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BACKGROUND AND OBIJECTIVES: Collaborating with patients,
families, and communities is a core principle of family medicine.
However, the health care system in the United States has grown
increasingly complex, fragmented, and difficult to navigate. This
system, focused on disease-specific care delivered by specialists,
often treats patients as the objects of care rather than as part-
ners in care. Family Medicine for America’s Health (FMAHealth)
offers an opportunity to challenge the status quo in collaborative
care through enhanced patient outreach and community engage-
ment. With a central focus on improving health and achieving
the Triple Aim, the FMAHealth initiative recognizes that successful
transformation of the US health care system requires collabora-
tive partnerships between clinicians, patients, families, and com-
munities. Patient and population-level outcomes can be improved
through shared decision making; application of new technology;
and authentic partnerships with patient, families, and communi-
ties. Broader collaboration in practice transformation, research,
and policymaking can lead to identification of common goals and
mutually embraced transformation. The discipline of family medi-
cine aspires to encourage patients, families, and communities to
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he health care system in the
TUnited States ranks lowest

among other industrialized na-
tions despite the highest per capita
expenditures.! Improving the health
care system requires balancing the
interests of patients, providers, and
payers in order to achieve the Triple
Aim of better health, better health
care, and lower costs.? In pursuit of
the Triple Aim, Family Medicine for
America’s Health (FMAHealth) is
dedicated to transforming the fam-
ily medicine discipline through re-
formed payment policies, work force
development and education, adop-
tion of ever-evolving technologies,
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demand change as consumers, as citizens, and as voters.

and practice improvement including
the patient-centered medical home
(PCMH). FMAHealth acknowledges
that truly transformative changes
in the health care system can only
occur if patients, families, and com-
munities are embraced as partners
and collaborators in care.

The discipline of family medicine
is uniquely positioned to provide
leadership for this transformation
because of its commitment to care
for families over the lifespan pro-
viding support as they navigate
the broader health care system
and tap into community-based re-
sources. These trusted long-term

relationships serve as a foundation
for partnerships that inform and mo-
bilize health care improvement and
transformation. Indeed, collaborat-
ing with patients, families, and com-
munities is a core principle of family
medicine. The very origins of the dis-
cipline, the 1967 Folsom Report? de-
scribes the need for a “community of
solution” to meet health challenges.
One of the tasks put before the Fol-
som Group was to propose a more
comprehensive means of providing
health care. The Folsom Group en-
visioned a problem and its solution
existing within a unique geographic,
social, and political context and not-
ed that the work of defining prob-
lems and finding solutions requires
coordination, communication, and,
fundamentally, collaboration within
the community.

However, in the ensuing decades
since the Folsom Report, the health
care system in the United States
has drifted far from “communities
of solution™ and grown increasingly
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complex, fragmented, and difficult to
navigate.® In general, it has evolved
into a bureaucratic orthodoxy with
an expert-driven model of care that
is focused on illness and delivered
largely through episodic visits in
outpatient practices and hospital
settings.® Supported by profession-
al authority and narrow definitions
of health and health care, this sys-
tem sees patients as receivers of care
rather than as essential partners.”
This paradigm limits active partner-
ships with all patients and families
and is especially limiting for those
with little or no capacity to make
their own choices such as children.’
Particularly at risk are populations
that already face challenges due
to limited health literacy, low self-
efficacy, challenges with English pro-
ficiency, or those confronted with fi-
nancial, social/political, or geographic
barriers to care.’'?

Despite the challenging structure
of the health care system, it is in-
creasingly evident that patient, fam-
ily, and community partnerships are
critical elements in improving and
managing the health of individuals
and populations. In their 2001 re-
port, Crossing the Quality Chasm,
the Institute of Medicine under-
scored the importance of system
change that included engaging the
patient as a primary source of con-
trol over their own health care.”
More recently, Carman and col-
leagues proposed a framework for
examining patient and family en-
gagement,'* which views engagement
as a continuum from consultation to
full collaborative partnership. Pa-
tients who are empowered to active-
ly participate in the process of their
own care have better outcomes.*1¢
Patients with chronic conditions
particularly benefit due to greater
treatment adherence, self-care, and
scheduling of appropriate follow-up
care.!”!® There is also increasing ev-
idence that the PCMH offers great
promise for improving patient and
community engagement. However,
while the PCMH model has spurred
advanced practice transformations in
some settings over the decade since
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it was proposed as part of the Future
of Family Medicine initiative,'® pa-
tient, family, and community engage-
ment in the processes of care have
generally been minimal.?’ There
have been some inroads with pa-
tient advisory councils, shared deci-
sion making, and community-health
system partnerships, but these have
been exceptions and exemplars, rath-
er than widely accessible standards
of care.

