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AUTHOR'S NOTE

This paper was written prior to the emergence of the COVID-19 pandemic, which has caused
widespread stresses to health care systems and social conditions that affect health. The au-
thors feel that the key messages of this paper, notably the need for detailed data collection on
health disparities and implementation of policies designed to ameliorate those inequities, in
conjunction with continued partnership with patients and their families, are especially relevant
as methods and mechanisms of the provision of health care and protection of health change.

ABSTRACT | In this paper, we emphasize and explore health equity as an integral component of a culture
of patient and family engaged care (PFEC), rather than an isolated or peripheral outcome. To examine

the role of PFEC in addressing health inequities, we build on the 2017 NAM Perspectives discussion paper
“Harnessing Evidence and Experience to Change Culture: A Guiding Framework for Patient and Family En-
gaged Care.” Informed by both scientific evidence and the lived experience of patients, their care partners,
practitioners, and health system leaders, the paper by Frampton et al. introduced a novel Guiding Frame-
work that delineates critical elements that work together to co-create a culture of PFEC, while also depict-
ing a logical sequencing for implementation that facilitates progressive change and improvement toward
the Quadruple Aim outcomes of better culture, better care, better health, and lower costs. In this paper,
the authors highlight the need to integrate addressing health and health care disparities and improving
health equity as core components of the framework to ensure the culture and policy changes necessary to
meaningfully engage patients, health system staff, families, and communities.

Introduction toward a population health approach that aims to re-
duce and eliminate health and health care inequities.
Inequities in health and health care affect vulnerable
populations across a spectrum of characteristics such
as race; ethnicity; socioeconomic status; insurance sta-
tus; incarceration status; geographic location; age; ed-
ucation; language or limited English proficiency (LEP);
citizenship status; literacy, numeracy, or digital skills;
religion/beliefs; health status; disability; and/or sexual
orientation or gender identity (SOGI). While this is not
designed to be an exhaustive list of all characteristics

Health equity is emerging as an important topic for
health care organizations, hospitals, clinics, providers,
and their practices, due in part to policy changes at the
federal and state levels, as well as new incentives to
address the health of all populations. Despite efforts
thus far, health and health care disparities persist,
manifesting in poor health care system performance
and subpar health outcomes [20,46,106]. Moreover,
these inequities are not specific to individuals but af-
fect groups of people, making it necessary to shift
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that result in disparities, it includes categories that
are frequently associated with poor health outcomes
[5,25,73]. It is estimated that eliminating health and
health care disparities could save the United States ap-
proximately $230 billion in direct medical care expen-
ditures [67]. The authors of this paper believe that im-
proved population health, which is becoming the new
fundamental premise of health care delivery today,
cannot be achieved without progress toward a culture
of patient and family engaged care (PFEC) that ensures
all populations (and members within populations)

have equitable opportunities to achieve and maintain
health. See Box 7 for definitions of terms used in this
paper.

The NAM Perspectives discussion paper, “Harnessing
Evidence and Experience to Change Culture: A Guiding
Framework for Patient and Family Engaged Care,” pres-
ents a vision for the role of PFEC in addressing the Qua-
druple Aim, which focuses on better care, culture, and
health, and lower costs (see Figure 1) [49]. This Guiding
Framework draws on the work of a scientific advisory
panel that, over the course of more than a year, com-

BOX 1 | Definitions and Terms

Health
Health is a state of complete physical, mental, and social well-being and not merely the absence of disease
or infirmity [117].

Health Equity

Health equity means that everyone has a fair and just opportunity to be as healthy as possible. This con-
cept requires removing obstacles to health such as poverty, discrimination, and their consequences, in-
cluding powerlessness and lack of access to good jobs with fair pay, quality education and housing, safe
environments, and health care [19].

Health Care Equity
Health care equity means providing care that does not vary in quality by personal characteristics such as
ethnicity, race, gender, geographic location, socioeconomic status, or other identity [62].

Health Disparities
Health disparities are differences in the incidence, prevalence, mortality, and burden of diseases and other
adverse health conditions that exist among specific population [78].

Health Care Disparities
Health care disparities are the differences in the preventive, diagnostic, or treatment services offered to
people with similar health conditions [60].

Social Determinants of Health

Social determinants of health include the conditions in the environments in which people live, learn, work,
play, worship, and age that affect a wide range of health, functioning, and quality-of-life outcomes and risks
[106].

Population Health

Population health is defined as the health outcomes of a group of individuals including the distribution of
such outcomes of these individuals. This approach to health aims to improve the health of an entire human
population [65].

Health Literacy
Health literacy is the alignment of available and accurate health information and services in a society with
people’s capacities to find, understand, and use health information and services for informed decisions
and actions. Health numeracy—the ability to understand and work with numbers—is an important part of
this skill [79,95].

SOURCE: See References list for sources [19,60,62,65,78,79,95,106,117]
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FIGURE 1 | Guiding Framework for Patient and Family Engaged Care

SOURCE: Frampton, S. B., S. Guastello, L. Hoy, M. Naylor, S. Sheridan, and M. Johnston-Fleece. 2017.
Harnessing evidence and experience to change culture: A guiding framework for patient and family
engaged care. NAM Perspectives. Discussion Paper, National Academy of Medicine, Washington, DC.

https://doi.org/10.31478/201701f

NOTE: Linear placement of each element of the framework is not meant to suggest order or

hierarchy.

piled important findings and insights on aspects of
PFEC with validated results tied to the Quadruple Aim.
The Guiding Framework that resulted from those dis-
cussions is designed to lay out specific practices and
approaches to implement the panel's insights is pre-
sented below.

The Guiding Framework includes core elements that
align with each transformational stage of PFEC. The
starting organizational foundations of leadership and
levers for change represent the necessary underpin-
nings for creating a culture of PFEC. The next core ele-
ment of strategic inputs are the needed structures, skill
and awareness building, connections, and practices
and represent the interventions and tactics that should
be used to obtain the desired outcomes. The practice
outputs of better engagement, better decisions, bet-
ter processes, and better experience are shorter-term
results that depict the direct results of implementing
the inputs. The ultimate aim of the framework is the
engagement outcomes of the Quadruple Aim: better

culture, better care, better health, and lower costs.
Surrounding the organizational foundations, strategic
inputs, and practice outcomes are elements related
to data collection, continuous feedback, increasing
co-creation, and monitoring. The Guiding Framework
indicates that reduced disparities occur only once the
organizational foundations, inputs, and outputs are
aligned with PFEC.

Nonetheless, although “reduced disparities” is high-
lighted as a key outcome under the heading of “Bet-
ter Care,” “health equity” is not featured as a continu-
ous or underlying goal in the Guiding Framework. We
aim to rectify that gap in this paper. The framework
presumes that those implementing a culture of PFEC
will foster equity by reaching and improving health for
all. Here, we posit that health equity will not organi-
cally emerge from PFEC, but must be an explicit prior-
ity and foundational element when implementing the
Guiding Framework. Specifically, we argue that efforts
to reduce disparities and drive toward the promotion
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of health equity must be purposefully and overtly built
into the intent, structure, and function of all the ele-
ments identified in the Guiding Framework, including
organizational foundations, strategic inputs, practice
outputs, monitoring, data collection, increasing co-cre-
ation, and continuous feedback.

In this paper, we will explore recent efforts that have
created new levers for change on the policy and cul-
tural levels, and promising approaches in PFEC that
may be scalable to deliver the transformative change
needed for a cultural shift to health equity. Finally, we
stress that a culture of PFEC must include all—in repre-
sentation, participation, and the culmination of equita-
ble outcomes—regardless of race; ethnicity; socioeco-
nomic status; insurance status; incarceration status;
geographic location; age; education; language or LEP;
citizenship status; literacy, numeracy, and digital skills;
religion/beliefs; health status; disability; and/or SOGI.

