The
discussion touched on many of the
concerns listed above. The STFM,
whose members are primarily those
who teach and train future family
physicians, determined that it was
not ready to appoint such a mem-
ber to its board. They decided, how-
ever, to recruit patients and patient
advocates to join STFM committees
where they could address issues
more directly related to patient-cen-
tered care.

The Association of Departments
of Family Medicine (ADFM) had
two major concerns about adding a

patient or patient advocate member
to its board: (1) how to determine
the value of patient engagement at
the governance level, and (2) how to
manage the expense of a new board
member over time. ADFM’s board
of directors asked the team to help
them address both.

Together the team and ADFM
created a two-year pilot designed to
mitigate their concerns.!? Building
upon lessons learned by ABFM and
NAPCRG, ADFM worked with the
team to outline responsibilities and
desired qualifications for a patient
or patient advocate member whom
ADFM believed could provide the
greatest insight. These qualifications
helped shape the role and target the
recruitment effort. Table 2 outlines
the ADFM’s responsibilities and the
qualifications of an ideal patient or
patient advocate candidate.

After a competitive search pro-
cess, ADFM appointed its new board
member in early 2018. Results of
ADFM'’s work with its public mem-
ber, as well as lessons learned, will
be shared with peer family medicine
organizations to continue to inform
their thought process.

Project #3: Developing a Set of
Shared Principles of Patient-
Centered, Team-Based Primary
Care

The specialty of family medicine can-
not change primary care policy and
practice alone. In collaboration with
partners in other clinical disciplines,
employers, social service organiza-
tions, insurers, and others, major
impact in primary care is achiev-
able. Taking a first step in this di-
rection, the team, in collaboration
with the Patient-Centered Primary
Care Collaborative (PCPCC), formed

Table 1: Concerns Expressed About the Value of Appointing a Patient or Patient
Advocate to Some Family Medicine Organization Boards of Directors

Patients lack training to be effective board members and may not understand the topics discussed.
Boards often handle confidential issues that are not intended to be shared with patients or the public.
Patient perspectives are not always relevant to a family medicine organization’s mission.

All board members are patients now and then, so that perspective is already represented.

More evidence is needed to show the impact of having patient or public members on boards.

Adding a patient or public member to a board will require additional funding.
The mission of the family medicine organization is not to serve patients directly; they are not the “customer.”
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Table 2: ADFM Board Responsibilities and Patient or Patient Advocate Member Qualifications

ADFM Board of Directors Responsibilities

Patient or Patient Advocate Board Member Candidate Qualifications

e Develop a clear role description
e Commit to ongoing evaluation and

were achieved

a 2-year pilot

the pilot period
e Share learnings with other family
medicine organizations

feedback to learn whether desired outcomes
e Make it clear when recruiting that this is
e Commit at the start to decide whether to

permanently continue to have a patient or
patient advocate board member by end of

such bodies

duties of the position

health equity

health system

e At least 5 years experience in a professional or volunteer role in a
health, education, consumer, community service, and/or policy field, with
a distinguished record of performance in this role(s)

e Experience participating on a decision-making body for an
organization, (eg, policy committee, task force, executive council, board
of directors); familiarity with group decision-making processes and
demonstrated ability to effectively collaborate with other members of

e No current financial relationship with a for-profit entity in the health
sector that might pose a conflict of interest
e Commitment to participate in required board meetings and fulfill the

e Advocacy skills; experience serving on the board of a nonprofit, a
university, or civic organization; experience promoting diversity and

e Familiarity with primary care, community health, and higher
education, particularly academic health centers

e Must embrace the ADFM vision, mission, and values and care deeply
about strengthening and enhancing the role of family medicine and the

a multistakeholder steering commit-
tee in 2016."® The team partnered
with the PCPCC because the orga-
nization counts among its members
over 1,000 organizations committed
to primary care, including patient
advocacy organizations, primary care
physician and nursing organizations,
behavioral health groups, employ-
ers, payers, and others. Collaborating
with the PCPCC helped ensure that
this effort to create shared principles
of patient-centered, team-based pri-
mary care would not be solely phy-
sician driven.

The committee began by research-
ing previous sets of shared princi-
ples, including the Joint Principles of
the Patient-Centered Medical Home,
the Starfield principles, and those
developed by the National Academy
of Medicine (NAM), the National
Partnership for Women and Fami-
lies, and the World Health Organi-
zation (WHO).1417

Building on that research, the
committee worked iteratively, seek-
ing continuous feedback on drafts of
the shared principles through public
surveys of the aforementioned stake-
holder groups. The committee then
convened a Shared Principles Sum-
mit in December, 2016 in Washing-
ton, DC, to review and improve the
draft principles. Representatives
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from over 100 organizations attend-
ed, including patients and patient
advocates. The result, a set of sev-
en shared principles (Figure 2), has
been signed onto and supported by
over 300 organizations to date.?

The team decided to engage as
many stakeholders as possible to
develop the shared principles to lay
the foundation on which those with
a stake in primary care can align
on critical issues facing the field in
the future. In November 2018, the
board collaborated with the PCPCC
to convene the first national work-
shop of state and national legislators
and policy makers, payers, employ-
ers, patients, and health care pro-
viders to create a 2-year action plan
for increasing investment in primary
care. The foundation has been laid.
It is now up to stakeholders to uti-
lize these shared principles in stra-
tegic ways.

Discussion and Conclusion

Key groundwork has been laid to
promote meaningful and effective
patient engagement at the organi-
zational design and governance and
policy-making levels. During this
specialty-wide strategic initiative,
the FMAHealth board and Engage-
ment Tactic Team accomplished the
following:

e The UCSF Center for Excellence

in Primary Care led the develop-
ment of case studies illustrating
how practices are systemically
engaging patients in the design
and delivery of care. These case
studies will be disseminated by
the American Academy of Fam-
ily Physicians and American
College of Osteopathic Family
Physicians. Increasing numbers
of practices nationwide are dis-
covering practical ways to en-
gage patients and learning that
doing so improves health out-
comes and patient satisfaction.

e As of June 2018, four of the eight

national family medicine organi-
zations have one or two patient
or patient advocate members
on their boards of directors,
and four do not. The STFM and
the ADFM are exploring this
idea by engaging public mem-
bers on various committees
and conducting a 2-year public
board member pilot, respectively.
What the ADFM learns during
its pilot will yield insight to in-
form this ongoing dialogue. For
the four organizations without
public members on their boards
of directors, their concerns are
important to acknowledge and
continue to address.
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Figure 2: Shared Principles of Primary Care Adopted in 2017
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e As of October 2018, more than
300 organizations have signed
on in support of the shared prin-
ciples. The PCPCC has made
these principles a central part
of its strategic plan and is tak-
ing a leadership role to increase
investment in primary care in
as many states as possible over
the next 2 years.

To truly advance this work and to
sustain and scale patient-centered
care and policies, much more time
than the duration of FMAHealth
is needed. The board and team be-
lieve that organizations with a vest-
ed interest in primary care should
take advantage of the opportuni-
ty to learn from practices that are
successfully engaging patients and
apply those lessons to enhance op-
erations and the patient experience;
to continue to explore whether in-
cluding patient or patient advocate
members in governance aligns with
organizational mission, vision, and
values; and to sign on to the shared
principles and utilize them to guide
strategic decisions and partnerships.
Together, in collaboration with key
stakeholders inside and outside of
family medicine, we can achieve the
two objectives originally envisioned
in the FMAHealth strategic plan.
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