There are many reasons for this
limited progress. For example, even
with increased focus on patient en-
gagement in decision making, it is
difficult for patients and families
to make informed decisions about
their care as they rarely have ac-
cess to understandable and compa-
rable data, health care records are
often difficult to access and interpret,
and the medical literature is both
vast and ever-expanding. There are
also few incentives for providers and
health systems to invest in meaning-
ful patient engagement that would
accelerate transformation efforts.

The FMAHealth initiative offers
an opportunity to realize the poten-
tial and the power of effective, proac-
tive patient, family, and community
partnerships. This initiative is an
opportunity to push engagement
from consultation toward partner-
ship at the level of the encounter, as
well as the design of care and policy.
FMAHealth also provides the oppor-
tunity to expand the focus of engage-
ment from the patient outward to
the family and the community. Core
campaign elements include Patient
Engagement to increase collabora-
tion between patients and providers
as well as Community Engagement
to identify strategies to transform
primary care. This paper describes
the current state and future vision
of key initiatives in patient and com-
munity collaboration: shared decision
making; patient, family, and commu-
nity health education; technology;
practice transformation; research;
and policy. We seek to provide a vi-
sion and call to action to go beyond
talking about engagement as a buzz-
word, moving toward meaningful
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partnerships with patients, fami-
lies, and communities. To this end,
several areas of engagement can be
considered:

Shared Decision Making
Shared decision making is a key
component of patient and family en-
gagement and is critical to the FMA-
Health objective of ensuring personal
relationships between clinicians and
patients and families. Such a per-
sonal relationship has always been
a core attribute of both family med-
icine and the PCMH model. Built
upon mutual respect and trust, these
partnerships require two-way com-
munication resulting in decisions
made with patients as opposed to
decisions made for patients. In the
framework suggested by Carman
and colleagues,!® shared decision
making requires not only sufficient
knowledge of the medical condition
or procedure but also an understand-
ing of the context, values and beliefs,
and goals and preferences of the pa-
tient, their family, and community.

Shared decision making in the
literature often focuses on a spe-
cific disease such as cardiovascu-
lar disease or chronic obstructive
pulmonary disease (COPD) and
generally incorporates condition-
specific decision aids to facilitate dis-
cussion.?"?® These complex patients
often rely on their families, com-
munities, and other supports to fa-
cilitate daily activities and disease
management decisions. Disease-
specific outcomes, such as change in
expiratory volume for a patient with
COPD, may not be meaningful to the
patient directly. The patient and
family may have greater interest in
improving independent functioning,
pursuing activities, increasing self-
care, or deciding where or when they
will accept interventions.

It is also important to under-
stand the extent to which patients
and families want to be involved in
medical decisions and when. While
higher educational attainment or in-
creased health literacy is associated
with enthusiasm for involvement,?%
interest in involvement appears to
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vary widely by patient character-
istics and circumstances.? For ex-
ample, patients who are interested
in discussing weight loss strategies
may not be interested in debating
treatments for acute asthma events.
However, in complex treatment dis-
cussions the use of decision aids has
shown consistent effectiveness in in-
creasing patient involvement.?’

What is missing from our health
care system is a comprehensive ap-
proach for decision making that em-
braces the patient and family at all
stages of health. Optimally, the pro-
cess brings together the needs and
values of all involved or affected by
the decision. Such broad involve-
ment may seem difficult or imprac-
tical, but understanding the context
in greater detail can better inform
the decision. Engaging patients and
families at the point of care can be a
pivotal part of this process, enabling
capture of patient information that
is important but not necessarily dis-
ease related, such as caregiver con-
tacts, social background, values,
and beliefs. Critical to this process
is redirecting the decision dialogue
toward eliciting the patient’s and
family’s goals and preferences be-
yond the context of a specific illness
or injury.

In ambulatory practices, patients
and families can be offered the op-
portunity to communicate their pri-
orities for a clinic visit, thus creating
an opportunity for partnership. At
the Humboldt Open Door Clinic in
California, patient and family ad-
visors designed a form to help pa-
tients organize their thoughts before
a clinic visit. In hospital settings,
daily rounds are often the time care
planning decisions are made.?® At
The Christ Hospital in Cincinnati,
OH, the Patient and Family Advi-
sory Council partnered with a fam-
ily medicine geriatrician and guided
the development and evaluation
of an Acute Care for the Elderly
(ACE) unit and the implementation
and evaluation of family-centered
rounds.? Policies and practices of the
unit and the approach to teaching
rounds are modeled on partnerships
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and encourage the participation of
patients and families in decision
making.