Social and Structural Inequities and the Chal-
lenge of Addressing Health and Health Care
Inequities in the Health Care System

Health care leaders and policymakers increasingly ac-
knowledge that social determinants, such as poverty,
poor quality housing, and inadequate transportation
infrastructure, negatively affect health and health care
outcomes [98,73]. It is widely recognized that societal
structures, governmental policies, and history are im-
mensely impactful on health and health care [46].

These structural inequities result in two challenges
for the health care system. See Box 2 for definitions of
structural factors that influence health and health care.
The first challenge is that people served by health care
systems arrive with health conditions created or wors-
ened by structural and social inequities or vulnerabili-
ties. The prevalence, incidence, and burden of disease
for conditions such as diabetes, cardiovascular disease,
asthma, and depression are often worse for the vulner-
able populations described above [5,25,69,111]. For
example, adults with disabilities report higher rates of
obesity, smoking, and lack of physical activity, and are
three to four times more likely to have cardiovascular
disease compared to those without disabilities [73].
Yet, the health care system is ultimately responsible for
taking care of these and other groups who experience
health disparities. As health financing moves from fee-
for-service toward value and population health, care
should be tailored to meet the needs of those whose
health is negatively impacted by factors outside of the
health care system.

In addition, a lack of access to quality care can exacer-
bate existing health disparities. The Agency for Health-
care Research and Quality's 2016 National Healthcare
Quality and Disparities Report (QDR) detailed that peo-
ple with low incomes (at or below 100% of the Federal
Poverty Level [FPL]) experienced worse access to care
compared with high-income people (400% or more of
FPL) for almost all access measures [5]. Moreover, in
terms of access to health insurance, the 2018 unin-
sured rate for children under age 18 living in poverty
was 6.4%, versus the 4.2% uninsured rate for children
not living in poverty [5]. In 2018, the uninsured rates
for non-Hispanic Whites was 8.1%, Hispanics 26.7%,
African Americans 15.2%, and Asians 9% [4,97]. Ad-
dressing the challenges of health disparities requires
a strong understanding of the structural elements and
biases that caused them and consideration of how the
health care system can address these barriers to over-
all health.

The second challenge that results from structural in-
equities is that the system itself has historically, even
if unintentionally, contributed to inequities in care and
outcomes [14]. For example, consistently significant
disparities exist across low-income, uninsured, and
racial/ethnic minority populations in all priority areas
as reported in the QDR [4,5]. The 2018 version of the
report details some improvement since the 2016 re-
port was published, but minority populations continue
to receive consistently worse care compared to Whites
[5]. The disparate treatment varies by ethnic group; in
the 2018 report, African Americans received worse care
on 40% of measures and Hispanics on 35% of mea-
sures compared to Whites [5]. For example, in 2016,
the rate of potentially avoidable hospital admissions
with hypertension for African Americans was 156.1
per 100,000 population compared the rate of 37.6 per
100,000 population for Whites. This disparity increased
from 2001 to 2015, although it dropped slightly in 2016
[5]. The Institute of Medicine’s 2003 Unequal Treatment:
Confronting Racial and Ethnic Disparities in Health Care
report identified a number of disparities in the receipt
of appropriate care for African Americans compared
to Whites [63]. Similarly, a 2012 meta-analysis of 34 ar-
ticles identified a significant disparity in the way that
pain, both acute and non-traumatic/non-surgical, is
treated in minority populations [70]. Studies included
in the analysis indicate that minorities, including Af-
rican Americans and Hispanics, received inadequate
treatment, and minorities did not receive guideline-
recommended care [70]. While efforts have been made
to address these and other health care disparities ex-
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BOX 2 | Factors That Influence Health and Health Care

Culture of Inclusion

A culture of inclusion promotes laws and policies that ensure cultural participation, access, and the right
to express and interpret culture. An inclusive culture involves the full and successful integration of di-
verse people into a workplace or industry, and extends beyond basic or token presence of diverse workers
[41,21].

Implicit (or Unconscious) Bias
Implicit bias refers to the attitudes or stereotypes that affect our understanding, actions, and decisions in
an unconscious manner [66].

Microaggression
Microaggression is a statement, action, or incident regarded as an instance of indirect, subtle, or uninten-
tional discrimination against members of a marginalized group such as a racial or ethnic minority [71].

Systemic (or Structural) Racism

Systemic racism is defined as a system in which public policies, institutional practices, cultural representa-
tions, and other norms work in various, often reinforcing ways to perpetuate racial group inequity. It iden-
tifies dimensions of our history and culture that have allowed privileges associated with “whiteness” and
disadvantages associated with “color” to endure and adapt over time. Structural racism is not something
that a few people or institutions choose to practice. Instead it has been a feature of the social, economic,
and political systems in which we all exist [104].

Institutional Racism

Institutional racism is a form of racism expressed in the practice of social and political institutions. It can
also include racism by individuals or informal social groups, governed by behavioral norms that support
racist thinking and foment active racism [45].

SOURCES: See References list for sources [21,41,45,65,70,103].

perienced by racial/ethnic minorities, these are not the
only groups that experience disparities in health care.
For example, in 2017, rural residents with diabetes en-
rolled in Medicare Advantage were significantly less
likely than urban residents to have had an HbA1c test
and eye exam in the past year [29]. Without a focus on
structural inequities in the system, it will be difficult to
improve the nation’s health as a whole.

The Population Health Imperative: Connecting Val-
ues, Strategy, and Action with Health Equity at the
Core

Health care organizations' responsibilities to achieve
transformative culture change to address inequities
must start with how they frame and then operational-
ize population health. From that fundamental premise,
this deep-level change will be driven by a number of ex-
ternal levers and will encompass a range of strategic in-
puts. These efforts take many shapes that include pro-
moting a culture of inclusion, engagement of diverse

communities, place-based investment, and technology
use to democratize health care delivery and decision
making. As a property of organizational culture, health
equity goals would be embedded in strategic plans;
hiring and contracting practices ensure that a diverse
workforce reflects the populations served; funding is
allocated to research questions that reflect a variety
of populations, perspectives, and experiences; the
roles of patient and family advisors are adjusted and
expanded to accommodate their needs and priorities;
and engagement practices are implemented not only at
the point of care but also where individuals live, work,
play, worship, and learn.

This change would also include practices that ensure
the continuous monitoring of quality of care throughout
a health system with respect to important demograph-
ic characteristics (e.g., race/ethnicity, gender identity)
where differentials in care are often experienced. All
clinical care team members should participate in cul-
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ture and climate surveys, implicit bias assessment, and
ongoing training tailored to a particular set of needs. In
addition, the proactive engagement of and partnership
with communities, including patients and their care
partners often labeled “underserved,” “hard-to-reach,”
and “medically and socially complex” in all health care
delivery and design initiatives, will be central to suc-
cess because the people with the most complex health
and social needs are often the most intense users of
health system resources. It will take every health sys-
tem, organization, and provider explaining information
in a way patients and families can understand—with all
systems, organizations, and providers confirming and
documenting that understanding—to achieve the goals
the authors believe are critical for an equity-based
health system that deeply engages patients, families,
and communities.

