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Preface

It is projected that those 65 years and older will comprise 20% of the US population
by the year 2030, with the fastest growing segment being those 85+ years (CDC,
The State of Aging and Health in America 2013). Approximately 92% of older
adults have at least one chronic disease, and 77% have at least two (NCOA, 2017).
While medical technology can enable us to live longer, it does not protect us from
associated illnesses such as cancer, cardiovascular disease, and musculoskeletal
disease. The experience of exceptional longevity (i.e., living >100 years) is increas-
ingly common. Yet, quality of life is not maintained. While the demographic research
is informative and vast, it is not enough to simply know we are living longer with
greater likelihood of diseases.

Providing care for one another has been at the heart of family functioning since
the beginning of time. From an early age, individuals are socialized to interact with
one another based on social rules, cultural norms, developmental expectations, and
family meaning. Governmental rules and policies are central to the ways family and
kin members function in helping one another. A key element to the ways in which
state and federal policies shape caregiving in the Unites States includes “the
Caregiver Assumption” (Bailey & Gordon, 2016). This refers to the expectation that
a family will care for its members during acute and chronic health challenges. This
is magnified by a system that prioritizes home and community-based services
(HCBS) over institutionalized care. On the surface, this value—keeping people at
home as long as possible—is shared by governmental systems and families alike.
Yet, implementation of HCBS is done at the expense of family and kin caregivers,
their health, financial futures, and other relationships. Because of the way we do
caregiving in the United States, caregivers are at greater risk for providing care well
beyond the scope of their abilities, increasing risk of injury (to themselves or their
loved ones), which then perpetuates the cycle of risk and need for care. Family
caregiving is truly a public health crisis, not only because it is inherently demanding
but because of the way we provide care. Consequently, service and support of elders
and their family caregivers is a critical public health issue. We have known the chal-
lenges for decades, yet it is not enough to know the challenges.
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This volume seeks to provide those in the human sciences and related fields a
base of topical chapters related to the caregiving experience. Resilience as a process
and an outcome is a common theme throughout. Each chapter identifies the risks
present in caregiving situations, while offering tips and resources for care families.
So often, care families do not know where to start. The National Alliance for
Caregiving and AARP’s Public Policy study (2015) revealed that 84% of caregivers
need more information and training to care for their loved ones. Simultaneously,
many professionals do not feel equipped to assist because, with rare exception, the
primary and higher education systems have failed to prepare the workforce to serve
this burgeoning need. It’s not as if we didn’t see it coming. Yet, this volume was
born out of the belief that even professionals who do not identify with the field of
“Gerontology” or “Aging Studies” have the opportunity to help care families. After
all, with 84% of caregivers reporting a need for more information and training in
their care roles, surely each person who is reading this can do something to fill that
gap. It is not enough to say “it isn’t my area.”

The opportunity now lies with us to address this public health crisis, utilizing the
family resilience framework as a guide. With the passage of the CARE Act in more
than 20 states, elected officials and the aging network are showing signs that they are
mobilizing and primed for change in this area. Our opportunity lies in knowing what
shapes caregiving experiences in our respective states and then responding: through
education, advocacy, engagement, intervention, or any domain for that matter.
Whether you are an advocate, researcher, educator, or practitioner, there is a need to
improve the ways caregivers understand the system, access the system, and do the
business of caregiving. Countless studies have shown us the risks of providing care,
with little focus on protective processes. Utilizing the resilience model allows us to
change the perspective from one of disadvantage and hardship to a strengths-based
approach. Eighty-four percent of caregivers report needing more information and
training in their care roles (2015). We know enough to know the need. We know enough
to know the consequences are life changing. Find your sphere of influence and go!

Stillwater, OK, USA Whitney A. Bailey
Kristopher M. Struckmeyer
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Chapter 1
Family Resilience and Caregiving

Carolyn S. Henry, Rebecca L. Hubbard, Kristopher M. Struckmeyer,
and Todd A. Spencer

Family caregiving occurs as one or more family members provide care to at least
one other family member defined by the family or professionals as requiring assis-
tance in at least one key domain of life (Walker, Pratt, & Eddy, 1995). Over time,
caregiving occurs in most families as challenges in one or more areas of well-being
such as physical, cognitive, or emotional well-being. In addition, caregivers often
become informal case managers who coordinate care across multiple settings and
providers, maintain interpersonal contact and advocacy with multiple care provid-
ers. Family members may gradually drift into, actively choose, or quickly accept
caregiving during a crisis (Bailey & Gordon, 2016; Johnston, Bailey, & Wilson,
2014; Qualls & Williams, 2013). As demands increase through the daily hassles and
new responsibilities of caregiving, on-going family relationship patterns require
change, often involving more frequent and intense family interfaces with proximal
(or close) ecosystems including medical and social services (see Table 1.1). We use
the terminology of “care recipient” for individuals receiving care and “caregiver”
for individuals caring for care recipients, recognizing that both caregivers and care
recipients have a sense of self and family beyond these roles. In fact, individuals can
be mutual caregivers and care recipients such as when spouses provide care to each
other. Caregiving burden arises through ongoing daily hassles, difficult decisions,
sacrifices, and other demands that increase the risk for stress, burnout, and declines
in caregivers’ health, self-care, and the ability to fulfill other life roles (Zarit, Reever,
& Bach-Peterson, 1980). The unique combination of caregiver burden in specific
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