An unintended result of increased
shared decision making is the poten-
tial for increased burden placed on
the clinician with limited time. In-
deed, the clinician’s perception of
time pressure is often a barrier to
shared decision making.?*3! Such
a concern is understandable given
the emphasis that the current health
care system places on short encoun-
ters and increased relative value
units (RVUs).

In contrast, an emerging model
of primary care—Direct Primary
Care (DPC)—has the potential to in-
crease patient engagement and im-
prove shared decision making while
avoiding the time constraints found
in traditional delivery systems. By-
passing third party payment sys-
tems, DPC directly contracts with
patients, often resulting in smaller
patient panels and more time avail-
able to discuss treatment options.

Patient, Family, and
Community Health Education
Health education can enhance pa-
tient, family, and community engage-
ment by increasing understanding of
conditions and treatments and can
contribute to reductions in health
disparities, a core strategy of FMA-
Health. The point of care, when
caregivers, patients, and sometimes
family caregivers meet, offers an
opportunity to share useful educa-
tional information with patients and
families in both static and dynam-
ic ways. Commonly, printed materi-
als serve the function of providing
patients and families with informa-
tion—general or condition-specific—
that is designed to be accessible to a
broad range of readers. Interactions
with clinic staff offer opportunities
to clarify or complement static infor-
mation, and the clinician encounter
provides an opportunity to transform
the information into usable knowl-
edge relevant to the patient and fam-
ily. During this process the patient
and family must be encouraged to
ask questions and express confusion

or lack of understanding. Incumbent
upon the provider is the guarantee
that transformation occurs. Only
through a dynamic exchange be-
tween all parties can comprehen-
sion be assured.

Group visits are another opportu-
nity for useful information sharing
between patients and families in a
peer-support process. Group visits of-
fer the opportunity for dynamic in-
teraction and discussion with others
who may share similar conditions
and with the care team. These vis-
its can also be a time-efficient way
for clinicians and other staff to share
more in-depth information, stories,
and care plans with patients and
families and to elicit insights from
the group.

Events outside of the clinic setting
offer clinicians the opportunity to un-
derstand the needs and health of the
communities within which they prac-
tice and serve as forums for patient,
family, and community education.
Through such events, both public
health needs and health care deliv-
ery can be evaluated and addressed
in the manner of community-orient-
ed primary care, which emphasizes
health promotion and prevention.????
Community venues such as schools,
colleges, health fairs, and other com-
munity events provide settings ac-
cessible to broad audiences. In such
an environment, clinicians can gain
insight into patients’ or families’
perspectives about health-promot-
ing activities or their experiences liv-
ing with a chronic condition. While
questions and comments in such set-
tings can lead to dialogue, it can be
difficult to address the concerns of
all participants.

Focus groups, study groups, or
support groups and patient and fam-
ily advisory councils—patient and
family advisors serving on quality
improvement committees—can lead
to productive conversations even
among and between groups with
very different opinions.?** Patient
and family advisory councils can also
participate in the design of health
care delivery.®® Such councils provide
the opportunity for direct feedback
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from patients, families, and commu-
nities, encourage dialogue between
providers and patients, promote
greater understanding of commu-
nity context, and foster collabora-
tion with the community. Whether
in large public forums or smaller
groups, sufficient time must be al-
lowed for adequate communication
of information.

The broad availability of electron-
ic media also provides a means of
reaching many patients, whether by
text, email, web sites, or insertion of
health messages such as public ser-
vice announcements into popular en-
tertainment. Web sites can behave
like large public forums, extending
the broadcast range of broad content
that can be drilled into by interested
parties.?® One obvious benefit of elec-
tronic and on-line platforms is the
connection of individuals or groups
that share common concerns de-
spite relative remoteness. One chal-
lenge faced by web-based systems is
getting the right traffic to the right
page. The vast sea of information
can make it difficult for a message
to reach its intended audience and
vice versa.

Additionally, the availability of
disparate sources of information can
create confusion as to the validity
of the content. Even trusted sourc-
es can contribute to confusion when
different professional organizations
publish material that is contradicto-
ry or inconsistent. For example, the
guidelines on mammography screen-
ing from the US Preventive Services
Task Force®” differ somewhat from
those of the American Cancer So-
ciety.?® A critical patient-centered
activity for clinicians is to provide
expert opinion on matters of contro-
versy and help the patient interpret
conflicting information from trusted
sources.