The Role of External Factors in Driving PFEC
and Addressing Health Inequities

Within the Guiding Framework, in the area of Organi-
zational Foundations, a number of external contextual
factors create the necessary underpinnings for devel-
oping a culture of PFEC. These factors include industry,
technology, business, and policy initiatives, and they
are paving the way for more widespread adoption of
engagement approaches. This is an area of emerging
practice, and while there is not yet clear data on the
outcomes of these initiatives, the authors of this paper
believe these approaches will lead to more equitable
health outcomes as the field matures.

Itisimportant to note that these same external levers
that impact PFEC are also significant in moving health
care systems toward structures, policies, and manage-
ment that address health and health care disparities.
To ensure that health systems can arrive at outcomes
that align with the Quadruple Aim, the external contex-
tual factors must be considered as the underpinnings
for creating a system that simultaneously focuses on
improving health equity and actively engaging patients,
health system staff, families, and communities in co-
creating learning health systems.

Examples of Policy Changes That Are Driving Equity
Certainly, health policy reforms exist with the aim of in-
centivizing needed culture change at the organizational
level and with a focus on improving quality of care and
driving health equity. Such efforts should also institute
strategies to enhance engagement of health care or-
ganizations and systems with patients, families, and
the broader community. Indeed, the repositioning of
PFEC and health and health care equity as more central

to the core mission and guiding principles of policies
helps shift the culture toward that of inclusion of pa-
tient and families, which then helps ensure those from
less included groups are actually at the table [72].

Ayanian and Williams published five principles for
eliminating racial disparities as part of health care
reform: (1) provide insurance coverage and access to
high-quality care for all Americans; (2) promote a di-
verse health care workforce; (3) deliver patient-cen-
tered care; (4) maintain accurate, complete race and
ethnicity data to monitor disparities in care; and (5)
set measurable goals for improving quality of care and
ensure that goals are achieved equitably for all racial
and ethnic groups [11]. These principles are not just
critical for eliminating racial/ethnic disparities, but are
also important and necessary for addressing other in-
equities in health care such as those faced by vulner-
able populations. While the Affordable Care Act (ACA)
of 2010 did not aim to reduce health care inequities as
a central focus, several elements could be viewed as
helping support health equity through removing barri-
ers to health care and addressing the aforementioned
principles. The ACA has increased awareness and cre-
ated and resourced a number of initiatives and incen-
tives (reviewed in more depth below) that aim to shift
the culture of the US health care system to one that
is value-based; incentivizes population health man-
agement; encourages patient, family, and community
engagement; and addresses health and health care
equity [1,32,89]. These initiatives and incentives in the
areas of quality and safety, community benefit and en-
gagement, and patient and family engaged research
represent a roadmap for how system-level innovative
changes can be developed and implemented. They
serve as exemplars for the potential impact that exter-
nal factors such as health systems, clinics, and commu-
nities can have when they focus intentionally on PFEC
and health care equity.

Quality and Safety

As a result of the ACA, the Centers for Medicare & Med-
icaid Services (CMS), the largest health care payer in the
United States, made several programmatic changes
to create incentives for improving health care quality
and safety by emphasizing patient, family, and com-
munity engagement. The CMS initiative Partnership for
Patients (PfP) and the Center for Medicare and Med-
icaid Innovation (CMMI) are two examples. Congress
primarily established CMMI to test new payment and
care delivery models that would stabilize or reduce ex-
penditures while ensuring and improving health care
quality. The PfP is a public-private partnership of health
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systems, clinicians, patients, and their families that
works to improve the quality and safety of health care,
as part of a larger Quality Innovation Network-Quality
Improvement Organization program [28].

Community Benefit and Engagement

The ACA's requirement that 501(c)(3)-status hospi-
tals conduct a Community Health Needs Assessment
(CHNA) at least every three years with the involvement
of public health and community representatives is an-
other driver of increased accountability for population
health among hospitals and health systems [34]. Under
the regulation, a hospital or health system’s CHNA find-
ings must be made publicly available, which shows a
broader push toward transparency and accountability
for these providers [34].

As hospitals and health systems identify the needs of
their communities during the CHNA process, they are
ideally situated to collect useful information that can
inform PFEC and health disparities strategies. CHNAs
and the concomitant community health improvement
plans (CHIPs) are some of the primary ways hospitals
identify the broader community's needs and then, criti-
cally, work to address them. More than 50 percent of
the membership of America’s Essential Hospitals, an
association for safety net hospitals, is on the path to-
ward community integrated health care through the
implementation actions on their CHNAs [90].

Though CHNAs offer the potential to foster increased
PFEC, that potential has yet to be fully realized. For in-

Patient and Family Engaged Care: An Essential Element of Health Equity

stance, while community benefit requirements reflect
the changing priorities of the health care sector, some
experts see the lack of a minimum spending require-
ment as a limiting factor [94,96]. There is additional
concern that funding population health improvement
through hospital community benefit requirements
could lead to increased disparities based on geography
because state policies, community benefit allocations,
and the distribution of tax-exempt hospitals vary con-
siderably between communities [42]. Furthermore, the
CHNA process is not always well integrated through-
out the institution, community, or population health
improvements. Often, there are missed opportunities
for community members, patients, caregivers, and
families to weigh into the scope of the CHNA, the col-
lection of the data, and the analysis and reporting of
results; and improvement efforts are not often linked
to parallel patient and family engagement, population
health management, quality, or safety initiatives occur-
ring within the same institution. While there are chal-
lenges to the implementation and use of CHNAs, they
offer a promising strategy to involve communities in
determining their health needs and strategies for ad-
dressing those needs. In addition, where health and
health care disparities exist in communities, hospitals,
and health systems, CHNAs offer an opportunity to
engage those most at risk to contribute to identifying
the best solutions to improve equity. An example of a
needs assessment and implementation strategy with
an emphasis on equity is in Box 3 below.

Boston City-Wide Joint CHNA

In the 2018-2019 assessment cycle, Boston launched its first city-wide CHNA, which will lead to a city-
wide CHIP [33]. This comprehensive assessment is being led by a coalition comprised of 13 Boston-area
teaching hospitals, Boston Public Health Commission, Boston Alliance for Community Health, Massachu-
setts League of Community Health Centers, and Metropolitan Area Planning Council, as well as community
development corporations and many local nonprofit organizations. The CHNA-CHIP will guide programs,
services, and community health investments, with a focus on social determinants of health and racial eg-
uity over the next three years [48]. To solicit broad community feedback, a comprehensive community
survey is available online and in a formatted hard-copy form in English, Spanish, Chinese, Portuguese/
Cape Verdean, Vietnamese, Haitian Creole, and Arabic. Community members received stipends to help
administer the survey, and several existing community advisory boards helped promote it [33]. This effort
resulted in the completion of nearly 3,000 surveys, covering most Boston neighborhoods and reflecting
respondents’ broad language and racial/ethnic diversity. The survey was complemented by information
from twelve focus groups in multiple languages and with different populations across the city to ensure
community engagement. As the CHNA process moves into the implementation phase, this commitment to
broad community engagement and equitable sharing of data will continue, along with a focus on initiatives
that benefit coalitions that are addressing core priorities, such as substance abuse in youth.

SOURCES: See References list for sources [33,48]
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BOX 4 | Strengthening Diversity in Research Partnerships

Funded by a PCORI Engagement Award, the Institute for Patient- and Family-Centered Care has produced
“Strengthening Diversity in Research Partnerships: Knowledge to Action Guide.” This guide expands the
“Principles of Engagement” initially laid out in the PCORI Engagement Rubric, to be inclusive of the specific
and unique issues that require consideration when partnering with diverse and historically underrepre-
sented groups in research. In addition, the action guide provides practical tips and guidance for robust
engagement with partners in co-designing and co-implementing research, to address and ultimately elimi-
nate health and health care disparities.

