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care system in the world.! However, when compared with other developed

countries on indicators such as health outcomes, quality, and efficiency,
the United States ranks last. With rising health care costs and suboptimal
performance on health care measures, there is increasing interest and urgency
to address this paradox. One promising pathway toward improvement is the
field of patient and family engagement.

The United States health care system is the most expensive per capita health

Patient and family engagement strategies have shown such promise that they
have been incorporated into the majority of recent efforts to improve health
care quality. The National Strategy for Quality Improvement in Health Care,
established as part of the Affordable Care Act, focuses on patient-centered care,
“ensuring that each person and family is engaged as partners in their care”
in order to advance health care quality improvement goals.? The Centers for
Medicare and Medicaid Services describe patients and their families as “essential
partners in the effort to improve the quality and safety of health care.”® The
American Institutes for Research (AIR) defines patient and family engagement
as “patients, families, their representatives, and health professionals working
in active partnership at various levels across the health care system to improve
health and health care.”* Other organizations have different definitions of
patient and family engagement; however the key concepts are similar.” All
definitions emphasize that specific action must be taken by patients, providers,
and others in health care systems to create collaborative partnerships to improve
both individuals’ health and the health care system.

It is important to remember that engaging patients and families requires more
than a series of simple steps or a checklist of activities. Meaningful patient
and family engagement necessitates a shift in the traditional culture of health
care. It is about creating a partnership culture within health care. Though it
is a significant undertaking, with leadership, collaboration, and perseverance,
health systems can create cultures centered on patients and families, with the
goals of improving patient experience, improving quality of care, and decreasing
cost.

The Need for Patient and Family Engagement

Patients have much to gain when patients and families provide input and when
the responsibility for health is shared.® Research shows that patients who are
more engaged in their care have lower medical costs, fewer hospital admissions,
and improved health outcomes, such as a healthier diet, increased levels of
physical activity, and weight loss for patients with diet-related chronic diseases.”?
However, a recent survey of American health care consumers found that one
in three consumers is disengaged in their care. These individuals report a lower
need for care, take less preventive action, have lower interest in resources, and
are less financially prepared than consumers who are more engaged.’
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There are many factors that can contribute to lower levels of engagement. In
the recent economic recession, many families had fewer resources to focus
on health care.’® Although the economy has recovered, many families are still
experiencing economic hardship. Some families must choose to prioritize
other needs like food and shelter. When individuals work more than one job
to make ends meet, time off of work for health care visits may not be feasible.
In addition to socioeconomic factors, there are also cultural barriers to patient
engagement. Some racial and ethnic cultures have a history of mistrust with
medicine and health care.!! Others may practice traditional healing, prayer,
meditation, or herbal supplementation they feel will not be supported by health
care providers.!! Patient and family engagement can be viewed as a means of
health equity, with providers and systems focused on patient-centered care, and
patients and families prepared to partner in a way they choose.

Research shows that patients and providers support engagement and believe
that increased involvement in health care by patients and families can lead to
improved experiences and outcomes.'? In 2012, 63% of health care consumers
were dissatisfied with the United States health care system, giving it a report
card grade of C, D, or F. Health care organizations interested in boosting their
scores should consider the benefits of patient and family engagement. One
study found that patients who are highly engaged are 10 times more likely to
report high patient satisfaction scores when compared to patients who are less
engaged.® Increasing levels of patient and family engagement may lead to gains
in patient satisfaction and experience of care scores.

In addition to becoming more involved in their own care and well-being,
patients and families can also be involved in the governance and oversight
of health care organizations and systems. Health care systems implementing
patient engagement efforts have seen reductions in medical errors, hospital-
acquired infections, and other serious safety events.#1¢

Increasing Patient and Family Engagement

Patient engagement can occur at multiple levels of the health care system.!*?®
In direct patient care, providers can include patients as partners in the care
process, tailoring health decisions to their preferences and values, and
communicating as a partner with patients and families. At the organizational
level, hospitals, practices, and other provider organizations can include patients
as advisors in the strategy and management of their organizations so that the
delivery of care is informed by patient experiences. Practices, hospitals, and
health systems can be designed to maximize communication and partnership
with patients and families at every point in the care continuum. At the policy
level, health policymakers can work with consumers in the development and
implementation of policies and regulations that pertain to their care, and state
and federal policies as well as private payer policies can provide incentives to
practices that engage patients and families.*
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Engagement can be present at every level in health care, on a continuum ranging
from consultation all the way to true partnership and shared leadership.*
Providers and systems must examine current engagement efforts and focus
on strategies for improving patient engagement at all levels. Nationally, the
Agency for Healthcare Research and Quality, AIR, Institute for Healthcare
Improvement, the Institute for Patient- and Family-Centered Care, and the
National Association for Healthcare Quality are all working to help health care
providers and systems increase their engagement with patients and families.
In North Carolina, Community Care of North Carolina (CCNC), North
Carolina’s Medicaid program’s primary care case management contractor,
takes a community and patient-centered approach to health care and seeks to
engage patients in their care. Additionally, the North Carolina Quality Center
(NCQC) has been at the forefront of patient and family engagement efforts in
hospitals since its creation in 2004.

NCIOM Task Force on Patient and Family
Engagement

The North Carolina Institute of Medicine (NCIOM) received grant support from
The Duke Endowment to convene a task force on patient and family engagement
in order to build upon current efforts in North Carolina. The NCIOM Task
Force on Patient and Family Engagement was created in collaboration with
CCNC, the North Carolina Division of Public Health within the Department
of Health and Human Services, the NCQC of the North Carolina Hospital
Association, the North Carolina Medical Society, and the Foundation for
Nursing Excellence. The Task Force was charged with identifying and examining
evidence-based, evidence-informed, and promising practices and strategies for
increasing patient and family engagement.

The Task Force was chaired by Kimly Blanton, a patient family advisor with
Vidant Health; Melanie Bush, assistant director of policy and regulatory affairs
with the Division of Medical Assistance in the North Carolina Department of
Health and Human Services; and Dr. Warren Newton, director of the North
Carolina Area Health Education Centers Program and professor and chair of
the Department of Family Medicine at the University of North Carolina at
Chapel Hill School of Medicine.

In addition to the chairs, the Task Force was comprised of 41 members. The
group included patients and family members, youth, caregivers, providers,
insurers, and representatives from various health systems, community-based
organizations, local health agencies, and several divisions within the North
Carolina Department of Health and Human Services. There was a specific focus
on ensuring the Task Force was representative of the state, including diversity of
age, race, ethnicity, socioeconomic status, and region of the state. The Task Force
met monthly from February 2014 to January 2015 for a total of 12 meetings.
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After reviewing best practices and evidence-based strategies for increasing
patient and family engagement in direct care settings, hospitals, health system:s,
the community, and in policy, the Task Force developed and refined a set of
recommendations that will catalyze patient and family engagement and improve
health and health care systems in North Carolina.

This report contains nine chapters, the first being this brief introduction.
The second chapter discusses the vision and mission of patient and family
engagement through the framework and roadmap developed AIR. Subsequent
chapters expand on change strategies of the AIR patient and family engagement
roadmap.
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