Education efforts to improve the
knowledge and skills for developing
effective partnerships must also be
incorporated into faculty develop-
ment and in the training of physi-
cians and inter-professional teams.?
Students in health professions and
residents should be prepared to
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enter into partnerships with their
patients, families, and communities
and must be supplied with the tools
to do so. The development of these
tools should incorporate stakehold-
er input from the beginning to as-
sure adequate coverage of concepts
and concerns.

Technology
Another core strategy of the FMA-
Health initiative is improved patient,
family, and community engagement
through incorporation of available
technology beyond didactic informa-
tion distribution. Directed forms of
information exchange such as email
and telemedicine consultation have
great potential to enhance patient,
family, and community engagement.
Specific questions can be addressed,
issues clarified, and engagement en-
couraged in a timely fashion, with-
out a trip to the clinic. In addition,
directly disseminating information
through voice and text messages can
lead to improvements in processes
of care, positive behavioral changes,
greater disease management, and
enhanced quality of life.** Similarly,
direct communication through secure
email exchanges has been associated
with improved effectiveness of care.*!
Access to medical records via pa-
tient portals can keep patients and
families informed and can be linked
to resources for clarification. These
portals can provide easy-to-navigate
access to comprehensible patient
data in their own language. Access
to electronic health records and the
ability to connect with care providers
can also result in reductions in office
visits and phone calls to providers.*
It is important to note that the im-
pact of patient portals on outcomes
may be dependent on the patient’s
or family’s health literacy, education,
and technological prowess.** More-
over, patient engagement through
use of electronic health records can
go beyond one-way transmissions of
information. It may be reasonable for
patients and their representatives to
have the opportunity to add notes to
their records and have a process to
correct errors.*
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Other delivery systems such as
social networks can further encour-
age engagement through direct cam-
paigns addressing specific health
concerns. Social networks can facili-
tate rapid dissemination of health
information and increase social
support and self-empowerment.*5-5°
There is some indication that social
media can be effectively deployed
to assist in improving health be-
haviors.’! Such exchanges may also
facilitate improved disease self-
management.??

Patient, family, and community
engagement can also be enhanced
through the incorporation of big
data. In this context big data does
not refer to the analysis of extract-
ed data from large data warehouses
such as Medicare claims. Rather, it
refers to the manipulation and use
of information from multiple sources,
individuals, and groups with the aim
of improving health care. Such data
could include information regarding
health care utilization, transporta-
tion, the built environment, and re-
source availability at the population
level combined in real time with in-
dividual level data such as heart
rate, blood pressure, hemoglobin Alc,
and other markers of health. This
kind of combined big data, presented
in useful ways, can provide immedi-
ate feedback to patients regarding
their health, environment, and their
interaction. Communities can also
use big data to become learning sys-
tems for health.?

Partnering With Patients

and Families in Practice and
System Transformation
Achieving the Triple Aim goal of a
better health care experience re-
quires practice and system trans-
formation. Supported by the core
strategies of FMAHealth, lasting
transformation requires engaging
patients and families in practice
and system redesign from the begin-
ning stages and at high levels, such
as executive committees, to ensure
the commonality and acceptance of
goals and processes, as well as met-
rics for evaluating success. Early
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and sustained relationships estab-
lish trust and credibility,>*%® impor-
tant contributors to the transactional
costs of goal attainment.?**8 Without
high levels of trust, lasting improve-
ment will be elusive. The inclusion of
patient and consumer stakeholder
groups in the process is beneficial
in establishing priorities and rec-
ommendations,?*! and the early in-
volvement of patients and families
helps align common goals. Unfortu-
nately, it is difficult to measure the
extent to which stakeholders—pa-
tients, families, and communities —
are actually involved and their input
used.®6263 In this regard, it is impor-
tant for the process to be well docu-
mented and transparent to prevent
relationships from becoming purely
transactional and to avoid the “in-
clusion of the patient and family”—
another box to check. Following this
approach, Maine Quality Counts
supported primary care practices
across the state of Maine in prac-
tice transformation and provided
resources and support for the in-
volvement of patients and family
advisors from the beginning of the
initiative.®* Patients, families, and
communities can also be engaged
in determining and prioritizing the
needs and payer coverage of local
Sewices.59-61,65-68

Research

Research, including needs assess-
ment and achievement evaluation,
is an ongoing process and is critical
to the FMAHealth goal of continued
evolution of the PCMH. Engaging
patients and families in research
activities makes the results more
relevant to local needs. Commu-
nity-based participatory research
(CBPR), action research, practice-
based research, and user-centered
design are examples of scientific
fields that use many techniques to
incorporate the research subjects
into the science and is cognizant of
context.%"7 Examples of this par-
ticipatory approach include the Pa-
tient Centered Outcomes Research
Institute, which involves patients,
providers, researchers, and policy
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makers in identifying priority re-
search areas, as well as reviewing
and awarding research funding.”™
Another example is the Colorado
Clinical and Translational Sciences
Institute, which employed a partici-
patory process to engage local com-
munities in research. A Community
Advisory Council participated in all
aspects of the research process, in-
cluding research ideas, funding re-
quests, research design, quantitative
and qualitative analysis, interpreta-
tion of results, and dissemination of
findings.”™