SOURCE: See References list for source [36]

BOX 5 | Henry Ford Health System

Henry Ford Health System, in Detroit, established a Patient-Engaged Research Center, which focuses on
four core areas at the system level that inform their evidence-based research efforts—Patient Engage-
ment, Patient-Centered Outcomes Research Methodology, Data Analysis, and Dissemination. As part of
the Patient Engagement Core, patient advisers participate in a standardized training program to become
familiar with concepts in patient engagement and research, as well as active listening and effective com-
munication skills. As of mid-2018, Henry Ford Health System has trained more than 350 patient advisors

who serve on research and operational projects.

SOURCE: See References list for source [60]

Patient and Family Engagement in Research

The creation of the Patient-Centered Outcomes Re-
search Institute (PCORI) in 2010 through the ACA has
influenced the culture of health research to include all
health care stakeholders, including patients and fami-
lies, to inform health care decision making. PCORI has
elevated expectations for how patients and families
contribute to every step of the research process, from
concept and protocol development to data collection,
analysis, and dissemination. PCORI's authorizing legis-
lation states that “The Institute shall identify national
priorities for research, taking into account factors
of disease incidence, prevalence, and burden in the
United States (with emphasis on chronic conditions),
gaps in evidence in terms of clinical outcomes, practice
variations and health disparities in terms of delivery
and outcomes of care” [83]. In line with the legislation,
two of PCORI's five National Priorities for Research are
Improving Healthcare Systems and Addressing Dis-
parities. Throughout its work in the priority area of
Addressing Disparities, PCORI focuses on populations
“for which there is either strong evidence for health
and health care disparities or insufficient health data.
These groups are racial and ethnic minorities; rural

populations; people with low incomes or low socioeco-
nomic status; individuals with disabilities; lesbian, gay,
bisexual, and transgender communities; and people
with limited English proficiency” [85]. The goal of this
priority area is to fund clinical comparative effective-
ness research on interventions that can “guide deci-
sions about how to eliminate disparities,” rather than
simply labeling and further describing the existence of
inequities [19].

The scale and influence of PCORI has, in large part,
led to a proliferation of patient, family, and commu-
nity engaged research, as well as the application of
community-based participatory research principles to
health care research more broadly. See Box 4 and Box
5 for examples.

Beyond the ACA: Other National Efforts to
Drive and Support Change

Recently, efforts beyond the ACA have been developed
and implemented that could advance a health system
culture that is responsive to directly addressing PFEC
and health equity. This section discusses national ef-
forts to drive and support change in PFEC and health
equity occurring in the areas of data collection, data
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access, community integration, national awareness-
building initiatives, accreditation standards, and edu-
cation.

Data Collection

A fundamental step in identifying which populations
are most at risk is to collect data on race, ethnicity, Eng-
lish-language proficiency, and other characteristics that
are associated with disparities, including SOGI and dis-
ability status. A large body of research has document-
ed disparities in access to and quality of health care
when measures are stratified by these patient charac-
teristics. While there is some guidance on standardized
data collection for race, ethnicity, and language, includ-
ing the 2009 Institute of Medicine (IOM) report Race,
Ethnicity, and Language Data: Standardization for Health
Care Quality Improvement, in which the subcommittee
recommends collection of more granular ethnicity and
language data according to national standards in addi-
tion to OMB race and Hispanic ethnicity categories [64],
there are obstacles to achieving more widespread col-
lection and use of these data. Although the risks of lim-
ited health literacy and numeracy are well documented,
population-level adult literacy and numeracy data are
collected only about once a decade and are not specific
to health information and services, leaving a major gap
in our knowledge about how these factors perpetuate
population-level health disparities and health inequity
[13,45,57,74]. Guidance on standardization of limited
literacy and numeracy, digital skills, SOGI, and disability
status for data collection are also needed.

The availability of data on characteristics frequently
associated with disparities does not guarantee subse-
qguent actions to reduce or eliminate disparities that
are found. The absence of data, however, essentially
guarantees that none of those actions will occur in a
systematic and widespread way.

Data Access

Twenty years ago, an expert panel convened by the
US Department of Health and Human Services identi-
fied a number of critical digital health engagement and
equity issues in their final report Wired for Health and
Well-Being [116]. Subsequent policy and consumer/pa-
tient studies and the Healthy People 2020 objectives
on digital health information access have continued to
document information and technology disparities [9].
Policy developments that have driven data access are
the creation of National Coordinator for Health Infor-
mation Technology in 2004 and the American Reinvest-
ment and Recovery Act (ARRA) of 2009, which included
many strategies to modernize the US infrastructure

NAM.edu/Perspectives
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with an emphasis on health information technology
[8]. One of the strategies passed under the ARRA was
the Health Information Technology for Economic and
Clinical Health (HITECH) Act of 2009, which had the goal
that every person would use an Electronic Health Re-
cord (EHR) by 2014 [55].

It was through HITECH that the concept of meaning-
ful use was born. Meaningful use is founded on five pil-
lars of health outcomes policy priorities, and the first
and second explicitly relate to the question of health
equity: (1) improving quality, safety, and efficiency, and
reducing health disparities; and (2) engaging patients
and families in their health [26]. In other words, this
policy makes explicit the need to increase engagement
and empowerment of patients and families, which the
authors of this paper argue will shift the culture of care
to be more equitable.

Federal health IT policy coincided with and reflected
broad social trends and market forces that resulted in
people increasingly using digital technologies to con-
nect, share, explore, and manage a wide range of ev-
eryday activities, including those related to their health
[53]. EHR incentive programs via the meaningful use
act required providers to show they were engaging
patients to earn financial incentives. There was a “Blue
Button” program established that made it easy to vi-
sualize what it meant to give patients data access. In
March 2018, CMS announced the MyHealthEData ini-
tiative as “Blue Button 2.0"” that aims to give patients
more control over their health data and to make it
more portable as patients move between different care
settings [27].

The Evolution of Care Delivery Toward Increased
Community Integration

Even under the ACA, health care coverage does not
necessarily translate to access; this lack of access re-
mains a challenge, especially in rural areas and in
states that did not take advantage of the law's incen-
tives to expand Medicaid. Despite this challenge, new
models of outreach and extension of health care pro-
vision into communities have been arising. Technolo-
gies such as video conferencing and telehealth have
been at the forefront of this initiative to provide care in
less accessible areas, though a number of other mod-
els have emerged, including community or employer-
based clinics, among others.

Project ECHO (Extension to Community Healthcare
Outcomes) is an example of such a novel approach.
Launched in 2003 at the University of New Mexico
Health Sciences Center to scale treatment efforts for
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hepatitis C, Project ECHO began when a clinical care
team including a physician, psychiatrist, pharma-
cist, nurse, and social worker decided to host weekly
teleECHO clinics via videoconference for primary care
providers across New Mexico [87,12]. After the first
ECHO clinic launched, the wait times to receive treat-
ment for hepatitis C dropped significantly, and this ap-
proach to increasing access to care maintained qual-
ity of care across medically underserved patients and
reduced health disparities [10]. Since this landmark
study, many areas have adopted this approach in dif-
ferent ways especially in the areas of geriatrics, chronic
pain, endocrinology, and behavioral and mental health
disorders [12]. Examples of community-based strate-
gies that have had a clear focus on equity are in Box 6
and Box 7.

