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Preface: Introduction to Chronic
lliness Care

Over a hundred years ago, acute communicable diseases — tuberculosis, diphtheria, and influ-
enza — were the leading causes of morbidity and mortality in the United States, greatly contrib-
uting to death rates in children and young adults. In 1900, for example, the average life
expectancy at birth was 46 years for men and 48 years for women [1]. Today, the estimated life
expectancy is 76 years for men and 81 years for women, and the advent of antimicrobial ther-
apy and public health initiatives, such as vaccinations, has dramatically reduced mortality in
the younger years of life, transforming the manifestations of acute and chronic diseases and,
concomitantly, the experience of illness and healthcare. Most notably, chronic diseases, such
as heart disease, stroke, cancer, mental and behavioral disorders, and diabetes, have displaced
acute infectious diseases as the major causes of morbidity and mortality.

About half of all US adults — 117 million people — reported one or more chronic health
conditions in 2012, with one in four adults acknowledging two or more chronic health condi-
tions [2]. Much of the current healthcare system, unfortunately, is primarily oriented and struc-
tured to respond to acute, short-term biomedical problems. From the way medical learners and
other healthcare providers are trained, to the design features of acute hospitals and medical
settings, to the reimbursement practices and policies that are indexed to episodes of care, there
is an underlying assumption that illness and other medical problems are acute, curable, and
narrow in their scope of healthcare services. This is no longer the lived experience of patients
and caregivers in the United States — and across much of the developed world — where chronic
disease has supplanted acute disease as the predominant form of illness.

Chronic disease is generally defined as a condition that lasts for more than 3 months, is not
prevented by vaccines or cured by medication, does not spontaneously resolve, and has long-
lasting and significant effects on an individual’s quality of life [3]. In contrast to acute illness,
chronic disease can cause a person to lose function over years, in either a stepwise or a gradual
pattern, until death occurs [4]. The human toll associated with chronic conditions — physical,
emotional, and social — is also tied to the staggering financial costs needed to provide health-
care for these patients. For example, 86% of all healthcare spending in 2010 was for people
with one or more chronic medical conditions [5], and increased spending on chronic diseases
is a major driver in the overall growth of Medicare [6]. With such growth, it is predicted that
the Medicare Hospital Insurance Trust Fund will be depleted in 2030 and that only the advent
of more efficient care approaches, new payment models, and less rapid growth of reimburse-
ment rates will salvage the program [7].

Improving the health status and promoting the quality of life for individuals with chronic condi-
tions necessitate culture change on many levels, as well as a paradigm shift regarding care
approaches to chronic disease [8]. This book contributes to that paradigm change by providing a
comprehensive and organized body of information regarding the principles and practices of
chronic illness care, which is the coordinated, comprehensive, and sustained response to these
diseases and conditions — from initial diagnosis to the end of life — by a wide range of healthcare
professionals, formal and informal caregivers, and healthcare and community-based systems [9].

The book is organized using a social-ecological framework, which is derived from systems
theory and looks at the interdependent influences between individuals and their larger
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environment [10]. This framework considers multiple domains across several levels of influ-
ence and provides a grounding to the book (Fig. 1). Different sections of the book aggregate
individual chapters, presenting key principles and concepts, as well as evidence and examples
that illustrate and support these ideas. The book starts with eight chapters that focus on indi-
vidual factors that influence chronic disease. Individual-level characteristics include factors
that may be considered fixed (e.g., genetics), those that are more socially constructed (e.g.,
race and ethnicity), and key areas of behavior change (e.g., tobacco use, physical activity,
nutrition, alcohol and other drug use) that intersect with chronic disease. This section also
includes a chapter on chronic disease self-management, as well as one that covers approaches
to determining quality-of-life and patient-centered outcomes in this population.

Part II addresses the role of others in an individual’s experience of chronic disease and
acknowledges formal and informal social networks and support systems, including family,

Lifestyle and Behavior
Disease self management
Tobacco use
Alcohol and substance abuse
Physical activity

Diet and weight management
Quality of life
Medication adherence

Influences on
Chronic Illness Care

Fig.1 Social-ecological framework (Adapted from the Centers for Disease Control and Prevention (CDC), The Social Ecological
Model: A Framework for Prevention, http://www.cdc.gov/violenceprevention/overview/social-ecologicalmodel.html (Retrieved
October 19, 2016))
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friends, and peers [10]. Chapters will cover areas from the usually supportive role of family
and other caregivers to the negative influence of domestic violence, abuse, and neglect. In addi-
tion, this section recognizes the role of community support from patient navigators, peers, and
agencies and organizations as emerging players in the management of chronic disease.

The section on principles and practices that are foundational to providing chronic care con-
stitutes the largest part and occupies a central place in the book. Part III does not focus on the
medical diagnosis and treatment of specific chronic diseases, due to the rapid pace of research
and scholarship that informs and changes practice and the ready dissemination of clinical
information via information technology and other electronic sources. Rather, chapters in this
section cover key principles that form the base of care provision, in addition to approaches that
are organized around the healthcare settings where chronic care is provided. These settings
include the outpatient and inpatient setting, the emergency department, nursing homes, reha-
bilitation centers, and community-based care. There are information and skill needs that are
common for chronic care providers across these settings, and this section includes chapters on
secondary prevention, medication management, patient-provider communication, and end-of-
life care. Finally, there are chapters which provide approaches to caring for chronically ill
patients who have unique needs and challenges, such as children and adolescents, older adults,
adults with disabilities, and vulnerable populations.

As the paradigm for chronic illness care changes, the organizational structures for deliver-
ing healthcare services are also undergoing transformation. The Chronic Care Model, which
identifies key healthcare system elements that promote quality chronic illness care, helps to
frame Part IV [11]. Chapters in this section address novel and emerging care models that are
located in increasingly functional outpatient settings and include integrated behavioral health-
care, care management, transitions of care, team-based care, quality improvement, and the use
of health information technology. Although the patient-centered medical home is becoming
the predominant organizational structure, varieties of practice designs are discussed, including
direct-care practices and concierge care.

Part V recognizes that social and environmental factors affect chronic illness, whether
through a cumulative exposure to unclean air or water or through health behaviors that are
mediated by social interactions. This section closes with a chapter on the life course as an
orientation in approaching how historical and social determinants influence the health of an
individual and sets up the final section that focuses on health policy. Local, state, and national
regulations and laws, including policies regarding the allocation of resources and access to
healthcare services, are components of the policy environment in which chronically ill patients
live and receive their healthcare [10]. These are critical issues that require ongoing examina-
tion and improvement if a viable and sustainable healthcare system is to meet the needs of
chronically ill patients. Chapters in this section include the major federal programs influencing
chronic care delivery (Medicare and Medicaid) and the emergence of new payment models
focused on value-based care. Providing quality chronic illness care to the people who need it
will require an understanding of population health and a retooled healthcare work force, and
this book provides a grounding in both areas. The section closes with an international
perspective since other developed countries are facing comparable challenges and have care
models and policy lessons that can inform the way forward in the United States.

The book closes with a perspective on future directions in chronic illness care, which will
continue to evolve in the foreseeable future. As noted earlier, this book hopes to be a part of the
paradigm shift in ways of thinking about chronic disease care by being a useful resource to the
physicians, nurses, social workers, pharmacists, policy-makers, educators, and others who are
committed to the care of people with chronic illness.

Chapel Hill, NC, USA Timothy P. Daaleman
Margaret R. Helton
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