Policy

Patients, families, and communities
also have the opportunity to engage
in health care transformation at the
policy level. To some extent, such in-
volvement is invited by policy mak-
ers and the policy process through
public comment and is somewhat en-
trenched due to the long history of
open democratic process.®® However,
in order to ensure that patient and
family priorities with respect to prac-
tice transformation are reflected at
community, state, and federal policy
levels, it is important that consum-
ers make their voice heard as a po-
litical constituency. Activities include
local canvassing and lobbying efforts
as well as supporting the election of
candidates at all levels of governance
who advocate the goals outlined by
FMAHealth.

Engagement at the policy level
can be seen in CareOregon, a Med-
icaid managed care organization,
which works closely with its mem-
ber advisors to make policy chang-
es within their organization and to
influence statewide policy reforms,*
including a change in dental cover-
age in Medicaid plans.®! Through
conversations with the Oregon leg-
islature, CareOregon influenced the
establishment of Community Advi-
sory Councils and the mandate to
include Medicaid beneficiaries in
the creation and ongoing operations
of Coordinated Care Organizations.
In addition, a CareOregon advisor
serves on the Medicaid Advisory

Committee that makes health care
policy recommendations.®?

The FMAHealth campaign high-
lights the role of family medicine in
meeting the challenge of the Tri-
ple Aim. FMAHealth engages local
stakeholders to showcase collabora-
tions that have been effective and to
explore strategies to expand prima-
ry care and promote health through
partnerships.

Call to Action

The complexity and scale of the
health care system in the United
States has resulted in fragmented,
expensive, and often ineffective care.”
Patients, families, and communities
have become de-personified commod-
ities, caught in a tug-of-war between
providers and payers. The failings
of the current system have prompt-
ed repeated calls for transformation,
urging a re-focus on the primacy of
the patient in patient care.”'%!* Un-
fortunately, the inertia of the cur-
rent system has left it with limited
adaptive agility, limiting its ability to
respond to patient, family, and com-
munity needs.

In other industries, lack of respon-
siveness to the needs and values of
customers has had disastrous re-
sults. For most of the 20th century,
Eastman Kodak and Sears Roebuck
and Company were pioneers, innova-
tors, market leaders, and style mak-
ers. Eastman Kodak invented the
digital camera in the 1970s but failed
to recognize the value of digital im-
ages to consumers and embrace this
disruptive technology.®® Sears Roe-
buck and Company, once the larg-
est retailer in the United States, did
not respond to the shifting needs and
demographics of consumers by alter-
ing its business model and building
on its strengths.?* Both companies
failed to adapt to consumers’ chang-
ing needs by providing products and
services accordingly and now seem
destined to be footnotes in history.

Despite immense inertia, the
health care system in the United
States can transform and deliv-
er the Triple Aim of better health,
better health care experiences, and
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lower costs. Achieving these goals re-
quires the discipline of family medi-
cine to prioritize patient, family, and
community engagement across the
engagement continuum from con-
sultation to partnership and shared
leadership at the direct care, or-
ganizational, and policy level. The
list of opportunities for enhancing
engagement is ever growing and
includes increased use of shared de-
cision making; patient, family, and
community education and outreach;
adoption of emerging and maturing
technologies; and patient and fami-
ly involvement in research, practice
transformation, and policy change.
While the starting point and fo-
cus area will vary across practices,
change must begin with a great-
er understanding of patient, fami-
ly, and community expectations of
family medicine as well as their per-
ceptions of what family medicine is
promising as a discipline.

FMAHealth provides an oppor-
tunity to articulate and implement
mechanisms for sustained patient
and family voices in health care de-
livery, health policy, and politics. As
a discipline, family medicine must
encourage patients, families, and
communities to demand change as
consumers, as citizens, and as vot-
ers by fully partnering with them
to accelerate transformation. Ongo-
ing and sustained partnerships are
central to the ability of family med-
icine to address the Triple Aim, as
well as our likelihood to exist and
thrive in the changing health care
arena. We must, as a discipline, act
in concert and in full collaboration
with patients, families, and commu-
nities as if the future of health and
wellness of the American people de-
pends upon it. This call to action for
partnering with patients is an im-
perative and a road we must travel
together.
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