Awareness-Building Initiatives

Prominent awareness-building initiatives and public
pledges introduced by the most influential bodies in
health care have collectively served as a national call
to action to increase awareness of health care dispari-
ties and work to eliminate them. America’s Essential
Hospitals, for example, has promoted a roadmap that
explicitly integrates the establishment of a person-cen-
tered, inclusive culture that benefits all. This culture
involves reviewing organizational priorities, fostering
champions, and offering trainings that are integrated
into person-centered care with supportive shared de-
cision-making approaches, tools and workflows, and
evidence-based research that involves engagement
with patients and families [90]. While this roadmap still
falls short of explicitly calling out health equity, it is an
important step in embracing person-centered care,
which is lacking in many clinical care pathways. As this
membership group of safety net hospitals serve the

populations most likely to experience disparities, they
note in a recent report the critical importance of mov-
ing toward equity by explicitly addressing disparities
as part of a focus on fostering a truly patient-centered
culture [90,115]. See Figure 2, next pages.

Other examples include the CMS Equity Plan, the US
Department of Veterans’ Office of Health Equity, the In-
stitute for Healthcare Improvement’s Achieving Health
Equity: A Guide for Health Care Organizations, and the
American Hospital Association’s #123forEquity pledge
campaign, which has garnered support by more than
1,700 hospitals nationwide [7,35,107,118]. The cam-
paign calls on hospital and health system leaders to
commit to increase the collection and use of race, eth-
nicity, language preference, and socioeconomic data;
advance cultural competency training; increase diversi-
ty in leadership and governance; and strengthen com-
munity capacity [7,61].

Accreditation and Measurement Standards

Integrating activities around PFEC and health equity
into accreditation and measurement standards has ef-
fectively gone from optional to imperative. Joint Com-
mission accreditation standards now oblige hospitals
and health systems to identify and address patients’
communication needs and collect patient-level demo-
graphic data to monitor and analyze disparities [37].
Similar concepts have been embedded in patient cen-
tered medical home standards. However, there are
conflicting perspectives on the extent to which the
medical home model is reducing health disparities
[43,80]. There are increased efforts to standardize the
collection and coding of social determinants in EHRs;
for example, the American Medical Association and a
large private insurer are calling for the creation of ten
new disease codes to reflect patient-level social needs,

BOX 6 | Chicago Health Atlas

The Chicago Department of Public Health has launched an online version of its Chicago Health Atlas [24].
The Health Atlas is an interactive way to find health-related data to review and compare over time and
across communities. The data include information on demographic, clinical care, social support factors,
mortality, morbidity, physical environment, and health behaviors and are stratified by race, ethnicity, age,
gender, FPL, sexual identity, community areas, and/or zip codes. Accessible data in this way helps improve
transparency of health indicators across communities and allows for stakeholders such as community
members, policy makers, and many others to critically examine the data and ask deeper-level questions

around health inequities.

SOURCE: See References list for source [24]
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BOX 7 | Implementation of Guiding Framework in Los Angeles County
Safety Net Health System

The Guiding Framework provides the foundation for the collaboration of PFCCpartners, an organization
that addresses patient and family centered care, and Los Angeles County Department of Health Services
(LAC DHS), a safety net health system [86]. They worked together to create a shift to a person-centered,
person and family engaged culture of care. The senior leadership of LAC DHS publicized the strategic prior-
ity for person and family engaged care, identified community champions with whom to engage, and illumi-
nated the levers in the current environment that could be mobilized to implement the culture shift. Key to
the approach was the organization's foundation of quality improvement. PFCCpartners and LAC DHS lead-
ership decided that the strategic inputs to focus initial efforts would be the implementation of patient and
family advisory programs across the health system that consists of acute care and rehabilitation hospitals
as well as a large ambulatory care network and primary and specialty care centers. As awareness is raised
around the value and opportunity that patient and family engagement provides, teams are being recruited
from across the health system into the Gateways Collaborative to Patient Family Advisory Programs, which
launched in January 2019.

The focus of this partnership is on developing patient and family advisory councils (PFACs) that accurately
represent the populations served, with the end goal of leveraging PFEC to reduce disparities. Establishing
diverse, representative PFACs will provide a real-world view of the existing inequities and bring the voices
of the patients and families experiencing inequity into the development of solutions. Key to the approach
is connecting with existing community-based organizations (CBOs), which have trusting relationships with
community members, and demonstrating the purpose and function of the PFACs to these CBOs. An admin-
istrator of an organization in south central Los Angeles explained that “well-meaning people come into this
neighborhood with a grant to do this or that. When the grant ends, they are gone. We [the CBO] have been
a constant in this neighborhood for ten years. The people can count on us.” Working with partners like
these gives the partnership credibility with people who have been underrepresented in efforts in the past.

SOURCE: See References list for source [86]

such as access to nutritious food or ability to pay for
medications [92].

The National Quality Forum views the development
of performance measures that can monitor disparities
and the extent to which interventions are effective at
reducing them as essential. They have also recognized
the importance of actively including patients and fami-
lies in their process [76]. Further, as the health system
moves from fee-for-service to value and population
health, there are opportunities to leverage perfor-
mance measurement and standards to address im-
prove health equity [75]. A critical component to de-
veloping measures is the integration of PFEC into the
process. A promising start to this effort is implementa-
tion of the Hospital Consumer Assessment of Health-
care Providers and Systems by the CMS. This survey
asks recently discharged patients to report on differ-
ent aspects of their experience at the hospital, ranging
from their perception of the cleanliness of the facility to
questions around communication with the treatment

team, and allows better comparison across hospitals
[38]. Patients and families, along with other health and
health care stakeholders, can contribute their experi-
ences to the development of measurement and policy
levers that can help advance equity.

Education and Training

Concepts of PFEC and health and health care equity
are starting to make their way into medical education
as well, positioning the next generation of clinicians to
enter the workforce having been exposed to curricu-
lum designed to promote understanding of how health
care disparities, social determinants of health, and
patient and family engagement factor into care. The
Accreditation Council for Graduate Medical Education
incorporated reducing health disparities into its Clinical
Learning Environment Review program, which evalu-
ates accreditation institutions that sponsor residency
programs. Under the focus area of health care quality,
the pathway “Resident/fellow and faculty member edu-
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FIGURE 2 | America's Essential Hospitals Road Map

SOURCE: Schrag, J., M. White, K. Susman-Yi, K. Ramiah, J. Stephens, B. Roberson, and B. Siegel.
2018. Integrating person-centered care & evidence-based research: A road map for essential hos-
pitals. America’'s Essential Hospitals. Available at: https://essentialhospitals.org/wp-content/up-
loads/2018/07/EHI-PCORI-Road-Map-Final.pdf (accessed May 31, 2020).

cation on reducing health care disparities” prioritizes
education on identifying and reducing health care dis-
parities for the patient population seen at their institu-
tion as well as training in cultural competency [3].

Building on efforts like these to also include interpro-
fessional education, curricula describing health dispar-
ities, cultural humility, implicit bias, and team training
are important elements of education that will improve
workforce capacity to better meet the needs of all pop-
ulations and to better promote PFEC.

Action Steps to Operationalize PFEC and
Health Equity: Organizational Culture and
Policies

Health care organizations comprise some of the most
vital and valuable community assets, and their values,
leadership, and policies inform the extent to which
PFEC and health equity characterize available health
care services. While the previous section addressed
the national efforts and initiatives that promote PFEC
and health equity, this section discusses specific inter-
ventions and strategies that can be taken at the orga-

nizational foundation and strategic input areas of the
Guiding Framework to operationalize PFEC and health
equity culture within health care organizations.
Embedded in an organization’s foundation is its cul-
ture and the ethical frameworks and values that inform
policies and practices. An organization’s foundation will
reflect its level of awareness that patients and families
are the reason the health care facility exists, as well as
its awareness of a moral obligation to provide equita-
ble care. Organizations with greater awareness of and
commitment to patients and families as core partners
will be better positioned for successful integration of
PFEC that addresses individual and population-based
health inequities. Health care administrators and lead-
ership who want to advance PFEC and health equity
can look to the four domains of the Charter on Pro-
fessionalism for Healthcare Organizations [47]. The
domains already include patient partnerships, organi-
zational culture, community partnerships, and opera-
tions and business practices. By adding health equity
to this Charter's listed domains, a hospital, clinic, or
health system that embraces its mission to serve as

Page 12

Published July 13, 2020



Patient and Family Engaged Care: An Essential Element of Health Equity

BOX 8 | Hospitals Partnering with the Community to Improve Public Health

Virginia Commonwealth University works with a social enterprise business, set up by the city of Richmond,
to realign certain hospital contracts so that they are aware of and working with local vendors for services
such as maintenance and minor renovations [52,91].

Spartanburg Regional Healthcare System, in Spartanburg, South Carolina, partners with a community pro-
gram to help transform the health of neighborhoods through wraparound investment, part of a strategy
that helped them win a 2015 Robert Wood Johnson Foundation Culture of Health Prize [99,17]. The health
system completes its required CHNA as part of a larger data-driven project, the Spartanburg Community
Indicators Program [33]. This program commissioned not only in-depth listening sessions with community
members, but also a report on the status of racial and health equity indicators in the service area [77,18].

Harborview Medical Center, in Seattle, is owned by King County, governed by a board of trustees, and man-
aged by the University of Washington [54]. In 2016, these three entities established a new requirement for
Harborview and the local public health department to increase collaboration and identify new ways to care
for vulnerable populations [40]. The requirement pushes both parties to consider opportunities to improve
health, avoid redundancy, and ensure alignment, with an aim to eventually reduce public health operat-
ing funds. University of Washington Medicine as a whole is implementing a Healthcare Equity Blueprint,
with a stated goal to become “a national model for healthcare equity and reduce disparities in healthcare
delivery” [58].

The University of Vermont (UVM) Medical Center in Burlington, Vermont, employs a series of channels to
engage the community when assessing need and identifying priorities [108]. Its formal CHNA is conducted
with guidance from a community-based steering committee, which comprises eight organizations, includ-
ing the health system. Patient and family advisers are then embedded in each of the implementation
teams that are set up to meet the needs identified in the CHNA. In addition, UVYM Medical Center has es-
tablished a community health investment committee to solicit input on how the health system can invest
in community improvement [9]. UVM Medical Center’s chief medical officer chairs the committee, and
committee membership is evenly divided between hospital staff and external community members [100].
UVM Medical Center also attends regular meetings with neighbors to discuss concerns facing residents or
other organizations adjacent to their large campus. Lastly, UYM Medical Center leadership hosts events
with community leaders and legislators to showcase partnerships and programs that support population
health work in the area [9].

SOURCES: See References list for sources [9,17,18,33,40,52,54,58,77,91,99,100,108]

stewards of their communities can build their organiza-
tional culture in a patient-, family-, and equity-centered
manner.

The Role of Hospitals in Advancing PFEC and Health
Equity

Often hospitals and health systems hold key economic
positions in their communities. This central role in com-
munities is summarized well by the term “anchor insti-
tution.” Anchor institutions—or anchors—are organiza-
tions, including hospitals, that typically are the largest
employer in the area and are closely tied to the larger
“economic and social fabric of their communities” [39].
The mission of these types of institutions is a commit-

ment to consciously apply the long-term, place-based
economic power of the institution, in combination with
its human and intellectual resources, to better the long-
term welfare of the community in which the institution
is anchored [39].

Another such role for health systems is that of the
community “integrator,” which Nemours first intro-
duced in 2012. Like anchors, integrators play a central
role in their communities. However, the functions and
responsibilities of the integrator go a step further. They
fully assume accountability for the health of the com-
munity and act as a convener for population health
improvements and collaborations [113]. Box 8 below
depicts examples of integrators beyond hospitals and
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health systems, including quasi-governmental agen-
cies, community-based nonprofits, and coalitions
[30,31].

To fulfill an “anchor” or “integrator” role, health care
systems will need to consider how PFEC and health eg-
uity are part of living their organizational values and
meeting their ethical obligations [115]. Genuine com-
mitment to health and well-being and leadership in a
community entail acting on the core value that every-
one in a community deserves access to high-quality
health care that meets their needs.

The Role of Leadership to Drive Culture
Change

As discussed in the Guiding Framework, health care
leadership is a key element that can promote or inhibit
changes toward a culture of PFEC. Leadership is also a
key element needed to promote and advance health
equity. Leaders occupy a central position in propos-
ing and advancing organizational policies in favor of or
opposed to (intentionally or unintentionally) PFEC and
health equity. Leadership's transparent and open com-
mitment to improve the organization’s culture and root
out bias and systemic (institutional and structural) rac-
ism to meet the needs of all populations served is es-
sential to eliminate health care inequities. This change
can occur through clear public statements about such
commitment followed by regular and bidirectional in-
formation exchange with patients, families, and com-
munities; invitations for engagement and input that
are used to co-create positive changes; and supportive
policies and training that intentionally aim to address
health equity. Once these items are in place, transfor-
mative actions can emerge.

Another strategy that leadership can use to drive
culture change toward PFEC and help reduce dispari-
ties is to create the space for diverse patient and family
members to serve as co-leaders within the health sys-
tem, along with the paid and titled professionals. Hav-
ing a range of experiences and opinions from patients
and families who play a significant role in the devel-
opment, implementation, and/or evaluation of activi-
ties and policies can help to ensure health equity. This
leadership role for patients and families must extend
beyond sharing their stories. Although patient stories
can provide powerful emotional witness to successes
and failures in care processes, they are not sufficient
measures of meaningfully engaging patients and fami-
lies. When authentic engagement is not occurring,
these stories can paradoxically feed the existing power

imbalance between those who provide care and those
who receive it. Leaders can listen to and empathize
with moving stories that give patients and families the
illusion of being heard without leadership commitment
to necessary culture and policy changes. This situation
leaves in place or potentially allows for additional dete-
rioration in the conditions that generated poor patient
and family experiences and that perpetuate bias and
permit systemic racism to persist.

When meaningful engagement occurs, patients and
families actively participate and are empowered to
contribute to the culture and needs of the hospital
and health system. In this leadership role, patients and
families can drive change by asking the sometimes
uncomfortable questions, such as asking hospitals to
explain their stewardship of funds and philanthropy
allocation, or how the research they are conducting
will benefit communities, especially those that bear
the greatest burden of health inequities. Patients and
families can ask how policies and rules are established
and whether they have been analyzed for their health
equity implications, and what strategies are in place to
reduce and eliminate implicit bias. Recent reports in-
dicate a promising trend toward more meaningful en-
gagement [114]. Most importantly, patients and their
families can contribute to the co-creation of more eg-
uitable policies, processes, and outcomes.

It is critical to note the importance of champions
just beneath C-suite leaders. These champions provide
backup and support to the leadership [110]. Some, like
Dr. Ronald Copeland, Chief Diversity Officer at Kaiser
Permanente, stated that in his organization, “diversity
and inclusion are valued not just to be compliant with
regulations but as business strategies to enhance [our]
accomplishments and achieve [our] goals” [110]. Oth-
ers, like Dr. Joan Reede, Dean for Diversity and Com-
munity Partnership at Harvard Medical School, look
to the education of future health care professionals
and take an explicit lens to recruiting, retaining, and
advancing underrepresented groups, saying “when
you have complex issues, linear and siloed thinking will
not give you as good a result as having multiple voices,
perspectives, and backgrounds at the table” [16]. Thus,
leaders who shine in diversity and promote PFEC and
health equity are those who listen to their champions,
provide high levels of support and encouragement,
and are equally receptive to feedback and guidance.

These leaders also understand that empathy is a
key trait to promote throughout a health care team,
organization, and system. Empathy is emerging as a
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key health care professional training strategy that can
lead to culture shift, reduce bias, improve patient care,
and enhance patient satisfaction [101,102,109]. Em-
pathy is important to patients and employees. When
employees feel their supervisors and coworkers care
about them as humans, it can lead to reduced stress,
improved engagement, and better performance [103].
This focus on empathy aligns with many health care
systems’ trends toward promotion of “compassionate
care” and improvement of the overall “patient experi-
ence.” An example of a health system implementing
this conceptis in Box 9.

Quality Improvement Initiatives

Quality improvement initiatives can drive health eg-
uity, but only when policies and their implementation
are intentionally framed as addressing both quality
and equity. Quality and equity are two sides of the
same coin—they are inextricably linked and have to
proceed together. First, hospitals should stratify clini-
cal quality and patient experience data by race, eth-
nicity, language, SOGI, disability status, transportation
access, and socioeconomic status to reveal disparities.
Hospitals should next work with staff and patient, fam-
ily, and community members to better understand
the potential reasons for the disparities and discuss
opportunities to address them. Hospitals then should
create an action plan based on those findings and look
to implement effective quality improvement solutions
and interventions tailored to and proven to improve
equity for populations who receive disparate quality
care. For example, PCORI has funded, and will make
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publicly available, the results of more than 94 clini-
cal comparative effectiveness research studies, rep-
resenting over $309 million, focused on improving
or eliminating health and health care disparities [85].
These patient-centered and patient- and stakeholder-
engaged studies could help identify interventions that
work best to improve the health of populations at risk
for disparities, identify tailored approaches to meeting
patient needs, and address heterogeneity of treatment
effects to understand “which treatment works best, for
whom, and under what conditions” [84]. An example is
presented in Box 10.

Patient and Family Advisory Councils

PFACs are a matter of both organizational culture and
policy changes. PFACs have proliferated among health
care organizations and set a preliminary tone of en-
gagement with important stakeholders in health care.
Many PFACs are at early stages of development and
need better integration with senior leaders and gover-
nance bodies [59,105].

A critical issue for the next generation of PFACs and
patient and family engagement activities is the inclu-
sion of advisors who are more representative of popu-
lations served by the hospital and health systems, with
special attention to recruitment and integration of di-
verse participants into PFACs and other patient, family,
and community engagement efforts. It is essential to
ensure that hospital and health system leadership in-
teracts directly with those most immediately affected
by health inequities.

BOX 9 | Empathy Forums, Atrius Health

In 2016, Atrius Health implemented Empathy Forums to engage staff, clinicians, and leaders in conversa-
tions around empathy [101]. Each forum was co-facilitated by a leader based at one of their practice sites
who partnered with an internal organizational development and learning consultant from the corporate
headquarters or a human resources consultant working at that practice location. They held the forums at
their 24 largest practice sites and invited staff from smaller locations (such as their imaging department
or endoscopy office) to attend. There were four components of this program including train the trainer,
pre-work, 90-minute forums, and post-work. These empathy forums provided opportunity and encourage-
ment for employees to discuss topics that often go overlooked and can make people feel vulnerable. The
facilitators provided language to use when talking to colleagues in distress or patients struggling with a
challenging situation. The sessions also reminded care providers of the importance of making eye contact
and actively listening. Video demonstrations illustrated that a minor shift in how staff communicate using
body language and eye contact, along with word choice, can have an enormous impact on how they are
perceived by others.

SOURCE: See References list for source [101]
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BOX 10 | California Birth Equity Collaborative

The California Birth Equity Collaborative was a two-year grant-funded pilot quality improvement program,
comprising partnerships among the California Maternal Quality Care Collaborative (CMQCC); Black-women
led community-based organizations; three hospitals selected on their engagement in previous quality im-
provement efforts, populations served, and commitment from leadership; and state/national and local
advisory groups [22]. The group was formed after gathering data that showed that the gap in maternal
deaths between Black women and women of other ethnicities did not narrow even years after widespread
adoption of CMQCC-recommended clinical safety measures. The Birth Equity Collaborative was formed
“to develop QI [quality improvement] tools to promptly evaluate and transform birth care, experiences,
and outcomes through the integration of clinical and sociocultural interventions and community-hospital
partnerships” [22]. Although it is still in the initial two-year pilot stage, the collaborative is committed to a
rigorous evaluation that will consider patient-reported measures, culture change among participating hos-
pitals, and increased reliance on data metrics. The belief is that these improvements will eventually lead to
a reduction in negative birth experiences, including maternal deaths. Fundamentally, as Medical Director
Dr. Karen Scott said, the collaborative aims “to center and uplift the voices and knowledge and expertise of
our black mothers and birthing people” and change the system that results in negative outcomes for Black

women [68].

SOURCE: See References list for sources [22,68]

Furthermore, PFACs should include better integra-
tion of patients and family members in governance
bodies, including the boards of trustees, as well as in
population and community health activities. Commu-
nity health workers (CHWs) and patient navigators, a
growing workforce that is often drawn from under-
served or diverse communities, can “bridge” the health
system and communities [56,112]. They should be in-
cluded more intentionally in patient, family, and com-
munity engagement efforts at the organizational level.

There are challenges to ensuring that PFACs are di-
verse. In many cases, patients and family members
are asked to volunteer their time to PFACs, which may
be financially difficult for some. In addition, child care
and transportation may further complicate patient and
family desires to contribute to PFACs. There is room
to address these and other barriers to improve the
PFAC models; for example, the development of virtual
opportunities may be one possible solution for invit-
ing effective inclusion. Moving PFACs and engagement
efforts in this direction will better position patients,
families, and communities to help drive the alignment
of quality and safety, population health management,
and community health initiatives.

Creating a Health Literate Organization

Health literacy encompasses skills that go beyond
reading and writing, but also include the ability to lis-
ten, speak, and have cultural knowledge and numer-

acy around health information. Implementing initia-
tives around health literacy allows organizations to
learn how to address and align health information and
services with people’s knowledge, skills, and needs to
provide better care [95]. Attention to health literacy
should improve people’s general capacities to act in
health promoting/protecting ways and navigate health
systems, including how/when to get care, how to seek
information, how to communicate their needs, how
to set health goals, and how to think critically about
health at personal, family, and community levels [95].
To ensure that patients can speak about and under-
stand discussions around health, organizations may
have policies on language access to provide both in-
terpretation and translation services; however, these
policies may not be well-supported, well-supervised, or
understood by health care team members. Interpret-
er services for patients and family members provide
support for PFEC and health equity by facilitating com-
munication between providers and patients. Efforts
to improve access should align with the federal plan
to move the legal standard for interpreters in health
care organizations from “competent” to “qualified” to
reduce the risk of medical errors [4]. Measures for im-
proving language access could include (1) identification
of participants’ need for language services; (2) leader-
ship training and orientation programs for adminis-
trative and clinical leaders; (3) patient engagement in
language access services, smart phone support, on-

Page 16

Published July 13, 2020



line patient education materials, and translated docu-
ments; (4) stratification of performance data by lan-
guage to determine disparities; and (5) use of the most
appropriate individuals for interpretation [44].

Health literacy researchers and practitioners have
proposed the concept of “health literate health care
organizations” as a means to change polices, practices,
and culture to ensure that patient and family needs are
at the heart of care processes and that organizations
can address disparities associated with low health
literacy and numeracy and LEP [15]. Although health
literacy improvement was not mandated by the ACA,
it has been recognized as a fundamental element of
successful PFEC.

Health literacy has patient and family engagement
implications at both the individual and organizational
level. Inviting patients and families to serve on hospital
boards or advisory groups introduces both challenges
and opportunities from a health literacy perspective.
People with limited numeracy and literacy skills may
be comfortable communicating orally but be chal-
lenged to understand and use written documents,
forms, and patient portals. For example, if a patient or
family member on a hospital advisory board receives
a lengthy, dense written document to prepare for a
meeting, they may not be able to prepare and fully
participate in the discussion and provide recommen-
dations. Health care organizations should recognize
literacy and numeracy challenges in their communities
and provide information in multiple formats, such as
digital recordings, health education visualization tools,
or other mechanisms to make information more ac-
cessible and useful by all. Although organizations may
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perceive these additional formats as a burden, they will
gain in the long run by including the perspectives of pa-
tients, families, and community members who would
otherwise not pay attention to or use hospital- and
clinic-supplied information. While upstream efforts to
increase the health literacy of communities are need-
ed, Box 11 shows an example of an organization chang-
ing its practices to better suit the existing needs of the
community it serves.

Diversifying the Workforce and Integrating Cultur-
ally Responsive Training Approaches

The many cultures of the health care workforce can
help support better PFEC integration through improv-
ing trust, understanding, and cultural humility, as well
as opening up the lines of communications among pa-
tients, families, and their clinical care teams. Research
suggests that patients may prefer to seek care in envi-
ronments and from care team members that look like
and understand them [6].

Many organizations use cultural competency and im-
plicit bias training as a way to bridge cultural and lan-
guage differences between providers and patients. The
authors of this paper believe that it is important to shift
the paradigm toward training that recognizes implicit
biases and cultural responsiveness that involves cul-
tural humility, with the understanding that no one can
be completely “culturally competent” [111]. This type of
training recognizes individual and collective power and
privilege from multiple viewpoints and then creates
dialogue around our place and space and the inter-
actions that occur within the health system, patients,
family, and the community. Some states, such as Cali-
fornia, are moving to require implicit bias training in an

BOX 11 | Co-Creating Health Literate Organizations

In 2004 in lowa, a partnership called The lowa New Readers was formed between a group of adult learners
in basic education classes and lowa Health System (now UnityPoint Health), a delivery system with hospi-
tals, clinics, and home health. New readers and clinicians were invited to a conference to identify problems
and solutions together. New readers shared what it is like to try and get healthcare when they do not read
well. Clinicians and new readers shared ideas about how to work together. New readers analyzed health
materials and identified what made them difficult for adult learners, and created statements to convey
their experience and needs. Once lowa Health System leaders understood the problems adult learners
were having, they committed to creating a shame-free environment, improving clinicians’ communication
skills, and making materials easier to read. The resulting guidebook, Building Health Literate Organizations: A
Guidebook to Achieving Organizational Change, aims to provide practical advice on why health literacy issues
are important, what a successful change would look like, and how it could be accomplished.

SOURCE: See References list for sources [2,81,82]
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effort to reduce particularly troubling maternal mortal-
ity disparities [23]. Health care leaders also have to be
proactive and intentional about training and bringing
on board diverse PFAC members, and ensuring that
trainings and meetings take place not only in the walls
of the medical centers but also outside in community
spaces.

Beyond the diversity of the workforce and patient
and family advisors, the authors of this paper believe
it is critical to also look at the influence specific posi-
tions or functions have on increasing engagement
and reducing disparities. One important exemplar is
patient navigators. Patient navigators have become
more prevalent across health care organizations—es-
pecially around cancer care delivery support. Patient
navigation is an empirically supported care manage-
ment strategy initially deployed to address disparities
in cancer [50]. This type of support has demonstrated
efficacy in overcoming barriers to health care access
and utilization, bandaging system fragmentation, and
addressing social determinants of health [51,88]. Es-
tablished navigation practices include individual level
information exchange, resource referral, appointment
scheduling, and tailored assistance to overcome barri-
ers to health care [112].

The bottom line, however, is that all of our health
care workforce members—regardless of role—need
to be comfortable engaging with all of the populations
with whom they work. The models that have proliferat-
ed across the United States, such as patient navigators
and CHWs, have not been well integrated into the ac-
tual health care delivery system [112]. Currently, they
are mostly funded by soft funds (e.g., grants, philan-
thropy) because at present, navigators do not have an
officially designated health care system position, and
it is challenging to get reimbursement for their work
[93]. This new workforce provides a critical bridge to
the communities, and the health system should see
roles such as patient navigators and CHWSs as sources
of empathetic insights around optimal ways of caring
for patients who face great disparities in care.

It is imperative that health equity be explicitly integrat-
ed into the core of a culture that truly engages patients
and their families in care. This paper detailed some
of the essential levers of change that health systems,
health care institutions, and policy makers should
consider in trying to implement a culture that values
PFEC and health equity, and that takes care of and

improves the health of all populations. Achieving this
goal will necessitate both a cultural shift and innova-
tive and unconventional strategies to deliver health for
all, such as adopting strategies to support patients with
low levels of health literacy, supporting better integra-
tion of diverse PFACs, improving the cultural humility
of the health care workforce, increasing access to care,
and expanding telehealth strategies. These strategies
support all persons in accessing appropriate care and
ensuring they have the ability to participate as partners
in that care.

One underlying truth to implementing such an inclu-
sive approach is that there needs to be alignment of
levers including that of the mission, values, and lead-
ership of a particular system or organization. Without
such alignment, there is no sustainability. As systems
of PFEC are being built, health equity must be included
as a basic necessity of the system, not an afterthought.
National policies such as CMS's Equity Plan and Joint
Commission accreditation standards that include
health disparities are important steps in the right di-
rection but need to be supplemented by committed
organizational and individual efforts.

Achieving health equity requires flipping the tradi-
tional institutional approach to delivering health care
that positions providers as the sole experts and depri-
oritizes the experiences of a diverse population. We
must leverage all talents, including those of patients,
families, and communities who have a wealth of knowl-
edge to share and should be included as equal partners,
to help achieve population health with health equity at
its core. To achieve such a transformation, inclusion of
people from a diverse background, with full transpar-
ency, is essential. Leaders of hospitals and health care
systems must remain vigilant and examine the policies
and structures, which could have intentional and unin-
tentional consequences and could be perpetuating sys-
temic (structural and institutional) racism. An organiza-
tion and its leaders need to be ready for such change
and to actively integrate diverse voices who have not
traditionally been involved in the decision-making pro-
cess. A cultural and transformational change to PFEC
and health equity is difficult to achieve without making
an explicit commitment to such inclusion, and it is hard
to drive and sustain change in established and complex
systems. Change efforts must be grounded in core val-
ues that continually and comprehensively emphasize
equity, are lived out across organizations with leader-
ship investment and vocal support, and are infused
throughout every aspect of day-to-day operations. The
time for changing organizations from the inside mov-
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ing forward with patients and their caregivers as full
partners, for creating the inclusive environments that
break down the usual siloed and biased care, and for
driving a shift toward health equity that lifts health for
all is now.
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